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SECTION I: 
EXECUTIVE SUMMARY 

The 2012 Statewide Coordinated Statement of Need (SCSN) and Comprehensive Plan (CP) 
summarizes HIV-related service needs and barriers across New York State and presents goals 
and strategies for the evolving HIV service continuum.  This document, an update of the 
SCSN/CP submitted in 2009, has been prepared in accordance with the legislative mandate in the 
Ryan White HIV/AIDS Treatment Extension Act and accompanying guidelines issued by the 
federal Health Resources and Services Administration (HRSA).   

A multi-step process was employed to prepare this document.  A series of listening forums was 
held throughout the State to obtain information from consumers, clinicians, and service providers 
on needs and barriers related to HIV/AIDS services as well as issues and concerns related to 
programs administered by the AIDS Institute.  In addition, a review was conducted of local and 
regional needs assessments as well as planning documents prepared since 2009 that relate to the 
design, delivery, coordination and integration of HIV care and services.  The AIDS Institute sent 
an announcement requesting such documents to a mailing list of about 600, including 
representatives and agencies under all Parts of Ryan White, service providers, consumer groups 
and advisory bodies, other government agencies, staff, advocates and other interested parties.  
Forty-eight documents were received; each was reviewed to capture service needs, barriers, 
subpopulations and other issues addressed in the source documents. 

Additional steps involved the aggregation of epidemiological data and other information that 
directly affects HIV service delivery planning and implementation.  Data from the AIDS Institute 
Bureau of HIV/AIDS Epidemiology and many other sources was compiled, analyzed and 
summarized. Key environmental considerations that impact the HIV/AIDS epidemic and 
emerging trends are presented.   

All of the above information is summarized and organized in separate Sections of the SCSN, as 
outlined in the Table of Contents.  Most information is presented for New York State as a whole, 
for New York City as a whole, and by Ryan White region for the rest of the State.  The 
Comprehensive Plan was prepared based on the data and information gathered through the SCSN 
process, and ongoing strategic planning processes informed by formal advisory and coordinating 
bodies, and by various workgroups of Persons Living with HIV and AIDS (PLWHA) and 
providers. 

Section V of this document contains comprehensive summaries of needs across the State, by 
region, and, within regions, for special populations and sub-populations.  The needs most 
commonly identified can be summarized in the following broad categories: 

 Comprehensive health care, integrating primary care (for HIV, STDs, hepatitis, and other 
co-occurring conditions) and specialty care for all persons including those who are 
uninsured or underinsured. 

 Transportation. 
 Mental health services. 
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 Dental care. 
 Housing. 
 Case Management and supportive services that enable linkage with and retention in care 

and compliance with medication regimens, including but not limited to food/nutrition 
services, legal assistance, entitlements/benefits assistance, family support, peer education 
and support, translation and interpretation. 

 Hepatitis C services. 
 Harm reduction. 
 Linguistically and culturally competent services in all settings.  
 Targeted outreach for purposes of providing HIV testing, case finding, linkage with care, 

and prevention. 
 Service delivery models that meet patient needs, such as evening and weekend hours, co-

located services, neighborhood service sites, and improved service integration and 
coordination. 

 HIV prevention, health education and clinical education to raise awareness, build skills, 
eliminate stigma and discrimination, improve consumer health literacy, ensure high 
quality care and services, and prevent further transmission of HIV. 

 Drug treatment. 
 Opportunities for consumers to network, share information, and share support. 
 Interventions that address stigma. 
 Education for consumers and providers on the changing health care environment as a 

result of Medicaid redesign and health care reform. 

The Comprehensive Plan, contained in Section VI of this document, describes New York’s 
system of HIV/AIDS care; an evaluation of the 2009 comprehensive plan in the form of key 
successes, challenges and emerging issues; the AIDS Institute’s strategic planning process; and 
strategies associated with the National HIV/AIDS Strategy (NHAS) goals:  (1) Reducing new 
HIV infections; (2) Increasing access to care and improving health outcomes for people living 
with HIV; and (3) Reducing HIV-related health disparities.  The strategies for achieving these 
goals are presented by describing program initiatives that have been implemented associated 
with each of these three goals.  In accordance with HRSA instructions, the Comprehensive Plan 
also includes a discussion of Early Identification of Individuals with HIV/AIDS (EIIHA) and 
Enhanced Comprehensive HIV Prevention Planning and Implementation for MSAs Most 
Affected by HIV/AIDS (ECHPP). 

In addition, the Comprehensive Plan describes strategies to enhance quality of care and monitor 
progress. These strategies include quality management and improvement, the AIDS Intervention 
Management System (AIMS), evaluation studies, AIDS Institute Reporting System (AIRS), 
contract management monitoring, and expanded laboratory reporting. 
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SECTION II:
 
PURPOSE OF LEGISLATIVELY REQUIRED SCSN AND COMPREHENSIVE PLAN
 

A. Statewide Coordinated Statement of Need (SCSN) – Legislative Requirements and 
Purpose 

The Ryan White HIV/AIDS Treatment Extension Act requires Ryan White grantees to conduct 
activities to enhance coordination across Ryan White programs by mandating participation in the 
development of a Statewide Coordinated Statement of Need (SCSN).  Legislative language 
requires further that the Part B grantee develop the SCSN and that grantees under all Parts 
participate in the SCSN process.  In addition, applicants for Ryan White funds are required to 
submit evidence that the proposed program is consistent with the SCSN.   

According to the federal Health Resources and Services Administration (HRSA), the purpose of 
the SCSN is to provide a collaborative mechanism to identify and address significant HIV care 
issues related to the needs of people living with HIV/AIDS (PLWHA), and to maximize 
coordination, integration and effective linkages across Ryan White HIV/AIDS Program Parts 
related to such issues. 

As the Ryan White Part B grantee, the New York State Department of Health AIDS Institute 
(NYSDOH AI) is responsible for the preparation of the SCSN document based on HRSA 
guidelines. Such guidelines were updated and issued in 2011.  HRSA encourages the use of the 
SCSN for statewide HIV/AIDS planning, and each state has the flexibility to adapt the SCSN 
preparation process to its particular circumstances.  The guidelines state that the SCSN is not 
intended to replace local program planning and priority setting.  Grantees under all Parts must 
participate through a representative process. 

The outcome of the SCSN process is a written document that summarizes needs and service 
barriers across the state.  HRSA guidelines indicate that the SCSN must reflect, without 
replicating, a discussion of existing needs assessments and should include a brief overview of 
epidemiological data, a description of the process used to develop the SCSN, information on 
participants in the process, and a description of service needs and identified gaps.  In addition, 
the guidelines state that the SCSN should include broad goals, and these goals should not be 
prioritized but assessed equally. 

This document has been prepared based on those guidelines.  This is the fifth SCSN prepared by 
the NYSDOH AI. Previous versions were submitted in 1998, 2001, 2006 and 2009. 

B. Comprehensive Plan – Legislative Requirement and Purpose 

The Ryan White HIV/AIDS Treatment Extension Act requires Part B grantees (states) to develop 
and implement a comprehensive plan, including a description of HIV-related services in the 
State, available resources, epidemiological data, service needs, goals and strategies.  The original 
HRSA guidelines relating to this legislative requirement indicate that comprehensive planning 
should result in a road map for the incremental development of a system of care that addresses 
needs and challenges that change over time.  The guidelines state further that the plan should 
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address new initiatives, such as the National HIV/AIDS Strategy, health care reform, the Early 
Identification of Individuals Living with HIV/AIDS (EIIHA), and the Healthy People 2020 goals 
and objectives. 

Many of the topics to be covered in the comprehensive plan are the same as those required to be 
addressed as part of the SCSN.  Therefore, to eliminate duplication, in both the process of 
providing input and in preparation of the final document, New York State has combined the 
SCSN and Comprehensive Plan into one document.  This approach allows for the preparation of 
a broad document that describes service needs and barriers on multiple levels (statewide and by 
region), drawing from input received at listening forums throughout the State and local and 
regional needs assessments and planning documents.  This statewide summary of needs and 
barriers forms the basis of goals, strategies, and priority-setting that are part of the statewide 
Comprehensive Plan included as Section VI of this document.  
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SECTION III: 

DESCRIPTION OF THE 2012 SCSN PROCESS
 

This Section describes the resources utilized and the steps taken to complete the 2012 version of 
the Statewide Coordinated Statement of Need (SCSN). 

Overview of the Process 

The process described below was used to gather information, extract relevant data, obtain 
additional input, and complete the document. 

Conduct listening forums throughout the State to solicit input on needs related to HIV/AIDS 
services and issues related to programs administered by the AIDS Institute. 

In 2011, a series of listening forums was convened in regions throughout New York State with 
the express purpose of informing the AI (AIDS Institute) of needs and barriers related to 
HIV/AIDS services as well as provider, clinician and consumer issues and concerns related to 
the programs and services administered by the AIDS Institute.  More than 300 individuals 
participated in 14 forums in seven regions throughout the State and offered a wide range of 
comments, suggestions and recommendations, which were documented and are summarized in 
the Service Needs and Barriers section of this document.  The listening forums served as the 
primary source of information for the SCSN.  The 2011 listening forums represented a dialog, 
with the AIDS Institute responding to questions and providing updates, with particular focus on 
the changing health care environment and Medicaid redesign.  

Solicit documents, review and extract information that identifies local and regional service 
needs and barriers to care and services. 

A review was conducted of local and regional needs assessments as well as planning documents 
prepared since 2009 that relate to the delivery, coordination and integration of HIV care and 
services. The AIDS Institute sent an announcement requesting such documents to Part A 
EMAs/TGA and Planning Council members, Part B grantees, Part C and D grantees, SPNS 
grantees, AETC representatives, dental reimbursement program providers, persons living with 
HIV/AIDS, health and human service providers holding contracts with the AIDS Institute, 
Medicaid providers, local health units and other governmental agencies, AIDS Institute staff, 
advocates and other interested parties. 

Fifty-seven source documents were received.  They are listed and briefly described in Appendix 
A. These documents varied in content and format.  While the Ryan White mandate for the 
SCSN focuses on collaboration among the Parts relating to the needs of persons living with HIV 
and AIDS, all identified needs, including prevention and concerns regarding relevant policy 
issues, are summarized in this document.  The service needs, barriers and affected 
subpopulations are presented for the State as a whole, for New York City, by Ryan White region. 
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Summarize HIV/AIDS epidemiological data. 

The AIDS Institute’s Bureau of HIV/AIDS Epidemiology (BHAE) produced data on reported 
HIV and AIDS cases and persons living with HIV and AIDS, which are presented in Section IV 
of this document.  These data highlight variables such as mode of transmission, race/ethnicity, 
gender, and age, and display trend data on cases and deaths. The information is presented on a 
statewide basis, for the City of New York, by borough and by region outside New York City.  

Other comparative and interpretive data is presented throughout the document to characterize the 
nature of the epidemic across the State.  In addition to BHAE, the sources of this data include 
reports issued by the federal Centers for the Disease Control and Prevention (CDC), the New 
York City Department of Health and Mental Hygiene HIV Epidemiology Program, and 
epidemiological profiles included in various source documents. 

Summarize successes, challenges, emerging issues, goals and strategies 

Key successes, challenges and emerging issues are summarized in Section VI.B. of this 
document.  Examples of the key successes include: 

 Reduction in newly diagnosed cases 
 Reduction in mother-to-child transmission of HIV 
 Reduction in HIV infections among drug users 
 Life-saving HIV uninsured care programs 
 Quality of care 
 Expanded HIV testing 
 Drug user health 
 HIV Special Needs Plans (SNPs) 

While not an exhaustive list, the challenges and emerging issues discussed in this section are 
cross-cutting and must be considered in the planning process.  Examples include: 

 Reduction in resources 
 Sexual transmission of HIV and other diseases 
 Integration of HIV, STDs, and hepatitis 
 New infections among young MSM of color 
 Aging of the HIV epidemic 
 Residual mother-to-child transmission of HIV 
 Hepatitis C 
 Late/concurrent diagnosis and entry into care. 
 Workforce issues 
 Retention in care 
 Medicaid re-design in New York State 
 Implementation of the Affordable Care Act 

The goals and strategies are included in Section VI.C. of this document and include a discussion 
of the AIDS Institute’s strategic planning process and the National HIV/AIDS Strategy’s goals. 
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Summarize findings and prepare the SCSN and Comprehensive Plan document. 

The information gathered was organized and summarized in the respective Sections of this 
document noted above.  An attempt was made to present the most up-to-date information in a 
clear, easy-to-access format.  The document is drawn almost in total from the input received at 
the listening forums, the source documents listed in the Appendix, and other sources noted in this 
Section. It is not footnoted, but specific references to documents are indicated when appropriate. 

The Comprehensive Plan, contained in Section VI of this document, was prepared by the AIDS 
Institute based on the information and data described above and ongoing strategic planning 
processes that are informed by various workgroups of PLWHAs and providers, as well as formal 
advisory and coordinating bodies, including the Part A Planning Councils, the Statewide AIDS 
Services Delivery Consortium (SASDC), the State AIDS Advisory Council, the Advisory 
Committees for the HIV Uninsured Care Program, and the Prevention Planning Group. 

Distribute the document. 

The SCSN and Comprehensive Plan will be posted on the Department of Health web site.  
Notification of its posting will be broadly disseminated statewide.  While the listening forums 
assured broad input on the document, the notification will describe the opportunity to provide 
comments on the document. Should substantial comments be received, an addendum will be 
prepared and posted along with the document. 
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SECTION IV: 

DESCRIPTION OF THE LOCAL HIV/AIDS EPIDEMIC
 

A. HIV/AIDS Epidemiology 

This section describes the HIV/AIDS epidemic in New York State, in accordance with both the 
SCSN and comprehensive plan instructions. 

HIV/AIDS Epidemic in New York State as Compared to the Nation 

It is important to highlight key facts about New York’s epidemic in relation to the rest of the 
country: 

 New York State has 6.25 percent of the population of the United States, but 17.3 percent 
of all persons living with AIDS, the highest percentage of any state.  

 New York State’s AIDS case rate of 20.6 per 100,000 is almost double the U.S. average 
case rate of 10.8 per 100,000. 

	 The epidemic in New York State overwhelmingly affects persons of color: 79 percent of 
persons living with HIV and AIDS are persons of color – 43 percent Black, 31.7 percent 
Hispanic, 1.2 percent Asian/Pacific Island, and less than one percent Native American 
(confirmed cases through December 2010).  Nationally, approximately 65 percent of 
persons living with HIV/AIDS are person of color. 

	 New York State has both urban and rural epidemics. This is illustrated by the fact that 
even if New York City cases are excluded, New York State ranks 8th among all states in 
cumulative AIDS cases and living HIV/AIDS cases nationally. 

HIV/AIDS Data 

The tables and graphs in this Section provide an overview of the AIDS/HIV epidemic by 
geographic area in New York State.  The tables and graphs were produced using data provided 
by the Bureau of HIV/AIDS Epidemiology (BHAE) of the New York State Department of 
Health. Data presented in this Section are generated from information collected and maintained 
by BHAE and the HIV Surveillance and Epidemiology Unit of the New York City Department 
of Health and Mental Hygiene. The data set used was a special provisional data run on 
9/11/2011 of cases reported through December 2010.  The data is presented in tabular and 
graphic formats to assist the reader with interpretation, comparisons and viewing trends.     

Data is provided for each of the following geographic areas: 

 New York State 

 New York City 

 Boroughs of New York City: 


 Bronx 
 Brooklyn 
 Manhattan 
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 Queens 
 Staten Island
 

 Upstate (New York State excluding New York City): 

 Northeastern New York Region 
 Western New York Region 
 Hudson Valley Region 
 Nassau/Suffolk Region 
 Finger Lakes Region 
 Central New York Region 

Uniform tables and graphs, based on data reported through December 2010, are provided for 
each of the above geographic areas as follows: 

	 Figure 1:  Provides the number of persons living with HIV and with AIDS and 
cumulative AIDS cases by borough, by United Hospital Fund Neighborhoods in NYC, 
by Ryan White region outside NYC, and by County.   

	 Figure 2:  A bar/line graph that depicts trends from 1984 to 2010 for new HIV and 
AIDS Cases, Persons Living with HIV and AIDS, and Deaths. 

	 Figure 3:  Three bar charts comparing the racial/ethnic composition of the general NYS 
population (U.S. Census 2010) with newly diagnosed HIV cases (2001-2010) and 
persons living with HIV/AIDS (reported through December 2010). 

	 Figure 4:  A bar graph showing males living with HIV/AIDS by race/ethnicity and by 
transmission category. 

	 Figure 5:  A bar graph showing females living with HIV/AIDS by race/ethnicity and by 
transmission category. 

	 Figure 6:  Two bar graphs illustrating persons 13 years of age and older living with 
HIV/AIDS by gender, transmission category and age group. 

	 Figure 7:  Two bar graphs showing newly diagnosed HIV cases in 2010 by age at time 
of diagnosis and transmission category. 

	 Data is also provided from the New York State Comprehensive Newborn Screening 
Program regarding HIV seroprevalence among women giving birth in 2009. 

The following should be noted in interpreting the data provided on the following pages: 

	 Unless individuals are known to be deceased from NYS or NYC Vital Records, or the 
National Death Index, they are presumed to be living. 
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	 The SCSN incorporates a new transmission risk category: Female Presumed 
Heterosexual Contact (FPHC).  For a case to be classified as FPHC the HIV Surveillance 
record for the case must show all of the following:  

o	 Sex at birth is female  
o	 Case does not meet requirements for any other transmission risk group.  
o	 No positive indication of injection drug use (i.e., inject drug = no, unknown or 

blank) 
o	 Positive indication of heterosexual contact (i.e., sex with male = yes)  

The FPHC definition is consistent with the recommendation by a work group convened 
by the Centers for Disease Control (CDC) in 2008 to study the addition of a presumed 
heterosexual transmission category to CDC‘s existing transmission risk hierarchy. CDC 
accepted the group‘s recommendation and announced plans to implement it in 2012. 
Starting in 2011, BHAE data products include the FPHC category. The new risk 
categorization applies to all cases in the surveillance registry, regardless of date of 
diagnosis or initial report. The introduction of the FPHC category has a substantial 
impact on the transmission risk profile of HIV in New York State. For example, of the 
39,000 females living with diagnosed HIV infection as of December 2009, about 15,000 
(38%) are classified as FPHC.  Before the introduction of the FPHC category all of these 
would have been classified as being of unknown risk. 

More specific data on race/ethnicity, risk, gender and age for living HIV and AIDS cases, 
cumulative AIDS cases and newly diagnosed HIV and AIDS cases are available in routine 
HIV/AIDS surveillance and epidemiology reports published by the New York State and New 
York City Health Departments.  These reports can be accessed at their respective websites: 

NYS Department of Health:  http://www.health.ny.gov/diseases/aids/statistics/ 

NYC Department of Health and Mental Hygiene:  www.nyc.gov/html/doh 
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B. Unmet Need Estimate 

The unmet need framework is contained in Appendix C.  It is estimated that 34.47 percent of 
persons with HIV/AIDS who know their status did not report a viral load or CD4 test during 
calendar year 2010. 

The base population for the estimate is persons living with HIV/AIDS as of December 31, 2009, 
from New York State HIV/AIDS Surveillance monthly analysis file of August 2011. The 
monthly analysis file combines data from the New York State and New York City eHARS 
surveillance databases. The cases from the surveillance registry were matched to routinely 
collected laboratory test reports as submitted electronically to NYSDOH through July, 2011. 
Cases were defined as "in care" if at least one viral load or CD4 (any value) test was reported in 
2010. For geographic assignment, county of residence is based on reported county of residence at 
time of HIV or AIDS diagnosis. Individuals reported as inmates of state correctional facilities 
were excluded from the analysis. 

Analyses have been done of the proportion of people who know their status and are not in care 
within categories, including region, race, gender and age. Unmet need among New York City 
residents is 34.5 percent, while unmet need among residents of the rest of the State (ROS) is 34 
percent. Statewide, the proportion of unmet need is evenly distributed across the major 
race/ethnicity categories. The unmet need calculated among Whites, Blacks, and Hispanics is 
36%, 35%, and 34%, respectively. The percentage of unmet need among Asian/Pacific Islanders 
and Native Americans is slightly higher at 38% and 50%, respectively.  

This holds true in New York City where unmet need among Whites is 37 percent, compared to 
35 percent among Blacks and Hispanics. In NYC, Asian/Pacific Islanders and Native Americans 
also have a slightly higher unmet need at 38% and 49%. However, unmet need in the rest of the 
State is higher among Hispanics (36 percent) and Blacks (38 percent), then among Whites (31 
percent). As with NYS and the Statewide numbers, Asian/Pacific Islanders and Native 
Americans in the rest of State have slightly higher unmet need numbers at 37% and 56%, 
respectively. 

Statewide, the percentage among females who know their status and are not in care is 31 percent, 
while the percentage among males is 36 percent. In New York City, unmet need among females 
is also 31 percent, while unmet need among males is 36 percent. In ROS, unmet need among 
females is 31 percent, compared to 35 percent among males.  

The statewide proportion of unmet need among those up to age 19 is much lower than the 
proportion of unmet need among those aged 20 and older. The percentage of unmet need 
statewide is 25 percent among persons up to 19 years of age, and 35 percent among persons 20 
years of age and older. The percentage of unmet need statewide is lowest among those up to age 
19 at 24 percent and highest among those 60 and over at 39 percent. 

In addition, analyses have been conducted by region, race, gender, and age as a proportion of 
total identifiable unmet need in the State. Of those persons identified who know their status and 
are not in care, 81 percent reside in NYC, and 19 percent reside in the rest of State. Of all 
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persons in the unmet need category, 43 percent are Black, 30 percent are Hispanic, 23 percent 
are White, and four percent are other/unknown. Of those persons identified statewide who know 
their status and are not in care, 72 percent are male, and 28 percent are female. In NYC, as in 
ROS, the proportion of males is higher than the proportion of females. In NYC, 72 percent are 
male, and 28 percent are female. In ROS, 69 percent are male and 31 percent are female. In 
terms of age, the majority of persons identified who know their status and are not in care are 30 
year of age and older. Statewide, persons 30 years of age and older represent 92 percent of total 
unmet need, while persons up to age 29 represent eight percent; in NYC, 92 percent are persons 
30 years of age and older, while eight percent are persons up to age 29; in ROS, 92 percent are 
persons 30 years of age and older, while eight percent are persons up to age 29. 

C. Early Identification of Individuals with HIV/AIDS (EIIHA) Estimate 

As of December 31, 2009, there were 131,632 persons diagnosed and living with HIV and AIDS 
in New York State. Using the estimated back calculation methodology, it is estimated that 
34,990 persons are HIV infected and unaware of their HIV status. 

71 



 

  
 
 

 

 
 

SECTION V: 

BARRIERS, SERVICE NEEDS AND ISSUES
 

This section describes service needs, barriers, gaps, issues, and concerns throughout New York 
State. This section responds to SCSN requirements for:  a description of the needs which 
obstruct access to care, including gaps; a description regarding the needs of individuals who are 
aware of their status but are not in care; a description of the needs of individuals who are 
unaware of their status; a description of the needs of special populations; and a description of 
needs associated with the work force. This section responds to Comprehensive Plan 
requirements for:  a description of need, including care needs and capacity development needs; a 
description of gaps in care; a description of prevention and service needs; and a description of 
barriers to care. 

This section describes statewide service needs, barriers and issues; service needs barriers and 
issues in New York City; and service needs, barriers and issues in each region (Nassau/Suffolk; 
Hudson Valley; Northeastern region; Central New York region; Finger Lakes region; and 
Western New York region. The service needs, barriers and issues were drawn from a variety of 
documents submitted by regional, New York City, and statewide representatives as well as 
information obtained during listening forums that were held throughout the State in 2011. 
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A. STATEWIDE BARRIERS, SERVICE NEEDS AND ISSUES 

As of December 2010, more than 129,000 New Yorkers were living with HIV/AIDS, and there 
are 6,707 new infections each year. New York State has 6.25 percent of the population of the 
United States, but 17.3 percent of all persons living with AIDS, the highest percentage of any 
state. New York State’s AIDS case rate of 20.6 per 100,000 is almost double the U.S. average 
case rate of 10.8 per 100,000. The epidemic in New York State overwhelmingly affects persons 
of color: 79 percent of persons living with HIV and AIDS are persons of color – 43 percent 
Black, 31.7 percent Hispanic, 1.2 percent Asian/Pacific Island, and less than one percent Native 
American (confirmed cases through December 2010).  Nationally, approximately 65 percent of 
persons living with HIV/AIDS are person of color.  New York State has both urban and rural 
epidemics. This is illustrated by the fact that even if New York City cases are excluded, New 
York State ranks 8th among all states in cumulative AIDS cases and living HIV/AIDS cases 
nationally. 

Listening Forums 

During 2011, a series of listening forums was convened in regions throughout New York State 
to inform the AIDS Institute of needs and barriers related to HIV/AIDS, STD, and hepatitis 
services as well as provider, clinician and consumer concerns related to the programs and 
services administered by the AIDS Institute. The information collected at these forums has 
been used in the development of the SCSN/Comprehensive Plan and will be used to inform 
future policies and initiatives. More than 300 individuals participated in 14 forums in seven 
regions throughout the State.  A wide range of comments, suggestions, and recommendations 
were made.  

Overview of Attendance at AIDS Institute Regional Listening Forums, 2011 

Region 
Providers/ 
Clinicians Consumers Total Attendees 

Western 24 17 41 
Finger Lakes 21 14 35 
Central 39 12 51 
Northeast 21 20 41 
Hudson Valley 20 24 44 
Long Island 20 11 31 
New York City 40 26 66 
Total 185 124 309 
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Service Needs and Issues 

This statewide summary identifies the common themes that emerged across the regions. More 
specific and detailed information is contained in each of the regional reports. That information 
was drawn from sources that included documents submitted by concerned statewide and regional 
parties, the GAP II Regional Analysis reports, and the input of consumers, clinicians, provider 
representatives, and AIDS Institute staff during the listening forums held throughout the State. 
The statewide summary also draws information from the Statewide AIDS Services Delivery 
Consortium (SASDC) Advisory Group Service Delivery Plan (SDP) and Recommendations as 
well as the Medical Monitoring Project (MMP), an expanded HIV/AIDS surveillance project 
conducted by the AIDS Institute’s Bureau of HIV/AIDS Epidemiology. 

Prevention 

There was universal support for enhanced prevention and more harm reduction efforts.  The 
following comments/recommendations were commonly raised across the regions: 

o	 Increased and more effective prevention messaging and programming is needed, 
specifically targeted at special populations including children, adolescents, elders, 
MSM, and communities of color, the mentally ill and inmates.  Cultural and 
linguistic competence is extremely important. 

o	 Improved prevention messaging in schools and enforcement of existing State 
Education Department mandates is required. 

o	 Condoms should be more easily accessible. 
o	 Enhanced partner notification and counseling services are needed.  
o	 Increased emphasis should be placed on prevention with positives programs. 
o	 A wellness approach to prevention should be taken. 
o	 Research has demonstrated that use of pre-exposure prophylaxis with risk 

counseling can reduce transmission up to 44%.  However, the lack of available 
resources is a barrier to expanding this approach. 

o	 A recent study has indicated that early initiation of medication for infected 
individuals can reduce transmission by as much as 96%.  Although costs and 
available resources are issues, the AIDS Institute noted that these findings are 
significant and may lead to a change in policy concerning what CD4 levels trigger 
initiation of treatment.    

o	 Expanded use of Diffusion of Effective Behavior Interventions (DEBIs) and/or 
homegrown versions was recommended. 

o	 Additional expanded syringe access programs (ESAPs) and syringe exchange 
programs (SEPs) are needed, particularly in upstate areas and Long Island.  (Note: 
Since the forums were held, two additional SEPs opened:  one in Long Island and 
one in Syracuse.) 

o	 The availability of buprenorphine should be expanded. 
o	 There should be an increased use of peer harm reduction approaches. 

The SASDC Advisory Group SDP designates the need for a media campaign and education 
targeted to the ‘at risk’ heterosexual population as a prevention priority. 
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HIV Testing 

Early identification of HIV infections is critical to controlling the epidemic.  In 2010, the HIV 
testing law expanded HIV testing by requiring that all persons aged 13 to 64 receiving hospital or 
primary care services be offered an HIV test.  The law also facilitates entry into care for HIV-
positive persons.  The importance of this law was apparent statewide.  Some participants at the 
listening forums provided data demonstrating the law’s effect on case identification.  However, 
several regions advocated for “Dear Colleague” letters, public announcements, and community 
and provider education to ensure that the law’s intent and requirements are more broadly 
understood. The AIDS Institute advised listening forum participants that educational efforts are 
underway, there is a mail log for questions on the law, and a website features FAQs on testing 
issues. 

There were several common recommendations/comments that emerged across the state: 
o	 More accessible testing facilities are needed, particularly in rural areas. 
o	 Testing should be integrated with other services such as partner notification and 

with STD and HCV testing. 
o	 More resources are needed for rapid testing. 
o	 More outreach, including internet outreach, is needed to encourage testing. 
o	 Testing must be marketed and conducted in a culturally and linguistically 

sensitive manner. 

Despite efforts to increase testing, late diagnosis is still a problem.  The SASDC Advisory Group 
SDP indicates that statewide, more than 26% of all people diagnosed with HIV in 2009 also had 
an AIDS diagnosis within one month (concurrent diagnoses). An additional 7% of all people 
with HIV diagnoses had an AIDS diagnosis within one year, for a total of more than 32% of all 
2009 HIV diagnoses classified as “late.” These cases represent infections undetected and, 
therefore, untreated for some time. Continued outreach and effective implementation of the HIV 
testing law is essential to reduce these numbers. 

Health Care 

Access to Care 

Difficulty in accessing care and services was cited in each region.  The SASDC SDP includes 
among its priorities access to primary care, dental care, outpatient services, health care centers in 
rural areas, specialty and dental care in rural areas and for individuals with Medicaid and ADAP 
Plus insurance.  Listening forum participants and written documents submitted from the regions 
support these needs. 

Inhabitants of rural areas by and large have a paucity of nearby physicians and health and 
support services and often must travel considerable distances to access needed care. This 
extensive travel is particularly a burden for medically complex cases and frail individuals.  There 
is also concern in some regions over the willingness and/or ability of rural hospitals to treat 
PLWHA. Residents of other areas not generally considered rural, such as Suffolk County and 
Staten Island, also suffer from a lack of close-by services.   
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The lack of access to health care and services for the undocumented was a statewide concern. 

Work force challenges resulting from retirements, reduced reimbursement, and a lack of 
specialty providers in regions throughout the State contribute to the access problem. Because of 
the multiple challenges in the provision of health care to PLWHA, including the increasing 
complexity of managing antiretroviral therapy in an aging population, it is becoming difficult for 
primary care physicians to take over HIV care.  

The AI is continuing to work on different approaches to increase the number of qualified 
providers. The AI ’s clinical education initiative is conducting webinars to reach out to primary 
care providers and educate them in terms of HIV/AIDS.  This will help to increase their 
consciousness of what they need to do to treat PLWHA.  At the listening forums, AI 
representatives stated that access to specialty care should be increased under managed care.  

Lack of access to the following categories of care was most often cited by the regions: 
o	 primary care 
o	 HIV specialty care 
o	 mental health services 
o	 substance abuse services 
o	 dental services 

The development of additional “one-stop shopping” models of care and community health 
centers would improve access to services.   

Insurance restrictions were identified as adversely affecting care access. 

Coordination of Care 

The need for better coordination of the complex care needed by PLWHA was raised in some 
regions. Suggestions offered to improve coordination of care included: 

o	 enhancement of case management services 
o	 increasing the availability of “one-stop shopping” health care models 
o	 better integration and communication among providers 

One of the goals of Medicaid redesign is to help ensure that PLWHA and other patients are 
enrolled in programs that coordinate care.  

Other Concerns Related to Health Care 

o	 It was noted that treatment of PLWHA is becoming increasingly complex. 
o	 Concerns over the following health matters were raised in various regions of the 

State: 
 Pain management and  alternative care 
 Dental care 
 Aging practitioners 
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 Increasing complexity of care 
 Mental health services 
 Substance abuse services 
 Care of aging PLWHA 
 Immigrant health care 
 Health care for children, youth and adolescents  
 Care of the newly diagnosed 
 Prisoner and releasee health care 
 The “bookends” of the epidemic (the young and the old) 

Health Care Coverage and Reimbursement 

A number of issues surrounding health care financing and reimbursement emerged.  There was 
praise for the AIDS Drug Assistance Program (ADAP), ADAP Plus, and ADAP Plus Insurance  
Continuation (APIC) programs statewide.  A number of examples were cited where these 
programs have been invaluable to PLWHA in meeting their medical and pharmaceutical needs.  
In a NYC consumer survey, ADAP was a frequently identified core service essential to 
remaining in care by the surveyed group.  Requests were made for additional training on ADAP 
and increased efforts to streamline its processes to mesh more easily with other insurers.  
Concern over the required personal contribution to health coverage under APIC was raised.   

The replacement of HIV-specific reimbursement with ambulatory patient groups (APGs) and 
managed care was questioned. AI representatives indicated that HIV-specific reimbursement was 
developed as an enhancement.  Some rates that were developed long ago make no sense now.  
The APG system in general improved reimbursement for everyone.  No great disruption in care 
has been noted, but some programs are under stress.  With the movement to managed care, APG 
reimbursement will be less meaningful.  Reimbursement will be negotiated with plans, and the 
AI will have no input. 

The AI staff stated that health care reform will bring four levels of insurance:  gold, silver, 
bronze and platinum.  The federal government recognizes that people will have different levels 
of coverage. Other benefits of health care reform include its impact on the Medicare “donut 
hole’ and health insurance exchanges. 

Participants at the listening forums brought up several examples of insurance restrictions 
affecting access to care. One involved a premature discharge for substance abuse rehabilitation; 
another involved private insurers denying a patient’s ability to continue treatment at an 
infectious disease center. Providers criticized reimbursement rates for treatment of increasingly 
complex cases.  A number of participants indicated a shortage of providers and specialists that 
accept ADAP and Medicaid. The lack of portability of Medicaid coverage when out of New 
York State was also raised. The SASDC SDP indicated that bundled reimbursement rates limit 
the ability of substance abuse treatment programs to provide adequate comprehensive services 
for individuals with co-occurring disorders. 

The difficulty faced by the uninsured was a consistent theme Statewide. 
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Managed Care 

In the areas outside of New York City, there was considerable angst at the listening forums over 
the movement to mandatory managed care for PLWHA.  Participants at the listening forums 
expressed concern over not understanding the process; the possibility of substantial delays in 
care because of the need for referrals; limitation of services; and the fear of losing their HIV 
provider. AIDS Institute staff indicated that consumers will be provided guidance and that they 
should be asking their providers what plans they are part of.  Consumers should be prepared to 
choose a plan within the allowed 30-day period to avoid auto-assignment. Providers were 
advised to begin negotiations with managed care organizations (MCOs). 

There was statewide apprehension over the inclusion of the pharmacy benefit in managed care.  
Of specific concern was whether ARV drugs could be prescribed without prior approval.  AIDS 
Institute staff assured listening forum participants that plans will be required to have all the 
classes of drugs in their formularies, and since there are no replacements for drugs used in 
antiretroviral (ARV) therapy, prior approval will not be an issue.   

Personal care will be part of the managed care benefit package as well.  Mental health and 
substance abuse services will be provided by regional behavioral health organizations (BHOs) in 
the next two years; however they are not yet in place.   

Health Homes 

Some regions expressed concern that Medicaid redesign, the establishment of health homes, and 
the movement of HIV to a chronic disease model were doing a disservice to PLWHA and spelled 
the end of “AIDS exceptionalism.”  Other concerns over the future of successful COBRA case 
management programs were expressed.  AIDS Institute representatives explained that there is no 
longer a silo mentality regarding HIV, and people with HIV have many other conditions.  The 
systems that were created for HIV will be used and expanded to meet other needs.  The aging of 
the HIV/AIDS population makes integration of HIV/AIDS care into a broader chronic care 
model necessary and will help ensure a coordinated, holistic approach to care. The expertise of 
COBRA case management programs will be used in health homes to facilitate providing services 
in a different model to address the needs of individuals in a larger context.  COBRA programs 
can become health homes if they have relationships with Article 28 providers.   

Sexually Transmitted Diseases (STDs) 

In 2010, more than 123,000 cases of sexually transmitted diseases (STDs) were reported, with 
STDs accounting for 75% of all reportable communicable diseases in NYS.  Chlamydia ranked 
as the number one reportable communicable disease in NYS, with almost 100,000 cases, and 
gonorrhea as number two, with over 18,000 cases.  The burden of STDs is greatest among young 
people 15-24 years of age, who account for 70% of all reported STDs, and African Americans.  
Rates of gonorrhea among African Americans are 18 times higher than among whites.  The 
reportable STDs – gonorrhea, Chlamydia, and syphilis – represent a fraction of the true burden 
as more common STDs, such as human papilloma virus and genital herpes, are not required to be 
reported. It is estimated that one in four New Yorkers are infected with an STD.   
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There is concern across the State over the growing number of STDs.  Increases are being seen in 
large cities, rural areas and mid-sized cities.  Centers for Disease Control and Prevention (CDC) 
findings indicate that there is substantial evidence that the presence of other STDs increases the 
likelihood of both transmitting and acquiring HIV. Persons who are infected with STDs are at 
least two to five times more likely than uninfected individuals to acquire HIV infection if they 
are exposed to the virus through sexual contact. The presence of STDs also increases the cost 
and complexity of treating PLWHA. 

Common recommendations/comments that emerged across the state included: 

o	 There is the need to link people with STDs to care and the need to do a better job of 
integrating HIV and STD services in the community. 

o	 The integration of STD and HIV programs by the NYSDOH was generally applauded 
across the regions. At the regional level, this organizational change has freed up staff, 
and more patients are being seen.   

o	 Enhanced collaboration and coordination between the State Health Department and 
local health departments would facilitate enhanced testing and may help to reduce late 
diagnosis and enhance HIV/STD coordination. 

o	 The integration of HIV, STD, and HCV testing is viewed as critical and must include 
counseling, risk reduction, and harm and risk reduction supplies.  

o	 There is a need to expand STD screening especially in non-traditional settings.   
o	 Rapid testing is needed for STDs, particularly for youth. 

The AIDS Institute indicated that all concerned parties must advocate for additional federal 
resources to address STDs.  

Hepatitis C Virus (HCV) 

An estimated 304,000 New York State residents have been infected with hepatitis C virus 
(HCV). Of these, nearly 240,000 people are currently living with chronic infections.  Many 
individuals with chronic HCV are unaware that they are infected because the disease is often 
asymptomatic until advanced liver damage develops.  Chronic hepatitis C is responsible for 40 to 
60 percent of all liver disease and is the leading cause of liver transplantation in the United 
States. Approximately one-third of persons living with HIV/AIDS is co-infected with HCV.  
Studies have shown that up to 90 percent of people living with HIV in NYS who acquired the 
infection through injection drug use are co-infected with HCV.  Complications from liver disease 
are a leading cause of death among people with AIDS in many communities.  Deaths from viral 
hepatitis exceeded deaths caused by HIV by 2007.  Because most persons with chronic HCV 
infection have yet to be diagnosed but will likely come to medical attention in the next decade, a 
four-fold increase in the number of adults diagnosed with chronic HCV infection is projected by 
2015. Medical expenditures for hepatitis C will rise substantially.   

Most people with HCV have difficulty accessing the necessary HCV-related health care services.  
Barriers to access stem from lack of screening locations, inadequate reimbursement rates, lack of 
physician knowledge regarding HCV treatment and care, lack of provider awareness and 
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understanding of protocols or guidelines, and the shortage of addiction specialists, psychiatrists 
and support services. In addition, many individuals with HCV present with co-morbidities such 
as mental health disorders and substance abuse, further impacting their engagement and retention 
in care and treatment outcomes.  HCV infection is more serious in an individual with HIV/AIDS 
than in an individual who is not HIV-positive, leading to liver damage more quickly and 
potentially affecting treatment for HIV/AIDS.  

The federal government issued guidelines regarding hepatitis C but has provided no resources.  
Limited State funding was made available to establish 13 hepatitis C programs that provide 
services for mono-infected persons and co-infected persons. The Hepatitis C Assistance 
Program (HepCAP) has also been initiated by the AIDS Institute to assist uninsured mono-
infected people with HCV who are served through funded programs in obtaining necessary 
medical care and treatment.  However, advocacy for increased federal attention to hepatitis C is 
needed. In addition, there are new treatments for hepatitis C, and Medicaid will cover the two 
medications, but they cannot be added to the ADAP formulary because of a lack of resources.  
The means to test for and treat hepatitis C are available but not the resources.   

Following are comments and recommendations that emerged across the regions: 

o	 A “one-stop shop” integrated model maximizes clients’ access to services, 
improves coordination of comprehensive care, and reduces missed opportunities 
to address the multiple health care needs of patients. 

o	 HIV, STD and HCV testing should be integrated. 
o	 Enhanced education and resources directed at the early 

identification and care and treatment of persons with HCV is needed.  
o	 More HCV screenings should be conducted in jails and prisons. 
o	 It was suggested that social media be used as a mechanism for people with HCV 

to share stories and information. 

Substance Use 

In the late 1980s and early 1990s, the HIV epidemic in NYS was driven by substance use.  In 
1992, the Commissioner of Health was given regulatory authority to approve syringe exchange 
programs (SEPs).  In 2000, the Expanded Syringe Access Program (ESAP) was established, 
augmenting harm reduction efforts for injection drug users by adding pharmacy sales and 
provision of syringes by health care professionals and also establishing safe sharps disposal 
programs throughout NYS.  Syringe access in NYS has yielded impressive results.  The 
proportion of injection drug users (including those with dual IDU/MSM risk) among newly 
diagnosed cases has dropped dramatically, from 54% (of new AIDS cases) in 1992 to 4% (of all 
newly diagnosed HIV cases) in 2010. Substance users are now more likely to acquire HIV 
through sexual transmission than through needle-sharing.  Syringe access also helps control the 
spread of hepatitis C. 

Substance abuse, however, remains a major issue in NYS.  The Office of Alcoholism and 
Substance Abuse Services estimated there are as many as 170,000 illegal IDUs in NYS, only 
41,000 of which are enrolled in OASAS treatment programs.  In the Long Island region, 
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representatives spoke of the “opiate crisis” that has been burgeoning for a decade as reaching 
epidemic proportions.  Participants in the listening forums cited an alarming increase in drug use 
among adolescents.  

The SASDC Advisory Group SDP indicates that substance use treatment programs should take 
into account the physical needs and medical regimens of persons living with AIDS.  Individuals 
with both mental health and substance abuse-related service needs often need to deal with two 
different service delivery systems.  Better coordination is needed, and there is a need to 
understand the interaction of substance use with mental health and HIV.  Bundled reimbursement 
rates can limit the ability of substance use treatment programs to provide adequate 
comprehensive services for individuals with co-occurring disorders.   

Participants in the listening forums, regional documents, and the SASDC Advisory Group SDP 
all note the need for additional syringe exchange programs throughout the State, particularly 
upstate. Participants in the listening forums expressed concern that insurance does not 
adequately cover substance use treatment.  There is a shortage of substance use treatment slots, 
particularly in areas outside of NYC. There is a continuing need for education and prevention 
efforts targeted to substance users. 

Supportive Services 

Medical Monitoring Project (MMP) 

The MMP is an expanded HIV/AIDS surveillance project conducted by the AIDS Institute’s 
Bureau of HIV/AIDS Epidemiolgy.  The goal of the MMP is to collect nationally representative 
information on HIV-infected persons receiving medical care.  Since 2007, patient-reported 
behavioral information on persons receiving HIV medical care has been collected via in-person 
interviews and clinical information abstracted from medical charts.  (Note: Study includes all 
regions of the State outside of NYC.) MMP interview data from 2007 to 2009 were analyzed to 
assess the HIV supportive service needs of participants.  Among the study’s findings are: 

 86.7% of participants reported needing at least one support service in the 12 months prior 
to interview. 

 HIV case management (53%), dental services (46%), social services/public benefits 
(46%), ADAP (41%), and peer group support (35%) were the top five cited needed 
services. 

 Of patients who reported needing at least one service: 
o 65% received all of their needed services (no unmet need); 
o 31% received some of their needed services; 
o 4% received none of their needed services. 

 On average, 85.7% of needed support services were met. 
 35.3% of participants who reported at least one needed support service had at least one 

unmet service need:  HIV peer group support (29%), housing services (28%), dental 
services (24%), home health services (21%), and drug/alcohol counseling/treatment 
(20%). 

 Of the participants with at least one unmet supportive service need, no statistically 
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significant differences were found by sex at birth, race/ethnicity, age, sexual orientation, 
education, or number of  years positive. 

Barriers to receiving needed supportive services were also assessed.  Barriers included the 
following categories: 

 Agency:  System is too confusing, not eligible or denied service, language barrier, waiting 
list is too long, service hours are inconvenient, service isn’t available. 

 Lack of information:  Didn’t know where to go or who to call. 
 Financial:  Don’t have the money to pay, service costs too much, no insurance. 
 Individual:  Transportation problems, didn’t complete application, mental health issues, 

in process of getting service, too sick to get service/get out. 
 Other:  Not otherwise classifiable. 

Of participants with unmet support service needs, 33% described agency barriers, 28% reported 
individual barriers, 13% reported lack of information, 3% reported financial barriers, and 8% 
reported other barriers. Sixteen percent reported combinations of barriers, with two and three 
barriers reported. The distribution by region of patients with met and unmet support service 
needs was similar, though the level of reported need varied across the State and nationally. 

The study’s conclusions: 

 Most MMP participants (87%) reported needing at least one supportive service. 
 The majority of participants (65%) received all of their needed services (no unmet need 

reported). 
 MMP participants are receiving the majority (86%) of the support services they need. 
 Unmet need does not differ among demographic subgroups. 

Housing 

Inadequate access to safe, stable and affordable housing for PLWHA was identified as a 
significant issue in every region. Unstable housing and homelessness is a barrier to treatment, 
adherence and prevention. There are shortages of both transitional and permanent housing. The 
homeless population is significantly impacted by serious mental illness, at an estimated 1/3 of all 
homeless adults, and is largely non-adherent to HIV and mental health regimens. Their 
adherence rate is the lowest of any special population.  Further, homelessness and housing 
instability increase the cost and complexity of care.  However, many of these costs can be 
averted through investments in supportive services that stabilize the housing of PLWHA. 

The New York State Consolidated Housing Plan, 2011-2015, attributes a spike in the need for 
housing resources for PLWHA in part to the dramatic decline in the death rate due the increased 
effectiveness of medications used to treat AIDS. Many persons with HIV/AIDS are living on 
Supplemental Security Income (SSI) or receive public assistance while awaiting determination of 
SSI eligibility. They lack the income necessary to pay Fair Market Rents.  The current economic 
climate has dramatically increase requests for housing assistance.  In addition, Section 8 denies 
housing to people with criminal histories.  Therefore, HIV-positive prison releasees are not 
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eligible. 

A number of barriers related to housing have been: rising utility costs; long waits for Section 8 
subsidies in order to free up long-term HOPWA assistance; reluctance of some landlords to rent 
to clients with criminal backgrounds; and the downswing of the economy causing lost or reduced 
income.   

New York State is taking action to mitigate the housing issue. The AI has directed approximately 
$3 million to supportive housing services.  In addition, through NY NY III, 1,000 units of 
housing for chronically homeless individuals with HIV/AIDS and co-morbidities of substance abuse 
and/or mental illness will be developed.  Further, the Medicaid Redesign Team has included a 
housing proposal as part of its recommendations, recognizing that housing is a necessary 
component of health care.  A great deal of attention is being directed toward creating a better 
continuum that includes housing as health care. There is also a potential for 10,000 new units of 
housing to be made available through NY NY IV.  Public meetings will be held to discuss these 
recommendations. 

Transportation 

The efforts made by the AIDS Institute to address the transportation inadequacies noted in the 
2008 listening forums were praised.  However, areas remain where limited access to reliable and 
dependable transportation discourages people from going to their doctor or to other needed 
services.  The transportation infrastructure in rural areas and in areas distant from services needs 
improvement.  Staten Island also has limited transportation.  Other issues identified regarding 
transportation included: 

o	 the administrative hoops that consumers need to navigate  to secure bus passes; 
o	 the lack of Ryan White transportation for travel to support groups, non-medical 

services, and meetings; 
o	 Access-a-Ride services need to be improved; 
o	 the hours of operation of public transportation system is limited in some cities. 

Much of the concern over transportation was directed at the restrictions imposed locally under 
Medicaid. Each county has its own regulations related to Medicaid reimbursed transportation 
assistance.  The restrictions imposed by localities vary from one locality to another.  Some of 
these restrictions include: 

o	 Only one medical appointment is allowed per round trip; multiple stops are not 
permitted. 

o	 In some areas, if individuals want to travel out of county, they have to give a seven-
day window; for an emergency, it is a 48-hour window. 

o	 Inter-county transportation is not covered. 
o	 Shuttle buses carrying a number of clients are employed; weak, aged, and ill patients 

must endure extended trips with many stops. 
o	 Localities cannot handle the volume of medical transportation requests. 
o	 Medicaid requires ambulette service rather than car service to be appropriate for those 
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with a medical necessity. Therefore, hospital providers struggle to arrange 
transportation for their patients. 

Managed care plans can include non-emergency transportation as a covered benefit.  However, it 
is optional. In an effort to address the problem of medical transportation, under Medicaid 
redesign, the responsibility for Medicaid transportation will be removed from the localities and 
awarded to regional contractors.  The contracts probably will not be implemented statewide for a 
year or two. 

Case Management 

There was widespread support for regional case management programs.  Their value in assisting 
with care coordination; case referral; adherence to treatment; navigation of the health care 
system, health care coverage plans, and support services systems; and working with the 
community was praised. However, there were a number of suggestions to improve case 
management programs: 

o	 Additional case managers are needed.  Caseloads are too high.  Travel time 
consumes much of the day in rural and remote areas. 

o	 Multilingual and culturally competent case management is necessary to reach the 
myriad of communities living in New York State. 

o	 Case management services are needed in shelters and supportive housing.  
o	 Improved case management tailored to the needs of aging PLWHA and the 

mentally ill is needed. 
o	 Training should be provided to consumers on how to access and effectively use 

case management services. 
o	 Training should be provided to case managers on new, current and discontinued 

services and on the stigma associated with HIV/AIDS, STDs, and mental illness. 

Much concern was expressed across the regions over the impact of Medicaid redesign on 
COBRA programs.  AIDS Institute representatives indicated that the intent is for COBRA 
programs to be part of health homes.  Eventually, there will be no stand-alone case management 
programs.  The programs will need to be connected to primary care in a formal way.  The AIDS 
Institute is working with the Office of Health Insurance Programs (OHIP) on the transition of 
COBRA case management programs to health homes. 

Nutritional Support 

Several regions identified the importance of nutritional support for PLWHA.  Good nutrition is 
crucial for the management of HIV infection. Proper nutrition is needed to increase absorption of 
medication, reduce side effects, and maintain healthy body weight. It helps manage several 
conditions associated with HIV/AIDS and reduces the risk of or helps manage other chronic 
diseases such as heart disease, diabetes, and cancer. The SASDC SDP indicates that food 
programs such as food stamps, food pantries, and emergency food and food vouchers do not 
meet current nutritional needs and those needs are growing while funding and accessibility is 
decreasing. 
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Food insecurity is a source of chronic stress that has consequences for immunological 
functioning, as well as for mental health and for adherence to medical treatments. PLWHA who 
are food insecure score lower on standardized measures of physical health functioning, mental 
health functioning, and quality of life. Other research has shown that food insecurity is 
associated with increased morbidity and mortality among HIV-infected persons. 

During the listening forums, the case was made for the coverage of nutritional supplements.  The 
SASDC SDP also advocated for the availability of nutritional supplements for PLWHA and 
praised the executive budget for reinstating this entitlement. 

Employment 

The SASDC SDP indicates that regional surveys and other data sources have shown a major 
need of PLWHA relates to readiness to re-enter the workforce.  Employment is associated with 
positive health and prevention outcomes for many. Consumers need access to benefits 
counseling from a credentialed benefits specialist, as this is the major barrier to many wanting to 
return or start work. 

The need for better job opportunities, employment counseling, and readiness training was raised 
in several regions, especially when discussing the needs of special populations.  One of the 
issues raised was the potential loss of covered services if a PLWHA returns to work.  The AIDS 
Institute has worked with the New York State Department of Labor to develop and implement 
the HIV Employment Pilot Project.  Pilot project partners are the State Department of Labor, the 
State Education Department’s Office of Vocational and Educational Services for Individuals 
with Disabilities (VESID), and AIDS Institute-funded community-based organizations.  The 
pilot project involves providing employment, vocational and training services for persons living 
with HIV/AIDS in selected Department of Labor One-Stop Career Centers in lower Manhattan, 
the Bronx, and Rochester. The pilot project involves a cooperative agreement between providers 
for shared referrals and cross training of staff.  In addition, there is a program called the Working 
Disabled Program for people who go back to work so they can keep their Medicaid benefits.   

Legal Services 

Several regions identified the need for enhanced legal services to help PLWHA with civil legal 
problems including protection from abusive relationships; access to safe and habitable housing 
and necessary health care; tenant-landlord issues; consumer debt issues; pursuit of disability 
payments, public assistance and health insurance benefits; and family law issues such as child 
support, custody actions and relief from financial exploitation.  Legal assistance is also necessary 
for wills, health care proxies, and other advance directives.   

Other Supportive Services 

The need to enhance support services in the following areas was recognized in regions across the 
State. 

85 



 

 
  
  
  
  

 

 

 

 

 
  

 

 
 

 

 
 
 
 
 
 
  
 

  
 

  
 

 
  

o Translation services 
o Support of family and affected populations 
o Support in rural areas 
o Support from the AIDS community 
o Support for PLWHA with mental illness and substance use issues 

The impact of the loss of a number of local networks due to funding reductions was also raised. 

Outreach and Education 

Education 

Each region identified the need for an increased focus on education for clinicians, providers and 
consumers.   

 Clinicians 

Current HIV practitioners are aging and retiring.  Young physicians replacing them generally 
lack the knowledge necessary to treat the disease.  Even the experienced physicians who remain 
in practice need education regarding recent treatment advances.  In attempt to address this, the 
AIDS Institute has tried to increase educational activities using social media and webinars and to 
promote the training of physicians in HIV/AIDS in medical schools.  In addition, the AI has 
promoted the treatment of PLWHA by primary care physicians with the possibility of a triage 
process. The use of telemedicine was also suggested.  AI representatives indicated that it is 
unfortunate that funding for initiatives such as the HIV Clinical Scholars Program had to be 
terminated due to lack of resources. 

 Providers 

Areas where training and education was recommended for providers included: 

 HIV/AIDS for providers who not directly provide HIV/AIDS services  
 Health coverage (benefits, eligibility, coordination between programs, etc.)  
 Care and treatment of HCV 
 Services for substance users  
 Strategies to educate patients to empower them to be proactive consumers. 
 Confidentiality 
 Cultural and linguistic sensitivity toward the targeted populations and/or age 

demographics being served 
 The use of satellite conferences to mitigate travel issues 

 Consumers 

Recommendations relating to consumer education include: 

 Education geared to each age demographic and culture of consumers 
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 Enhanced, targeted sex education 
 Access to broad-based education to address literacy and general education gaps 
 Enhanced training on Hepatitis C  
 County health departments should work with community organizations to 

increase availability of STD education 
 Enhanced peer education in special populations 
 Education on health system navigation to assist consumers regarding informed 

decisions and retention in care 
 Education that counters the notion that “HIV/AIDS is over” or that medical 

therapy eliminates the importance of prevention 
 Education regarding the transition to Medicaid managed  care and health homes 

	 General Public 

Each region identified failures on the part of the school system to institute school curricula that 
support comprehensive, age-appropriate sex education, including risk identification and 
prevention practices for STDs, including HIV/AIDS. School faculty and administrators require 
training regarding HIV/AIDS. There must also be a commitment to establish HIV advisory 
committees in schools.  State Education mandates should be enforced. 

Outreach 

Enhanced outreach that is culturally, linguistically, and age appropriate is needed in each region. 
Reductions in funding have increased the challenges associated with successful outreach. 
Recommendations and comments regarding outreach included: 

 Additional resources and strategies for outreach targeted to special 
populations and sub-populations 

 Increase use of community billboards and flyers  
 Increase street outreach and rural outreach 
 Collaborate with Rural Health Networks, Prenatal-Perinatal Networks, 

Planned Parenthood, community leaders, and faith communities 
 Provide targeted outreach activities during evening and night hours and at 

mobile sites 
 Provide outreach to HIV-positive as well as non-infected individuals 
 Increase social marketing, social networking, and internet based outreach 
 Conduct media campaigns 
 Increase peer outreach 
 Increase community-level interventions (CLI) 

Organizational, Policy, and Administrative Issues Affecting Care and Service 
Delivery 

Federal, state and local organizational, policy and administrative issues affecting the HIV/AIDS 
programs were raised in each region.  
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On the local level, most concerns were raised about social services and Medicaid administration 
and the loss of local service programs. Lack of coordination of local agencies and providers was 
also cited. 

Most of the concern directed at the state level involved the lack of a consolidated approach to 
grant monitoring and its impact on programs. The categorical funding approach was also 
questioned because it effectively creates “siloed” care and impedes the efficient delivery of 
services and coordination across programs. Distress over ever-increasing paperwork was 
expressed. There were also concerns raised regarding the currency of AIRS data.  The AI 
indicated that federal requirements complicated monitoring, and AIRS data was becoming more 
current.   

There were a number of complaints directed at the federal level.  Most were regarding the 
issuance of onerous and intrusive monitoring standards by the Health Resources and Services 
Administration (HRSA) despite the fact that the National HIV/AIDS Strategy (NHAS) has called 
for streamlining federal requirements.  The AIDS Institute is requesting flexibility in the 
implementation of the standards.  Medicare and the Veterans Administration (VA) were also 
cited for their lack of cooperation and unwillingness to share data.  Questions were raised as to 
whether the VA was following CDC guidelines on HIV/AIDS in Western New York.  The AI 
indicated that issues with Medicare and the VA have been discussed with the Department of 
Health and Human Services and the President’s Advisory Council on HIV/AIDS (PACHA).  
There was a concern over the future of federal funding for Ryan White in the face of debt ceiling 
debates, budget cutting efforts, health care reform, and Ryan White reauthorization. 

The failure of the federal government to provide funding for hepatitis C services was criticized 
across the state. Additional funding is necessary to make new, effective medications available.  

Stigma and Confidentiality 

In each region, the lingering stigma associated with HIV/AIDS and concerns over confidentiality 
were raised. One individual commented that “the public is as fear-based now as it was 20 years 
ago.” Another expressed the belief that stigma is much worse in New York State, and 
specifically in the Rochester area, than in other places, such as the South (Florida, Atlanta, North 
Carolina, South Carolina). A provider representative told a story of an 18 year old woman who 
after being diagnosed with HIV was told by her family to leave home.  A physician was quoted 
as telling a PLWHA, “We don’t see people like you.  You’re contagious, but I’ll refer you to 
someone.” 

There is a particularly high level of stigma associated with HIV/AIDS in ethnic communities,  
among adolescents and seniors, and in rural areas.  This stigma can create a real barrier to 
seeking and remaining in care.  It can also create a barrier to HIV testing and the ability to secure 
housing. Some providers who treat PLWHA also suffer stigma.  

Because of the level of stigma in the community, confidentiality is a major concern.  Individuals 
often seek care outside of their community to avoid discovery.  Many PLWHA do not wish to be 
labeled. They do want to go into a building labeled “AIDS” or that is known to house AIDS 
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services. There is also stigma associated with living in a building known as HIV/AIDS housing.   

An AI representative stated at the listening forums that a lot of work has been done on stigma 
and discrimination.  Provider education is continuing.  But in order to really address the issue, 
society must change.  HIV/AIDS is transmitted through sex and people do not want to talk about 
sex. People do not want their children to have sex education.  It is related to HIV, STDs, sexual 
orientation, religion, and politics. The SASDC SDP addresses stigma in one of its prevention 
priorities.  It indicates that the stigma (discrimination and denial) associated with HIV/AIDS and 
other sexually transmitted diseases (including herpes, hepatitis C, gonorrhea, and syphilis) is still 
a significant barrier to prevention and care in many of the communities.  It is essential to 
recognize and respond to the stigma and fear associated with each diagnosis. 

Special Populations 

Following is a list of the special populations that were identified in the regions across the State.  
Within these general populations, multiple sub-populations have also been identified, principally 
by the GAP II reports. Each regional report contains specific issues and challenges facing each of 
these populations and sub-populations as well as recommendations made and actions being taken 
to address the identified needs. 

 Communities of Color 
 Substance Users 
 Mentally Ill 
 Mentally Impaired Chemical Abusers (MICA) 
 Men Who Have Sex with Men (MSM) 
 Women 
 Children 
 Adolescents/Young Adults 
 Heterosexuals 
 Perinatally Infected 
 The Aging 
 Incarcerated Populations/Formerly Incarcerated 
 Immigrants/the Undocumented 
 The Homeless/Persons with Unstable Housing 
 Transgender Population 
 Rural Residents 
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B.  NEW YORK CITY REGION BARRIERS, SERVICE NEEDS AND 
ISSUES 

The New York City (NYC) Ryan White region is comprised of five boroughs (counties) the 
Bronx, Brooklyn (Kings County), Manhattan (New York County), Queens, and Staten Island 
(Richmond County).  Its population is 8.2 million (2010 census) or approximately 42.2 percent 
of New York State’s population. The map below depicts the five boroughs of New York City. 

NYC is the epicenter of the United States’ epidemic. Through 2010, New York City (NYC) alone 
reported more AIDS cases than were reported by every other state in the United States (U.S.), 
except California.  Although NYC has only 2.6 percent of the U.S. population, almost 8 percent of 
people living with HIV/AIDS in the U.S. reside in New York City. In addition, 15.2 percent of 
AIDS deaths in the U.S. have occurred in New York City. There have been over 156,600 AIDS 
cases reported in NYC since the beginning of the epidemic. There are 101,193 persons living 
with HIV or AIDS in NYC and there have been 93,943 deaths caused by the disease there. 

The NYC 2012 Ryan White Part A application indicates that within the region, the epidemic 
continues to disproportionately impact the poorest and most vulnerable communities, particularly 
racial and ethnic minorities and emerging populations, such as women of color, young MSM of 
color, MSM and transgender persons of all ages, immigrants, and PLWHA aged 50 or over.  
New York City’s epidemic overwhelmingly affects people of color. Over 80 percent of all 
persons living with HIV/AIDS in New York City are persons of color.  

Following is a summary of barriers, service needs, and issues drawn from numerous documents 
submitted by New York City region representatives and information secured during listening 
forums held in NYC involving consumers, clinicians, and service providers. 
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Barriers 

The most significant barriers to HIV/AIDS services in New York City are: 

 Poverty 

 Housing 

 Nutrition
 
 Case Identification
 
 Access to Primary and Comprehensive Care 

 Access to Supportive Services 

 Outreach and Education
 

Service Needs and Issues 

Prevention 

Participants in the NYC listening forum discussed the following issues: 

	 Stigma associated with condoms was identified as a barrier, and it was suggested that an 
alternative to condoms is needed.  Further, the cost associated with condoms is a barrier 
for youth. 

 Listening forum participants were pleased with the integration of HIV, STD, and hepatitis 
prevention programs. 

 There is a need to increase awareness of the availability of post-exposure prophylaxis 
(PEP). 

	 A consumer noted the importance of prevention messages that are applicable to all 
ethnicities and age groups and encouraged working with non-traditional providers and 
reaching families through an inter-generational approach. 

The Central Harlem Service Delivery Plan (SDP) advocates for more emphasis on prevention 
with positives in care and treatment centers. 

The Lower NY Consortium (LNYC) is embarking on two special ‘Prevention for Positives’ 
initiatives, the first for HIV positive pre-teens, youth, and young adults focused on risk reduction 
for self and friends. The program will provide training for social network outreach as well as use 
social media to recruit peers involved in risky sex for STI/HIV testing. The second initiative 
involves collaboration with the AIDS Service Center of New York City (ASCNYC) to offer 
Women Involved In Life Learning from Other Women (WILLOW), a CDC prevention-for-
positives Diffusion of Effective Behavior Intervention (DEBI) to HIV+ female clients at 
Bellevue Hospital Center (BHC) and Community Health Action of Staten Island (CHASI).  

The Lower NY Consortium (LNYC) 2012 Part C renewal cites limited harm reduction programs 
as an issue in Staten Island. 
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The 2010 Staten Island Network Service Delivery Plan states the following with regard to 
prevention and harm reduction: 

o	 According to the 2009 NYCDOHMH Community Health Survey, approximately 
68.8% of Staten Island residents reported not using a condom the last time they had 
sex, the highest percentage in New York City. 

o	 Participants in a consumer focus group felt that there is excellent condom availability 
in Staten Island. However, dental dams and finger cots are not readily available 

o	 As a result of a December 2009 waiver granted by the NY State Department of 
Health, Staten Island has both Expanded Syringe Access Programs (ESAP) and a 
Syringe Exchange Program (SEP).   

o	 Consumer focus group participants indicated a need for improvements in the process 
of accessing and disposing syringes. Many participants felt that more syringe disposal 
sites are needed.   

The Queens HIV Care Network cited prevention services as one of its top regional priorities.  

The NYC Consumer Survey conducted in 2009 recommended that actions be taken to address 
any misperceptions or actual provider practices that may function as disincentives for positive 
health behaviors. 

The NYC GAP II Analysis Report contains the following city-wide recommendations with 
regard to prevention and harm reduction: 

o	 Better availability of condoms 
o	 Expansion of harm reduction programs 
o	 HIV/STD prevention integration 
o	 Stronger and louder prevention efforts 
o	 Diffusion of Effective Behavior Interventions (DEBIs)  that meet the specific needs 

of NYC’s urban population 
o	 Improvement of HIV prevention for HIV-negative people with continued risk-taking 

behaviors 
o	 Racially/ethnically appropriate prevention interventions that target co-factors that 

serve as barriers to risk reduction such as mental health, substance abuse, and 
homelessness 

o	 HIV Stops with Me and other similar social marketing campaigns should be more 
visible 

o	 Expansion of PreventionWith Positives programs 
o	 More support for the evaluation and systemization of homegrown behavioral 

interventions; many of the DEBIs do not meet the specific needs of NYC’s suburban 
population. 

o	 Youth-driven HIV prevention efforts 
o	 More active involvement of the NYS Education Department and the NYC Board of 

Education in providing HIV prevention education to NYC’s youth. They must 
implement the law regarding HIV/AIDS education in schools. 

o	 HIV/AIDS educational campaigns and programs targeted to the over-50 population 
o	 Programs commencing inside adult and juvenile correctional institutions and 

continuing after release to meet the need for prevention services 
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o	 Clear HIV prevention messages for African American/Black Men who have Sex with 
Men utilizing language with and visuals that resonate with the community. The 
messages should address both gay and heterosexually identified men who have sex 
with men and should not address sexual health alone, but also mental health issues 
that contribute to risk-taking behaviors (e.g., substance use, homelessness, trauma, 
etc.) while also underscoring the strengths inherent within the community (resiliency, 
creation of alternative families, etc.) 

o	 HIV prevention services specifically targeted to the transgendered individuals 

The GAP II report also included the following borough specific comments/recommendations:  
o	 The Bronx 

 There needs to be additional prevention efforts in order to have a more unified 
and cohesive approach to HIV prevention efforts among those at highest risk 
in the Bronx. 

 Prevention services are fragmented for HIV positive people. There are not 
enough one-stop service models, especially in neighborhoods where the need 
is greatest. 

 Lack of cultural sensitivity to communities of color is a barrier to HIV 
prevention efforts. 

 Prevention programs should be evaluated and those that work should be 
expanded. 

 More prevention-with-positives initiatives are needed, especially those led by 
HIV-positive people 

 Increased availability of male and female condoms in a wide variety of 
locations is needed. 

 More partner notification and counseling services are needed. 
 Increased funding and evaluation of crystal methamphetamine and crack and 

powder cocaine prevention and treatment strategies are needed. 
o	 Brooklyn 

 Heavy case loads, long wait times in clinics, limited staff and budget cuts 
have negative effects on HIV prevention programs. 

 Providers from other disciplines should engage in HIV prevention. 
 There should be more involvement by faith-based organizations in HIV/AIDS 

prevention. 
o	 Manhattan 

 The HIV prevention message is not getting across, especially the abstinence-
based message for youth. 

 Neighborhoods with high poverty, substance abuse, HIV, homelessness, teen 
pregnancy and high school drop out rates should be targeted for prevention 
efforts. 

 Interventions to improve secondary prevention focused on socio-economic 
rather than medical interventions are needed. 

 HIV prevention efforts should be ethnically and linguistically competent. 
 More flexible funding for all types of HIV prevention services. 

o	 Queens 
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 Neighborhoods that border Long Island do not perceive themselves as being at 
risk for HIV. 

 Cultural and linguistic norms lead to additional barriers in HIV prevention 
work. 

 There is room for improvement in the area of prevention with positives. 
 Faith Based Organizations can play a role in HIV prevention. 

o	 Staten Island 
 HIV prevention is not a regular part of health education in the schools. 

Ignorance about how the virus is transmitted leads to misperceptions. 
 Increased emphasis on harm reduction and more syringe access sites are 

needed. 

Testing 

Participants in the New York City listening forum discussed the following issues: 

 Participants were pleased with the implementation of the HIV testing law and noted that 
late diagnoses are still being seen. 

 Rapid testing is available for HIV and hepatitis C, and participants suggested that rapid 
testing is needed for STDs, particularly for youth. 

 A hospital representative noted that they are losing support for outreach and HIV testing. 

The NYC FY 2012 Ryan White Part A application narrative states that nearly one in four new 
HIV diagnoses in NYC in 2009-2010 was followed by a “concurrent” diagnosis of AIDS (i.e., 
within 31 days), indicating an initial recognition of HIV infection late in the course of the 
disease. It describes efforts being made to address this issue, including The Bronx Knows 
initiative to increase voluntary HIV testing (the initiative has been expanded to Brooklyn); 
funding testing initiatives in non-clinical settings; and early intervention initiatives to identify 
new PLWHA, including homeless and unstably housed youth.   

The Staten Island Network SDP indicated that data suggests that one of the challenges facing the 
borough is late diagnosis of the disease. Staten Island consumer focus group participants felt that 
Staten Island is in need of more HIV testing, education and prevention services. A majority of 
the participants identified increased outreach to the South Shore of the borough as a need. 

The Central Harlem Network SDP states that effective methods of outreach to women are needed 
as is culturally competent HIV testing. 

One venue that provides HIV Rapid Testing to the community is the Acacia Network mobile 
outreach van. 

The NYC GAP II Analysis Report contains the following city-wide recommendations with 
regard to HIV testing: 

o	 HIV testing for active substance users in conjunction with adequate provider 
education. Such testing should be targeted for specific communities and be 
linguistically appropriate. 

94 



 

 
 
 

 

 
 

 
 

 
 

 

 

 
 

 

 

 
 

 

 
 

 

 

o	 Funding for HIV test kits 
o	 Chat lines for adolescents to promote testing 
o	 Reduction of required paperwork associated with HIV counseling and testing 

The GAP II report also contained the following borough specific comments/recommendations: 
o	 There are high numbers of infected people in the Bronx who are not aware of their 

status. 
o	 There are concerns in Staten Island about individuals who are diagnosed late. 
o	 HIV counseling and testing is limited in Staten Island; more testing options are 

needed. 

Health Care  

Chronic Disease Model 

Participants in the New York City listening forums discussed the following issues: 

	 Participants expressed concern about the application of a chronic disease model to HIV.  
It was noted that HIV is an infectious disease with a lot of stigma, and the AIDS Institute 
has a critical role in maintaining the HIV model and ensuring that services do not get 
dropped in favor of a chronic disease model. It was also noted that HIV is different, and 
we are and should be using the lessons learned in HIV to care for other conditions.  
Concern was also expressed about the stigma associated with HIV and the fact that when 
someone is diabetic, people do not ask how one became diabetic, but with HIV, the 
question of how you got it is always there.   

Access to Care 

Participants in the New York City listening forums discussed the following issues: 

	 A hospital representative noted that more mental health support is needed for many of 
their clients.  A consumer stated that mental health services have diminished and 
expressed the need for support groups.  

	 A consumer representative emphasized the importance of retention in care and suggested 
that mentors are needed for newly diagnosed individuals to assist them in accessing 
services. 

	 Participants noted the workforce shortage as a problem and suggested that we explore 
ways to attract people to HIV care. 

The NYC Consumer Survey conducted in 2009 contains a recommendation that access to care 
could be improved by providing a one-stop shopping model of care.  However, it offered a 
caveat that there should still be the option to obtain HIV services at a multi-service agency that is 
not HIV-specific. This would help protect confidentiality of PLWHA. The survey also 
recommended that needs in underserved areas like Staten Island be addressed.   
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The quantitative results of the 2009 Consumer Focus Groups Service Assessment indicated that 

the need for mental health services was frequently identified (82.6%) as essential to access HIV 

primary care by the surveyed group.  It also was selected by the second highest percentage 

(23.9%) of respondents as a top three choice as a core service essential for remaining in HIV 

primary care.  Medical nutrition therapy was also selected (26.1%) as essential for remaining in 

HIV care. 


There have been several hospital closures in Staten Island and Manhattan.  The Lower New York 

Consortium (LNYC) 2012 Part C Renewal indicates that the closing of Richmond University 

Medical Center’s AIDS program left one hospital and only one medical provider to provide 

HIV/AIDS primary and specialty care on Staten Island.  Staten Island University Hospital 

(SIUH) is working with Community Health Action (CHASI), LNYC’s AIDS service provider in 

Staten Island, to identify HIV-positive children and youth and to ensure their linkage to medical 

case management and supportive services at CHASI. St. Vincent’s Hospital, New York (SVNY) 

closed in June 2010 and its AIDS Program was taken over by Mount Sinai. LNYC has provided 

Mount Sinai with funding for youth-friendly clinical providers and has been working with both 

Mount Sinai and the AIDS Service of New York City (ASC) to enhance the visibility of the 

clinical services for HIV-infected youth and young adults. 


The LNYC Application Renewal states that LNYC promotes access to care by recruiting 

underserved individuals in general and minority women, youth, and young adults in particular 

into care with targeted outreach and case finding in communities of color and through social 

network outreach. It indicates that LNYC has implemented strategies to maximize case finding 

and to promote referral to HIV counseling, testing, and care. 


The Staten Island SDP cites significant issues regarding access to care on Staten Island.  Staten 

Island has a higher percentage of people newly diagnosed with HIV who have never accessed 

HIV-related medical care than any other borough.  Staten Island was identified by the New York 

City Health and Hospitals Corporation as an area with a primary care physician shortage for 

Medicaid-enrolled residents. 


Staten Island lacks access to HIV primary care. There are currently only two HIV primary care 

providers on Staten Island that accept fee-for-service Medicaid, one being Staten Island
 
University Hospital (SIUH).  Staten Island also lacks adequate access to specialty care. Patients 

report two- to three-month waits for appointments.  Also, as an example, there are currently no 

pain management specialists that accept Medicaid patients on Staten Island.  


Participants in a Staten Island focus group felt that most medical offices are understaffed. There 

were reports of waiting several hours only to be seen by a doctor for a very short time period. 

Most of the participants agreed that the availability of health care is poor and the choice of HIV 

primary care providers on Staten Island is extremely limited. Many complained about long waits 

for appointment dates. Consumers reported no longer having access to complementary therapies,
 
which they felt contributed to their health and well-being.  

It was reported that many people had experienced long appointment timeframes, up to three to 

four months, for the medical services to which they were referred. It was noted that some
 
participants had experienced issues being referred to pain management and psychiatric care. 

More HIV-specialists that accept Medicaid are needed in Staten Island.
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The Queens Network identified the need for more HIV/AIDS medical doctors and the need for 
greater accessibility of mental health services as top priorities. 

The NYC FY 2012 Ryan White Part A application narrative discusses initiatives to increase 
access for the underserved.  New Part A early intervention and medical case management 
programs began in March 2011 that target homeless and unstably housed youth and adults and 
incorporate accompaniment services to link them to medical care and ensure they keep their 
appointments.   

The newly amended NYS legislation focused on HIV testing, effective September 1, 2010, 
requires that medical providers ensure that follow-up medical care is arranged for all newly 
diagnosed PLWHA. As part of the monitoring process, the charts of HIV-positive clients are 
regularly reviewed to verify documentation of connection to medical care and agency policies 
and procedures to ensure connection to medical care. 

The 2012 NYC Implementation Plan identifies the importance of linking clients to HIV primary 
care and supporting engagement in care and defines one of its objectives as providing outreach 
and HIV testing to clients who are unaware of their status, and effectively linking both those 
individuals who test positive and those who are known to be HIV positive, but not in care, to 
HIV primary care. 

The NYC GAP II Analysis Report contains the following city-wide recommendations with 
regard to access to care: 

o	 Easily accessible and linguistically appropriate information on care and treatment 
services –where to go; who to see, how to best access services 

o	 Development of a city-wide resource directory 
o	 Assistance with travel and navigating the system to remove barriers to accessing 

services in NYC. 

The GAP II Report also contained the following borough specific comments/recommendations: 
o	 In the Bronx, everything is “spread out.” That makes it difficult for some people to 

access needed services. 
o	 Better access to health care is needed in Brooklyn. 
o	 In Manhattan, city-funded clinics that conduct HIV/STD testing are closing and city-

funded hospitals are reducing services because of budget cuts. This affects HIV 
services.  People with limited resources will have less access to comprehensive care. 

o	 In Queens, more providers are needed. People are unaware of where to go for 
services and how to access them. Services are not provided or combined at one site, 
so clients are forced to travel to multiple sites to access services. 

Coordination of Care 

The Central Harlem Service Delivery Plan (SDP) recognizes that PLWHA often experience 
concurrent health issues such as hepatitis, tuberculosis, STDs, cancer, heart disease, diabetes and 
mental illness.  It states that screening, referral, and coordination of care must be available to 
address these issues. 
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The SDP identified the need for increased coordination of care and recommended the following 
actions to improve care coordination: 

o	 Further investigate HIV/AIDS care coordination and design plans and recommend 
new programs accordingly; 

o	 Provide information to providers and consumers on strategies to improve care 
coordination; and 

o	 Participate in collaborative efforts to improve care coordination with other service 
sectors such as HIV prevention, substance abuse treatment, mental health, and prison 
health. 

The Lower New York Consortium (LNYC) 2012 Part C Renewal indicates that service 
comprehensiveness is limited, especially for pre-natal, GYN, Hepatitis C, and TB. There is a 
need for co-located and better coordinated services. 

The NYC FY2012 Ryan White Part A application narrative identifies the activities essential for 
care coordination including client needs assessment, service navigation, health education and 
promotion interventions, medication adherence interventions, client-centered support and health 
coaching, assistance with benefits and other social services, and regular reassessments, with 
continual reporting of client outcomes and adjustments, as needed, to clients’ care plans.  

Listening forum participants also expressed concern about coordination of care.  A participant 
stated that primary care programs should expand to take care of high-risk people, partners, and 
those presenting with STDs and hepatitis C.  These populations are more likely to become 
infected with HIV, and there are few resources for the care of these populations.  Another said 
that it is important to continue work toward integrating HIV, STD, and hepatitis health care 
services.  Other participants noted that there is a need to coordinate care.  For example, other 
specialties should be brought to the unit where HIV care is provided.   

The NYC GAP II Analysis Report states that the HIV care system is fragmented and follow- up 
is weak in Manhattan. It calls for better coordination of services. 

Other 

Participants in the NYC listening forum discussed the following: 

	 A consumer representative recommended that the AIDS Institute issue periodic 
publications informing consumers about research and treatment since positive outcomes 
from clinical trials, for example, can reinvigorate consumers, and people need to know 
about them. 

 A consumer representative expressed concern about the elimination of complementary 
and alternative medicine at Village Center for Care due to budget cuts and noted that 
these treatments were helpful in managing side effects of medications. 
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The NYC FY 2012 Ryan White application narrative indicates that ninety percent of PLWHA in 
NYC enrolled in the Community Health Advisory and Information Network (CHAIN) study 
suffer from at least one non-HIV-related chronic condition, with 80% reporting at least two 
additional conditions, such as hypertension, heart disease, hepatitis or other conditions. Having 
one or more co-morbid conditions increases the average number of ambulatory clinical care 
visits per year among CHAIN participants, which translates into increased care costs. 

The NYC GAP II Analysis Report recommends expansion of drug treatment programs and 
facilitated referrals.  It also indicates that additional dental services for HIV positive individuals 
in the Bronx are needed. 

The NYC FY2012 Ryan White Part A project narrative included information on service gaps 
identified by PLWHA interviewed as part of the CHAIN project.  Of the 36% of sampled NYC 
PLWHA who indicated a need for support adhering to antiretroviral therapy (ART), 42% were 
not receiving such services. 

Health Care Coverage and Reimbursement 

Managed Care and Medicaid Redesign 

In 2010, the Staten Island Ryan White Network filed a position paper opposing the 
implementation of mandatory Medicaid managed care for Staten Island.  The thrust of its 
argument was that because Staten Island has an insufficient cadre of HIV primary care providers, 
no Designated AIDS Center (DAC), and no HIV Special Needs Plan (SNP), forcing PLWHA 
into managed care plans would disrupt care.  The NYC GAP II Analysis Report also expressed 
concern over the implementation of Medicaid managed care on Staten Island because of limited 
access to care. 

Listening forum participants expressed concern about the pharmacy benefit moving to managed 
care, specifically about the lack of information and education on the issue.  Another participant 
stated that as the health care system changes, particularly with the introduction of health homes 
and accountable care organizations, it is important to maintain congregate settings and 
psychosocial services, such as AIDS day health care programs.  In addition, peer support, food 
and nutrition services, and low threshold services are essential to maintain people in care. 

ADAP 

The NYC Ryan White application narrative mentions the HIV Uninsured Care Program, 
including ADAP, that is administered by NYS.  NYC contributes Part A funding to the program.  
The program provides an essential safety net for indigent PLWHA who are not Medicaid-eligible 
or who are awaiting initiation of Medicaid benefits.  

The quantitative results of the 2009 NYC Consumer Focus Groups Service Assessment indicates 
that ADAP was frequently identified (89.5%) as a core service essential to remaining in care by 
the surveyed group. It also was selected by the highest percentage (28.9%) of respondents as a 
top three choice as a core service essential for remaining in HIV primary care.   
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Participants in the NYC listening forums discussed the following: 

 Participants expressed gratitude for ADAP and stated that ADAP staff is very helpful. 
 It was noted that there is a discrepancy between Medicaid and ADAP in that expanded 

services are available for people on Medicaid but not for those on ADAP.   

Other 

The NYC 2012 Ryan White Part A application narrative notes that more than 1.3 million people 
(or 16% of all residents) were without health coverage in NYC in 2010.  When uninsured 
individuals become ill and require costly hospitalization, the public sector becomes responsible 
for covering these costs that could otherwise have been averted had needed care been delivered.  

During the NYC listening forum, a hospital representative noted that the complex needs of 
patients lead to much longer visits, and they are not being reimbursed adequately for the time 
and effort of providers. 

Sexually Transmitted Diseases (STDs) 

The Staten Island Network SDP cites Centers for Disease Control and Prevention findings that 
there is substantial evidence that the presence of other sexually transmitted diseases (STDs) 
increases the likelihood of both transmitting and acquiring HIV. Persons who are infected with 
STDs are at least two to five times more likely than uninfected individuals to acquire HIV 
infection if they are exposed to the virus through sexual contact. HIV-infected individuals with 
an STD infection are more likely to transmit HIV through sexual contact than other HIV-infected 
persons. STDs, such as chlamydia and gonorrhea, appear to increase susceptibility to HIV 
infection by way of genital ulcers that increase the concentration of cells in genital secretions 
that serve as targets for HIV.  STDs appear also to increase the risk of transmitting HIV to sex 
partners. It is reported that men who are co-infected with HIV and gonorrhea are more than twice 
as likely to have HIV in their genital secretions as those who are only infected with HIV. 
Furthermore, the average concentration of HIV in semen is as much as ten times higher in men 
who are co-infected with HIV and gonorrhea than in men only infected with HIV.  The NYC FY 
2012 Ryan White Part A application narrative indicates that in 2010, the NYC’s STD cases were 
heavily concentrated in neighborhoods with elevated HIV prevalence. 

The Lower NY Consortium 2012 application renewal cites the extremely high rates of STDs, 
particularly chlamydia and gonorrhea, in young men and young women ages 15-24 in New York 
City as an indicator of the level of risk for HIV in this age group.  In an effort to address this for 
its clients, LNYC updated providers on the US Public Health Service (USPHS) and NYSAI 
guidelines concerning sex risk assessment and alerted them to the importance of client risk 
assessments and STD screens for clients who were sexually active. As a result of these efforts, 
close to 100% of youth in both age groups received risk assessments in 2010, as did 100% of 
those who were sexually active. Risk assessment for youth 19+ increased for all youth from 73% 
to 100% and for sexually active youth from 81% to 100%. The STD testing figures for the older 
cohort increased from 46% to 80% over the two-year period with 100% of the sexually active 
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youth screened for STDs. While only a third of the younger cohort received STD screens, most 
of the sexually active 13 – 18 year old youth did. More effort is required to educate clinicians 
about the need to provide STD screens and risk reduction counseling to all youth 18+ regardless 
of sex risk. 

The Central Harlem Network SDP indicates that sexually transmitted diseases continue to play 
an important role in the NYC HIV epidemic. Unsafe sex among HIV-positive men appears to be 
widespread. The SDP states that the Network can provide information and guidance to help 
health care providers diagnose, manage and prevent STDs. 

A participant in the New York City listening forum stated that rapid testing is needed for STIs, 
particularly for youth. 

Hepatitis C (HCV) 

Co-infection with HCV significantly increases the cost and complexity of care for PLWHA. 
They require specialized clinical care and support services. Clinicians must understand how to 
manage both diseases simultaneously and be aware of potential drug interactions. Focused 
adherence supports are needed, as treatments for the two conditions present unique adherence 
challenges. The NYC FY 2012 Ryan White Part A application indicates that the NYCDOHMH 
is participating in a CDC initiative to coordinate data-sharing between seven different infectious 
disease registries, which will aid NYC in monitoring and responding to HIV/HCV co-infection 
citywide. 

The Lower NY Consortium 2012 application renewal indicates that chronic HCV appeared to be 
on the rise from 2008 – 2009 in individuals in their 40s and 50s, while falling over that time 
period for the other age groups. Participants in a Staten Island consumer focus group confirmed the 
need for increased services for the co infected in that borough. 

Tuberculosis (TB) 

In 2010, NYC had the fourth highest rate of new TB cases among all metropolitan areas, with a 
case rate over twice the national average. The Ryan White project narrative states that co-
infection with TB increases the total per-client costs to the Part A program six-fold. 

Substance Use 

Participants in the NYC listening forum discussed the following: 

	 Providers serving drug users sought assistance related to collaborating with other 
agencies and integrating services.  Organizations are looking for something similar to 
CDC’s Program Collaboration and Service Integration (PCSI) initiative on the local level, 
particularly as it relates to drug users.  Drug users need to be connected to prevention, 
viral hepatitis services, drug treatment, etc.  We need a way to link people to care after 
incarceration. Sometimes people are lost to the system due to a lack of housing.  Drug 
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users have noted that they struggle with stigma.  There is a need to think about cultural 
competency as it relates to drug users in medical settings. 

	 Harm reduction continues to be a critical need.  The AIDS Institute was complimented 
for its work in the area of harm reduction, and it was recommended that this work 
continue and that harm reduction providers expand their reach. Participants noted the 
importance of the link between harm reduction and other services, such as mental health, 
jobs, and housing. 

	 Participants noted that the role of injecting drug use in transmission of HIV is well 
known, but there is a need to recognize the role of drug use in unsafe sex and sexual 
transmission.  There is a need to focus on prescription drug use; it is exploding, and 
people who are addicted to prescription drugs often move to street heroin, which is 
cheaper, and injecting is the next step. 

	 Hospitals and community health centers are seeing drug users, and they recognize that 
there is now something they can do to prevent death in drug users.  In addition, there 
have been training programs for providers on how to make services accessible for 
substance users as well as training for substance users on how to approach physicians, the 
kinds of questions to ask, and how to get the services they need. 

The Central Harlem Network SDP calls for increased outreach and education regarding crystal 
meth and other drugs and their relationship to HIV transmission and overall health status; how to 
get treatment; and where to access necessary services. It also focuses on ensuring that services 
available to injecting drug users in Central Harlem are targeted to meet the needs of this 
population. 

The Staten Island Network Service Delivery Plan, 2010, indicates the following regarding 
substance abuse: 

o	 Injection drug use history as a transmission risk for newly diagnosed males and 
females is a serious problem in Staten Island.   

o	 Community Health Action’s Treatment Access Project, funded by the Substance 
Abuse and Mental Health Services Administration, provides substance abuse 
treatment for incarcerated and re-entry populations as well as areas of Staten Island 
with health indicators pointing to high-risk drug-use and at risk for HIV/AIDS.  

o	 While participants in the Staten Island focus groups felt that the quality and 
availability of substance abuse services is good .in Staten Island, they identified the 
general lack of awareness about available services as a barrier to receiving substance 
abuse services. Some reported that it is difficult to get information about 
detoxification programs. It was reported that some people are fearful of accessing 
services because of their immigration status. Participants suggested bringing about 
changes by providing more detoxification programs and more groups for substance 
users that are conducted in Spanish. 

o	 As a result of a December 2009 waiver granted by the NY State Department of 
Health, Staten Island has both Expanded Syringe Access Programs (ESAP) and a 
Syringe Exchange Program (SEP).   

o	 Consumer focus group participants indicated a need for improvements in the process 
of accessing and disposing of syringes. Many participants felt that more syringe 
disposal sites are needed. 
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According to CHAIN data, active substance use significantly reduces treatment adherence and 
contributes to poor medical outcomes, which in turn lead to costly hospitalization and substantial 
outlays for social services. In FY2010, the NYC EMA spent more than $308 million (through 
Part A and Medicaid) on substance abuse services for PLWHA. PLWHA who have substance 
abuse problems use 13% more Part A services than the average PLWHA. Substance abuse is also 
associated with considerable ancillary costs, as 33% of NYC IDUs report having been 
incarcerated in the last 12 months.   

Injecting and non-injecting drug users experience stigma related to their drug use, which may 
inhibit their disclosure of risk behavior to service providers. Their drug use, and being under the 
influence of drugs, may impede their efforts to seek or receive testing and medical services. 

The NYC FY 2012 Ryan White Part A application states that local findings correlating depression 
and substance use with gaps in primary care influenced the NYC AIDS Planning Council’s decision 
to prioritize mental health and substance abuse services. Based on these findings, the Planning 
Council revised its model for early intervention services to maximize the likelihood of diagnosing 
HIV (by supporting innovative outreach strategies, social networking, and programs in routine 
clinical settings) and adopted a new model for substance abuse services that will include HIV testing. 

The narrative cites the results of interviews of PLWHA conducted as part of a CHAIN project. 
Of the 45% of sampled NYC PLWHA who indicated a need for substance abuse services, 62% 
were not receiving such services. This is despite the fact that various federal and state programs 
support a diverse network of substance abuse treatment services delivered by more than 300 
facilities in NYC. More than 70 drug treatment clinics have been certified to administer 
buprenorphine substitution therapy for opiate addiction. Part A supplements these clinically 
oriented interventions with a variety of programs that are designed to address the factors that 
prevent many clients with substance abuse problems from accessing services.  

The NYC 2012 Implementation Plan calls for helping clients reduce HIV risk behaviors and 
reduce substance abuse behaviors and linking clients to substance use services based on need and 
readiness for engagement. The Central Harlem Network SDP states that services available to 
injecting drug users in Central Harlem must be targeted to meet the needs of this population. 

The New York City Department of Health and Mental Hygiene suggests that alcohol may be 
responsible for more sexual HIV transmission than drugs because it is much more commonly 
used. 

A letter from OASAS to the AIDS Institute stated that clinicians in OASAS-certified programs 
are trained to address the needs of PLWHA.  By regulation, each program must have a qualified 
health care coordinator that ensures education, risk reduction counseling and referral services.  
While the OASAS data system does not collect information on HIV/AIDS, a comprehensive 
evaluation is done of each client that includes, “in part, the patient’s physical health history 
including HIV/AIDS." 
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The GAP II Analysis Report indicates that funding for and evaluation of crystal 
methamphetamine and crack and powder cocaine prevention and treatment strategies are needed, 
particularly in Queens. 

Mental Health 

The NYC FY2012 Ryan White Part A application narrative indicates that mental health services 
are critically important to PLWHA in NYC.  According to the CHAIN survey, PLWHA have 
higher rates of mental health issues than the general population. More than 43% of NYC CHAIN 
participants had low scores on standardized mental health functioning.  The prevalence of mental 
health disorders increases the cost and complexity of HIV care in the NYC EMA and contributes 
to poor health outcomes by impeding treatment utilization, reducing treatment adherence, 
contributing to homelessness, and requiring the EMA to develop intensive mental health services 
specifically designed for PLWHA. Service gaps identified by PLWHA interviewed as part of 
the CHAIN project include mental health.  Of 50 percent of sampled NYC PLWHA who 
indicated a need for mental health services, 28 percent were not receiving the services. 

CHAIN has found that access to comprehensive primary care and HIV case management 
correlates with improved medical outcomes for PLWHA with mental health challenges. Taking 
account of evidence indicating the value of co-located services, Part A prioritizes mental health 
services co-located with HIV primary care.   

The Medical Monitoring Project (MMP) is an expanded HIV/AIDS surveillance project 
conducted by the New York City Department of Health, Bureau of HIV/AIDS Prevention and 
Control, HIV Epidemiology and Field Services Program.  The goal of the MMP is to collect 
nationally representative information on HIV-infected persons receiving medical care.  Patient-
reported behavioral information on persons receiving HIV medical care has been collected via 
interviews and clinical information abstracted from medical charts.  Results from the MMP 
survey of people receiving HIV care in 2007 in New York City indicate that 33% needed mental 
health counseling. 

The Central Harlem Network SDP identifies two objectives with regard to mental health: 
o	 Improve client knowledge of available mental health services 
o	 Improve the likelihood that persons in need of mental health services will seek and 

maintain participation in these services 

The SDP also calls for further investigation of the role that lack of access to mental health 
services plays in access to and retention in HIV/AIDS care, provision of information to providers 
and consumers on existing mental health services, and participation in collaborative efforts to 
increase the amount of mental health services that are available to people with HIV/AIDS.  
Further, it proposes that a component on mental illness needs be included in case management 
training programs, including a discussion of factors designed to limit the stigma attached to 
mental illness. 

The Staten Island Network SDP indicates that some participants in Staten Island focus groups 
felt that mental health providers do not listen and are not focused on the patients. The high 

104 



 

 

 
 

 

 

 
 

   
 

 
 

 

 
 
 
 

turnover of mental health providers makes it difficult for consumers to form a bond with the 
provider. Many participants considered mental health services to be limited with a long referral 
process to receive services. Participants identified several barriers to receiving mental health 
services, noting that many of the locations of services are inconvenient and difficult to reach. 
Many stated that the stigma associated with receiving mental health services and the fear of 
being labeled as “crazy” is also a barrier.  

Spanish-speaking immigrants participating in focus groups had unique challenges with receiving 
mental health services. Participants reported having difficulty finding quality services, citing 
language as the main barrier. The resistance that exists in the Latino culture towards seeking 
mental health services was also discussed. Participants expressed the loneliness of having no 
opportunity to share their experiences with their peers, as there are no support groups in Spanish 
for people living with HIV/AIDS on Staten Island. Participants felt that services could be 
improved by increasing the frequency of appointment timeframes and improving language 
capacity for services. 

The NYC GAP II Analysis Report states that mental health is a significant risk factor for HIV in 
all communities, but particularly in those where mental health issues are stigmatized. Enhanced 
mental health services are needed.  They should be tailored to different populations, such as 
MSM, people of color, and immigrants, with more bilingual staff, especially for Spanish 
speaking populations. Cultural competence training and education is needed for licensed clinical 
social workers, social workers, and mental health providers. 

The GAP II report indicates that the mentally ill were identified as an at-risk population in 
Manhattan. The need for peer education, HIV counseling testing and referral, and co-located 
prevention services in medical and mental health settings was identified for this group.  In the 
Bronx, mental health services specifically targeted to each community are needed. Access to 
mental health services in Queens was cited as an issue. 

Supportive Services 

Medical Monitoring Project (MMP) 

The MMP is an expanded HIV/AIDS surveillance project conducted by the New York City 
Department of Health, Bureau of HIV/AIDS Prevention and Control, HIV Epidemiology and 
Field Services Program.  The goal of the MMP is to collect nationally representative information 
on HIV-infected persons receiving medical care.  Patient-reported behavioral information on 
persons receiving HIV medical care has been collected via interviews and clinical information 
abstracted from medical charts.  Results from the MMP survey of people receiving HIV care in 
2007 in New York City indicate that 33% needed mental health counseling, 28% needed HIV 
case management, 27% needed social services, 16.5% needed housing services, 8.6% needed 
home health services, and 7.9% needed adherence services.   
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Housing 

The FY 2012 Ryan White Part A application narrative makes a compelling argument for housing 
assistance. Nearly 37,000 homeless men, women, and children slept at least one night in NYC 
municipal shelters in 2011, a number that may reach near 40,000 in winter months. This does not 
include the more than 2,600 unsheltered individuals who live on the streets, in parks, or under 
bridges. 

When PLWHA are homeless or unstably housed, the cost of HIV care is significantly increased. 
Unstably housed CHAIN participants are more likely to need hospitalization than participants 
who are stably housed. On average, homeless PLWHA used 25% more Part A services than the 
average Part A client in FY2011. The experience of the NYC EMA indicates that many of the 
costs associated with homelessness can be averted through investments in supportive services 
that stabilize the housing of PLWHA. Out-of-care CHAIN participants who receive housing 
assistance are more than 2.5 times as likely to enter HIV primary care as those who do not 
receive assistance. CHAIN participants who receive housing assistance are 23% more likely than 
other unstably housed participants to remain in care.   

Homelessness and housing instability increase the cost and complexity of care in the EMA. 
Among CHAIN participants included in the 2009-2011 interviews, 29% of the unstably housed 
or homeless reported a recent inpatient stay, relative to 16.8% of the stably housed interviewees. 
When hospitalized, homeless individuals in NYC have hospital stays 36% longer than those of 
other patients, with total additional costs averaging more than $10,000 per hospitalized homeless 
individual 

The 2012 NYC Implementation Plan also recognizes the connection between stable housing and 
the ability to access and remain in care. It identifies the need to increase the accessibility of 
transitional and permanent housing and provide emergency rental start-up assistance, short-term 
rental assistance, and emergency utility payments for PLWHA who are not eligible for any other 
rental assistance. 

Results of 2009 Consumer Focus Groups Service Assessment indicates that housing services was 
frequently identified (88.4%) as an essential support service by the surveyed group.  It also was 
selected by the highest percentage (47.1%) of respondents as a top three choice as an essential 
service. The need to expand access to good-quality housing was cited. 

The Central Harlem Network Service Delivery Plan included increasing the availability of 
information on housing for consumers and providers and advocating on housing-related issues to 
relevant policy, planning and governmental groups among its objectives. The Queens Network 
identified the need for affordable housing for the HIV/AIDS population as its number one 
priority. 

The Lower New York Consortium (LNYC) 2012 Part C Renewal cites an inadequate housing 
supply, especially for families, and limited after-hours emergency housing as issues for both 
lower Manhattan and Staten Island.  Staten Island also suffers from a lack of long-term 
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congregate HIV housing for people with multiple needs, as well as an inadequate supply of 
supported single room occupancy (SRO) and emergency HIV housing for families.   

The Staten Island SDP indicates that HIV-specific housing continues to be a special need on 
Staten Island. The borough has a limited number of supportive, transitional and permanent 
housing units. There are currently no HIV/AIDS Services Administration (HASA) emergency 
Single Room Occupancy (SRO) services or family apartment units available on Staten Island. 
Traditionally, housing resources allocated for Staten Island have been inadequate to meet the 
need in the region. Staten Island residents make up 2.4% of HASA’s client load. However, only 
0.8% of HASA emergency, non-emergency supported housing, and NYC Housing Authority 
apartments are allocated for Staten Island. 

Staten Island has lost capacity to assist clients in the housing placement process due to the loss of 
the HASA Scatter Site II supportive housing program. 

All participants in the Staten Island focus groups agreed that there are not enough affordable 
housing options of acceptable quality available on Staten Island, and because of this, the housing 
placement process is extremely long and competitive. It was also noted that there is a lack of 
handicapped accessible housing units.  Participants felt that if a landlord has a negative 
experience with one HASA tenant, they are likely to generalize all HASA recipients as 
undesirable tenants. This aspect of the housing situation on Staten Island has made many of the 
focus group participants feel that they are being discriminated against and stereotyped when 
receiving services. Staten Island provider respondents noted that the borough is limited by a lack 
of suitable housing stock and landlords who are unwilling to accept HASA tenants.  Also, HASA 
pays less than Section 8 vouchers making it less profitable for landlords to lease to HASA 
clients. 

The NYC listening forum participants also cited housing support as a high priority need, 
particularly housing resources for asymptomatic persons.  A consumer stated that there is a need 
for housing in New York City, and some realtors and landlords don’t support people with HIV.  

The New York State Consolidated Housing Plan, 2011-2015, attributes a spike in the need for 
housing resources for PLWHA in part to the dramatic decline in the death rate due the increased 
effectiveness of medications used to treat AIDS. Many persons with HIV/AIDS are living on 
Supplemental Security Income (SSI) or receive public assistance while awaiting determination of 
SSI eligibility. They lack the income necessary to pay Fair Market Rents (FMR). In addition, 
many persons living with HIV/AIDS require supportive services, such as home health care, case 
management, substance abuse and mental health evaluation and treatment, transportation, child 
care, and other services. Supportive housing programs offer the combination of housing and 
supportive services needed by persons living with HIV/AIDS to maintain their health.  A number 
of barriers related to housing have been: rising utility costs; long waits for Section 8 subsidies in 
order to free up long term Housing Opportunities for Persons with AIDS (HOPWA) assistance; 
reluctance of some landlords to rent to clients with criminal backgrounds; and the downswing of 
the economy causing lost or reduced income.  Some have also noticed the continued need to 
adjust Housing Subsidies in 2010. This means more is spent on Housing Subsidies for fewer 
clients. Other trends noticed were a lack of safe, sanitary housing.  And some have identified 
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difficulty finding large apartments for large families within the FMR.  When applicants apply for 
HOPWA rental subsidy, many are not adequately housed.  It can take some time to find housing 
that meets FMR and Housing Quality Standards which delays enrollment.   

The NYC GAP II Analysis Report indicates the need for additional, affordable housing in 
Manhattan but cites that individuals sometimes refuse to leave their communities to go to 
alternative locations where more affordable housing is available. In Queens, the lack of housing 
creates a major gap in prevention services. The lack of affordable housing increases risk of HIV 
on Staten Island. 

Transportation 

Although transportation was not cited as a barrier to care during the listening forums, the Staten 
Island Network SDP discussed it extensively.  Public transportation on Staten Island continues to 
be challenging. While the population has increased, there has been no increase in service or bus 
routes. With no subways, people must take buses along highly congested routes.  Staten Island 
has an average commute time, regardless of the mode, that is among the longest in the nation. 

Most participants in the Staten Island consumer focus groups agreed that the lack of availability 
of good public transportation is a major limitation when accessing services. Most participants 
agreed that the quality of transportation on Staten Island is poor. Public buses do not always run 
on time, and it is difficult for people who are ill to wait for the bus with no protection from the 
weather. There is also a financial barrier to transportation services as the Metropolitan 
Transportation Authority has increased the fares. Many people are not eligible to receive Access-
a-Ride services. Many immigrants without documents cannot access transportation assistance 
programs that supply MetroCards. Many service providers do not provide transportation to and 
from their program locations. 

Participants in provider focus groups stated that service changes were put in place on June 28, 
2010 effecting 1,500 Staten Island commuters. Four express bus routes were terminated, two 
were consolidated, and some other routes have reduced service during rush hour or off-peak 
hours. Local bus routes have been terminated or reduced. Several local buses have lost weekend 
service and have been reduced on weekdays 

Car service and ambulette transportation has become a larger problem for hospital providers. 
Hospital providers report that the Medicaid reimbursement change has resulted in many 
ambulette vendors canceling their Medicaid transportation agreements because of rising fuel 
costs and low reimbursement rates. Hospital providers also receive complaints from ambulette 
vendors when patients do not show up for scheduled pickups because vendors are unable to 
receive reimbursement in those situations. Hospital staff provides reminders to patients for 
medical appointments but have limited control over whether patients adhere to their scheduled 
medical visits. With car services, the issue is that Medicaid requires there to be a medical 
necessity for reimbursing a patient’s transportation and deems ambulette service rather than car 
service to be appropriate for those with a medical necessity. Therefore, hospital providers 
struggle to arrange transportation for their patients. 
. 
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The SDP includes two objectives related to transportation on Staten Island: 
o	 Increase access to transportation for clients traveling to medical appointments  
o	 Improve access to Access-a-Ride services  

The NYC GAP II Analysis Report also recognizes that poor or inadequate transportation creates 
additional risk by limiting Staten Island residents’ access to services. 

Case Management 

Participants in the NYC listening forums stated that COBRA case management programs have 
demonstrated success in working in the community to address issues.    

The 2009 NYC Consumer Survey found that case management services could facilitate the 
process of acknowledging HIV status and serve as a first step toward accessing care.  The value 
of using case managers and service providers as hubs for referrals and information on available 
services was noted. 

The Central Harlem Service Delivery Plan proposed the following activities to improve the 
effectiveness of case management services in Central Harlem, particularly in meeting the needs 
of specific high-need populations: 

o	 Provide cultural competency/sensitivity training for case managers, as well as training 
on meeting the specific needs of priority sub-populations. 

o	 Provide training to consumers on how to access and effectively use case management 
services, based on their unique needs. 

o	 Update the Network Service Directory and make it available on line in searchable 
format. 

o	 Provide training to case managers on new, current and discontinued services, and 
information on accessing services. 

o	 Include a component on mental illness needs in case management training programs, 
including a discussion of factors designed to limit the stigma attached to mental 
illness. 

The Staten Island Network SDP indicated that Community Health Action was awarded a 
NYSDOH AIDS Institute contract to provide HIV case management for undocumented and 
uninsured immigrants that began in July 2010.  It also discussed the feedback given by the 
participants in consumer focus group sessions that were held in the fall of 2009 and winter of 
2010 on the quality of community-based case management services on Staten Island. Reviews 
were mixed on quality but most indicated that availability needed to be increased. Long waiting 
times and the choice of only two agencies were cited as issues.  Participants identified several 
barriers to receiving case management services. 

o	 Medicaid’s prohibition regarding receipt of certain services concurrently prevents 
consumers from getting their needs met.  

o	 The limited number of bilingual case managers to accommodate Spanish-speaking 
consumers. English-speaking consumers reported difficulty communicating with case 
managers who speak English as a second language.  
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o	 Spanish-speaking immigrants report that immigrants are not always aware of 
available services or that they are eligible to receive services. 

o	 Stigma was a barrier for many in receiving case management services because they 
are fearful of being seen entering or exiting a location that is known to provide HIV 
services. 

The NYC GAP II Analysis Report indicates that the lack of case management staff in the shelter 
system hinders service delivery on Staten Island. 

The NYC FY2012 Ryan White Part A application narrative stated that medical case management 
services are located throughout NYC, with a focus on high prevalence neighborhoods in the 
South Bronx, Upper and Lower Manhattan, Central Brooklyn and Southern Westchester. The 
care coordination program launched in 2009 employs a medical home model, in which programs 
are located in or integrally linked with a state-licensed medical care provider. 
The care coordination program provides care navigation and adherence services for PLWHA 
who experience discontinuity of care, miss appointments, or have sub-optimal treatment 
adherence levels. Part A medical case managers (care coordinators) develop interdisciplinary 
treatment plans in coordination with primary care providers and clients. Care coordinators and 
patient navigators promote continuity of care through health system navigation and 
accompaniment to medical appointments.  In addition, the programs provide health promotion, 
treatment adherence education, and linkages to support services. The case management team 
helps clients reduce barriers to adherence and periodically reassesses treatment adherence levels 
using standardized tools. 

A new transitional care coordination service model started in March 2011 to address the 
intensive case management needs of homeless and unstably housed individuals. The FY2012 
plan supports accompaniment to scheduled appointments for 7,341 individuals and treatment 
adherence education, coaching, health promotion and directly observed therapy to 7,456. 

Interviews with PLWHA conducted in 2009-2011 as part of the CHAIN project identified a service 
gap with regard to medical case management.  Of the 40% of sampled NYC PLWHA who 
indicated a need for medical case management in NYC, 81% were not receiving such services  

The 2012 NYC Implementation Plan identified the following objectives related to case management: 
o	 Ensure that PLWHAs are assisted with linkage to and maintenance in primary medical 

care; 
o	 Support delivery of primary care to PLWHA by facilitating adherence to scheduled 

appointments;  
o	 Provide individualized health promotion and adherence support including 

interdisciplinary medication management support; and 
o	 Train new medical case management staff in care coordination and health promotion 

protocol. 

Nutritional Support 

Additional resources for and increased focus on nutritional services for PLWHA are needed. The 
following information was abstracted from the CHAIN Study Fact Sheet. 
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Good nutrition is crucial for the management of HIV infection. Proper nutrition is needed to 
increase absorption of medication, reduce side effects, and maintain healthy body weight. It 
helps manage several conditions associated with HIV/AIDS and reduces the risk or helps 
manage other chronic diseases such as heart disease, diabetes, and cancer. Food insecurity is a 
source of chronic stress that has consequences for immunological functioning, as well as for 
mental health and adherence to medical treatments.  

PLWHA who are food insecure report more missed appointments for HIV primary care and 
more emergency room visits compared to those who do not report difficulties obtaining enough 
and appropriate food. The food insecure are less likely to be receiving medical care that meets 
minimum clinical practice standards with regard to number of recommended visits, tests and 
procedures to monitor HIV disease, and antiretroviral medication therapies as indicated. In 
addition, providing food and nutrition services can serve to facilitate access and engagement in 
medical care especially among vulnerable populations. PLWHA who are food insecure score 
lower on standardized measures of physical health functioning, mental health functioning, and 
quality of life. They have lower CD4 counts and are less likely to have undetectable viral loads 
than the food secure. Other research has shown that food insecurity is associated with increased 
morbidity and mortality among HIV-infected persons. 

o	 89% of PLWHA in New York City are experiencing food insecurity or rely upon food 
and nutrition programs to address their most basic needs. 

o	 80% of PLWHA in NYC participate in SNAP, the Supplemental Nutrition Assistance 
Program commonly known as the food stamp program.  

o	 55% of PLWA receive services from a food/nutrition program/service. 
o	 42% of PLWHA in NYC currently experience food insecurity despite receipt of food 

stamps or participation in a food or meal program. 
o	 Less than one-third of PLWHA in NYC report receiving nutritional counseling in the six 

to 12 months prior to interview; approximately half of persons living with HIV/AIDS in 
NYC have not received nutritional counseling in the past five years.  

The NYC 2012 Ryan White Part A application narrative states that in FY2010, more than 5,900 
PLWHA in NYC received Part A food and nutrition services, including home-delivered meals, 
congregate meals, pantry bags, food vouchers, and/or nutritional assessment and counseling.  It 
also cited additional CHAIN Study findings relating to nutritional support.  

o	 Of the 91% of sampled NYC PLWHA who indicated a need for food support, 54% were 
not receiving such services. 

o	 Of the 71% of sampled NYC PLWHA with evidence of need for nutritional counseling 
services, 71% were not receiving such services. 

The 2012 NYC Implementation Plan identified two objectives related to nutritional support for 
PLWHA: 

o	 Provide nutritional screening and periodic reassessment of nutritional status and 

nutritional counseling 
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o	 Address food and nutrition related needs of PLWHA by facilitating access to adequate 
and appropriate nutrition using home-delivered meals, congregate meals, pantry bags 
and/or nutritional vouchers 

The Staten Island consumer focus group felt that many undocumented immigrants do not utilize 
services because they are fearful of having their immigration status known. Participants stated 
that many pantries require some form of identification to access services and, therefore, many 
immigrants get turned away from services.  It also believes transportation is sometimes a barrier 
to accessing food pantry services. 

At the NYC listening forums there was a plea for continued support for food and nutrition 
services. Basic needs must be met first.  A participant stated that food and nutrition services had 
been cut and noted that food is a powerful incentive to get people into care. 

Employment 

A consumer representative at the NYC listening forum discussed the need for assistance in 
moving on with life once HIV/AIDS is under control.  For example, there are questions about 
how to transition from Medicaid to insurance and how to go back to work. Another consumer 
stated that there is a need for support for persons with HIV/AIDS who return to work and 
expressed concern about losing services when one returns to work.  Another consumer stated that 
doing volunteer work was a good way to test his abilities but expressed concern that at any time, 
a person with HIV/AIDS can suffer a setback. 

The AIDS Institute has worked with the New York State Department of Labor to develop the 
HIV Employment Pilot Project, which was implemented in December 2010.  Pilot project 
partners are the State Department of Labor, the State Education Department’s Office of VESID, 
and AIDS Institute-funded community-based organizations.  The pilot project involves providing 
employment, vocational and training services for persons living with HIV/AIDS in selected 
Department of Labor One-Stop Career Centers in lower Manhattan, the Bronx, and Rochester.  
The pilot project involves a cooperative agreement between providers for shared referrals and 
cross training of staff. In addition, there is a program called the working disabled program for 
people who go back to work so they can keep their Medicaid benefits. 

The NYC FY 2012 Ryan White Part A application narrative stated that during the first five 
months of 2011, HASA provided NYC-funded work readiness training, computer training, and 
skills-building workshops to hundreds of unemployed PLWHA in NYC to help prepare them for 
re-entry into the job market. 

The NYC GAP Analysis Report indicates the need for focus on and funding for skills building 
and job training. 

Other 

The following were noted at the NYC listening forum: 
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o	 A Bronx representative noted the increased interest in and focus on treatment as 
prevention and stated that advances in treatment should not undermine the need to 
address social determinants of health.   

o	 There was a plea for continued support for legal services, counseling, referral, 
services for substance users, and other services that address social issues because they 
are predictors of health outcomes.  

o	 There is a lack of HIV social workers coming into the field, and the ones that exist 
have an expanding caseload and are facing burnout.  

o	 Support groups are very important.  In a support group for HIV-positive gay men in 
their 40s and 50s, the biggest issue is stigma.  They worry about the perceptions of 
their families and friends. 

The LNYC Renewal application indicates the need for enhanced support services that reinforce 
the need for retention in care, treatment adherence, and improved self-image, especially for racial 
and ethnic minorities, particularly Blacks and Hispanics, women, children and youth.  The 
Central Harlem network SDP also cites the need for services that aid PLWHA in the area of 
adherence. 

Staten Island consumer focus group participants felt that the availability of legal services is poor. 
Some reported long appointment timeframes, up to three months, to speak with an attorney. 
With regard to barriers to receiving legal services, many participants reported not knowing where 
the services are located. Language and transportation were also identified as barriers. Participants 
of the focus group for immigrants reported feeling treated differently by the staff of legal 
services. Participants felt that there should be more funding for legal services. There is also a 
need for bilingual staff and assistance with criminal and immigration cases. 

Spanish speaking participants expressed the loneliness of having no opportunity to share their 
experiences with their peers, as there are no support groups in Spanish for people living with 
HIV/AIDS on Staten Island. 

The Queens Network identified the following associated with support services among its top 
priorities: 

o Services for immigrants/undocumented population; 
o Services for women and children; 
o HIV/AIDS youth programs; 
o Increased PLWHA  HIV/AIDS support groups; and 
o Services for the transgender population. 

The Central Harlem Network SDP proposed the following actions to improve support services: 
o	 Further investigate the extent to which providers reflect the people they serve and are 

culturally competent and design plans and recommend new programs accordingly 
o	 Provide information to providers and consumers on strategies to recruit and retain 

providers who match the people they serve, and enhance the cultural competence of 
all providers. 

o	 Participate in collaborative efforts to improve provider readiness. 
o	 Provide information to providers and consumers on strategies to address the problems 

of immigrants. 
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o	 Participate in collaborative efforts to address the problems of immigrants 

The NYC GAP II Analysis Report contains the following city-wide recommendations with 
regard to supportive services: 

o	 Interventions that target structural issues such as unemployment and limited 
education, with emphasis on collaborative approaches that will provide sustained 
means to address this and other structural issues 

o	 Interventions that include a mental health component to address childhood sexual 
abuse, domestic violence, gender violence and trauma as well as other psycho-
social issues 

o	 Programs to help faith-based communities to achieve their goals, including 
capacity building and sustained funding 

o	 Motivational interviewing and client centered counseling particularly for mental 
health-related services, with particular focus on women and suicide 

o	 Increased support for grassroots organizations and CBOs serving the foreign born 
o	 Targeted HIV/AIDS programming that respects the language and culture of the 

numerous ethnic communities in each borough 
o	 Additional targeted services for men who have sex with men 
o	 Programs directly focused on crystal methamphetamine, HIV prevention and 

internalized homophobia that contributes to drug use and abuse especially in 
MSM 

o	 Ongoing support addressing homophobia and the lack of family/community 
support in LGBTQ youth 

The GAP II Report also contained the following borough specific comments/recommendations: 
o	 In the Bronx, there needs to be a better understanding about what other providers 

offer and a better collaboration among funded agencies.  Linguistically 
appropriate services for young men who have sex with men of color are also 
needed. 

o	 Brooklyn needs enhanced translation and interpretation services (particularly 
Haitian and Creole) and more culturally competent programs. 

o	 Manhattan needs more culturally sensitive programs (especially for Asian and 
Pacific Islanders, Native Americans, Women, Transgender, and Youth) and more 
programs for older adults and for transgendered individuals. 

o	 In Queens, there are few services available for HIV-positive homeless youth 
which is a growing population. There is also a need for additional PLWHA 
HIV/AIDS support groups. 

Education and Outreach 

A consumer representative at the listening forum noted that since funding for the HIV care 
networks was eliminated, there are fewer forums in the community, and information is not 
getting to consumers.  Another consumer expressed a desire to receive information on policies 
and programs. 
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The NYC FY2012 Ryan White Part A application narrative cites a DOHMH survey of a sample of 
NYC Part A clients who had recently been re-connected to care after a lengthy absence. The project 
identified key factors that contribute to discontinuity of care.  The survey found sharp drops in 
reported feelings of hopelessness, denial, and aversion to HIV medications after re-connection to care 
and identified outreach services as one of the top two causes cited for clients’ return to care. 

The NYC 2012 Implementation Plan included the objective of providing outreach and HIV testing 
to clients who are unaware of their status, and effectively linking both those individuals who test 
positive and those who are known to be HIV positive but not in care to HIV primary care. 

The Central Harlem Network SDP states that effective methods of outreach to women are needed 
to ensure that they are aware of their risk of HIV infection.  Available and accessible follow-up 
services are needed for both HIV-positive and HIV-negative women.  The SDP also calls for 
increased outreach and education regarding crystal meth and other drugs and their relationship to 
HIV transmission and overall health status, how to get treatment, and where to access necessary 
services. 

The 2009 Consumer Survey recommended increasing Consumer Advisory Board (CAB) 
awareness among consumers and strengthening the role of CABs in improving services.  

The 2009 Consumer Survey recommended that a guide be developed to help consumers “come 
to terms, navigate, and advocate” for services including: explanations of common lab tests, 
definitions of HIV-related terms and a provider directory with detail on services. During the 
NYC listening forum, a consumer reinforced this need, stating that there are agencies that can 
help people navigate the service system, and suggested that social networking with peers is 
important in order to maintain awareness of information. 

A consumer expressed the desire to hold a symposium on the research that is being done into 
functional cures and ways to help people with HIV/AIDS, such as studies on the effects of 
nutrition and probiotics. 

A provider representative stated that health literacy is an important issue but expressed concern 
about being careful how we define it and what we want to achieve. 

The Lower New York Consortium (LNYC) 2012 Part C Renewal cites the need for targeting 
outreach to at-risk youth, especially LGBT in Chelsea, given high STD rates in youth.  It also 
identifies improved access to HIV/AIDS education, STD prevention, and stigma prevention as a 
need. 

The Central Harlem SDP proposed the following actions to address consumer education: 
o	 Further investigate the consumer education and empowerment needs; design plans; 

and recommend new programs. 
o	 Provide information to providers and consumers on strategies to educate people in 

HIV/AIDS care and to empower them to be proactive consumers. 
o	 Participate in collaborative efforts regarding consumer education and empowerment. 
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Participants in the Staten Island consumer focus groups felt that the borough is in need of more 
education and prevention services. Outreach to the South Shore of the Staten Island was targeted 
as a concern. 

The NYC GAP II Analysis Report contains the following recommendations with regard to 
education and outreach: 

o	 Improved HIV/AIDS health education in schools 
o	 Additional Public Service Announcements 
o	 Expansion of successful social marketing programs 
o	 Community-level interventions (CLI), particularly community empowerment models 
o	 Media campaigns (such as on subways and buses) designed to reduce stigma and 

discrimination against individuals who are HIV+ as well as encourage risk-behavior 
change in order to improve prevention, testing, and treatment. 

o	 Enhanced outreach and testing at faith community sites 
o	 Improved dissemination of information with more creative mechanisms for “getting 

the word out” 
o	 Outreach and education in certain communities in NYC are most effective through 

word of mouth rather than through the use of fliers, emails or telephone calls 
o	 Ensure linguistic appropriateness when educating youth about HIV/AIDS. The 

language used must be consistent with that used by youth. 
o	 HIV/AIDS educational campaigns and programs targeted to over 50 populations 
o	 Media campaigns targeting African American/Black, Latina/Hispanic and API 

women across behavior groups to encourage routine testing and reduce the stigma 
associated with testing and positive diagnoses 

o	 Greater outreach and education to immigrant communities -- fliers, emails, telephone 
calls, local newspapers, TV, radio. Currently word of mouth is largely used 

o	 Disseminate HIV/AIDS epidemiologic information related to immigrants 
o	 Sustained targeted social marketing campaign for men who have sex with men  
o	 Trainings dealing with bias and cultural-competency in regards to MSM 

The GAP II Report contains the following borough specific comments/recommendations:  
o	 In the Bronx, 

 There is the need for culturally and linguistically appropriate materials to 
advertise services to immigrants and the undocumented. 

 Funding from the NYC should be used to create and disseminate effective 
social marketing campaigns.   

 HIV/AIDS health education in schools must improve.  The HIV/AIDS School 
Health curriculum should be updated and revised and provided as part of 
comprehensive health education curriculum. 

o	 In Brooklyn, additional resources need to be targeted for outreach to the HIV-positive 
population and their partners, particularly with IDU/methadone and drug treatment 
programs. Also, more outreach and education is necessary, inside and outside of the 
school system. 

o	 Staten Island needs additional educational materials and outreach activities. 
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Organizational, Policy, and Administrative Issues Affecting Care and Service 
Delivery 

Participants in the NYC listening forums discussed the following: 

	 Participants indicated that there has been improvement in the relationship between 
providers and AIDS Institute contract managers.  The relationship has become more of a 
partnership. 

	 It was noted that the time allowed for responding to Continued Funding Applications 
(CFAs) and Request for Applications (RFAs) is not always adequate to allow exploration 
of all issues prior to responding. 

	 A participant stated that there has been progress with AIRS.  The system allows providers 
to communicate better through the data that are collected.  AIRS staff are always 
available. Another participant noted that AIRS is not compatible with other databases 
and double data entry is required. 

Some Staten Island consumer focus group participants had issues communicating with HASA 
workers that speak English as a second language. Participants in a focus group for Spanish-
speaking immigrants felt that HASA workers show favoritism towards non-immigrant 
consumers. In general, many participants felt that consumers are in need of more education 
regarding HASA housing services. 

The GAP II Report contains the following borough specific comments/recommendations: 
o	 The coordination between HIV services, substance use and housing services must be 

enhanced in the Bronx. 
o	 Regarding Brooklyn: 
 Agencies are fighting for the same money and clients, and as a result, there is 

duplication of services. Program development is happening around funding rather 
than client need. 

 There are disproportionately lower levels of funding in Brooklyn as compared to 
Manhattan. 

 There is a lack of involvement of community leaders. 
o	 In Manhattan, budget cuts, scarcity of services, and insufficient funding for HIV 

prevention services are factors attributed to risk of HIV infection. Policy decisions as 
a result of September 11, 2001 are frustrating, including restrictive immigration 
policies and racial profiling, and have resulted in unemployment and poverty in 
immigrant communities. Greater equality in the distribution of services within 
Manhattan is needed. 

o	 Institutional barriers prevent people from learning about HIV transmission on Staten 
Island. 
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Stigma and Confidentiality 

Participants in the NYC listening forum discussed the following: 

	 Provider and consumer representatives expressed concern about the stigma associated 
with HIV. One representative stated that when someone is diabetic, people don’t ask 
how one became diabetic, but with HIV, the question of how you got it is always there.  
Consumer representatives stated that work is needed in the area of stigma. 

	 A provider representative stated that in a support group for HIV-positive gay men in their 
40s and 50s, the biggest issue is stigma.  They worry about the perceptions of their 
families and friends.  

The transgender group in the 2009 Consumer Survey identified stigma as a barrier to care. 

Respondents in the Staten Island Consumer survey indicated that stigma was a barrier for many 
because they are fearful of being seen entering or exiting a location that is known to provide HIV 
services. 

The Central Harlem Network SDP states that stigma and discrimination continue to present 
significant barriers to accessing care and engaging at-risk communities in prevention and 
treatment interventions.  Networks should play an important role in reducing stigma and taking 
action in cases of discrimination. 

The NYC GAP II Analysis Report contains the following city-wide comments with regard to 
stigma: 

o	 HIV stigma and denial still exist.  Testing is one thing, but routine engagement in the 
care system requires a certain acceptance of HIV. 

o	 Stigma is a pervasive issue, especially for adolescents, particularly with respect to 
sexual orientation, gender identity and HIV status.  

The GAP II Report also contains the following borough specific comments/recommendations: 
o	 With regard to the Bronx, denial and stigma are ongoing problems. The stigma of 

being a MSM is still prevalent borough-wide and within new and emerging ethnic 
populations. Antiquated sexual and gender behavioral roles that still exist in the 
Bronx “are out of step with the diversity of NYC in general.”  Improved strategies to 
reduce HIV-related stigma are required in order to improve HIV prevention, testing, 
and treatment. 

o	 Many Brooklyn residents seek care in Manhattan for confidentiality reasons. 
o	 In Manhattan, fear, stigma, social isolation and denial continue to present obstacles to 

HIV counseling and testing. 
o	 Homophobia drives people in Staten Island “underground” and results in greater 

stigma for people living with or at risk for HIV.  

118 



 

 
 

 
 

 
 

 
 
 

 
 
 
 
 
 
  
 
  
 
 
  
 
  
 

 
  
 
 
 
 
 
 
 
 
 

 
 

 

Special Populations 

Communities of Color 

The NYC GAP II report identified heterosexual communities of color as a special subpopulation 
in all boroughs. Women of color were identified as a specific concern in the Bronx, Brooklyn, 
and Staten Island; the Bronx also identified youth of color as focus.  The GAP II report identified 
the following needs: 

 Health behaviors in communities of color are multifaceted and must be treated 
as such. 

 Primary health care 
 HIV counseling, testing and referral and partner counseling 
 HIV counseling, testing and referral supplemented with STD and Hepatitis C 

screening 
 Community-based one stop shopping 
 Women’s health curriculum 
 Microbicides for women 
 Harm reduction, risk reduction counseling 
 Condom and latex barrier distribution and education 
 Peer risk reduction 
 Peer training, education and outreach 
 Prevention education programs 
 Sexuality and “body 101” education 
 Nontraditional education opportunities 
 Skills-based/resiliency training 
 Culturally and linguistically appropriate education, counseling and materials 
 Case management, prevention case management 
 Family preservation services focused on a community-based group self-help 

and support method 
 Family/individual/couples therapy 
 Evidence-based interventions 
 Behavioral science based counseling 
 Group interventions 
 Supportive housing 
 Employment and income earning opportunities 
 Ongoing peer mentoring for youth 
 Social marketing  
 Social networking interventions 
 Advertising campaigns 
 Improved interaction between providers and the faith community would assist 

HIV prevention efforts. Spiritual leaders of certain African religions are felt to 
be marginalized in NYC. 

 For men, change the message to reach the “Joe the plumber” type 
 For women, “mother board” initiative working with churches and their senior 

mother boards to increase women’s health initiatives 
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Substance Users 

Please see discussion under Substance Use. 

The NYC GAP II report focuses on the Injection Drug User (IDU) population and identifies 
subgroups of this population with service needs within one or more of the boroughs.  Following 
are recommendations for each subgroup: 

o IDU - Homeless/Precariously Housed 

This was identified as a special subpopulation of concern in 4 boroughs (Bronx, Brooklyn, 
Manhattan, and Staten Island).  Brooklyn had particular focus on the poor, mentally ill homeless; 
in the Bronx, homeless people of color were of particular concern..  The GAP II report identified 
the following needs: 

 Expanded substance use services including treatment and referral; needle 
exchange; ESAP; peer-delivered syringe exchange; and supervised 
injection facilities 

 Buprenorphine education and referral 
 Low-threshold drug treatment programs that incorporate a harm/risk 

reduction approach 
 Supportive services including preventive case management 
 Partner notification 
 Health care including mobile vans to provide full medical services and 

counseling and testing 
 Mental health services including peer mental health outreach and 

escort/follow-up to assure enrollment and maintenance in mental health 
services 

 Low threshold, concrete services, including drop-in center 
 Housing services including supportive transitional housing and supportive 

housing for those with dependent children 
 Street outreach 
 Internet interventions 
 Sexual risk reduction-related interventions 
 Employment support 
 Low threshold bilingual services for Hispanics and  Latinos 

o IDU - Incarcerated, Recent Releasees 

This was identified as a special subpopulation of concern in the Bronx and Manhattan.  The GAP 
II report identified the following needs: 

 Discharge planning including transitional housing 
 Family re-entry education 
 Improved access to medical care 
 Counseling and testing, including harm and risk reduction 
 Condom and latex barrier distribution 
 Science-based behavioral counseling 
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 Peer support and behavior group counseling 
 Peer education 
 Employment counseling, job placement and coaching 
 Buprenorphine education and referral 
 Housing with peer follow-up 
 Entitlements 

o IDU - Immigrants/Undocumented 

This was identified as a special subpopulation of concern in the Bronx and Manhattan.  The GAP 
II report identified the following needs: 

 Culturally competent and linguistically specific outreach and education 
services 

 Culturally competent and linguistically specific HIV counseling and 
testing 

 Culturally competent and linguistically specific substance abuse treatment 
options 

 Low threshold harm reduction services (e.g., showers, clothes, food, drop- 
in space, etc.) 

 Mobile center 
 Immigration assistance for those without legal documentation 
 Housing assistance 
 Domestic violence services 
 Increased availability of sterile syringes, including syringe exchange, peer 

delivered syringe exchange, and ESAP 
 Low-threshold bilingual services 
 Public service announcements in foreign language media 
 Prevention efforts in churches 

o IDU - Communities of Color 

The injection drug user within communities of color was identified as a special subpopulation of 
concern in all boroughs. Youth of color was recognized as a focus for the Bronx; for Queens, 
women and girls of color were identified concerns; and in Manhattan, women of color were 
specifically cited. The GAP II report identified the following needs: 

 Health screenings of all kinds with HIV folded into the service system to 
reduce stigma 

 Drug treatment  
 Co-located interventions in substance use programs 
 Case finding 
 Counseling, testing, referral, partner notification  
 Expanded hours for low-threshold services 
 Prevention case management 
 Science-based behavioral counseling 
 Group interventions specific to group (e.g., SISTA) 

121 



 

 
 
 
 
 
  
 
 
 
 
 
 
 

 
 

 

 
  
  
 
 

 
 

 

 
 
  
 
 
 
  
  

 
 

 

  
 
 

 Mentoring programs with HIV prevention 
 Outreach 
 Low threshold services, including harm reduction/risk reduction 
 ESAP and syringe exchange including peer delivered syringe exchange 
 Peer education 
 Vocational educational options 
 Non-traditional education opportunities 
 Social marketing/media campaign 
 Social network interventions 
 Housing 
 Increase in IDU sensitivity trainings with police  
 Community awareness through groups, churches, centers 
 Community outreach by community leaders 

o IDU - People Over 50 

This was identified as a subpopulation of concern in the Bronx, Brooklyn, and Manhattan; for 
the Bronx, women over 50 were a specific focus. The GAP II report identified the following 
needs: 

 Health screenings 
 Therapy 
 Case management 
 Harm reduction 
 Housing 

o IDU - Commercial Sex Workers 

This was identified as a special subpopulation of concern in Brooklyn and Queens; for Queens, 
the sex workers’ “Johns” and pimps were also a concern. The GAP II report identified the 
following needs: 

 Health services, including counseling and testing 
 Mobile van—treatment, screening, counseling and testing 
 Other kinds of health services besides HIV-related services 
 Condom distribution 
 Risk reduction 
 Needle exchange 
 Case management 
 Internet interventions 

o IDU – Youth, Adolescents, and Young Adults 

This was identified as a special subpopulation of concern in Brooklyn, Manhattan, and Queens.  
The GAP II report identified the following needs: 

 Substance use services 
 Mental health services 
 Increased access to buprenorphine 
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 Low-threshold services 
 Drop-in programs 
 Harm reduction 
 Peer delivered syringe exchange 
 Peer programs and peer delivered interventions 
 Peer education 
 Community education/outreach/condom distribution 
 Media outreach 
 Internet outreach and interventions 
 Emergency and transitional housing 

o	 IDU - Men Having Sex with Men 

This was identified as a special subpopulation of concern in Manhattan and Staten Island.  The 
GAP II report identified the following needs: 

 Specialized drug treatment 
 Support for methamphetamine users 
 Integrated HIV/STD, hepatitis testing and partner notification 
 Harm reduction services 
 Peer risk reduction programs 
 Support groups 
 Peer education and outreach 
 Social networking 
 Internet outreach 

In Brooklyn, there was also concern that IDU - transgendered have access to health screening 
and that there be peer navigation provided for IDU - pregnant women.  

Mentally Ill 

Please see discussion under Mental Health. 

Men Who Have Sex with Men (MSM) 

Participants in the NYC listening forums discussed the following: 

	 Participants noted the need to continue targeting prevention services to men who have 
sex with men (MSM), particularly MSM of color.  A participant noted that many young 
MSM are coming to care already diagnosed with AIDS and noted that large percentages 
of the population present with syphilis, are doing sex work, suffered sexual abuse as 
children, and do not use condoms.  It was suggested that efforts continue to target this 
population as we focus on HIV/AIDS in persons over 50 years of age. 

	 Participants expressed concern about many MSM who do not use condoms and 
specifically mentioned sex parties where condoms are rarely used.  It was suggested that 
there is a need to develop increased awareness of HIV/AIDS and the need for men to care 
for themselves. 
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The Central Harlem Network SDP advocated for new interventions that will be effective in HIV 
prevention and increase the entry into care of young MSM.  It also set two objectives with regard 
to MSM: 

o	 Improve the likelihood that MSM of color will seek needed HIV services. 
o	 Increase knowledge among the MSM population, particularly men of color, of the 

availability of early HIV testing and intervention. 

The SDP calls for working with interested groups to develop a public relations campaign to 
publicize the importance and availability of HIV testing and early intervention to MSM of color 
in Central Harlem.  It recommends that additional specific needs for African American and 
Latino MSM be identified and addressed through: 

o	 Better coordination of existing services. 
o	 Development of new programs. 
o	 Development of work groups to focus on specific services. 
o	 Advocacy for funding and policy change. 

The Lower New York Consortium application recognizes that young men who have sex with 
men (MSM) have a high rate of incidence of HIV infection.  Services that are sensitive to this 
demographic and risk group are necessary. 

The NYC FY 2012 Ryan White Part A application narrative identifies young MSM (YMSM) of 
color as one of the growing cohorts of PLWHA.  It indicates that many have chaotic lives, 
substance abuse and mental health issues, and unstable housing that diminish health care access.  
To reinforce the importance of reaching YMSM of color who are unaware of their status, the NY 
HIV Planning Council allocated funds to target early intervention services to homeless and street 
youth. New programs started on March 1, 2011. This service model targets HIV testing and 
linkage to care services to HIV-positive and at-risk youth.  

The NYC GAP II Analysis Report contained the following city-wide 
recommendations/observations with regard to the MSM population: 

 Sexual identity is a public health issue in a community where only heterosexual 
men are accepted. 

 Male-to-male sex is very diverse and many people may practice what others may 
consider “kinky” but may actually be a safer form of sexual expression. 

 Additional targeted services are required for MSM. 
 A sustained targeted social marketing campaign for MSM must be implemented. 
 Messages are needed that raise the awareness of available mental health support 

for MSM. 
 Comprehensive discussions about sex in a MSM- and sex-positive environment 

need to be conducted. 
 Sexually explicit HIV prevention materials for MSM are needed. 
 Programs directly focused on crystal methamphetamine, HIV prevention and 

internalized homophobia that contributes to drug use and abuse in MSM must be 
provided. 
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 Effective, evidence based, HIV prevention strategies must be developed for 
African-American/Black MSM. 

The GAP II report cites the MSM population as a whole as a specific concern with regard to HIV 
transmission in Brooklyn and in Manhattan and recommends the following: 

 Awareness of HIV/AIDS to significant others/family 
 Housing and social services 
 Identified men-only programming 
 Expand gay men’s health to include primary health care and gay men’s health 

(education, STD, Hep C screening and referral, C&T, substance use treatment, 
smoking cessation) 

 Mental health services 
 Employment support 
 Social marketing campaigns targeting homophobia and stigma 
 Group services to provide a safe space for men to address issues of sexuality, sex, 

relationships, substance use, HIV/STDs, homophobia, heterosexism and other 
relevant cultural issues 

The NYC GAP II report also identified additional subgroups of the MSM population with 
service needs within one or more of the boroughs.  Following are recommendations for each 
subgroup: 

o	 MSM - Men on the “Down Low” 

This was identified as a special subpopulation of concern in 4 boroughs (Bronx, Brooklyn, 
Manhattan, and Staten Island).  The GAP II report identified the following needs: 

 Peer/community targeted outreach including peer outreach for immigrant non-
gay identified MSM 

 Internet-based outreach and intervention 
 Social marketing campaigns specifically targeting stigma and homophobia. 
 Social networking 
 Routinized HIV testing and counseling, not risk-based 
 Venue-based outreach 
 Integrated HIV prevention programs 
 Comprehensive gay men’s health services including education,  screening 

(HCV, HIV, STDs, TB), and referral 
 Harm reduction 

o MSM - Men of Color 

This was identified as a special subpopulation of concern in all five boroughs.  The GAP II 
report identified the following needs: 

 Linguistically and culturally appropriate services 
 Community level outreach, engagement and interventions 
 Outreach to sex venues and nontraditional gay venues 
 Internet outreach and intervention 
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 Social networking 
 Prevention case management 
 Behavioral science-based counseling 
 Increased availability of bilingual resources/education 
 Low-threshold bilingual services 
 Harm reduction risk reduction, safer sex negotiation 
 Comprehensive gay men’s health services including education, integrated 

screening (HCV, HIV, STDs, TB), and referral 
 Partner notification 
 Increased availability of sterile syringes 
 Increased availability of condoms 
 Substance use services and needle exchange 
 Immigration services 

o	 MSM - Youth, Adolescents, Young Adults 

This was identified as a special subpopulation of concern in all 5 boroughs.  The GAP II report 
identified the following needs: 

 Peer, targeted street outreach, education and training and resource linkage  
 Social marketing and networking 
 Internet outreach and intervention 
 Mentorship programs 
 Engagement in care 
 Prevention messages integrated into health care services 
 Mobile counseling and testing services 
 Low-threshold services, emphasis on runaway, throwaway and homeless 

youth and creation of safe space.  Safe drop-in center in Queens (there are 
none in Queens) providing interventions and information 

 Mental health programs and services that address emotional isolation 
 Mobile integrated HIV/STD testing programs 
 Condom distribution 
 Violence prevention 
 Harm reduction, risk reduction, safer sex negotiation 
 Transitional services 
 Transitional housing 
 Income earning opportunities 

All the above interventions should involve language used by young MSM. 

o	 MSM - Aging 

This was identified as a special subpopulation of concern in the Bronx and Manhattan.  The GAP 
II report identified the following needs: 

 Linguistically appropriate community-based interventions 
 Internet-based interventions 
 Social marketing 
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 Peer education/buddy systems 
 Drop-in services 

o	 MSM - Incarcerated, Recently Released 

This was identified as a special subpopulation of concern in the Brooklyn, Queens and 
Manhattan. The GAP II report identified the following needs: 

 Condom distribution 
 Advertising campaigns in prison to support condom use 
 Discharge planning and transitional planning 
 Supportive services including housing and prevention case management 
 Outreach 
 Internet outreach and interventions 
 Clinics/health care/counseling and testing 

o	 MSM with multiple partners including those identified as sex workers 

This was identified as a special subpopulation of concern in the Bronx.  The GAP II report 
identified the following needs: 

 Harm/risk reduction 
 Creation of a safe space 
 Mental health services 
 Housing 
 Behavioral interventions 
 Counseling and testing services 
 Health care 
 Alternative income earning opportunities for sex workers 
 All the above interventions should be employed within the context of one’s 

immigration status 

o	 Transgendered MSM 

This was identified as a special subpopulation of concern in Manhattan. The GAP II report 
identified the following needs: 

 Additional targeted interventions 
 Education to providers 

o	 MSM - Latino men and recent immigrates 

This was identified as a special subpopulation of concern in Manhattan and Queens. The GAP II 
report identified the following needs: 

 Case finding through community-based testing 
 Community-based case management 
 Spanish and other language educational programs 
 Social marketing 
 Peer education/buddy systems 

127 



 

 
 

 

 

 

  

  
 

 

 

 

 

 

 

 

 Drop-in services 
 Internet-based interventions 

Women 

Participants in the NYC listening forums stated that while we focus on the aging population and 
the young population, we must also continue to target services to women.   

The LNYC 2012 application renewal states HIV-infected women, 89% of whom are minorities, 
represent another population with barriers to care. HIV-infected women put off their own care to 
address family needs. At-risk women often have a poor understanding of sex risk and the 
importance of knowing their status. The approach of LNYC is to improve: 

o	 Provider education about the medical rationale and recommendations for gyn exams, 
importance of thorough EMR documentation, and available referral services and 
mechanisms 

o	 Having a case manager accompany young women to their gyn appointments.  

As a result of these interventions, follow-up assessment demonstrated great strides were made in 
increasing the percent of young women receiving an annual gyn exam from 2009 to 2010:  80% 
of young women 13 to 18 received an annual gyn exam, up from 67% in the earlier time period, 
and 77% of young women 19+ received an annual gyn exam, up from 54% in the earlier time 
period. When factors such as not medically indicated or refused are included in the analysis, 80% 
of the women aged 13 to 18 and 85% of those aged 19+ received these services in the past year. 
The addition of a family nurse practitioner is expected to further increase the number of gyn 
examinations. 

The NYC FY2012 Ryan White application narrative indicates that within the NYC region, the 
epidemic continues to disproportionately impact the poorest and most vulnerable communities, 
particularly racial and ethnic minorities and emerging populations, such as women of color. 
HIV/AIDS cases among women increased from roughly 21% of all cases in 1990 to 29.5% in 
2010. In 2010, there were nine times as many black women (ages 15-44) living with HIV/AIDS 
as white women of the same age in NYC. 

Women confront unique health care challenges that increase the cost and complexity of HIV care 
and contribute to poorer health outcomes. Many women are diagnosed late in the course of HIV 
infection, with 24% of newly diagnosed women in NYC in 2009 receiving an AIDS diagnosis 
within 31 days.  HIV-positive women enrolled in the EMA’s CHAIN study are less 
knowledgeable than their male counterparts regarding primary medical providers and social 
service agencies in their neighborhood of residence. Women living with HIV in NYC are more 
likely than male PLWHA to have persistent high viral load. Barriers to health care for women 
include poverty, as well as lack of access to transportation or affordable child care.  

Women ages 40-49 comprise the largest proportion of new HIV infections among females. Older 
PLWHA are more likely to have additional health problems – such as diabetes, cancer, 
hypertension, and heart problems – increasing the cost and complexity of care. Women with HIV 
have health care and social service needs not typically shared with men, such as the need for 
gynecological care, child care and family-centered services. Women enrollees in CHAIN are 
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more than twice as likely as heterosexual male study participants to report domestic violence, 
which is associated with poor treatment adherence.  A substantial share of Part A female clients 
are involved with the criminal justice system, presenting considerable challenges in ensuring 
appropriate, continuous care as inmates transition to the community. Women with HIV/AIDS are 
disproportionate users of early intervention services, home care, supportive counseling and 
family stabilization services, and Minority AIDS Initiative (MAI) services which also include 
medical case management and housing.  

The Central Harlem Network SDP identifies the increase of women’s knowledge of the 
importance and availability of early HIV testing and intervention and the increase of the 
availability of information on specialized services available to women and families as two of its 
objectives. It states that effective methods of outreach to women are needed to ensure that they 
are aware of their risk of HIV infection, and culturally competent HIV testing must be available. 
Available and accessible follow-up services are needed for both HIV-positive and HIV- negative 
women. 

The Lower New York Consortium (LNYC) 2012 Part C Renewal states that women, especially 
minority and immigrant women, are suffering higher HIV infection rates than men, are receiving 
inadequate or late medical care, and are dying of HIV/AIDS-related diseases faster. Additional 
resources for primary and HIV care and hepatitis C, substance abuse, and STD services are 
needed. 

The Queens Network identified addressing women’s health issues as a top priority. 

The NYC GAP II Analysis Report contains the following observations: 
o	 Poverty, unemployment, gender bias, gender violence, sexual trauma, racism, low 

literacy levels, limited language proficiency, lack of  knowledge about HIV transmission, 
poor health literacy and doctor-patient communication, lack of physical safety and 
violence in the community contribute to the disparities among women of color affected 
and infected by HIV/AIDS. 

o	 Cultural dynamics, which say that women should “give in” to men, may cause them to 
feel it inappropriate to self-advocate when speaking with a male partner about sex. In 
addition, men’s attitudes may also preclude self-advocacy for women. 

o	 The relationship between domestic violence and HIV/AIDS should be examined in 
greater detail, and HIV prevention interventions should take this issue into account. 

The GAP II report cites women as a specific population of concern with regard to HIV 
transmission in Queens and in Manhattan and recommends the following: 

 Community outreach 
 Social marketing 
 Media campaigns 
 HIV counseling and testing 
 Integrate HIV CTR with STD and Hepatitis C screening 
 Health care, including vaccinations, health screening, STD screening and 

treatment, and risk assessment/testing as part of routine primary care 
 Prevention case management 
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 Assistance with everyday issues creating barriers to HIV prevention, 
especially child care 

 Risk reduction, harm reduction 
 School-based education 
 Advertising campaigns 
 Housing 

Youth, Adolescents, Young Adults  

There are two categories of youth and adolescents living with HIV/AIDS that require attention:    
the perinatally infected and the behaviorally infected.  Perinatally infected youth need to develop 
the skills necessary to assume responsibilities for their own care as they transition from pediatric 
to adolescent to adult care. Behaviorally infected youth need to learn how to manage HIV care 
often in the absence of supportive family and friends.  Both of these groups need well developed 
and targeted prevention services. They also require culturally, linguistically and age-appropriate 
education promoting self management and treatment adherence to ensure the successful 
transition of HIV-positive youth to adult care.  

While HIV-infected youth face the same challenges of adolescent growth and development as 
non-infected youth, they are also burdened with the unique issues related to having HIV, 
including social and medical challenges associated with living with a life-threatening illness, 
demands of complex drug regimens and side effects, and disclosure of HIV status and associated 
stigma. Many youth forgo taking medications or keeping medical appointments.  Compounding 
their tendency to avoid health care, often for fear of disclosure to family members, HIV-infected 
youth struggle to find programs sensitive to their needs. HIV-infected youth also face the 
challenge of managing their HIV. Youth and young adults are also engaging in unprotected sex 
as evidenced by the rate of new HIV/AIDS infections, high STD rates, and teen pregnancies.  As 
they age into adolescence, their responsibility for medication management increases.  Many 
youth are on their own and find the prospect of managing housing, schooling, jobs, and health 
needs overwhelming.  

At the NYC listening forums it was noted that some adolescents who were infected perinatally 
do not know they are HIV positive. There is a concern that these adolescents are active in the 
community, and their parents and physicians are not informing them of their status.  It was noted 
that it is important for this population to be aware of their status. 

A consumer representative expressed concern about the perception of a “cavalier” attitude 
among young people about HIV/AIDS.  There are ads where people with HIV/AIDS are seen 
rock climbing, and young people think they can “just take a pill” if they get infected. 

The Lower NY Consortium 2012 Part C application renewal indicates that the availability of 
prevention services is crucial as are behavioral interventions promoting self-skills management 
to insure the successful transition of HIV+ youth to and maintenance in adult care venues.  
Reinforcement of the need to adhere to treatment and take medication is extremely important. 

The Lower NY Consortium (LNYC) - NYSAI application cites the need to improve retention 
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and maintenance in care; increase the number of youth with undetectable viral load; strengthen 
client self-management skills, including health promotion skills and improved ability to navigate 
complex health care and supportive services systems; and improve care coordination among 
primary, HIV, obstetrics and gynecology (OB/GYN), pediatric/adolescent care and specialty 
care. 

The Central Harlem Network SDP identifies the need for tailored services targeted to both 
adolescents who were perinatally infected and those who were infected through sex and drug use 
to enroll and retain them in care.  Assistance must also be available to HIV-affected adolescents 
(both HIV positive and at-risk HIV negative) to develop into productive adults. 

The NYC GAP II Analysis Report recommends the following with regard to youth and 
adolescents: 

o	 Improved HIV/AIDS health education in schools.  The NYS Education Department and 
the NYC Board of Education must be key players in providing HIV prevention education 
to NYC’s youth. 

o	 Chat lines for adolescents to promote testing   
o	 Alcohol abuse programs for youth populations to reduce risky sexual behavior 
o	 Linguistically appropriate education for youth about HIV/AIDS.  The language used must 

be consistent with that used by youth. 
o	 Ongoing support addressing homophobia and the lack of family/community support in 

LGBTQ youth. 
o	 Lack of parental guidance, lack of activities for youth, lack of employment, poverty, and 

stigma are concerns for this population. 

The GAP II report identified this population as a concern in each of the five boroughs and cited 
the following needs: 

 Expanded targeted  and integrated counseling and testing in non-traditional settings 
(teen testing event with tabling resources, food, performances, giveaways, music, 
dancing, HIV testing, STI screening) 

 Low threshold HIV/STD testing and treatment 
 Prevention services and access to health and mental health services for homeless 

youth 
 Harm reduction services 
 Safe spaces for youth 
 Mentoring programs 
 Peer-to-peer programs 
 Behavioral science based counseling 
 Casework in schools 
 Peer education program including drug and sexual risk reduction 
 Peer-delivered interventions 
 Targeted outreach, engagement and programming 
 More youth programs concentrating on HIV/AIDS 
 Street outreach 
 Media outreach/campaigns 
 Social network interventions 
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 Social marketing with emphasis on sexual behavior norms 
 Internet peer programs, outreach and interventions 

Young people whose parents have AIDS or are orphaned were targeted as a concern in the 
Bronx. The need for mentoring and teen group support was cited for this group. 

Perinatally Infected 

The NYC GAP II report identified sub-populations of concern within this group in the Bronx, 
Brooklyn, Queens and Manhattan: 

o	 Bronx 
 Teenage and young adult women - Increased HIV/STD risk reduction 

education and counseling and testing aimed at teens were recommended.   
 Women with no prenatal care – Improved access and outreach were 

recommended. 
 Recent immigrants - Increased community outreach and counseling and 

testing were recommended. 
o	 Brooklyn 

 Immigrant women - Easier access to health care and improved health 
literacy were recommended. 

 Perinatally infected adolescents - Sexual risk reduction groups designed 
specifically for this population was recommended. 

 HIV-positive pregnant women - Easier access to care 
o	 Manhattan 

 Young teen mothers, including aged out perinatally infected mothers – 
Prevention education; community outreach; access to medical/prenatal 
care; peer education and support; social marketing; and internet outreach 
were recommended. 

o	 Queens 
 Infants of drug resistant HIV-positive women - Directly observed therapy; 

clinical trials; aggressive antiretroviral therapy; and intensive case 
management and mental health services were recommended. 

The Aging 

The NYC FY 2012 Ryan White Part A application narrative indicates that the HIV epidemic 
continues to disproportionately impact persons 50 years old and over.  In FY2010, there were 
19,000 PLWHA age 50 and over including 6,288 who received HIV medicines and/or primary 
care services. Newly diagnosed PLWHA over age 50 are significantly more likely to test HIV-
positive late in the course of infection. Older males are especially likely to be diagnosed late. In 
2009, the proportion of concurrent diagnoses among men 50-59 was higher than among females. 
Nearly one in three (29.1%) newly diagnosed persons 50 and over did not enter HIV primary 
care within three months of diagnosis in 2009-2010. Furthermore, 34% of PLWHA ages 50-59 
and 39% of PLWHA 60 and over at the end of 2009 had no evidence of receiving HIV primary 
care in 2010. Among older PLWHA, annual age-adjusted death rates in 2009-2010 were more 
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than twice the rate of whites, nearly three times the rate of MSM, and two times the rate of 
PLWHA generally.  

As PLWHA age, effective medical management of HIV requires the ability to manage conditions 
commonly associated with aging. CHAIN participants over 50 are more than twice as likely as 
participants under age 35 to report having hypertension, nearly three times as likely to report 
having heart problems, twice as likely to report having diabetes, and nearly three times as likely 
to report suffering from arthritis or rheumatism. The need to manage HIV and numerous other 
health problems, as well as a limited number of providers effectively trained to manage the 
chronic health problems of older adults, creates substantial challenges in addressing the HIV-
related needs of older PLWHA.  

Participants in the over-50 focus group of the 2009 Consumer Survey expressed concerns about 
the ignorance and misperceptions about HIV among older individuals; provider discomfort with 
discussing sexuality with older clients; co-morbidity of HIV with other illnesses; the long-term 
impact of taking HIV-related medications; service restrictions on dental and vision care; and 
limited availability of home health care. 

In the Staten Island focus groups, elderly participants reported more difficulty living on the 
income from entitlements and benefits than the participants of other focus groups. After using 
their income to pay rent and other bills, there is very little money left and it is difficult to afford 
other basic necessities. Elderly consumers noted that it is necessary for them to have life alert but 
it is unaffordable for them. Many reported that the clothing allowance is insufficient especially 
for those who have experienced fluctuations in weight. 

The Central Harlem Network SDP indicates that effective HIV prevention programs, primary 
care services, and supportive services must be tailored to address the complex needs of this 
population. 

The Queens Network identified providing needed services to the over-50 HIV/AIDS population 
as a top priority. 

In a letter to the NYSAI, the New York State Nurses Association (NYSNA) pointed out the need 
for more health care providers who not only understand the physiology of the HIV/AIDS patient, 
but also have an understanding of gerontological issues. Many of the patients who are HIV/AIDS 
positive are aging, and the current health care professional is ill prepared to manage the 
numerous co-morbidities these patients have. NYSNA also commented that HIV/AIDS patients 
are also seen as long term care patients in the home environment. Many Certified Home Health 
Agencies (CHHAs) are facing cutbacks of 12% - 53% and are also ill-prepared to manage this 
population. It expressed a hope that funding will be restored to this population of patients to 
ensure they receive the highest quality of care possible. 

The NYC GAP II Analysis Report states that AIDS is perceived as a young person’s disease by 
older adults. Seniors engage in behaviors putting them at risk for HIV infection. Tailored, 
targeted, linguistically appropriate HIV prevention education should be provided to this 
population. This population needs targeted HIV/AIDS educational campaigns and programs. 

133 



 

 

 

 
 

  

 
 

 

 

 

 
 

 

  
  

 

The NYC GAP II Analysis Report also contained borough-specific recommendations with 
regard to adults over 50. 

o	 In the Bronx, more emphasis on HIV prevention education and resources, testing 
and counseling, and case management is needed. 

o	 In Brooklyn, health screenings, education, outreach and supportive services for 
seniors are needed. 

o	 In Manhattan, enhanced programming, outreach, case management, harm 
prevention efforts targeted to older adults are needed. 

o	 The need for HIV 101 for seniors was identified in Queens. 
o	 Senior women were identified as needing additional interventions at senior 

centers, HIV testing targeted to seniors and adult education on Staten Island. 

Incarcerated Populations/Formerly Incarcerated 

The NYC FY2012 Ryan White Part A application narrative states New York State and NYC 
inmates are disproportionately affected by HIV/AIDS. Based on data on HIV prevalence and 
number of releasees from city and state correctional settings, the EMA estimates that 3,800 
correctional inmates with diagnosed HIV were released to the NYC EMA annually from city and 
state facilities, or 11,400 over the three-year period of 2008-2010. 

Individuals released from prison have more acute health service needs than those who have not 
been incarcerated. It provides as an example the fact that nearly one in eleven (8.4%) 
correctional releasees in NYC is infected with HCV.  It also indicates that individuals released 
from correctional settings disproportionately return to the same communities where HIV prevalence 
is among the highest – Harlem, Central Brooklyn, and the South Bronx.  To help address these health 
issues, the NYCDOHMH Bureau of Correctional Health Services coordinates comprehensive 
medical, mental health, and dental services for inmates in NYC correctional facilities. All NYC 
jail inmates are offered an HIV test during their medical intake. Correctional Health and 
DOHMH are planning additional opportunities to re-offer a test to individuals who refuse testing 
during intake aiming to increase the acceptance of HIV tests. Inmates who are HIV-positive are 
linked to medical care while incarcerated, and receive discharge planning services to support 
continued engagement in medical care and other needed services upon release. This coordinated 
effort includes correctional Health, Department of Corrections, Prison Health Services, 
DOHMH, NYSDOH, other medical facilities, and CBOs. 

The NYC 2012 NYC Implementation Plan identifies the re-establishment of client engagement 
with HIV primary care upon release from a correctional facility as an objective. 

The Central Harlem Network Service Delivery Plan identifies two objectives related to this 
population: 

o Improve the timeliness with which the recently released are linked with services. 
o Ensure that services provided to recent releasees are appropriate to meet their needs 

The Staten Island Network SDP indicates that Community Health Action’s Treatment Access 
Project, funded by the Substance Abuse and Mental Health Services Administration, provides 
substance abuse treatment for incarcerated and re-entry populations.  
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The NYC GAP II Analysis Report contained the following recommendations with regard 
prisoners and releasees. 

o	 Programs commencing inside adult and juvenile correctional institutions and 
continuing after release to meet the need for prevention services 

o	 Comprehensive HIV prevention education in correctional facilities at multiple points 
for inmates during incarceration, from entry to release and all possible instances in 
between which also address substance use, mental health issues, and unaddressed 
trauma and abuse 

The incarcerated/ex-offenders of color were identified as a population of concern in the Bronx.  
The GAP II report contained the following needs for this population: 

o	 Discharge planning 
o	 Counseling and testing, including risk reduction, condom and latex barrier 

distribution 
o	 Harm reduction services 
o	 Therapy 
o	 Case management 
o	 Supportive housing 
o	 Job readiness/employment 
o	 Nontraditional education opportunities 
o	 Skills development 

Participants in the NYC listening forums indicated that people who are released from prison need 
immediate access to medications.   

The Maternal/Child HIV Transmission Work Group made the following observations and 
recommendations regarding incarcerated women of childbearing age: 

o	 Local correctional facilities represent one important point of contact for  hard-
to-reach, high-risk women in NYS. 

o	 HIV testing should be recommended to all pregnant women, unless known to 
be HIV positive. 

o	 Ensure that HIV-positive pregnant women are started on antiretroviral (ARV) 
treatment/prophylaxis as soon as possible but at the latest by the second 
trimester. 

o	 It is a major challenge to prevent the interruption of treatment when HIV-
positive pregnant women are in and out of correctional facilities.  The high 
percentage of substance abusers and inmates with mental health issues further 
complicates the issue. Ensuring that they are linked to outside clinics and care 
providers will help. Patients with co-occurring disorders require transitional 
planning to ensure continuity in prenatal care, mental health and substance use 
services. 

o	 Inmates must also be made aware of community support services. 
o	 Better methods to re-activate Medicaid need to be devised so it is available to 

inmates upon release from a correctional facility. 
o	 Use of electronic medical records (EMRs) is recommended to assist in 
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management of care. 
o	 Distinct webinars are being designed specifically for clinical and non-clinical 

staffs that focus on the educational needs of each. 

Immigrants / the Undocumented 

A consumer at the New York City listening forum expressed concern about ensuring that the 
undocumented receive care and medication. 

The Staten Island Network SDP indicates that many undocumented immigrants do not utilize 
services because they are fearful of having their immigration status known. Participants stated 
that many pantries require some form of identification to access services, and, therefore, many 
immigrants get turned away from services. It continues that immigrants should be able to access 
entitlements and benefits to ensure a decent quality of life.  

Participants in the Staten Island the focus groups for immigrants reported problems 
communicating with their health care provider and recommended that providers should have a 
bilingual staff person. 

The Central Harlem SDP indicates that French-speaking Africans with HIV/AIDS are a 
significant subpopulation in Central Harlem. Recent immigrants have limited access to care and 
experience unique barriers to care such as language, culture, and fear of deportation.  It proposes 
to: 

o	 Provide information to providers and consumers on strategies to address the problems 
of immigrants. 

o	 Participate in collaborative efforts to address the problems of immigrants 

The NYC FY 2012 Ryan White application narrative indicates that foreign-born individuals 
comprise a rising percentage of new HIV diagnoses in NYC, increasing from 17% in 2001 to 
28% in 2010. This increase in HIV diagnoses tracks the increase of the foreign-born among the 
NYC EMA’s population as a whole. Foreign-born individuals are especially likely to be 
diagnosed late in the course of infection.  Foreign-born PLWHA confront barriers to care, 
including limited access to mainstream information and support systems, and difficulty locating 
linguistically and culturally appropriate services. Fear and stigma, which are especially 
pronounced for undocumented individuals, deter many from seeking care or accessing needed 
services or support. 

The EMA’s high prevalence of foreign-born individuals increases the cost and complexity of 
HIV care. When uninsured immigrants living with HIV require health care, they have no other 
option than to turn to the public sector. To address the significant health care challenges faced by 
foreign-born PLWHA, the EMA has used Part A funding to establish a broad range of programs 
tailored to meet the needs of Caribbean, African, Spanish-speaking, Haitian, Asian and other 
immigrant groups. 
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While immigrants and the undocumented are identified as at-risk populations in Brooklyn, 
Manhattan and Staten Island, the GAP II report contains comments/recommendations for all 
boroughs including: 

o	 Language creates barriers to care, particularly among immigrant communities. 
o	 Xenophobia particularly manifested in stigma and discrimination of immigrants is 

pervasive and affects HIV prevention messages. 
o	 The challenges associated with dealing effectively with immigrant populations have 

become more complex since 9/11 as the political climate regarding immigration in the 
U.S. has grown more heated and hostile. 

o	 Some immigrants think entering medical care means being “part of the system” and 
have concerns about the possibility of deportation. 

o	 Greater outreach and education to immigrant communities -- fliers, emails, telephone 
calls, local newspapers, TV, radio. Currently word of mouth is largely used 

o	 Dissemination of HIV/AIDS epidemiologic information related to immigrants. 
o	 Better understanding of the social service needs of immigrants is required; HIV 

prevention activities must be more creatively linked to social services delivery 
systems. 

o	 Increase support for grassroots organizations and CBOs serving the foreign born. 
o	 It is critically important to reach Cuban, Haitian and African communities with HIV 

prevention services. 
o	 Enhanced access to medical care, HIV counseling, testing and referral and STD 

screening 
o	 Better care coordination among organizations that provide services to immigrants. 
o	 Peer education coupled with integrated testing services 
o	 Culturally based interventions and services including HIV education and  drug abuse 

services. 
o	 Culturally and linguistically appropriate materials to advertise services to immigrants 

and undocumented populations. 
o	 Training for medical personnel as to how to discuss HIV prevention with this 

population 
o	 Social marketing and networking 
o	 Faith-based and street outreach 
o	 Domestic violence programs 
o	 Housing 
o	 Legal and supportive services 
o	 Prevention case management integrated into legal/supportive services 
o	 Safe injection facilities 
o	 Economic development for financial independence 
o	 Cultural differences between country of origin and life as a new immigrant around 

issues of gender, sexuality, personal choice and contraception place immigrant 
women at increased risk for HIV. 

The Homeless/Persons with Unstable Housing 

The problem of homelessness and unstable housing is an important issue in New York City that 
has a significant effect on health service access, delivery and cost.  The NYC FY2012 Ryan 
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White Part A application narrative provides information on the dimension of the problem and its 
impact.   

NYC has a longstanding shortage of affordable housing. Although the City’s investment in new 
affordable housing has reduced homelessness, with the number of people living on the streets in 
NYC falling by 40% between 2005 and 2011, housing instability persists.  Nearly 37,000 
homeless men, women, and children slept at least one night in NYC municipal shelters in 2011, a 
number that may reach near 40,000 in winter months. This does not include the more than 2,600 
unsheltered individuals who live on the streets, in parks, or under bridges.  

Homelessness creates difficult and potentially life-threatening conditions for PLWHA. An 
analysis of 2010 NYS AIDS Institute Reporting System (AIRS) data suggests that 29% of HIV-
positive NYC Part A clients were unstably housed at last update. Housing instability among 
PLWHA appears to be increasing as the epidemic becomes more heavily concentrated among 
poor, multiply-diagnosed individuals. Black homeless individuals are twice as likely as whites to 
be HIV-infected. Single adults who are homeless are 16 times more likely to be newly 
diagnosed with HIV than other New Yorkers. HIV/AIDS prevalence among adults who use the 
shelter system (3,612 per 100,000 population) is nearly twice as high as prevalence in the NYC 
general adult population. 

Homelessness and housing instability increase the cost and complexity of care.  Among CHAIN 
participants included in the 2009-2011 interviews, 29% of the unstably housed or homeless 
reported a recent inpatient stay, relative to 16.8% of the stably housed interviewees. When 
PLWHA are homeless or unstably housed, the cost of HIV care is significantly increased. 
Unstably housed CHAIN participants are 44% more likely to need hospitalization than 
participants who are stably housed in their own place. When hospitalized, homeless individuals 
in NYC have hospital stays 36% longer than those of other patients, with total additional costs 
averaging more than $10,000 per hospitalized homeless individual.   

Experience of the NYC EMA indicates that many of the costs associated with homelessness can 
be averted through investments in supportive services that stabilize the housing of PLWHA. Out-
of-care CHAIN participants who receive housing assistance are more than 2.5 times as likely to 
enter HIV primary care as those who do not receive assistance. CHAIN participants who receive 
housing assistance are 23% more likely than other unstably housed participants to remain in care.  
Out-of-care PLWHA enrolled in CHAIN who receive housing assistance are more than 3 times 
more likely to enter HIV primary care than those not receiving assistance, and are 30% more 
likely than other unstably housed PLWHA to remain in care that meets clinical practice 
standards. 

The FY2012 narrative prioritizes housing placement, transitional housing and emergency rental 
assistance to prevent homelessness. Additionally, on-site clinical care, substance abuse services 
and mental health services are provided in HIV/AIDS housing programs.  
The 2012 NYC Implementation Plan identifies the need to increase the accessibility of 
transitional and permanent housing and provide emergency rental start-up assistance, short-term 
rental assistance, and emergency utility payments for PLWHA who are not eligible for any other 
rental assistance.   
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The FY2012 plan prioritizes housing placement, transitional housing and emergency rental 
assistance to prevent homelessness.  

The NYC GAP II report indicates that few services are available in Queens for HIV-positive 
homeless youth.  This is a growing population. 

Transgender Population 

In the 2009 NYC Consumer Survey, transgender group participants described barriers to care 
due to stigma, provider biases, and not being able to change documents to reflect preferred 
gender identity. These participants also expressed concern regarding interactions between 
hormone therapy and HIV medications (which may interfere with ARV adherence). 

Participants in the NYC listening forums indicated that providers must improve their 
understanding of transgender persons and develop professional competencies in serving this 
population. 

The Queens Network included services for the transgender population as a top priority. 

The NYC FY 2012 Ryan White Part A application narrative indicates that the HIV epidemic 
continues to disproportionately impact the transgender population.  For transgender persons, the 
barriers that obstruct their HIV awareness include being marginalized from society and having 
other survival priorities such as housing and/or personal safety.  Transgender persons who 
exchange sex for money or drugs may be reluctant to disclose this behavioral information to 
service providers. 

The NYC GAP II Analysis Report contained the following recommendations with regard to the 
transgender population: 

o	 Late testing in NYC may be as a result of lack of trust among certain populations, 
particularly transgendered individuals. This population should be targeted for 
interventions. 

o	 HIV prevention services need to be specifically targeted to transgendered individuals. 
o	 The community should be keenly aware of trans-phobia and the need to respect 

gender self-identification 
o	 Messages must be created to raise the awareness of available mental health support 

for transgender people. 
o	 More trainings dealing with bias and cultural-competency about transgender 

individuals must be conducted. 
o	 Create a trans-positive environment where clients are comfortable defining their 

“family,” describing hormone therapies, and discussing whether gender reassignment 
surgery is part of their plans. 

o	 The importance of drawing critical distinctions when assessing trauma or abuse has to 
be understood. Clients should be asked to detail whether trauma was due to their 
transgender identification or not. 
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o	 Epidemiological data must be collected and analyzed to provide a more accurate 
picture of risks, barriers and challenges in providing appropriate services for 
transgendered individuals. 
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C.  NA S S A U / SU F F O L K  RE G I O N  B A R R I E R S ,  S E R V I C E  
N E E D S  A N D  I S S U E S  

The Nassau Suffolk Ryan White region is comprised of two counties, 

Nassau and Suffolk and is commonly referred to as Long Island. Its 

population is 2,832,882 (2010 census) or approximately 14.6 percent of New York State’s 

population. 


The Nassau/Suffolk region is generally a suburban area with portions to the east having very 

rural characteristics. Many Nassau-Suffolk communities are affected by high rates of poverty. 

The region is now one of the least affordable Metropolitan Statistical Areas in the nation. 

Suffolk and Nassau Counties have the largest suburban HIV- infected population in the country 

and Long Island has more cumulative AIDS cases than 24 states in the U.S. 


It should be noted that there are approximately 6,000 Native Americans on Long Island. 

However, none belong to tribes that are federally recognized; therefore, they are not 

eligible to receive federal Indian Health Services or any other services provided to 

federally recognized tribes. 


There have been over 8,774 AIDS cases reported in this region since the beginning of
 
the epidemic. Over 5,700 persons are living with HIV or AIDS in the region, and there 

have been 5,177 deaths caused by the disease.  Nearly 70 percent of newly diagnosed 

HIV cases are among persons of color. 


Following is a summary of the barriers, service needs and issues drawn from a variety of 

documents submitted by region representatives and information secured during listening
 
forums held on Long Island  involving, consumers, clinicians, and service providers. 


Barriers 

The most significant barriers to care identified in the Comprehensive Service Plan 
for HIV/AIDS in Nassau and Suffolk Counties are: 

Housing 

A lack of affordable, safe and stable housing is a pressing problem for people living 
with HIV/AIDS. Nassau and Suffolk Counties have among the highest need for 
transitional and permanent housing in New York State, and Suffolk County ranks 
second in the State in chronic homelessness.  The FY 2011 Ryan White Part A Project 
Narrative estimates that 10,000 people are homeless on Long Island at any point in 
time.  Unstable housing has a deleterious effect on the PLWHA’s ability to receive 
necessary care and services and adhere to treatment regimens. 
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Socioeconomic Factors 

HIV is a disease of poverty. Poverty frequently co-exists with homelessness and a lack of health 
insurance, resulting in lack of access to quality health care and the need to rely upon support 
services. Many Nassau-Suffolk communities are affected by high rates of poverty. It is estimated 
that 14.9% of the Nassau-Suffolk population, a total of 425,714 people, live below 300% of the 
Federal poverty level (FPL).  In addition, the region is one of the least affordable Metropolitan 
Statistical Areas in the nation. 

Transportation 

Inadequate public transportation in Nassau and Suffolk Counties continues to be an obstacle for 
many consumers.  The FY 2011 Ryan White Part A Project Narrative indicates that there is a 
need for funds to provide non-third-party reimbursable trips to access primary care, other core 
medical services, and supportive services. The region has a limited mass transit system that is 
difficult to navigate even for healthy people. 

Lack of Resources for Treatment of Substance Abuse and Mental Illness 

There is a burgeoning substance abuse problem on Long Island, particularly with the young, and 
significant mental health issues, especially among adolescents and the aging on Long Island.  
There are currently insufficient treatment resources to address these problems. 

Health Insurance 

The FY 2011 Ryan White Part A Project Narrative, the Nassau – Suffolk Comprehensive Care 
Plan and the needs assessments conducted by the Nassau-Suffolk EMA Ryan White Part A HIV 
Health Services Planning Council identify the lack of health insurance as one of the top barriers 
to care. 

Service Needs and Issues 

Prevention 

Participants in the provider and consumer listening forums commented on prevention issues.  A 
provider representative said that high rates of Hispanic men having sex with men are testing 
positive.  Eighteen people who tested positive had tested negative earlier in that same year.  The 
representative expressed the need to ask people if there was something that could have been said 
or done to prevent their infection. 

A consumer commented that HIV education among his peers 24 and younger has not progressed 
in Long Island. There is little recognition of culture when it comes to prevention education for 
substance users. The risks are not recognized.  There is no acknowledgment that marijuana is 
illegal; rather, its use is looked upon as part of the norm of being a man as is drinking and going 
out and having sex. “It’s basic and cultural.” 
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A consumer complained that there are no prevention messages on TV.  There are no 
commercials about prevention. Soap opera characters should use condoms.  Another consumer 
stated that television is a great media and asked why it is not used to promote prevention.  The 
consumer suggested that there be public commercials; there are hundreds of thousands of 
PLWHA willing to put their face on something.  

A provider representative commented that people are meeting online to have sex.  “People are 
having lots of sex. They don’t want to use condoms.”   

A consumer said that prevention efforts directed at men on the down low are not effective.  
These people are infecting not only women of color but women in general.   

A participant who runs an expanded syringe access program (ESAP) program in an area with a 
high incidence of diabetes stated that the program provides more diabetes needles than substance 
use needles. 

The 2011 Ryan White Part A Project Narrative indicates the Nassau-Suffolk EMA does not have 
a syringe exchange program (SEP) in the region. The EMA does, however, offer syringe disposal 
sites throughout the region. The Planning Council will continue to advocate for adoption of a 
SEP program in the region. (Note:  An SEP has opened in Long Island.) 

The Nassau-Suffolk Regional GAP II Analysis Report identified the following needs with regard 
to prevention: 

o	 broader availability of condoms; 
o	 increased pregnancy prevention efforts; 
o	 enhanced risk reduction services for all populations; 
o	 increased prevention education for youth in correctional facilities; 
o	 harm reduction services for people over 50; 
o	 enhanced prevention services for gay men/men who have sex with men 

(MSM); 
o	 increased emphasis on positive youth development models; 
o	 syringe exchange program in the region; and 
o	 more education for pharmacists as they continue to impose barriers to sale of 

syringes through the Expanded Syringe Access Program (ESAP). 

HIV Testing 

At the Long Island listening forum, a provider representative who conducts in-service education 
on the new testing law said that a lot of providers lack an understanding of the law.  There must 
be outreach to help them become comfortable with the testing.   
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A representative from Long Island Association for AIDS Care (LIAAC) stated that LIAAC and 
DOH conduct anonymous and confidential HIV counseling and testing.  The representative said 
that LIAAC has expertise and information on Medicaid and offered to make it available.  

A consumer commented that HIV education among his peers 24 and younger has not progressed 
in Long Island. People are not aware of basic HIV testing information. 

The Nassau-Suffolk EMA FY 2011 Ryan White Part A Project Narrative identifies the need to 
educate providers on the implementation of universal testing and to provide mobile HIV testing 
to reach high-risk populations including the homeless, IDU, MSM, and young white adolescents 
using heroin. In addition, universal testing should be implemented in hospitals and County 
CHC/FQHC for 13-64 year olds. 

The Project Narrative also describes efforts being made to expand testing and counseling. CBOs 
will be encouraged to employ mobile vans to meet community residents in locations familiar to 
them and to provide testing in known social and sex environments, increasing the likelihood that 
individuals will return to receive their confirmatory test results. Specific populations that are 
targeted for HIV counseling, testing and referral (CTR) and prevention services include women, 
substance users, inmates of state correctional facilities/parolees, men who have sex with men, 
LGBT individuals, and youth, particularly in communities of color.  

The Nassau – Suffolk GAP II report contained the following comments on HIV testing: 

o	 Rapid testing is far superior to ordinary HIV testing as an incentive to 
encourage people to be tested. However, lack of sufficient resources to 
purchase test kits is a barrier to widespread use of this testing method. 

o	 Increased support must given to testing in emergency rooms.  
o	 Increased routine testing and linkages to care in a variety of settings are 

needed. 
o	 Additional testing sites are needed in Suffolk County, especially sites that 

focus on adolescents. 
o	 Payment for counseling and testing services for the uninsured is a concern. 

Health Care 

At the Long Island listening forum, a provider representative expressed concern over the impact 
that Medicaid redesign may have on patients and said that providers must be educated.  The 
changes will mainstream HIV care.  The representative stated that there are issues that have to be 
addressed because HIV patients have special needs.  Cuts in enteral feeding and personal care 
services and the limitations in physical and occupational therapy will have a deleterious effect on 
HIV patients. The representative is also concerned about formulary issues.  “It’s good that 
ARVs won’t be on prior authorization, but that may change as generics become available.  There 
are drug-to-drug interactions. Many providers will send patients to us when authorization is 
required. We have to learn how we’re going to advocate for patients.  It’s a challenge.” 
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A provider representative raised the issue of having expert providers available to treat HIV with 
fewer people being trained and fewer people entering the field. The representative asked who 
will know the complex interactions of this specialty if HIV care is mainstreamed.  The 
representative said that there are public health implications to mainstreaming HIV.  “When we 
took our eye off the ball on TB, we had an epidemic again.  If we don’t keep our eye on the ball, 
we could face the same thing with HIV.”  The representative stated that there have to be 
resources for care coordination specifically for HIV because of its public health implications.   

A provider representative commented that the mainstreaming of HIV is an important issue.  The 
representative stated that treatment success is linked to the experience of the provider.  As that 
experience is diluted, we risk falling behind. 

Access to Care 

Although the Nassau – Suffolk Region has three hospital-based Designated AIDS Centers 
(DACs), it is not easy to access them by mass transportation. This is especially true in Suffolk 
County, the geographically larger of the two counties. Its sole DAC is located on the North 
Shore. In Suffolk County, even with a car, travel to the North Shore DAC can take as long as two 
hours. In addition to the DACs, the region has several HIV primary care access points. However, 
given the size of the region, convenient access to care remains an issue. There are a number of 
services located in one high need community (Hempstead), but for the rest of the region, services 
are geographically dispersed. 

Other 

The following observations were made in the Nassau – Suffolk GAP II report pertaining to 
health care: 

o	 Comprehensive treatment models with same-day services at a single site 
(“one-stop shopping”) have been found to be the most effective. 

o	 Dental care for PLWHA must be more available. 
o	 Expansion of treatment adherence programs is necessary. 
o	 Late diagnosis is an ongoing concern. 
o	 Long Island is suburban, making access to services difficult. 

Health Care Coverage and Reimbursement 

The FY 2011 Ryan White Part A Project Narrative, the Nassau – Suffolk Comprehensive Care 
Plan and the needs assessments conducted by the Planning Council identify the lack of health 
insurance as one of the top barriers to care.  Consumers who are unable to get health insurance 
may stay out of care until it is absolutely necessary, thus delaying the entry to care. In a needs 
assessment, consumers stated that they had difficulty making copayment for required 
medications and have problems having APIC/ADAP plus accepted where they go for care.  
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At the Long Island listening forum, a consumer expressed concern about leaving Medicaid or 
Medicare and going on private insurance, stating that the private insurer would not allow the 
consumer to go to the Center for Infectious Diseases at Stony Brook.  

Another consumer stated that the last time he was offered a job, if he had taken it, he would have 
had to pay 60 percent of the cost of maintaining health care coverage. The consumer commented 
that no one knows if there are any programs in the works to address this.   

A provider asked if there are there enhanced rates for Designated AIDS Centers (DACs) in 
Ambulatory Care Payment Groups (APGs).  Another provider representative stated that his 
organization is providing comprehensive care.  However because of funding cuts, there is 
reticence for providers to take on HIV because it is not cost effective.   

The Nassau – Suffolk GAP II report identifies the inability of the uninsured to pay for counseling 
and testing services as a concern. 

Managed Care 

Effective October 1, 2012, the exemption for HIV/AIDS  patients will be removed and, 
therefore, they must enroll in a Medicaid managed care plan.  The Nassau – Suffolk 
Comprehensive Service Plan for HIV Services 2009- 2011 states that the transition to Medicaid 
managed care may create temporary or even permanent barriers to care.   

Concern over this transition was also voiced at the listening forums held on Long Island.  A 
consumer expressed concern about managed care and stated that there is nothing centralized, and 
there is no guidance.  The state is tying the hands of anybody that might help because they are 
being told they cannot recommend a program.  For example, “... if out of 14 plans, only three are 
potentially usable, the case manager can’t say forget all but these three.  The State’s rule is that 
the people helping you can’t tell you what to do.”  There is such complexity; a consumer does 
not know what to do. The consumer heard that if a person is in spend-down, he will be allowed 
to stay in straight Medicaid. 

Health Homes 

At the Long Island listening forum, a provider representative expressed concerns about 
upcoming change to managed care and health homes.  The representative’s specific concerns 
related to mental health and substance abuse resources, transportation and the ability to access 
services. He stated that combining programs means there will be imposed limits.  People in 
treatment making progress may have to be cut off.  There are family issues that impact the 
stability of the clients that may not be properly addressed.  The representative worried that these 
changes would undermine the good work that providers have done.   

A representative from a COBRA program expressed concern over the movement to health 
homes.  “I was at the COBRA meeting. I’m nervous.  Change is not easy. This is a major 
change. Internally, in my organization, it’s hard for me not to get personal about the work we 
do. We have been able to orchestrate community resources and bring providers together.  I 
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recognize the opportunity for health homes to emerge as more coordinated care for our clients.  
I’m hoping our individual strengths can be factored into the models.  We have become experts.  
Housing brings another layer of leveraged resources for our clients.  I’d like to have an 
opportunity for comments and input.  I am hoping we can, as a region, take on the challenge to 
coordinate better. I would hate to see clients fall through the cracks.  Our clients are 
inappropriately housed; they have substance issues; they have mental illness; and they have 
chronic health conditions. I’m nervous but welcome the challenge.”   

A provider representative stated that it will be essential for Long Island providers to participate 
in the health home model because they can fulfill a need by providing case management.  Under 
the health home model, providers will be able to work together to assist the population.   

Hepatitis 

Persons with HIV, especially injection drug users (IDU), are at high risk of being co-infected 
with hepatitis C virus (HCV). HCV infection is more serious in an individual with HIV/AIDS 
than in an individual who is not HIV-positive, leading to liver damage more quickly and 
potentially affecting treatment for HIV/AIDS. The FY 2011 Ryan White Part A Project Narrative 
indicates that a total of 1,677 hepatitis C cases were reported in the region in 2009, down 22% 
from the 2,144 cases reported in 2008. Hepatitis C (HCV) is a lifelong infection for the majority 
who acquire it. Approximately 60-85% of those infected with HCV are unable to clear the virus 
and develop a chronic HCV infection. According to the CDC, 50-90% of HIV-infected injection 
drug users are co-infected with HCV. Therefore, it may be safely estimated that 50% of the 
1,123 IDU and MSM/IDU PLWHA in the region (562 individuals) may be infected with 
Hepatitis C. 

At the Long Island listening forum, consumers raised the issue of hepatitis awareness saying that 
people do not know there is a vaccine for Hepatitis A and Hepatitis B.  A provider representative 
said that the community is not aware of the Hepatitis C (HCV) task force.  It is mentioned on 
NYC radio but not in Long Island.  The representative called for increased social interaction 
within the community through new technology.   

The Nassau – Suffolk GAP II report indicates that a significant number of Suffolk county 
patients are co-infected with HIV and HCV and require coordinated and comprehensive 
treatment. Barriers to care include the fact that services currently are only available at Stony 
Brook, and while smaller clinics could handle the treatment, a lack of resources prevents this. 

Substance Use 

At the Long Island listening forum, a provider representative called attention to the issue of 
adolescents and substance use and said that not enough attention is being paid to it.  Training, 
peer education and other services are needed to address it.  A second provider representative 
stated that the opiate crisis has been burgeoning for a decade to the point where addicts needing a 
fix are actually shooting pharmacists.  It has reached epidemic proportions.  The representative 
said that treatment slots are being eliminated and called for increased leadership from OASAS.  
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Another provider representative also stated that the Nassau-Suffolk Region is in an opiate crisis.  
Children start with prescription medications and progress to heroin by 16 or 17.  The 
representative indicated that the progression to injecting was not clear a year ago, but now it is.  
“The more you use, the more likely you are to inject.”  The services on Long Island are not 
necessarily focused on this population, and there is concern about a new wave of infection 
among injectors ages 17 to 25.  There is anecdotal data to support this concern.  Some 
rehabilitation centers and behavioral health organizations document 25 percent of clients as HCV 
positive.  The data might lag the reality.  There has been a lack of response from OASAS.  The 
representative stated that OASAS cuts have hit the region in a disproportionate way.  There are 
three outpatient rehabilitation centers that will close in the next month.  The representative 
stressed the need for buprenorphine.  He stated that the AI has gotten in front of the overdose 
issue, and it is appreciated. There was one fatal overdose per day in 2009.  The more that can be 
done in terms of overdose prevention, the better. 

A provider representative followed up on the issue of youth and injectable drugs.  The 
representative’s organization has been conducting testing at the Brentwood outreach program 
which is for people under the age of 18. There are 16 year olds checking every box on a risk 
assessment form.  They are sharing needles and prostituting for drugs.  As soon as one becomes 
infected, he will start to transmit disease.  The representative indicated that a lot of HCV cases 
are being identified. 

A participant working in a community overdose prevention program told of parents and children 
taking overdose prevention training.  During the training, a doctor told the young people to learn 
the warning signs of overdose because there will be someone in their peer group who will 
overdose. The participant commented that this “says something about society in Long Island.”  
The participant expressed the need for a sense of urgency about HIV and heroin because there is 
an epidemic on the streets of Long Island, and there are no treatment slots.  Nor is there room in 
detox for mothers with children.  The participant said, “We need to have passion and find 
resources. When there is no money, we find a way.”  He advocated for a peer delivery system 
involving the clients who are key stakeholders in their groups; peers should be able to help 
connect people to care. He stated, “We’re in a crisis mode in Long Island.  We can’t do this the 
old fashioned way. The risky behavior warns that the numbers (HIV) will follow.”  

The Director of the HIV Adolescent Program and Chief of Adolescent Medicine at a Long Island 
hospital emphasized the opiate and prescription drug problem in Long Island.  The hospital is 
getting anywhere from five to ten requests a week for treatment and makes a lot of referrals for 
assessment.  Sometimes the referral sites do not take insurance.  There are no resources available 
for children/adolescents with no money.  One mother mortgaged her house.  When she called 
places with insurance, they told her it would be six to eight months.  The Director’s Chairman 
will not allow him to run a program because it would stress hospital resources.  The Director said 
that there is a lack of resources for Suboxone; there are less than a handful of places that 
prescribe Suboxone. The Director urged the State to look at the Nassau- Suffolk region.  He has 
worked in both New York City and Los Angeles and has never seen a problem like in Long 
Island. “The kids in treatment are the tip of the iceberg.  Kids run away from home and spend 
time in drug houses.  The current models of care are not serving these kids.  We have to get to 
them.  We have to go to them and build trust to get them into care.  When they trust, they turn to 
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the providers, and we can get them into care for HIV, STDs, hepatitis C.  We have to look at the 
type of care we’re providing to kids in Long Island.”  

A consumer commented on the lack of collaboration of substance abuse providers with other 
agencies for the common good.  The consumer also commented that people are being turned 
away from detox because programs are overcrowded.  They are told that they will be referred to 
another detox program but to come back tomorrow.  The consumer said that they could leave and 
die that night. There have to be places where these people can be referred.  They should not be 
allowed to leave the office until they have some place to go. 

A consumer stated that there is little recognition of culture when it comes to prevention 
education for substance use. The risks are not recognized.  There is no acknowledgment that 
marijuana is illegal; rather its use is looked upon as part of the norm as is drinking and going out 
and having sex. “It’s basic and cultural.” 

A letter from OASAS to the AIDS Institute stated that clinicians in OASAS-certified programs 
are trained to address the needs of PLWHA.  By regulation, each program must have a qualified 
health care coordinator that ensures education, risk reduction counseling and referral services.  
While the OASAS data system does not collect information on HIV/AIDS, a comprehensive 
evaluation is done of each client that includes “in part, the patient’s physical health history 
including HIV/AIDS.” 

The Nassau – Suffolk GAP II report contains the following recommendations related to 
substance abuse services: 

o	 There is a need for improved services for HIV-positive clients in substance use 
agencies. 

o	 The availability of syringe exchange programs must be increased. 
o	 More education is required for pharmacists who continue to impose barriers to the 

sale of syringes under the expanded syringe access program (ESAP). 

Mental Health 

The FY 2011 Ryan White Part A Project Narrative indicates that within the Nassau-Suffolk 
EMA, there are serious mental health issues within the PLWHA population. There is a dramatic 
difference in the rates of severe mental illness in the general population ( 2% ) as compared to 
the rates among PLWHA (24-30% ).  Among the mentally ill, compliance with treatment 
regimens and continuity of care can easily be compromised. Studies reported in JAIDS and the 
American Journal of Medicine demonstrate that medical care adherence is lower for HIV-
infected women with depression, while death rates are higher. Estimated life spans of severely 
mentally ill (SMI) are 32 years less than for individuals without SMI. A chart audit performed at 
Part A Outpatient Ambulatory Medical Care provider sites demonstrated that approximately 32% 
of the PLWHA presented with or report mental health issues. 
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At the Long Island listening forum, a provider representative said that both Nassau and Suffolk 
County are stretched to the limit regarding mental health services.  Because of the large 
population and limited resources for adolescents, it is hard for families to get care.  Many have to 
go into Manhattan because there are no providers in Suffolk County.  Nassau has a huge waiting 
list. There are two age populations in need – the young and the mature.  For years, it has been 
known that depression and suicide peak during those two periods of life.  These two periods in 
life are impacted by a lot of social issues.  The participant stated that a lot of adolescents 
seroconvert to hepatitis and HIV, and this will become a real burden on the providers of adult 
care. 

Another provider representative indicated that his agency finds that some clients have mental 
health issues.  Some are HIV positive; some are not.  The clients trust the agency staff, so the 
staff wants to refer them to someone directly.  However, the staff has to go through a call center. 
The call center checks the client’s Medicaid status and refers staff to a care coordinator.  The 
representative wants to be able to by-pass the call center and go directly to the care coordinator 
because often the client needs help right away.  If the client does not get follow up, they are lost 
until the agency sees them again. 

A consumer stated that more information is needed on mental health resources for PLWHA 

The Nassau – Suffolk GAP II report identifies the need to increase mental health services and 
providers for infected and affected individuals, both adults and children. 

Supportive Services 

Housing 

The New York State Consolidated Housing Plan, 2011-2015, attributes a spike in the need for 
housing resources for PLWHA in part to the dramatic decline in the death rate due the increased 
effectiveness of medications used to treat AIDS. Many persons with HIV/AIDS are living on 
Supplemental Security Income (SSI) or receive public assistance while awaiting determination of 
SSI eligibility. They lack the income necessary to pay Fair Market Rents (FMR). In addition, 
many persons living with HIV/AIDS require supportive services, such as home health care, case 
management, substance abuse and mental health evaluation and treatment, transportation, child 
care, and other services. Supportive housing programs offer the combination of housing and 
supportive services needed by persons living with HIV/AIDS to maintain their health.  A number 
of barriers related to housing have been: rising utility costs; long waits for Section 8 subsidies in 
order to free up long term Housing Opportunities for Persons with AIDS (HOPWA) assistance; 
reluctance of some landlords to rent to clients with criminal backgrounds; and the downswing of 
the economy causing lost or reduced income.  Some have also noticed the continued need to 
adjust Housing Subsidies in 2010. This means more is spent on Housing Subsidies for fewer 
clients. Other trends noticed were a lack of safe, sanitary housing.  And some have identified 
difficulty finding large apartments for large families within the FMR.  When applicants apply for 
HOPWA rental subsidy, many are not adequately housed.  It can take some time to find housing 
that meets FMR and Housing Quality Standards which delays enrollment. 
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Specific to the Nassau – Suffolk region, the Consolidated Plan notes the following: 

o	 Suffolk County has the greatest gap in transitional housing (361) in New York State. 
o	 Both Nassau (209) and Suffolk County (290) rank high among the counties in need of 

permanent housing for individuals. 
o	 Suffolk (884) and Nassau County (238) rank second and third respectively (NYC is 

first) in the need for permanent housing for families. 
o	 Suffolk County (629) ranks second (NYC is first) in chronically homeless, both 

sheltered and non-sheltered. 
o	 Suffolk County is one of the two counties that have been awarded HUD-Veterans 

Affairs Supportive Housing (HUD-VASH) vouchers to assist veterans with serious 
mental and addictive disorders in obtaining permanent supportive housing. 

The FY 2011 Ryan White Part A Project Narrative provides the following additional information 
regarding housing issues in the region.   

o	 It is estimated that 10,000 people are homeless on Long Island at any point in time (a 
rate of 353.2 per 100,000 individuals or .35% compared to national rates of .32% in 
2009 (National Alliance to End Homelessness, January 2009). 

o	 Twenty-five percent of Long Island's homeless live on the street, in abandoned cars, 
vacant buildings or in dangerous housing. (Source: Long Island Coalition for the 
Homeless, 2010) 

o	 The Nassau-Suffolk region is one of the 15 least affordable in the country according 
to statistics prepared by the U.S. Department of Housing and Urban Development 
(HUD). HUD reports that to afford the fair market rent for a two-bedroom apartment, 
an EMA resident would need to earn $50,000 annually. 

o	 It is difficult for homeless PLWHA to access medical and support services, since they 
have no mailing address or telephone number to maintain continuity of contact 
between the client and provider. 

o	 The homeless population is significantly impacted by serious mental illness, at an 
estimated 1/3 of all homeless adults, and is largely non-adherent to HIV and mental 
health regimens. Their adherence rate is the lowest of any special population at 12-
15% nationally. 

At the Long Island listening forums, both providers and consumers commented on issues 
surrounding housing for PLWHA in Long Island. A consumer stated that housing is poor in 
Nassau and Suffolk because there is a long wait, and when an individual can find housing, it is 
very expensive. 

A housing provider indicated that there are many challenges associated with housing.  Some sites 
are HOPWA funded and can take clients who were inappropriately housed.  However, no 
support services are available. Once a house is renovated and a client inhabits it, there is a need 
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to look elsewhere for support services. HUD’s definition of homeless is restrictive.  It is difficult 
to reach out to the HIV population in shelters because many are not identifying as HIV positive.  
Shelter staff asks about general medical conditions but not HIV.  Clients do not want to talk 
about HIV. 

A provider representative questioned the decision to use the money coming into the region for 
bricks and mortar and suggested that this needed to be re-thought because people need support to 
keep them in their homes. 

A consumer observed that there is a large number of people who are incarcerated in the region.  
When they are released, they cannot find a place to live.  If a person is HIV positive, he could 
wind up living on the street. The consumer stated that there should be housing in place when a 
prisoner is released. 

The Nassau – Suffolk GAP II report also identified affordable housing as an issue for PLWHA. 

Transportation 

The FY 2011 Ryan White Part A Project Narrative states that the need for funds to provide non-
third-party reimbursable trips to access primary care, other core medical services, and supportive 
services cannot be overstated. The region has a limited mass transit system that is difficult to 
navigate even for healthy people. From the eastern portion of Suffolk County to the County’s 
Designated AIDS Center (DAC) funded by New York State, a one way trip is over 71 miles and can 
take up to three hours. Without these funds, PLWHA cannot be retained in care. For those who know 
their status but are not in care, outreach efforts are not effective if PLWHA cannot access services. 
While the system of care in this region provides high quality care, the lack of transportation provides 
barriers to entry into the system. Further compounding this issue is the limited number of medical 
clinics that offer HIV-specific services in the EMA. Clients who know their status do not wish to 
access services close to where they live due to a fear of disclosure and other confidentiality issues. 
Without a mass transit system that allows them access to other sites, they may choose to remain out 
of care and not access services. According to a Profile of Selected Housing Characteristics in the 
Nassau-Suffolk Primary Metropolitan Statistical Area, 6.5% of the entire population (or 186,150 
persons) have no vehicle available. According to the National Healthcare Disparities Report of 2008, 
10.2% of African Americans and 10.5% of Hispanic residents in the Nassau-Suffolk MSA do not 
have a vehicle, impacting minority PLWHA access. 

At the Long Island listening forum, a provider representative stated that adolescents do not have 
adequate transportation. There is no transportation system, particularly in Suffolk County. 

A consumer from Suffolk County whose physician is in Nassau County cannot get transportation 
because cross-county travel is not allowed.   

A provider representative voiced concern over how transportation might be accommodated under 
managed care and health home programs.   

The Nassau – Suffolk Region GAP II report cited lack of transportation as a significant barrier to 
care and services. It states that public transportation is limited on Long Island, often not 
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affordable or convenient, and Medicaid restrictions are unrealistic. The lack of transportation in 
Suffolk County was cited as particularly troublesome and at times results in sub-optimal care due 
to the inability to transport to specialists. The requirement for round trips using only one mode of 
transportation is not always reasonable. The report also indicated that emergency transportation 
services must also be improved.  

Legal Services 

Legal services assist PLWHA to navigate the complex system of financial and social benefits 
and help to ensure continued eligibility for these benefits. There is a tremendous income 
disparity between minority and non-minority communities in the region which greatly affects the 
ability to obtain medical care and treatment. While the estimated 2010-11 median household 
income for both Nassau County and Suffolk County is $78,300, 80% of the clients who access 
legal services in the region have incomes at or below the federal poverty guidelines. 

Employment 

At the Long Island listening forum, a consumer commented about the lack of full-time jobs and 
said that there are not that many jobs that PLWHA can access.  Another consumer emphasized 
the need for a job. “I want to pay my rent.  I want to pay my way.  I don’t want to have to call 
and get Medicaid transportation. I want a job. I was working as a community liaison and did 
well. The money was reduced and my position was gone.  It hurt me.  I still want to be 
somebody.  I want to be able to get in my car.  I want to raise my kids and pay for their college.  
I want to do what you all do.” The consumer stated that when the HIV care network 
disappeared, the jobs disappeared.   

Another consumer suggested that many PLWHA who are willing to work who do not have 
degrees could be used to help other people living with HIV.  Still another consumer spoke of the 
importance of jobs and job readiness and stated the single biggest issue is how health care 
coverage can be maintained when PLWHA go back to work. 

Other 

At the Long Island listening forum, a provider representative indicated that his organization 
tends to see people who are higher functioning; they get services and then get out.  However, 
there are some dependent clients and some non-progressors who will not change.  The 
representative stated that there needs to be more in terms of vocational services.  Some of these 
clients have never worked. 

A provider representative called for an increased number of HIV specialists that speak other 
languages. There is a need to create a translation service and recognize that behaviors and 
culture are different among different ethnic groups. 

A consumer praised Thursday’s Child and said the agency helps consumers quickly.  The 
consumer stated that in some other organizations, it takes a long time to get served. 
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A consumer expressed concern about the absence of programs in Long Island as compared to 
Manhattan and specifically noted a lack of programs in Suffolk County. 

The Nassau- Suffolk GAP II report identified the following observations/recommendations with 
regard to support services for PLWHA: 

o	 Case management providers have experienced staff reductions that have limited their 
ability to facilitate coordinated care with other agencies.  This has inhibited timely 
access to appropriate care and treatment.  

o	 Service availability is inadequate throughout the region, including the east end of 
Long Island. 

o	 Enhanced services are needed for individuals who are homebound, migrant 
populations, and day laborers. 

o	 Additional programs for gay men/MSM that involve HIV-positive men providing 
peer/community outreach at social clubs and bars must be developed. 

o	 Services in general are needed for transgendered individuals. 
o	 Enhanced food and nutrition services are needed. 
o	 Both the number of food pantries and the amount of food donations are declining. 
o	 Increased access to legal services is required.. 
o	 There is little support offered at high schools. 

Outreach and Education 

The FY 2011 Ryan White Part A Project Narrative indicates that enhanced outreach is an 
important component of the Nassau- Suffolk EMA’s Comprehensive Services Plan.  The 
strategies being employed are: 

o	 Expanded use of the Community Needs Index (CNI). An HIV-specific resource 
inventory with expanded application of the CNI to examine HIV risk by zip code, 
demographic and socioeconomic characteristics, and risk behaviors.  

o	 Street outreach conducted at targeted locations including emergency rooms, substance 
abuse treatment centers, detoxification centers, adult/juvenile detention facilities, 
STD clinics, mental health programs and homeless shelters.  

o	 Three social network efforts using client response driven sampling in which an 
identified member of a high-risk group is provided an incentive, such as a grocery 
store coupon, to contact other individuals in their peer group to be tested for HIV. 
These efforts currently are directed at: 

o	 High-risk young pregnant women;  
o	 College age youth with HIV testing included in general health screen; and 
o	 HIV testing for the incarcerated/recently released and their families or 

significant others. 
o	 Improved health literacy to increase education and awareness 
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The Nassau – Suffolk GAP II report contained the following comments/recommendations 
regarding outreach and education: 

o	 Outreach 

 Churches play a unique role in reaching out to youth and families; more faith 
community programs are needed. 

 Enhanced social marketing is necessary. 
 Culturally and linguistically sensitive up-to-date materials/literature 

concerning HIV are needed, especially for gay men/MSM.  
 Outreach needs to be conducted to health care settings focusing on STD 

screening and treatment and the intersection between HIV and STDs. 
 Outreach needs to be conducted to health care settings and STD clinics 

targeted at all at-risk populations. 

o	 Education 

 School-based education requirements are not enforced in Nassau/Suffolk 
Counties. 

 Better school-based education is required. 
 More peer educators are needed. 
 "Relationship" education is recommended as a precursor for educating about 

safer sex behaviors. 
 There needs to be improved education targeted to youth in correctional 

settings. 

A Community Advisory Board (CAB) member expressed concern about the lack of CAB 
membership in Suffolk County.  

A consumer remarked that there is a large Spanish population in the community but not many 
providers that speak Spanish or provide translation during meetings.  Therefore, not many 
Spanish people attended meetings because they do not speak English.  So, the consumer group 
has arranged for a Spanish translator to attend meetings.  The consumer also indicated that a 
community resource guide for Long Island has been developed to assist people; however, it is 
only in English. A provider representative noted that there are difficulties with language.  There 
are not many providers that speak Spanish.  Many of the Spanish clients are concerned with 
stigma.  More Spanish-speaking providers are needed to help break down these barriers. 
A provider representative said that providers have collaborated to do outreach to the immigrant 
populations on Monday because that is the day they get off from restaurants.  As a result, a 
number have come in for services. 
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A consumer expressed gratitude to the AI for funding a peer education program in Nassau 
County and the hope that it will continue. It provides outreach to women. The consumer said the 
program is very rewarding, and those involved are passionate about it. 

A consumer complained that when conferences are held, conference sponsors fly in doctors, pay 
for their hotel room, and compensate them well. However, “…a positive person will share their 
whole lives, and they get nothing. They don’t want to pay people who are positive.”  

Organizational, Policy, and Administrative Issues Affecting Care and Service 
Delivery 

Providers and consumers discussed organizational issues at the Long Island listening forum.  A 
provider representative expressed concern: “At this point, everything is changing at the same 
time.  All our systems are changing.  There is mental health clinic restructuring that will result in 
reductions in our rates. There is Medicaid re-design.  Ryan White is changing. There is a 
disconnect in OMH. There is more and more documentation and paperwork required, and 
services to consumers suffer.  It borders on ridiculous.  We’re getting criticized for sentence 
structure.” 

A consumer commented that New York City has the HIV/AIDS Service Administration 
(HASA). When a PLWHA goes to social services, they are seen by a special unit.  On Long 
Island, that does not exist, so confidentiality is compromised.  The consumer questioned why a 
unique unit cannot be created on Long Island. 

A representative from the United Way of LI stated that the agency was affected by the loss of the 
network. It still has a care coordination committee.  The planning council has a consumer 
involvement committee that is strong.  So, some pieces that were funded under the network 
continue under the United Way of Long Island.  

The Nassau – Suffolk GAP II report indicated that there is a need to better coordinate HIV/STD 
and teen pregnancy initiatives. 

Stigma and Confidentiality 

At the Long Island listening forum, a consumer expressed concern over the stigma of STDs 
among his peer group.  He stated that HIV is not looked upon as a stigma as it used to be; 
gonorrhea, Chlamydia, and syphilis have more stigma.  The consumer said it would be a lot 
easier for him to tell his peers that he is HIV positive than that he has gonorrhea.  There has been 
progress with HIV but not STDs. AI staff agreed that there is much stigma attached to STDs. 

The Nassau – Suffolk GAP II analysis identifies a confidentiality issue for incarcerated PLWHA. 
Individuals receiving medications have their confidentiality compromised. 
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Special Populations 
Unless otherwise specified, the information regarding Special Populations was abstracted from 
the 2011 Ryan White Part A Project Narrative and at-risk population Needs Assessments 
conducted by the Nassau-Suffolk EMA Ryan White Part A HIV Health Services Planning 
Council. 

Communities of Color 

 Women of Color 

The AIDS epidemic has disproportionally affected all racial minorities. However, women within 
these minorities have been most affected.  The following information is abstracted from an ‘In 
Care’ Women of Color PLWHA Needs Assessment in the Nassau Suffolk region conducted by 
the Nassau-Suffolk EMA Ryan White Part A HIV Health Services Planning Council in 2009. 
The needs assessment considered the responses of a sample of 114 women of color.  
Over 42% of the women of color survey respondents report previous diagnosis of and/or 
treatment for a mental health disorder. An even higher percentage (46%) of the women of color 
respondents reported having been previously diagnosed with and/or treated for a substance abuse 
disorder. Over 1/3 (38%) of the women of color PLWHA respondents report previous diagnosis 
of and/or treatment for STDs other than HIV.  Women of color also report an exceptionally high 
proportion of other chronic illness, second only to the aging PLWHA, at 65%. 

The Women of Color (WOC) survey respondents reported multiple risk exposure modes, but 
predominantly reported Heterosexual sex (79%) and IDU (23%). The majority of the women 
report living with HIV-not AIDS (70%), and 30% reported living with AIDS.  

Over 33% of the WOC survey participants reported current or previous homelessness. Only 29% 
report current employment, and 43% have only some high school or grade school level 
education. 

While less than 4% of the WOC survey participants reported current homelessness, 30% of the 
respondents reported a period of previous homelessness in the recent and distant past. Over 5% 
of the WOC PLWHA survey participants reported current homelessness and currently staying in 
a shelter. 

When the population of WOC living with HIV/AIDS is examined by race and risk in the Nassau-
Suffolk service delivery area, it is evident that heterosexual sex is the most commonly reported 
‘known’ risk category for Hispanic women, followed by Asian/Pacific Islander women, then 
White women, and then African American women. IDU is most commonly reported among 
White women, then Black women, then Hispanic women. Unknown risk is reported most 
frequently among Native American women, followed by Asian Pacific Islander women, then by 
Black, Hispanic and White women.  

Many HIV-positive women report no risk factors for HIV infection. It is likely that these women 
were infected through sexual contact with a partner they did not know to be HIV positive. 
(Women and HIV/AIDS Fact Sheet, The Foundation for AIDS Research, 2008.   For women of 
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color, as for all women, heterosexual transmission overtook injection drug use as the primary 
risk factor for HIV/AIDS years ago. Today, the greatest risk factor for American women, 
including women of color, is the sexual and drug-using behaviors of their male sexual partners.  

Women living in AIDS epicenters are at greater risk of HIV infection because there is a higher 
chance that their sexual partners will be infected with HIV. Many women are completely 
unaware that a partner engages in high-risk behavior, such as male-to-male sex or injection drug 
use (AIDS Action, Policy Facts, Communities of Color and HIV/AIDS, January 2002). 

Male dominance and power – expressed through violence and coercion – also play a critical role 
in increasing the risk of HIV infection in women. Many HIV-infected women have a history of 
childhood sexual abuse, rape, incest and domestic violence from adult male partners. Power 
imbalance deters many women from attempting to negotiate safer sex or to resist unprotected sex 
with a high-risk partner. Women may also face violence as a result of being HIV positive. In 
addition to domestic violence, abusive partners may threaten to reveal the woman’s status to 
family, friends and employers, or use her HIV status as grounds for paternal custody. 

Because women often have lower incomes than men or work in lower paying jobs with minimal 
benefits, women have less access to HIV care and affordable medical insurance. Women are 
more likely to postpone health care due to illness or lack of transportation than are men. Women 
assume more family care responsibilities and are more likely to sacrifice their own health care in 
order to care for their family, especially their children (Women and HIV, About.com, 7/31/08). 

Stigma against women living with HIV acts as a major obstacle to prevention and treatment of 
HIV/AIDS. Stigma leads to marginalization and social and gender inequalities, such as poverty 
and unequal educational and occupational opportunities, forcing women to rely on male partners 
for financial support, making it more difficult for them to insist on interventions that reduce their 
risk of acquiring HIV (S. Blumenthal, MD, Pervasive Stigma Surrounds Women Living with 
HIV/AIDS, The Huffington Post, 4/1/08). 

The Nassau – Suffolk GAP II report contained the following recommendations for women of 
color: 

 STD screening and counseling, testing, referral and partner notification 
 Increase availability of small and large group discussions 
 Promote negotiation of safer sex 
 Increase condom availability 
 Improve access to services with respite 
 Promote training on life skills 
 Enhance empowerment activities to raise self-esteem 

 African Americans 

African Americans carry a high and disproportionate burden of the emergent and prevalent HIV 
disease in the EMA. African Americans represent a higher percentage of the uninsured and 
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under-insured populations - an estimated uninsured rate that is 2.5 times that of the White 
population in the EMA (2008 National Healthcare Disparities Report). Uninsured African 
Americans are three times more likely to lack a consistent source of care (estimated at 20%) 
compared to those with private or publicly-funded insurance. African Americans represented 
46% of Ryan White Part A clients in 2009. HIV is the 6th leading cause of death for young 
African American men. African Americans demonstrate a rate of 56/100,000 premature death 
rates compared to Whites at 9/100,000 (National Health Disparities Report, 2008). African 
Americans are more likely to be tested later in the course of the disease process than whites. Late 
entry into care is known to create a need for more complex and costly care.  

Based on local Ryan White utilization data, African Americans are heavy users of medical 
transportation, medical case management, legal, and mental health services. 

Primary barriers to accessing health care for this population include mistrust of the medical 
community as a whole; stigma related to both socioeconomic status and the diagnosis of 
HIV/AIDS; and lower education and literacy levels and a lack of sufficient support systems as a 
result of homelessness and poverty. 

The most recent “In Care” Needs Assessment Study which considered the responses of 128 
African Americans found that modes of transmission were predominantly heterosexual and IDU. 
44% and 55%, respectively, reported co-morbidities with mental illness and substance abuse 
disorders, and a high proportion reported current or previous homelessness (47%). STI co-
morbidity was high at 39%, and reported presence of chronic diseases is 55%. The majority of 
the respondents had Medicaid or Medicare benefits (76%) and reported a desire to work but fear 
that working will lead to a loss of benefits. The survey respondents evidenced a greater delay 
since their last physician/laboratory monitoring visit than the respondents in the Hispanic “In 
Care” study, indicating a fragile “In Care” status. The need for transportation exceeded the 
monthly rides available, leaving inadequate transportation for pharmacy, food pantry, or other 
medical appointments outside of primary medical, dental or mental health service visits. 
Utilizing this study, the region has identified housing, medical transportation, emergency 
financial assistance, food and culturally appropriate medical care as the top ranking service gaps 
for African American PLWHA.  

 Hispanics 

The Hispanic population bears a disproportionate burden of the emergent HIV and AIDS cases in 
the EMA and comprises 21% of PLWHA prevalent cases within the EMA. Hispanics are more 
likely than any other racial or ethnic group in the U.S to be uninsured or under-insured and are 
less likely to use health services when they are available. Hispanics who cannot obtain health 
insurance may stay out of care until it is absolutely necessary, delaying entry into care. Hispanics 
will often go to the hospital emergency department when seeking care. It is estimated that 
roughly 30% of Hispanics lack a steady source of health care. Hispanics demonstrate the highest 
late to testing and care fraction in the EMA, with 32% of the concurrent HIV/AIDS diagnoses in 
2009. Hispanics comprised 21% of Part A clients in 2009. 

159 



 

 

 
 

 

 

 
 

 

 

Barriers to accessing care by the Hispanic population include linguistic issues, gender-related 
issues, and stigma related to the diagnosis. Similar to the African American population, 
Hispanics present with high rates of cardiovascular disease (males 31.6%; females 34.3%), 
hypertension, and diabetes. According to the National Minority AIDS Education and Training 
Center (NMAETC), the Hispanic population is less likely to take medications, even if prescribed. 
In addition to these complicated cultural/ethnic issues, Hispanics, like African Americans, tend 
to present late in the course of HIV disease.  

The most recent “In Care” Needs Assessment Study which considered the responses of 75 
Hispanics found that transmission included both heterosexual risk (66%) and MSM risk behavior 
(18%). 53% had an AIDS diagnosis, and 46% reported HIV disease only, with many reporting an 
AIDS diagnosis concurrent with their diagnosis with HIV. Few Hispanic respondents report 
health insurance benefits (substantial undocumented). Most reported current employment, 
despite low education attainment, and roughly 24% reported current or previous homelessness. 
Few were currently receiving rental assistance. Many of the respondents reported diagnosis of or 
treatment for mental disorders (57%), but few reported a history of substance abuse (11%). Less 
than 1/3 reported STD co-morbidity (30%), and fewer (28%) reported living with another 
chronic illness other than HIV disease. The top ranking service gaps for Hispanic PLWHA 
include rental assistance, food bank, medical transportation tied with emergency financial 
assistance, housing assistance and access to health insurance. 

Substance Users 

Please see also Substance Use. 

The second largest risk behavior that is demonstrated by the data is a history of injection drug 
use (IDU). Injection drug use (IDU) accounts for 34% of the PLWHA cases in the EMA and 9% 
of new AIDS cases. Studies show that the IDU population has 10-20 times higher rates of illness 
and death than the non-IDU population. Intravenous drug use can cause significant medical 
problems, such as hypertension, cardiomyopathy, abscesses from dirty needles, dental 
deterioration, neurologic disorders, renal problems, psychiatric issues, and most commonly, 
Hepatitis C. Treatment for acute and chronic Hepatitis C produces significant cost and 
complexity of care issues for the EMA.  

The most recent “In Care” Needs Assessment which considered the responses of 62 IDUs found 
that 20% of the entire 2009 ‘In Care’ IDU survey participants are currently homeless and/or 
report they are temporarily housed (living with a friend or relative) and, therefore, may be at 
current risk for homelessness. When this indirect indicator of housing instability is combined 
with actual reported current and previous homelessness by the 2009 ‘In Care’ IDU respondents, 
the proportion of the PLWHA residing in the Nassau-Suffolk service delivery area who are at 
risk for impending homelessness increases to 55% of the entire respondent group.  This degree of 
housing instability presents a substantial challenge in facilitating entry, engagement and retention 
in primary medical care for this marginalized group of PLWHA. Approximately 28% of this 
IDU survey respondent group reported the current receipt of some form of rental assistance. 
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Almost two-thirds (66%) reported significant mental health issues. All IDU respondents report 
diagnosis of a substance abuse disorder, with 75% citing prior or current substance abuse 
treatment. These high levels of mental health and substance abuse co-morbidities complicate 
entry and retention in care. 

The top ranking service gaps identified in the IDU Needs Assessment were:  

1. Housing Assistance 
2. Medical Transportation 
3. Food Bank/Nutrition Services tied with Employment Assistance  
4. Psychosocial Support tied with Health Insurance/Co-pay Assistance tied with ‘lack of 
availability of extended/evening hours for services’  
5. Mental Health Counseling tied with Emergency Financial Assistance, Legal Services, Health 
Information (primarily information about services available), and Interpreter Services 

The Nassau – Suffolk GAP II report identified additional subgroups of the IDU population with 
service needs.  Following are recommendations for each subgroup: 

o Injection Drug Users - People of color in high-need communities 
 Improved access to services for non-medical prevention 
 Improved access to sterile syringes 
 Promote cultural competency training for providers of care and services 
 Improved transportation 

o Injection Drug Users - HIV+ active users, in and out of treatment 
 Improved access to sterile syringes 
 Enhance prevention case management 
 Timely referral to treatment programs 
 Increase availability of long term treatment beds 
 Increase availability of treatment programs 

o Injection Drug Users - Persons who exchange sex for drugs 
 Peer, street and community outreach 
 Increase condom availability 
 Promote skills acquisition/building 
 Provide child care rather than foster care 
 Provide skill acquisition/building/training within correctional facilities 

o Injection Drug Users - Young MSM 
 Enhance prevention education 
 Target outreach 
 Promote nternet outreach 
 Promote cultural competency training for providers 
 Increase syringe exchange programs in Nassau and Suffolk Counties 

o Young Injection Drug Users 
 Promote peer interventions 
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 Enhance parent/teacher/adult education 
o Injection Drug Users – Recent immigrants 

 Target outreach  
 Increase availability of basic literacy and health literacy education 
 Promote cultural competency training for providers 

o Injection Drug Users - Formerly incarcerated individuals 
 Implement Non- opt out HIV testing in jails in Nassau and Suffolk Counties 
 Provide education in local jails 
 Provide pre-release medical appointments, not just referrals 

Mentally Ill 

Please see Mental Health. 

Men Who Have Sex with Men (MSM) 

An ongoing and increasing crisis continues among gay men and other men who have sex with 
men (MSM), particularly young men of color, who continue to become infected with HIV at 
alarming rates (Report on Gay Men’s/MSM Forum: Prescription for Change, NYSDOH, AIDS 
Institute, December, 2006). 

In 2009, the Nassau-Suffolk EMA Ryan White Part A HIV Health Services Planning Council 
conducted an “In Care” Men Who Have Sex with Men (MSM) Needs Assessment.  A sample of 
117 MSM was surveyed. The following information has been abstracted from the findings of 
that needs assessment. 

MSM account for the largest number of HIV/AIDS cases when identifying risk behaviors that 
have contributed to the numbers of PLWHA within the Nassau-Suffolk region.  Forty-six percent 
(46%) of the entire MSM respondent group reported having previously been diagnosed with or 
treated for mental illness. As evidenced below, over half (51%) of the MSM respondents 
reported previous treatment for a substance abuse disorder. These high levels of mental health 
and substance abuse co-morbidities complicate entry and retention in care.  Almost 40% of the 
MSM PLWHA reported previous diagnosis with and/or treatment for STDs other than HIV, and 
64% reported diagnosis with and/or treatment for other chronic illness, indicating a higher cost-
of-care ratio among many ‘In Care’ MSM in the region. Almost 40% of the 2009 MSM 
respondent group reported current or previous homelessness. This finding indicates a high level 
of housing instability among the MSM PLWHA population in the region and supports the 
finding that housing assistance is viewed as a top priority service need. 

MSM of color are heavily and disproportionately impacted by HIV/AIDS in the Nassau-Suffolk 
particularly, particularly African American and Hispanic males, among whom substantial 
proportions report MSM as a primary risk exposure mode.  Like many racial and ethnic 
minorities, minority MSM often face poor access to health care because of lack of health 
insurance and poverty. In addition, MSM must cope with many types of stigma—related to 
racial/ethnic minority, sexual orientation, and HIV positivity. MSM of color may fear 
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condemnation from their families, communities, and service providers (NASTAD, Black MSM 
Issue Brief #3, 2008. Young MSM of color are particularly impacted and substantially 
marginalized. Gay/MSM youth may engage in potentially destructive behavior. Men in rural 
areas are especially prone to experiencing isolation, which may have harmful effects on mental 
health. Older men may face specific kinds of isolation and challenges to their mental health, as 
the gay/MSM culture emphasizes youth. Among HIV-positive men of any age or geographic 
area, the stigma of infection compounds co-existing isolation, depression, anxiety, and fears of 
disclosure and rejection. (Report on Gay Men’s/MSM Forum: Prescription for Change, 
NYSDOH, AIDS Institute, December, 2006). 

With the introduction of highly active antiretroviral therapies (HAART), the MSM population is 
living longer. Some MSM are under the misconception that HAART can prevent their partners 
from becoming infected with HIV.  Since many MSM remain sexually active after learning of 
their HIV diagnosis, prevention education and counseling are essential, especially when 
developing ‘prevention for positives’ campaigns. 

The top ranking service gaps identified in the MSM needs assessment were: 

1. Primary Medical Care  
2. Medications 
3. Food Bank/Nutrition Services 
4. Housing Assistance tied with Mental Health Counseling  
5. Medical Transportation tied with Emergency Financial Assistance  
6. Psychosocial Support 
7. Health Insurance/Co-pay Assistance tied with Oral Health Care and Substance Abuse 
Counseling 
8. Employment Assistance  
9. Case Management tied with Legal Services, Vision Care and Health Information (primarily 
referring to need for more orientation to/information about services available) 

The Nassau – Suffolk GAP II report identified additional subgroups of the MSM population with 
service needs.  Following are recommendations for each subgroup: 

o	 MSM – HIV-positive men 
 Increase availability of syringes 
 Facilitate access to substance use treatment programs 
 Enhance street outreach/harm reduction  
 Conduct cultural competency training of providers 

o	 MSM - People of color 
 Conduct more peer education/outreach 
 Focus on skills acquisition 
 Increase social marketing 
 Enhance culturally appropriate social marketing campaigns (not just language 

but age, race, ethnicity also) 
o	 MSM - Adolescents and young adults 
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 Enhance peer education, outreach and training 
 STD screening and treatment 
 Create more “safe spaces” 
 Enhance school-based education 
 Increase access to care, services 
 Adopt internet approaches 

o MSM - Transgendered population 
 Supportive services 
 Provider training 

o MSM - Undocumented day laborers 
 Street outreach 
 HIV counseling, testing, referral 

Children, Youth and Adolescents 

Please see discussions of adolescents and young adults under Substance Use and under Mental 
Health. 

The Nassau – Suffolk GAP II report indicated that there is a growing population of children in 
need of services in Nassau/Suffolk as a result of: 

o the growing immigrant community; 
o single-parent households; and 
o poor communication within the household. 

The GAP report also states that there is a significant population of adolescents in need of care on 
Long Island. This population has a critical need for pregnancy prevention efforts; better 
coordination of STD and teen pregnancy; transitional services for adolescents as they move to 
adult medical care; positive youth development models; broader availability of condoms; and 
enforcement of school based education requirements. It indicates that adolescents who have not 
disclosed often find it difficult to access care. 

The Nassau-Suffolk EMA FY 2011 Ryan White Part A Project Narrative states that while 
minorities of all ages are disproportionately affected by chlamydia, adolescent females are most 
impacted. It also targets young white heroin users on Long Island as a high-risk population that 
has spiked recently. 

A provider representative at the Long Island listening forum said that people view Long Island as 
rich, but his hospital took a big funding cut and has no resources.  When the State is looking at 
what types of services are needed for adolescents, it needs to look at services out in the 
communities. Adolescents do not have transportation.  There is no transportation system, 
particularly in Suffolk County. Programs that do outreach to adolescents need to be funded.   
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Perinatally Infected 

The GAP II report recommended the following for people who contracted HIV perinatally:   

o	 Enhance HIV education 
o	 Increase condom availability 
o	 Augment case management 

Heterosexuals 

The Nassau – Suffolk GAP II report identified recommendations for the following heterosexual 
sub-populations: 

o	 Heterosexuals – HIV-positive men 
 Behavioral science-based counseling 
 STD screening and partner notification 
 Enhance transitional discharge services 
 Increase condom availability 
 Behavioral interventions that are current, rather than those based on old 

research
 
 Heterosexuals – Persons with a history of STDs
 

 Promote STD screening and counseling, testing, referral and partner 
notification 

 Behavioral science-based counseling 
 Increase social marketing 
 Provide more education outlining the connection between STDs and HIV 

 Heterosexuals – Sex workers 
 Enhance street outreach 
 Increase condom distribution 
 Promote HIV counseling, testing and referral 

The Aging 

The aging of the HIV/AIDS population has brought new challenges for PLWHA as well as for 
medical and service providers. Individuals who are 45 years of age and older account for 49% of 
PWLH and 69% of PLWA within the Nassau-Suffolk region. PLWHA 45 years and older 
accounted for 25% of the emergent HIV and 41% of the emergent AIDS in 2009.  This age 
group carries the heaviest burden of HIV/AIDS, when compared to its representation in the 
general population. The treatment and care of aging PLWHA is more costly and complex than 
their younger counterparts because of increased co-morbidities such as declines in cognitive 
function, increased rates of cardiovascular events; lipodystrophy, osteopenia and osteoporosis, 
diabetes, liver disease, dementia, and susceptibility to and morbidity from infections. PLWHA 
45 years and over will begin to confront aging issues in the next decade. 
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Older PLWHA tend to be diagnosed at a later stage of disease and, therefore, present to care with 
a more compromised immune system; have increased morbidity and a slower response to 
antiretroviral therapy (ART); progress more quickly to AIDS, with a slower CD4 cell 
reconstitution on ART; tend to experience worse treatment side effects, with more drug 
interactions; and have an increased risk for and early onset of aging conditions (Ryan White 
Grantee Conference Reports, 2008). Only 29% of the entire aging PLWHA population 
participated in Part A services during 2009-10 (NYSDOH and Part A Services, 2009). 

Listening forum participants also expressed concern over aging PLWHA.  A representative of a 
home-delivered meal program and the only food pantry in Nassau County for PLWHA expressed 
concern over the aging of the epidemic.  The representative stated that the people serving seniors 
do not have a good handle on HIV. Physicians do not ask seniors about risky behavior.  If they 
do not ask those questions during an assessment, they will not recognize the underlying problem.  
PLWHA are coming prematurely to problems associated with aging; those 50 years of age are 
often experiencing diseases that would normally be in a 60 or 70 year old, especially dementia.   

A representative from the Long Island Association of HIV over 50 said the organization receives 
requests from municipalities that run senior citizens services to conduct HIV 101 sessions for the 
seniors. The organization is overwhelmed by the volume of requests.  The representative 
believes that the two populations that need to be addressed in Long Island are youth and seniors.  

In a letter to the New York State Department of Health, the New York State Nurses Association 
(NYSNA) pointed out the need for more health care providers who not only understand the 
physiology of the HIV/AIDS patient, but also have an understanding of gerontological issues. 
Many of the patients who are HIV/AIDS positive are aging, and the current health care 
professional is ill prepared to manage the numerous co-morbidities these patients have. NYSNA 
also commented that HIV/AIDS patients are also seen as long term care patients in the home 
environment. Many Certified Home Health Agencies (CHHAs) are facing cutbacks of 12% - 
53% and are also ill-prepared to manage this population. It expressed a hope that funding will be 
restored to this population of patients to ensure they receive the highest quality of care possible. 

The 2009 needs assessment conducted by the Nassau-Suffolk EMA Ryan White Part A HIV 
Health Services Planning Council included responses from 222 respondents aged 45 and over. 
Eighty percent (80%) of respondent group reported the diagnosis and treatment of one or more 
chronic illnesses, in addition to HIV disease. Thirty-nine percent (39%) reported previous 
diagnosis of and/or treatment for a mental health disorder; 51% reported a previous diagnosis of 
and/or treatment for a substance abuse disorder; and 36% reported diagnosis with STDs other 
than HIV disease. The needs assessment identified the following as the top needs of the aging 
PLWHA population: 

1. Food Bank/Nutrition Services 
2. Primary Medical Care  
3. Housing Assistance 
4. Medications 
5. Medical Transportation 
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6. Emergency Financial Assistance/Utility Assistance  
7. Psychological Support/Support Groups 
8. Mental Health Counseling 
9. Health insurance/Co-Pay Assistance 
10. Case Management  
11. Oral Health Care tied with Employment Assistance  
12. Substance Abuse Treatment tied with Health Information tied with Vision care  

The Nassau – Suffolk GAP II report recommended enhanced services for over 50 populations, 
including harm reduction. 

Incarcerated Populations/ Formerly Incarcerated 

	 Incarcerated Women of Childbearing Age 

The Maternal – Child HIV Transmission Work Group made the following observations and 
recommendations with regard to incarcerated women of childbearing age: 

 Local correctional facilities represent one important point of contact for  hard-
to-reach, high-risk women in NYS 

 HIV testing should be recommended to all pregnant women, unless known to 
be HIV positive. 

 Ensure that HIV positive pregnant women are started on antiretroviral (ARV) 
treatment/prophylaxis as soon as possible but at the latest by the second 
trimester. 

 It is a major challenge to prevent the interruption of treatment when HIV-
positive pregnant women are in and out of correctional facilities.  The high 
percentage of substance abusers and inmates with mental health issues further 
complicates the issue. Ensuring that they are linked to outside clinics and care 
providers will help. Patients with co-occurring disorders require attention to 
transitional planning to ensure continuity in prenatal care, mental health and 
substance use services.  

 Inmates must also be made aware of community support services. 
 Better methods to re-activate Medicaid need to be devised so it is available to 

inmates upon release from correctional facility. 
 Use of electronic medical records (EMRs) is recommended to assist in 

management of care 
 Distinct webinars are being designed specifically for clinical and non-clinical 

staff that focus on the educational needs of each. 
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 Formerly Incarcerated 

The rate of incarceration on Long Island significantly adds to the pool of HIV-infected 
individuals. The epidemiology profile indicates that there are 230 infected prisoners.  A three-
year trend line of incarcerated individuals with HIV/AIDS shows steadily increasing numbers of 
PLWHA, from 165 in 2007 to 171 in 2008 and 230 in 2009 or an increase of 4% from 2007 to 
2008 and of 35% from 2008 to 2009, of which 69% (158) are PLWHA. New HIV/AIDS cases 
among the incarcerated are a more difficult figure to estimate. In 2008, this figure was 14 cases 
(5 new HIV, 9 new AIDS cases), and in 2009, it is 15 (7 new HIV and 8 new AIDS cases). These 
figures represent cases confirmed while in prison.  Due to opt-out clauses among incarcerated, 
the figures are assumed to be significantly under-stated.  

Incarcerated populations are five times more likely to be living with AIDS and eight to ten times 
more likely to be HIV-infected than the general population according to “HIV Prevention and 
Care for Incarcerated Populations.” The report states that 20% of PLWA and 13-19% of PLWH 
have been incarcerated. Incarcerated males tend to under-utilize health care services and neglect 
their personal health. Lack of confidentiality among inmates is one reason incarcerated PLWHA 
do not access care within the prison system. Upon release from a correctional facility, formerly 
incarcerated PLWHA may not access care because they are under-insured or uninsured and 
unaware of community resources available for free or reduced rates.  

African Americans represent the highest proportion of incarcerated PLWHA at 58% (134) 
followed by Hispanics at 17% (40), Whites at 13.5% (31) and Multi-race at 10.9% (25). 
Transmission mode for this group is primarily through IDU exposure at 44%. The majority of 
those who are incarcerated in the Nassau-Suffolk EMA are 45+ years old (62%). 

Immigrants/the Undocumented 

According to the FY 2011 Ryan White Part A Project Narrative for the Nassau-Suffolk EMA, a 
total of 14.4% of the general population is foreign born, and 6.8% are undocumented citizens 
(U.S. Census 2009: Profile of Selected Social Characteristics, Nassau-Suffolk PMSA). Among 
PLWHA served by the EMA in 2009, 20.2% were foreign-born and 8% were estimated to be 
undocumented citizens.    

The Nassau – Suffolk GAP II report also recommended more HIV specialists who can speak the 
languages of immigrants and are sensitive to their cultures.  The GAP II report stated that Latino 
communities on Long Island are experiencing difficulty accessing services because they face 
language barriers and there are few service providers who focus on these populations.  The report 
identified lack of insurance and issues of disclosure as significant barriers to care and treatment 
for these individuals. 

Homeless/Persons with Unstable Housing 

Homelessness is an important factor in this region.  According to the Nassau – Suffolk EMA FY 
2011 Ryan White Part A Project Narrative, “The Long Island Coalition for the Homeless 
estimates that there are 10,000 homeless persons in Nassau and Suffolk Counties. The region is 
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ranked one of the 15 least affordable in the country according to statistics prepared by the U.S. 
Department of Housing and Urban Development (HUD). HUD reports that to afford the fair 
market rent for a two-bedroom apartment, an EMA resident would need to earn $50,000 
annually. Newsday, the region’s daily newspaper, reports that there are 500 homeless families on 
any given night seeking shelter in one of the two counties, with a dramatic upswing in recession-
related homelessness. Twenty-five percent (25%) of Long Island's homeless live on the street, in 
abandoned cars, vacant buildings or in dangerous housing (Newsday, 2010-07-16).  
Homelessness dramatically affects the cost and complexity of providing care in the region. 
Homeless persons are frequently in poorer health overall with national studies showing that this 
group faces the highest risk of premature mortality—death before 40 years of age (Science Daily, 
Oct. 28, 2009).” 

Since they have no address or telephone number, it is difficult for the homeless to access medical 
and support services or to maintain continuity of contact with providers.  According to the 
previously referenced project narrative, one-third of the homeless population is significantly 
impacted by mental illness and is largely non-adherent to HIV and mental health regimens. Their 
adherence rate is the lowest of any special population at 12-15% nationally (compared to active 
injection drug users at 17-20% adherence). 

Newly Diagnosed 

During the period November, 2010 through February, 2011, a needs assessment of newly 
diagnosed PLWHA was conducted.  Seventy (70) individuals in the Nassau – Suffolk region 
who had been diagnosed within the previous 12 months were included in the survey.  The 
respondents were 50% heterosexual and 50% MSM; 68% male and 32% female; and 50% 
Hispanic; 24% African American; 17% White; 1% Native American; 6% Multi Racial; 3% Other 
(Caribbean). The purpose of the survey was to help inform the Early Identification of 
Individuals with HIV/AIDS (EIIHA) of Nassau – Suffolk EMA recommendations.  The 
recommendations made based upon the findings of this needs assessment were: 

o	 Fund medical case management in emergency departments;  pilot at highest 
incidence locations 

o	 Collaborate with primary care providers to develop a risk screening tool for 
emergency departments 

o	 Determine “continuum of care” for newly diagnosed and ensure capacity exists 
o	 Further enhance linkages between counseling and testing sites to ensure transition 

from positive test to entry into primary medical care 
o	 Utilize early intervention services funding to have Part A disease intervention 

specialists at STD testing sites 
o	 Focus on STD screenings during QI site visits to ensure benchmarks are being 

achieved 
o	 Involvement with HIV prevention to utilize newly diagnosed survey data to “craft 

testing messages” 
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Other 

A consumer commented that the geography of this island is overlooked.  It is overshadowed by a 
huge metropolitan area that is centralized.  This island is not. It is two different counties.  Suffolk 
County in particular is geographically very large.  The consumer said no matter where you put a 
meeting like this, it will not be central.  “If you are on the south shore, you exclude the entire 
north shore. That’s the way this island works.” 
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D.  HU D S O N  VA L L E Y  RE G I O N  B A R R I E R S ,  S E R V I C E  
NE E D S  A N D  I S S U E S  

The Hudson Valley Ryan White region is comprised of seven counties: 
Westchester, Putnam, Rockland, Dutchess, Orange, Sullivan, and Ulster. Its 
population is 2,290,851 (2010 census) or approximately 11.8 percent of 
New York State’s population. 

There have been over 9,811 AIDS cases reported in the seven-county Hudson Valley Ryan 
White region since the beginning of the epidemic. 6,226 persons are living with HIV or AIDS in 
the region and there have been 5,758 deaths caused by the disease.  AIDS disproportionately 
affects Blacks and Hispanics. Among Black males living with HIV/AIDS in the region, IDU is 
the major risk factor followed by MSM. The reverse is true for all other groups. Heterosexual 
contact is the major risk factor for females living with HIV/AIDS across racial/ethnic groups, 
followed by IDU. 

Following is a summary of the barriers, service needs and issues drawn from a variety of 
documents and information secured during listening forums held in the Hudson Valley Region 
involving, consumers, clinicians, and service providers. 

Barriers 

The most significant barriers identified in the Hudson Valley region were: 

	 Lack of adequate transportation and housing 

	 Access to care and services. 

	 Shortage of dental, medical, substance abuse, and mental health providers and 
case managers available to serve PLWHA. 

	 Medicaid and ADAP rules that restrict reimbursement and, therefore, limit access 
to transportation and care. 

	 The lingering stigma of HIV/AIDS. 

Service Needs and Issues 

Prevention 

Needs in the area of prevention were cited at both the Hudson Valley listening forum and in the 
Hudson Valley GAP II Analysis. 

During the listening forum, a provider representative expressed the need for prevention 
education. The representative stated that they currently have five clients under the age of 25 who 
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do not practice safe sex. There is a need for education and prevention in the community and in 
the schools. The representative said that their school’s curriculum about safe sex consists of a 
quiz given once a year. If prevention is not taught at home, it is not taught at all. 

A provider representative expressed concern about education to prevent HIV, particularly in 
adolescents. The first patient that tested positive at the representative’s agency was in her 
thirties, the next in her twenties, the next 18.  “They are getting younger and younger.”   

A provider representative advocated for COBRA to remain a community based program, 
especially if adherence gains more support as an important form of prevention.  Low viral loads 
prevent the spread of HIV.  COBRA works in the community to get people medical 
appointments and to reinforce the importance of them taking their medications. 

A representative from a provider that works with STIs stated that combining STD and HIV 
organizationally makes sense from a prevention standpoint.  The representative would like to see 
more prevention money coming directly from New York State tax levies so that providers do not 
have to worry about access to federal funding. The representative is looking forward to more 
RFAs that integrate STIs and HIV. 

The Hudson Valley GAP II report contained the following recommendations regarding 
prevention: 

o	 Revitalize HIV/AIDS prevention education and outreach with an emphasis on: 
-teaching prevention at an early age 
-enforcing NYS Education Department mandates on school-based education 
-consumer education 
-confidentiality training 
-social marketing 
-informational brochures for parents regarding how to talk to your child about sex 

o	 Enhance linguistically and culturally appropriate prevention education for migrant 
workers and day laborers. 

o	 Create awareness that anal sex occurs in heterosexuals; this should be addressed 
when doing risk reduction. 

o	 Develop prevention material and conduct campaigns that are culturally relevant and 
effective in conveying the message that all types of people can and have become 
infected with HIV. 

Health Care 

Access to Care 

At the listening forum, a consumer living in Windsor expressed concern over the lack of 
providers that deal with HIV care in the region.  The consumer has two children with autism and 
must use medical transportation to travel to Middletown for medical care.  “We have to wait an 
hour to be picked up and then it takes an hour to get there.” 
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A consumer expressed concern about the Newburgh City Council’s lack of knowledge about 
HIV in the City of Newburgh. The consumer questioned why the local hospital does not have an 
AIDS Center and asked how an AIDS Center could be developed in Newburgh.   

A participant who works at a small residence in Newburgh stated it has provided a unique 
opportunity to help understand the experience of living with the virus.  The participant has been 
trying to get medical care for an undocumented person who has been in the emergency room for 
two days. The hospital does not have the needed medication, so it had to be brought from home.   

A consumer commented that it is difficult to explain why a newborn baby must go to Albany for 
care. 

Other 

At the listening forum, a consumer complained about the lack of programs to help people with 
HIV and diabetes. There was nobody to teach the consumer to use insulin.  The insulin was just 
provided with no instruction. As a result, the consumer overdosed.  The consumer also 
expressed concern about losing eyesight.  The consumer stated an aide is available for only an 
hour, and it would help if the aide were available longer.   

A consumer stated that as the agencies that are not HIV specific are being asked to take on the 
services for this population, they are fearful. 

A 60 year old Vietnam veteran who has been positive since 1993 expressed appreciation for the 
medications and mental health care he receives from the Veterans’ Administration. 

The Hudson Valley GAP II report contains the following comments related to health care for 
PLWHA: 

o	 With increased life spans, PLWHA are experiencing more generalized medical 
and chronic problems associated with aging. Therefore, the need for coordination 
and integration of HIV/AIDS care with other care is becoming even more 
important. Increased integration is needed between primary care and HIV/AIDS 
care. 

o	 Most counties do not have needed specialists; therefore, patients must travel to 
NYC for care. Rural areas were identified as being isolated with not enough 
providers and inadequate transportation. 

o	 There are not enough people being tested by their primary care providers.  
o	 STD assessments should occur at all provider sites. 
o	 Most people in rural communities (anything north of Westchester) get their 

medical information from their doctors. Very few doctors are doing adequate 
screening for STDs, HIV/AIDS or substance abuse issues, especially in women. 

o	 Dental care is needed for PLWHAs. 
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o A more “seamless” continuum of care is needed. 
o Medical care must be linguistically and culturally appropriate. 

Health Care Coverage and Reimbursement 

During the listening forum, a 50 + year old consumer from Westchester County who has been 
positive since 1993 lost Medicare coverage because Medicare no longer considered the consumer 
to be disabled because the consumer is now working.  The consumer has no health insurance at 
the moment aside from ADAP.  The consumer said that in order to qualify for another insurer, a 
person must have been without insurance for six months.  The consumer has suffered both a 
heart attack and a stroke in the past and expressed hope that a significant health incident would 
not occur until coverage is effective. 

A consumer said that it took 60 days to get Medicaid, and the consumer was without ADAP as 
well, and went without medications.   

A provider representative stated that the undocumented need medical care.  If they are not 
eligible for Medicaid, they cannot get care.  ADAP does help. However, they are not eligible for 
a lot of programs, so there is a gap.  A clinician commended the extension of ADAP to the 
undocumented but expressed concern over the difficulty in ordering diagnostic radiology for 
them.  With no health care coverage available they must rely on charity care.  However, the 
clinician is unsure how much longer that will exist as the medical center’s fiscal situation 
worsens. 

A consumer commented that ADAP is good, but Medicaid takes forever, and as a result, care can 
get disrupted. ADAP has been great in covering people when they need it.  A provider 
representative expressed appreciation that ADAP is able to secure insurance for clients.  
However, some of the companies will not accept nurse practitioners as primary care providers, 
which is a problem.  A provider representative said that the services provided by ADAP are 
counted on, and it is very refreshing to call upon the ADAP program to get somebody into care 
and on medication in a short period of time. 

A provider representative thanked the AI for increasing ADAP coverage.  The representative 
expressed hope that nothing will get cut.   

Managed Care 

The audiences at both the consumer and clinician/provider forums expressed concerns over the 
impending implementation of mandatory managed care for PLWHA.  One consumer stated that 
everybody is confused. Managed care is coming at people, and they might not understand it.  
People need to understand the different plans and options.  The goal is to not interrupt treatment.  
Another consumer who had been enrolled in an HMO said that everybody needs to be educated 
about the managed care requirement.  People should get educated about their doctors and find 
out which is the best HMO for them. A third consumer commented that in terms of mandatory 
managed care implementation, “…why mess with something that is not broken.” 
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A provider representative expressed concern about whether there will be an opportunity for 
providers to help their patients as they choose their plans.   

A provider commented that the AI discussion on health care reform a couple months ago was 
informative.  The representative saw a webinar about moving to managed care and indicated a 
need for more information on how to inform patients on what plan is best for them and other 
issues. The representative also requested that copies of the slides from the presentation on 
managed care and other resources be made available.  The representative also asked about the 
availability of grants. 

A provider representative asked about Special Need Plans (SNPs), the movement into managed 
care, and the shift in the role of the AI to working with managed care companies in terms of their 
dealings with PLWHA. The representative asked if the AI is providing technical assistance on 
these issues.  The representative also observed that no SNPs cover any part of the region and 
asked if there will be an opportunity for the AI to work with the larger plans on the service 
packages being offered to PLWHA. 

A provider representative expressed great concern over having so many huge changes at one 
time and so little time to inform patients.  As the move is made into managed care, the 
representative’s agency has called plans in order to do a directory, and has yet to find someone 
who has information on formularies and other important issues.  A meeting was even held with 
AMIDA Care (a NYC SNP) about coming to Westchester.  The representative is fearful about 
the consequences of multiple changes for clients who do not have life skills and, as a result, 
could be lost to care. The representative also commented that the provider is down to 20 days 
cash flow and has difficulty making payroll because money is not coming in from the AI.  The 
representative questioned whether providers want patients with HIV because their inpatient stays 
are ruining data, and there is little support for HIV programs. 

A consumer who is on Medicaid and a long term home health care patient expressed confusion 
about the status of mandatory managed care and expressed concern about losing services under 
managed care.   

A provider representative stated that the concept of putting people into managed care and the 
expansion of grant funding for STDs and hepatitis has contributed to the demise of AIDS 
exceptionalism. 

Health Homes 

A number of provider representatives asked for more information on health homes, and several 
expressed concern over the future of COBRA programs (see also the case management section 
under Supportive Services). One provider representative requested technical assistance on health 
homes.   
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Hepatitis C (HCV) 

A participant in the provider listening forum asked if there has been any discussion regarding co-
infection with hepatitis C at the AI.  Another provider representative stated that the majority of 
people treated for HCV are not co-infected.  They need medications, but it is difficult to get 
them.  Unless they can get in a study, they are not getting the medications they need.   

A consumer with HCV, hepatitis B virus (HBV) and arthritis asked about hepatitis treatment.  
The consumer asked about medicine that will help people with both HCV and HBV.   

A participant commented that some medications did not work, and some make you sick.  The 
consumer indicated that these effects are troubling.  

A provider representative commented that people with HCV have heard from their friends that 
the medications are very bad and that the procedure for diagnosis is horrible; everybody has 
horror stories about HCV diagnosis and treatment.  Unless these people attend groups and are 
prepared for the testing, most of them will go untreated.   

A consumer, infected since 1984, commented that although there are magazines like POZ, it 
would be good to hear the voices of people in this region and would like to have them share their 
stories in magazines and ask them questions about hepatitis B and hepatitis C.  Many people hold 
back their stories, and they are dealing with the unknown; they have unanswered questions.  The 
consumer asked if there is a way that those stories can be shared in some kind of magazine in the 
counties in this region. 

A consumer stated that he was diagnosed with hepatitis B and C a few years after being 
diagnosed with HIV.  He commented that there is a lack of education for people with HCV and 
they are scared about the treatment.  There is a need for education for consumers because there is 
a lot of misinformation out there.  The consumer thanked the AI representative for holding the 
forum. 

Substance Use 

The Hudson Valley GAP II report identified substance abuse as a major consideration in the 
Hudson Valley. The following observations/recommendations were made: 

o	 In Dutchess County, nearly half of HIV cases are IDUs. 
o	 Ulster County has a shortage of providers and a long waiting list for MMTP 

services. As a result, clients have to cross county boundaries to access services, 
which is difficult due to Medicaid transportation limitations. 

o	 Westchester County Medical Center has no physicians who prescribe 
Buprenorphine and clients must be referred to the Bronx. 

o	 Substance use seems to be increasing, particularly heroin.  (This observation was 
also made by a provider representative at the Hudson Valley listening forum.) 

o	 Ethyl alcohol abuse is common in some migrant populations. 
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o	 Additional substance use services are needed in the region with an increased emphasis 
on harm reduction programs. 

o	 Increased support is required for syringe exchange services. 
o	 There is a need for enhanced education regarding cleaning needles.

 A letter from OASAS to the AIDS Institute stated that clinicians in OASAS-certified programs 
are trained to address the needs of PLWHA.  By regulation, each program must have a qualified 
health care coordinator that ensures education, risk reduction counseling and referral services.  
While the OASAS data system does not collect information on HIV/AIDS, a comprehensive 
evaluation is done of each client that includes, “in part, the patient’s physical health history 
including HIV/AIDS.” 

Mental Health 

A consumer at the listening forum talked about being on mental health medication for bipolar 
disorder and the stress that occurs when trying to balance the mind.  The consumer cannot afford 
the stress because it affects health and increases viral load.  

A peer educator who has been HIV positive for 19 years stated that in Dutchess County, there is 
a lack of mental health services.  While there might be a group to support the mental health 
needs of people with drug problems, someone without drug problems would not go there for 
support. 

A consumer who is a recovering drug addict and has had AIDS for 26 years said that Sullivan 
County has Narcotics Anonymous (NA) and Alcoholics Anonymous (AA), but no support 
groups for people who are affected. The consumer has children and grandchildren and a 
significant other.  They do not talk about it because it is hard when it hits home.  The consumer 
expressed concern about their suppressing those feelings.   

The Hudson Valley GAP II report also cites mental health services in the region as an issue.  It 
recommends enhanced adherence services for mentally ill individuals and improved case 
management. 

Supportive Services 

Housing 

During the listening forum, a participant stated that the residence in Newburgh where he/she 
works is the last residence in the region and is very hard for people get into.  It is HUD funded 
and has zero tolerance for drugs and alcohol.  The fact that the house is identified with HIV 
status is becoming more problematic.  The residence recently had to increase its rent.  The 
participant commented that incomes are too low for people to be able to find affordable housing.  

A participant in the provider listening forum identified housing as a significant problem.  Every 
day, more people who are workers are coming in to the participant’s agency for help with 
housing. The need is there, and it is increasing.  It is not the same people every year; it is new 
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people who are losing their jobs and do not know what to do.  The participant asked what can be 
done to promote housing and to get more money for HOPWA for emergency situations.   

A consumer, diagnosed in 2006, expressed the desire to maintain Steven Saunders Residence 
even though there are not many people living there.  There are ten people in the building, and if 
it cannot be filled, the consumer said it might close.  There are two young people who will be 
lost if they have to leave.  The consumer stated it is one of the few places that provides support.  
The consumer indicated that people are afraid of the stigma and discrimination of living in a 
building known as HIV/AIDS housing. The consumer asked to be contacted by anyone who 
needs housing. 

A provider representative expressed appreciation to the AI for allowing housing providers to 
serve the undocumented.  However, the funding available is not enough to sustain them because 
the cost of housing is going up. They need housing and medical care.   

A participant who works in housing stated that the effects of not having affordable housing are 
far reaching.  People without housing cannot take care of their medical needs or mental health 
problems.   

The Hudson Valley GAP II Report contained the following comments regarding housing for 
PLWHA:   

o	 There are shortages of affordable housing throughout the region. A critical 
shortage was noted in Newburgh, and Dutchess and Sullivan Counties were also 
specifically mentioned. The availability of housing is particularly difficult for the 
working poor (e.g., those who earn $30,000 to $40,000 per year). Rental 
assistance is also difficult to secure.  

o	 Homelessness is a barrier to treatment, adherence and prevention. An address is 
necessary to file applications for services.  

o	 The stigma of HIV/AIDS, which perhaps is worse now than in the 1990s, may be 
a deterrent to PLWHA actively seeking housing.  

o	 Section 8 denies housing to people with criminal histories.  Therefore HIV+ 
prison releasees are not eligible. 

The New York State Consolidated Housing Plan, 2011-2015, attributes a spike in the need for 
housing resources for PLWHA in part to the dramatic decline in the death rate due the increased 
effectiveness of medications used to  treat AIDS. Many persons with HIV/AIDS are living on 
Supplemental Security Income (SSI) or receive public assistance while awaiting determination of 
SSI eligibility. They lack the income necessary to pay Fair Market Rents (FMR). In addition, 
many persons living with HIV/AIDS require supportive services, such as home health care, case 
management, substance abuse and mental health evaluation and treatment, transportation, child 
care, and other services. Supportive housing programs offer the combination of housing and 
supportive services needed by persons living with HIV/AIDS to maintain their health.  A number 
of barriers related to housing have been: rising utility costs; long waits for Section 8 subsidies in 
order to free up long term Housing Opportunities for Persons with AIDS (HOPWA) assistance; 
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reluctance of some landlords to rent to clients with criminal backgrounds; and the downswing of 
the economy causing lost or reduced income.  Some have also noticed the continued need to 
adjust Housing Subsidies in 2010. This means more is spent on Housing Subsidies for fewer 
clients. Other trends noticed were a lack of safe, sanitary housing.  And some have identified 
difficulty finding large apartments for large families within the FMR.  When applicants apply for 
HOPWA rental subsidy, many are not adequately housed.  It can take some time to find housing 
that meets FMR and Housing Quality Standards which delays enrollment.   

Transportation 

Inadequate transportation was raised in both the consumer and provider forums.  Provider 
representatives commented that transportation is a real issue.  A transportation coordinator stated 
that people get discouraged and do not go to appointments.  As a result, their health suffers. The 
coordinator’s grant only allows travel within Dutchess County; therefore, clients cannot be 
transported to providers in other counties.  A provider representative commented that 
transportation is the biggest problem in the region; medical transportation is very difficult.  
Another stated that there are so many restrictions in terms of where people can and cannot be 
transported to. Concern was also expressed over funding for transportation, whether there would 
be future cuts, and the availability of transportation to vital support services such as Alcoholics 
Anonymous (AA) meetings and consumer involvement activities.  

The Hudson Valley GAP II report identified inter-county transportation and transportation in 
rural areas as two key concerns. 

A consumer at the listening forum said that Medicaid transportation is a big issue for people in 
the region. The consumer had a stroke and has to go to Goshen for lung issues and has to carry 
an oxygen tank and use a walker. Unfortunately, it is difficult to take a shuttle bus with oxygen 
and a walker. The consumer stated that Medicaid transportation providers make a pick-up and 
then stop and pick up five more people.  The cab should take people directly to their destination 
without picking up and dropping others at different locations along the way.  The consumer 
stated, “The State should not tell me what doctor I have to see.  Medicaid is saying they can’t 
transport someone to another county to go to the doctor.  They say we have to choose a doctor in 
a different county.” Another consumer commented that people are abusing Medicaid 
transportation, and Medicaid is starting to catch up with them.  That is one of the reasons they 
are encouraging the use of the shuttle. 

The Hudson Valley GAP II report also identified medical transportation as a significant issue.  It 
stated that most counties do not have needed specialists; therefore, patients must travel to NYC 
for care. Medicaid restricts the use of medical transport and will not provide taxi service to 
appointments outside the consumer’s county of residence, thus creating a barrier that can impede 
a patient from receiving necessary care. 

A participant at the provider forum commented that people want to come to meetings, but 
because of transportation restrictions, getting there is difficult.  There is a fear that consumers 
will lose a vital connection.  People coming for services may say what providers want to hear.  
However, in forums like the network meetings and this one, people feel freer to say what they 
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want to say. The participant gave an example of a woman who attended the final network 
meeting and said it was fantastic.  The woman is excited about coming to the consumer listening 
forum.  The participant concluded by acknowledging that transportation is focused on medical, 
but stated that, “…medical is also mental health, and mental health is also stigma reducing.”   

Case Management 

A number of participants in the Hudson Valley listening forums expressed support for regional 
COBRA programs and apprehension about their future. 

A provider representative stated that supportive services, like non-medical case management, are 
essential because a lot of what goes on with people has nothing to do with their medical 
appointments.  The representative said he/she would like to see the AI continue to support 
COBRA because it is essential for clients. A participant stated that many programs are CBOs 
delivering tens of millions of dollars of AI services other than just COBRA.  COBRA is so 
integrally a part of these organizations’ operations and so financially important that the system 
could collapse if the COBRA dollars are just pulled out.  Many of them are not going to qualify 
as health homes. 

A provider representative commented that most people do not understand that NYS has decided 
to get out of targeted case management and to dismantle the COBRA programs.  Case 
management has played a major role in stabilizing the lives of thousands of people.  If this is not 
done carefully, all that will be lost.  At the same time, there has been retrenching of grant-funded 
case management.  Referrals for all services come from case management.  This is a vital, crucial 
change that is going to happen. The impact on client lives will be enormous, and the impact on 
organizations in our region will be enormous.  This is the last blow to AIDS exceptionalism, 
which has been eroding for years. The representative stated that staff is desperately frightened.  
The whole system is on a precipice without case management. 

A provider representative advocated for COBRA to remain a community based program, 
especially if adherence gains more support as an important form of prevention.  Low viral loads 
prevent the spread of HIV.  COBRA works in the community to get people medical 
appointments and to reinforce the importance of them taking their medications.  COBRA also 
assists in substance abuse outreach, in the stand-by guardianship program, and other programs.  
The representative believes that loss of those services within a community-based setting would 
be a huge issue for consumers in the area.   

A consumer from Rockland County expressed concern over case management.  In Rockland 
County, the number of case managers is limited.  There may be 75 consumers per case manager; 
they need help. The consumer believes that two or three more case managers are needed in 
Rockland County. 

Support for the Affected 

A consumer at the listening forum stated that when her brother passed away, the consumer 
organized a group of people to talk about AIDS on a specific date, and people just started 
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coming.  The consumer said when you find out you are infected, there is nothing anybody can 
tell you to help you release some of the feelings.  All you need is to get a group together. She 
said you just need a room where people can stand around and talk; that is what families need. 

A consumer and long-time survivor who is co-infected said that for the NA and AA models, 
there are local support networks. The consumer said he “takes his hat off” to people who are 
affected and come to the table.   

A consumer who is a recovering drug addict and has had AIDS for 26 years said that Sullivan 
County has Narcotics Anonymous (NA) and Alcoholics Anonymous (AA), but no support 
groups for people who are affected. The consumer was in denial because of the stigma 
associated with HIV/AIDS and was worried about people’s reactions.  The consumer began to 
smoke crack until finally making a decision to live.  The consumer asked why support groups for 
people who are affected cannot be started in this region.  Every PLWHA has a family member or 
somebody in their lives who is affected, and said PLWHAs must take the power back.  The 
consumer went to one.org and wants to start a program and see if there is anyone else interested 
in this area.  

Support from within the HIV/AIDS Community 

A participant in the provider forum spoke about the network and commitment to community.  
“When we started, it was a community of people who came together.  It’s the reason I wanted to 
keep the network going; there is a small group of people who had the courage to come together.  
As soon as you lift the fear, there is a quantum leap to health.  I would ask that we do what we 
can in the spirit of trying to give community to a group of people with courage and 
willingness….they feel so totally abandoned.”  

A provider representative spoke of the need to work together as a community.  The 
representative spoke about meeting every third Thursday to share information with each other. 
Now we’re back to doing things the way we did in the beginning.  The representative stated that 
PLWHA have to handle things themselves.  Everyone needs to give back.  “If we put together all 
the energy we have in this room, there is much to be said about what can be done.  Easy does it, 
but do it.” 

Another consumer stated that one of TOUCH’s first funded programs was for support groups for 
affected individuals; there were a number of support groups.  As times changed, funding changed 
and became restricted.  The consumer, who has been involved since the early 80s, commented 
that Body Positive does not exist anymore.  The networks provided a venue where people could 
talk; as the last participant said, this was very important.  The consumer understands that they 
were defunded because of cuts.  However, in the bigger picture, it is very damaging.  PLWHA 
have a need to connect. The consumer said the community is trying to figure out a way to 
support grass roots initiatives. They are not asking for money to run the network.  Consumers 
are bringing food and coffee to the meetings. “The hurdle is transportation.  People are willing 
to do legwork, but it is a matter of trying to find that support.” 
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A provider representative stated that the all-volunteer network in the region has been doing 
fantastic. This speaks to the dedication of the people coming to the meetings, but also the need 
in the area.  There needs to be a way to encourage greater participation by HIV-positive 
individuals. 

Other 

The Hudson Valley GAP II report indicates that enhanced support is needed in the following 
areas: 

 Services targeting African-American men who have sex with men;   

 Employment opportunities for infected individuals who are feeling well enough to work; 

 Legal services for PLWHA in this region; 

 Crisis (“safe house”) accommodations for the homeless; and 

 Immediate assistance for domestic violence victims.  

Education and Outreach 

During the listening forum, a consumer who participated in a tutoring program for children said 
that there is so much that they do not know about HIV.  It is vital to start young in terms of HIV 
education. 

Three provider representatives expressed the need to increase outreach and education to youth.  
One described how the age of newly diagnosed HIV cases in clinic continues to get younger, and 
one indicated that there are more full blown AIDS cases among young people.   

A 50 + year old consumer from Westchester County who has been positive since 1993 stated, 
“People ignore us like we’re invisible.” Another consumer acknowledged the need for outreach 
to young people but suggested that the 50 and over population should not be ignored.  

A consumer described a concept called UPWORDS Voices.  It is the same idea as a living quilt 
except it uses the internet.  It will involve consumers telling their stories; anything they want to 
share that will help inspire others to step forward and talk about their HIV.  The consumer 
proposed a three part approach. The first part is to have consumers tell their stories; the second 
is to incorporate prevention messages; and the third is to create a blog where consumers can 
communicate with each other. 

A provider representative who is a member of the SASDC suggested that the listening forums 
should be held more than every three years.  The representative expressed concern that because 
the networks were eliminated, there will be a greater disconnect in terms of providers and 
PLWHA. A benefit of the networks was the blending of agencies and PLWHA, coming together 
and working together. The representative stated that the all-volunteer network in the region has 
been doing fantastic. This speaks to the dedication of the people coming to the meetings, but 
also the need in the area. There needs to be a way to encourage greater participation by HIV- 
positive individuals. 
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A consumer commented that there is a lack of education for people with HCV, and they are 
scared about the treatment.  There is a need for education for consumers because there is a lot of 
misinformation out there.  

The Hudson Valley GAP II report also identified outreach and education to youth as important 
and observed the following: 

 Youth education is much needed.  
 More effective youth-oriented HIV education is needed in the schools and within 

youth groups, especially in foster care/group homes. 
 The teen street outreach program at Catskill Medical Center was terminated. 

Other 

The Hudson Valley GAP II report contained the following comments/recommendations 
regarding education and outreach: 

o	 Funds which had been allocated to community education have been cut, and there 
are no longer any presentations in the community or high schools in the Hudson 
Valley area. 

o	 People are not tested because they do not see their behavior as a problem.  Media, 
TV, and newspapers should do a better job educating the public at large. 

o	 Better community education via mainstream and ethnic media is needed to reach 
some historically “hard to reach” communities (e.g., migrant workers, sex 
workers, Spanish-speaking population).  

o	 Linguistically appropriate outreach is needed for migrants and seasonal farm 
workers. 

o	 Provider staff education and development is necessary to improve effectiveness in 
reaching out to at-risk groups, such as gay youth of color and undocumented 
individuals. 

o	 One of the only HIV service providers in this region had to cut an educator. 
Planned Parenthood does some education in this area but is not able to do much 
outreach due to funding restrictions.  

o	 Additional outreach is needed in Sullivan County. 
o	 Faith leaders must be meaningfully involved in outreach, especially in 

communities of color.  
o	 Better staff support and better networking among peer educators and outreach 

workers is needed.   
o	 Mobile outreach vans should be employed to conduct community-based 

programs; satellite offices are needed in rural areas. 
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Organizational, Policy, and Administrative Issues Affecting Care and Service 
Delivery 

At the listening forum, a provider representative complained about the administrative burden 
associated with federal grants.  “We’re getting returns on ridiculous things.”  People are being 
pulled out of clinical care to meet administrative requirements.  The representative stated that AI 
staff is getting caught in the middle of “ridiculous” demands from HRSA.   

A consumer with full blown AIDS said he has a problem with Medicaid and social services; he 
went without medication for six months.  The consumer believes that there should be a 
department just for PLWHA.  The local department of social services has no way of knowing 
what PLWHA go through every day.  PLWHA get negative attitudes anywhere they go; people 
think they’re dangerous. The consumer stated that people are needed in social services that 
understand. When the consumer is late on a bill, it is because he does not have the money.  He 
said social services should not ask what he “did with the 21 dollars they gave me.  I used it for a 
different bill. We didn’t ask to be this way.  Now that we are, we need some sympathy.  We still 
have feelings.” Another consumer added to those sentiments asking, “If you’re doing everything 
you’re supposed to do with these people, and they don’t do their jobs, it means we’re out of luck.  
They don’t understand that our lives are in their hands.  When they come to work with attitude, 
it’s not fair.” 

Dutchess County TGA Status 

Pursuant to the 2009 Ryan White Treatment Extension Act, any grantee who fails to meet the 
Part A Transitional Grant Area (TGA) eligibility status for three years in a row is ineligible for 
funding and, therefore, must close out its grant programs.  In fiscal year 2011, Dutchess County 
was among the TGAs whose case thresholds were not met for the third consecutive year.  
Therefore, effective February 28, 2011, Ryan White Part A funding ended for Dutchess County.  
New York State will receive TGA transition funding for 3 years equal to 75% of Dutchess 
County’s FY2010 Part A Award in year one; 50% in year two; and 25% in year three.  In year 
four, Ryan White funding specifically for Dutchess County will end.  

The established mechanisms within the TGA enable newly infected, underserved, hard-to-reach 
individuals, emerging populations and/or disproportionately impacted communities of color to 
access and remain in primary medical care. The Dutchess County HIV Health Services Planning 
Council prioritized other services which will support clients the absence of Part A funding.  The 
Planning Council has focused on the Health Insurance Premium Assistance Program to sustain 
access to care, when both core and support services will be limited.  Private insurance enables 
PLWH to receive care and specialty services.  On the individual client level transition, the 
Dutchess County Department of Health is working with currently funded providers to review 
their plans for termination or transfer of services for Part A clients as needed. 

HRSA expects that because New York State is receiving TGA transition funds, it will “ensure 
continuation of HIV care services to clients living in the former TGA jurisdiction” and “ensure 
uninterrupted services for clients receiving Part A-funded HIV care/services.”  However, New 
York State has experienced a cumulative loss of Ryan White Part B funds of more than $30 
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million since 2006.  In FY 2010 alone, the State’s Ryan White Part B grant was cut by $11.3 
million.  In addition, State funds supporting HIV/AIDS services have been reduced by $26.1 
million since 2008 due to the State’s budget deficit.  These reductions in funding have been 
accompanied by increases in demand for services and increased utilization and cost. 

Due to reductions in funding for HIV/AIDS services, the State has been forced to cut Part B-
funded services and activities.  The State will not be in a position to supplement the TGA 
transition funds directed to Dutchess County.  Also, there are no local funds available to 
supplement the reduced TGA award.  As a result, Dutchess County will lose 50 percent of their 
FY 2010 award in FY 2011, 67 percent of their award in FY 2012, and 83 percent of their award 
in FY 2013; funding will be eliminated in FY 2014.  It will not be possible to ensure 
uninterrupted services for clients receiving Part A-funded services in Dutchess County.  Rather, 
there will be reductions in Part A-funded services in Dutchess County.   

A transition committee has been formed to develop an action plan for the delivery of services 
that maximizes available resources and ensures a process that includes participation of those 
living with HIV disease in Dutchess County. 

During the listening forum, a provider representative stated that the loss of Dutchess County’s 
TGA status is a tremendous loss to the community.  The representative said that the transitional 
council is not working, and a lot of representation is gone. 

Other 

The Hudson Valley GAP II report indicates that many social service and outreach programs have 
been cut. All area inpatient psych and substance programs have been closed.  They used to be 
good areas for outreach and referral for testing. There is only one major agency addressing the 
medical and social needs of HIV+ and at-risk persons in the county (ARCS). 

The GAP II report noted that timely data on newly diagnosed cases is needed. 

Stigma and Confidentiality 

During the listening forum, a participant who works at a small residence in Newburgh stated it 
has provided a unique opportunity to help understand the experience of living with the virus.  
The participant has been trying to get medical care for an undocumented person who has been in 
the emergency room for two days.  When the participant told the doctor that the patient’s viral 
load should be looked at, he stepped back.  The participant stated that it is clear that the stigma of 
HIV is not going away. It is getting worse and worse.  As the agencies that are not HIV specific 
are being asked to take on the services for this population, they are fearful.   

A consumer stated that she went to a physician in Westchester County.  When the consumer 
provided her history, she was told, “We don’t see people like you.  You’re contagious, but I’ll 
refer you to someone.”   
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A consumer who was diagnosed with AIDS 26 years ago stated she was in denial because of the 
stigma associated with AIDS.  A consumer stated that PLWHA get negative attitudes anywhere 
they go. 

The Hudson Valley GAP II report contained the following comments on stigma and 
confidentiality: 

o	 The Haitian community in Rockland County is large, and stigma is pervasive. 
There are few Creole speaking providers outside Rockland. This population seeks 
services in other counties, outside of their immediate community, to protect 
confidentiality.   

o	 The stigma of HIV/AIDS, which perhaps is worse now than in the 1990s, may be 
a deterrent to PLWHA actively seeking housing.  

o	 There is still stigma attached to HIV testing. 

Special Populations 

Substance Users 

Please also see discussion under Substance Use. 

The Hudson Valley GAP II report contains recommendations for the following sub-populations 
of substance abusers: 

	 IDU - Commercial Sex Workers 

o	 Peer-based education and outreach 
o	 Anonymous counseling and testing 
o	 Referrals to drug treatment 
o	 Replicate the “housing first” model which provides stable housing  
o	 Provide training for front-line staff at the DSS, hospital ERs, homeless 

shelters, soup kitchens, etc., to familiarize them with MICA client’s needs and 
to enhance their ability to deescalate frightened people 

o	 Train HIV prevention providers in the relationship between childhood trauma 
and trauma reenactment and substance use in adulthood (like at Planned 
Parenthood, Hudson Valley) 

o	 Work with local police agencies to stop officers from arresting IDUs for 
possessing “paraphernalia” for clean needles purchased through ESAP. 

o	 Confidential HIV counseling and testing 
o	 Condoms 
o	 Hepatitis immunization 
o	 Gardasil 
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	 IDU - Immigrants/Migrants 

o	 Mental health and substance use counseling 
o	 Outreach 
o	 Peer programs 
o	 Domestic violence intervention 
o	 Housing assistance 
o	 Affordable health care including dental 

	 IDU - Women 

o	 Family-based drug treatment 
o	 Counseling, testing, partner notification 
o	 Skills building/acquisition 
o	 Economic self sufficiency 
o	 Training on condom negotiation 

	 IDU - MSM of Color 

o	 Peer and internet outreach 

	 IDU - Youth/Young Adults 

o	 Peer outreach 
o	 Testing vans 
o	 Education in middle and high schools 
o	 Asset-based intervention activities 
o	 Stipend mentoring programs 
o	 Internet outreach 

Mentally Ill 

Please see discussion under Mental Health. 

Mentally Impaired Chemical Abuser (MICA) 

The Hudson Valley GAP II report provides the following recommendations for “non-compliant” 
MICA clients. 

o	 Train HIV prevention providers in effective strategies to work with MICA 
clients and trauma survivors 
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o	 Develop effective HIV interventions consistent with the realities of MICA 
clients and trauma survivor’s lives 

Men Who Have Sex with Men (MSM) 

The GAP II report included recommendations regarding the following sub-populations of MSM: 

	 Young MSM of Color 

o	 Community outreach 
o	 School-based prevention and education 
o	 Teen-specific internet site 
o	 Safe spaces for young LGBTQ people to socialize through which HIV 

prevention services can be provided (model is Planned Parenthood’s Circles 
program) 

o	 Youth groups for gay teens outside of schools 

	 MSM - Non-gay identified men 

o	 Media campaign 
o	 Internet outreach and education 
o	 Targeted outreach 
o	 Support groups 
o	 Media campaign directed to women who may unknowingly have unprotected 

sex with MSM  
o	 Internet outreach 

	 MSM – Inmates 

o	 Peer education 
o	 Condom distribution 
o	 Counseling and testing 
o	 Incorporate HIV prevention into prison mental health, counseling and 

substance use programs  
o	 HIV prevention education in pre-release programs 
o	 HIV prevention counseling to inmates and partners before conjugal visits 
o	 Hepatitis immunization 

 MSM - Immigrants/Migrants 

o	 Peer education 
o	 Peer counseling 
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o Counseling and testing 
o Support groups 

 MSM - Youth 

o Peer education 
o Health clinics in schools 
o Condom education in schools 

Women 

The GAP II report provides the following recommendations: 

 Women of Color 

o Counseling and testing 
o Highly active antiretroviral therapy (HAART) education 
o Prenatal counseling 
o Women and partner testing before pregnancy 
o Skills-based community-based education 

 Hispanic women 

o Education 
o Condom distribution 

Adolescents/Young Adults 

For information raised at the listening forums, please see discussion related to adolescents and 
young adults under Education and Outreach. 

The Hudson Valley GAP II report recommended enhanced youth-oriented HIV education in 
schools and within youth groups, especially in foster care/group homes. 

Heterosexuals 

 Heterosexual Women of Color of Childbearing Age 

o Peer-based community outreach 
o Family-based drug treatment 
o Prevention case management 
o Risk reduction groups at agencies that provide transportation and babysitting 
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o	 HIV prevention interventions through WIC programs, immunization clinics, 
DSS, family planning centers, community based health centers (especially in 
pediatric and GYN departments), food pantries, soup kitchens, etc.  

o	 If the AI could engage other state agencies to incorporate HIV prevention into 
all the programs offered, women who need services would encounter HIV 
prevention at every turn. It suggested that this start with DOH programs 
outside of the AI, such as WIC. 

o	 Support groups 
o	 Gardisil 

	 Heterosexual Men of Color 

o	 Community outreach 
o	 Needle exchange and sterile needles 
o	 Skills-based counseling/behavioral science 
o	 Male version of SISTA 
o	 Condom distribution 
o	 Outreach specific to race/ethnicity 

	 Heterosexual Sexually Active Adolescents 

o	 Peer programs with targeted outreach/media campaign 
o	 Skills acquisition/skills building 
o	 Skills-based training for parents  
o	 Referrals to drug and substance use treatment 
o	 Incorporation of our new understanding that human brains are not fully 

developed until around 25 years old into interventions targeted to adolescents 
o	 Counseling and testing 
o	 Condom distribution 
o	 Internet outreach 
o	 Support groups 
o	 Access to health care services 

	 Heterosexual Middle Aged and Older Women 

o	 Skills building workshops on negotiating safer sex while fearing rejection 
o	 Support and skills-building groups for widowed/divorced women seeking new 
o	 relationships 
o	 Interventions in beauty salons 

	 Heterosexual Immigrants/Migrants 

190 



 

 
 
 

 
 

 
 
 
 
 

 
 

 

 

 
 

 

 

 

 
 

 

o	 Peer based counseling 
o	 Counseling and testing 

	 Heterosexual Commercial Sex Workers, Male and Female 

o	 Peer-based education and outreach 
o	 Anonymous counseling and testing 
o	 Referrals to drug treatment 
o	 Replicate the “housing first” model which provides stable housing 

The Aging 

At the listening forum, a 50 + year old consumer from Westchester County who has been 
positive since 1993 stated, “People ignore us like we’re invisible.”  Another consumer 
acknowledged the need for outreach to young people but suggested that the 50 and over 
population should not be ignored. 

The New York State Nurses Association (NYSNA) pointed out the need for more health care 
providers who not only understand the physiology of the HIV/AIDS patient, but also have an 
understanding of gerontological issues. Many of the patients who are HIV/AIDS positive are 
aging, and the current health care professional is ill prepared to manage the numerous co-
morbidities these patients have. NYSNA also commented that HIV/AIDS patients are also seen 
as long term care patients in the home environment. Many Certified Home Health Agencies 
(CHHAs) are facing cutbacks of 12% - 53% and are also ill-prepared to manage this population. 
It expressed a hope that funding will be restored to this population of patients to ensure they 
receive the highest quality of care possible. 

The Hudson Valley GAP II report noted that with increased life spans, PLWHA are experiencing 
more generalized medical and chronic problems associated with aging. Therefore, the need for 
coordination and integration of HIV/AIDS care with other care is becoming even more 
important. Increased integration of primary care and HIV/AIDS care is needed.  The report also 
suggested outreach and education at senior centers/residences and counseling and testing for HIV 
and STDs. 

Incarcerated Populations/Formerly Incarcerated 

The Maternal – Child HIV Transmission Work Group made the following observations and 
recommendations regarding incarcerated women of childbearing age: 

o	 Local correctional facilities represent one important point of contact for  hard-to-
reach, high-risk women in NYS 

o	 HIV testing should be recommended to all pregnant women, unless known to be 
HIV positive. 
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o	 Ensure that HIV positive pregnant women are started on antiretroviral (ARV) 
treatment/prophylaxis as soon as possible but at the latest by the second trimester. 

o	 It is a major challenge to prevent the interruption of treatment when HIV-positive 
pregnant women are in and out of correctional facilities.  The high percentage of 
substance abusers and inmates with mental health issues further complicates the 
issue. Ensuring that they are linked to outside clinics and care providers will help.  
Patients with co-occurring disorders require attention to transitional planning to 
ensure continuity in prenatal care, mental health and substance use services.  

o	 Inmates must also be made aware of community support services. 
o	 Better methods to re-activate Medicaid need to be devised so it is available to 

inmates upon release from correctional facility. 
o	 Use of electronic medical records (EMRs) is recommended to assist in 

management of care 
o	 Distinct webinars are being designed specifically for clinical and non-clinical staff 

that focus on the educational needs of each. 

Immigrants and the Undocumented 

The Hudson Valley GAP II report indicated that the Mid-Hudson Region has one of the largest 
populations of migrant workers.  There are seven different migrant/seasonal farm worker 
communities represented in Westchester, each with its own language. Many are undocumented.  
Migrant issues in Ulster and Putnam are significant. In relation to this population, the report cites 
the need for additional culturally and linguistically appropriate support groups and enhanced 
support services and counseling. 

Affected Population 

Please see discussion under Support for the Affected. 
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E. NORTHEASTERN NEW YORK REGION BARRIERS, 
SERVICE NEEDS AND ISSUES 

The Northeastern New York Ryan White region covers the largest 
geographic area in the State, stretching from the Hudson Valley to the 
Canadian border. It is comprised of seventeen counties: Albany, 
Clinton, Columbia, Delaware, Essex, Franklin, Fulton, Greene, 
Hamilton, Montgomery, Otsego, Rensselaer, Saratoga, Schenectady, Schoharie, Warren, and 
Washington. Its population is 1,505,878 (2010 census) or approximately 7.8 percent of New 
York State’s population. 

There have been over 2,939 AIDS cases reported in this region since the beginning of the 
epidemic, and nearly 2,400 persons are living with HIV or AIDS in the region.  There have been 
1,570 deaths caused by the disease. Nearly 51 percent of newly diagnosed HIV cases are 
among persons of color. Over 41 percent of HIV/AIDS cases in the region are from Albany 
County, which has over 20 percent of the region’s population, but every one of the 17 counties 
has reported cases. Among Black and Hispanic males living with HIV/AIDS in the region, 
MSM is now the primary risk factor, followed closely by IDU. This represents a shift, as IDU 
was historically the leading risk factor among these groups. Among White and Native American 
males, MSM is the predominant risk factor. Among females living with HIV/AIDS, heterosexual 
transmission is the primary risk factor across all racial/ethnic groups, except for Native 
American, where IDU is the predominant risk factor. 

Following is a summary of the barriers, service needs and issues drawn from a variety of 
documents and information secured during listening forums held in Albany involving, 
consumers, clinicians, and service providers.  

Barriers 

The most significant barriers identified in the Northeastern New York region were: 

 Lack of transportation. 
 Shortage of affordable housing. 
 A shortage of dental, medical, substance abuse, and mental health providers and case 

managers familiar with the special issues facing people living with HIV/AIDS. 

Service Needs and Issues 

Prevention 

At the listening forum, a consumer diagnosed 16 years ago who is working with LGBT of color 
related the need to educate others so that they do not get infected.  The consumer suggested we 
look at prevention so that we are addressing those living with the virus and making sure they are 
taking care of themselves and not infecting people in the community.  People living with the 
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virus do not always want to hear about prevention.  We need to look at prevention methods that 
address both negatives and positives. 

A consumer stressed the importance of HIV education in public schools but stated that the 
mandate to have an HIV/AIDS curriculum is not enforced.  It must be enforced. 

A consumer stated that the successful formula to eradicate HIV is sex education plus testing plus 
treatment.  The consumer questioned where progress has been made when two young people can 
graduate from the same high school and have different sex education.   

A participant related that at an intake was conducted on a 19-year-old African American female 
in her first year of college.  This woman had had only two sexual encounters and she became 
HIV positive because of one of them.  The participant stated that prevention work is essential, 
especially in communities of color where the virus is running rampant. 

A consumer indicated that the Northeast Region has very discouraging numbers in terms of the 
prevalence of HIV, hepatitis C, Chlamydia, and syphilis.  The consumer advocated utilizing all 
available resources to address this issue and stated that preventive models must be incorporated 
into our approaches. 

In light of increases in diagnoses of HIV and Chlamydia seen recently, a provider representative 
stated that prevention services must be available and need to be a priority. 

A consumer stated that prevention workers need to understand all the populations within MSM 
in order to acknowledge and address behaviors. Teaching must be designed to be successful for 
each subpopulation. 

The Northeastern Region GAP II Analysis Report identified the following with regard to 
prevention: 

o	 The role of case managers in rural counties is critical to decrease the transmission of 
HIV. 

o	 The heterosexual population was the only group consistently identified as needing 
targeted prevention activities. 

o	 Prevention services for migrants were recommended. 
o	 HIV prevention information was recommended for correctional facility inmates and 

residential treatment facility clients upon their release. 
o	 Secondary prevention services for HIV-positive individuals are mainly available in the 

larger urban areas, making them difficult to access by those living in outlying areas.  
o	 Dissemination of prevention information is difficult because of the low population 

density and wide geographic area of the region; this creates a barrier to HIV prevention. 
o	 Stigma and denial are still significant barriers in the region.  
o	 Providers need more funding in order to do a better job of prevention. 
o	 Additional syringe exchange programs/harm reduction programs are needed. 
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HIV Testing 

During the listening forum, a provider representative stated that in smaller communities, there 
could be a backlash as a result of the mandatory offer of testing.  The representative requested 
the AI to consider public health announcements or something similar to educate the larger 
society about what the front line providers are trying to implement.  A participant in the 
consumer listening forum commented that the community needs to understand that HIV testing 
is a good thing. But the problem is how to promote testing when there are no resources.   

A participant stated that people can be brought into STD testing because it is not as scary, and 
then providers can help move them toward getting an HIV test. 

There were a number of comments regarding HIV testing included in the Northeastern Region 
GAP II Analysis Report: 

o	 Testing must be culturally and linguistically appropriate and available on a walk-in 
basis. 

o	 Testing and care referrals incorporated as part of contracts would ensure the 
accessibility of confidential testing with appropriate follow-up for care and treatment.  

o	 There are currently no anonymous, rapid testing sites in Saratoga. 
o	 Additional testing sites are needed in the North Country. 
o	 Increased testing options are needed for the uninsured. 
o	 Many women are not offered testing in prenatal care because they are not perceived 

to be at risk. 
o	 Funding for rapid testing is needed. While counties currently absorb these costs, this 

may not continue as their budgets become even tighter. State support of local health 
departments is necessary to ensure continued provision of testing. 

Health Care 

Access to Care in Rural Areas 

During the Northeast region listening forum, a consumer stated that there have been instances in 
Fulton/Montgomery County when people who were acutely ill, not related to HIV, were sent to 
Albany Medical Center Hospital (AMCH) simply because they were HIV positive.  For example, 
they may have broken an ankle and were shipped to AMCH.  Another consumer from Fulton 
County speaking on the behalf of rural residents built on the first consumer’s comments.  There 
is a feeling that HIV+ patients cannot be treated in rural areas; that the facilities and staff are not 
equipped. That is the case even in an emergency situation.  Even if the cause of the condition is 
not related to HIV, PLWHA are referred to the AIDS treatment center.  The consumer believes 
that you do not get quality care in rural areas because it is “an easy brush off and they send you 
to Albany Med.” The consumer urged the AI to make sure that there is a link, either by 
computer or telephone, from regional facilities to nearest AIDS facilities.   

Another consumer living in Amsterdam who has been HIV positive for 24 years was referred to 
Nathan Littauer Hospital. The hospital indicated that it could not do anything for HIV, so the 
consumer had to go to Albany.  The consumer stated that Amsterdam has no HIV specialists; 
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therefore, patients must travel to Albany.  Further, medical transportation must be arranged seven 
days ahead of time; if a person gets sick tomorrow, he cannot call and get transportation.  
Transportation and the lack of HIV doctors are big issues. 

A provider representative affirmed that there is a lack of physicians and that in rural areas, 
people have to travel two or three hours just to get to the doctor. 

A provider representative commented on the shortage of services in rural areas.  Providers say 
the volume is not there to validate the investment.  That is understandable.  There are individuals 
who have moved to smaller environments for a variety of reasons.   

The Northeastern Region GAP II report contains the following comments regarding the PLWHA 
in rural areas: 

o	 There is isolation for those who live in more rural communities. 
o	 The role of case managers in rural counties is critical to facilitate access to care, 

maintain positive health outcomes and decrease transmission of HIV.  
o	 Multilingual and culturally competent case management is necessary to reach the 

myriad of communities living in Northeastern New York. Because it can take an 
entire day for a case manager to travel to a person’s home, the staffing needs in rural 
areas are especially high. 

Dental 

At the listening forum, a provider representative indicated that there is a shortage of dental 
services for PLWHA. Another provider representative identified dental care as a need and noted 
that there has been a decrease in Medicaid support for dental care.  The provider expressed 
concern that dental care is not considered part of the health care discussion.  Dental problems can 
impact the immune system and general health.  Doing dental work for PLWHA is more 
complicated and challenging.  It is a real deficit, and there is a need for the service in the region.  

A provider representative from Whitney Young Health Center, which provides dental services, 
stated that its greatest challenge is not being able to recruit dentists.  They can make more money 
in private practice. Whitney Young has been trying to get hygienists to be able to do more work; 
it is a challenge, but if it can be overcome, it will increase access to dental services.  

A consumer stated that access to adequate dental services in the region is terrible and that the 
MRT reduced Medicaid reimbursement for dental so people on Medicaid are going to have 
trouble accessing dental services. Access to providers for persons living in rural communities is 
also problematic.  This region covers a 17-county area, so some individuals have to travel an 
hour to two hours, and in the winter even longer, to their appointments.  Often those 
appointments are cancelled and they get bumped.  

A consumer suggested increased use of mobile dental sites to serve people who cannot travel to a 
dental office. The consumer was in a program that employed a dental trailer.  
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The Northeastern Region GAP II report also identified the lack of dental services for PLWHA as 
an issue. 

Other 

A provider stated that it is becoming harder and harder for primary care physicians to take over 
HIV care because of all the medications and side effects, so we will need more infectious disease 
specialists. 

A consumer commented that the HIV population is increasing, but no increase is being seen in 
HIV specialists. Studies have shown that people who have a physician with experience live 
healthier and longer lives. The consumer suggested that there should be incentives to become an 
HIV specialist. 

Health Coverage and Reimbursement 

During the listening forum, a provider commented that it is not uncommon for someone to find 
out they are HIV positive and go on a binge that can last any length of time.  Then when they 
want treatment, they may not have Medicaid or benefits in place.  It would be good if people 
could get services before the benefits are in place.   

One provider representative observed that there have been increases in Medicaid spend down.  
Another participant stated that as a provider, it is difficult to accept Medicaid managed care 
patients because the reimbursement rates are very low.  As we move to full health care reform 
and more and more people are enrolled in managed care, fewer providers will be able to keep 
their doors open. 

A provider representative stated that there is a lack of specialty providers who accept Medicaid.  
A consumer who complained about the co-pays required by his HMO stated that he enrolled in 
the HMO because Medicaid would not pay for dialysis.  A provider representative stated that 
health insurers are resistant to a person entering substance abuse rehabilitation. 

A consumer stated that ADAP was important.  The consumer did not know about it until told 
about it by a case manager 

Managed Care 

During the listening forum, one consumer stated that the removal of the exemption for persons 
with HIV from enrolling in mandatory Medicaid managed care was a “shock” and said, “It is 
very new.” Another consumer stated that it was difficult to understand the issue and asked for 
some clear documents so participants can convey the information; there is a need to spell out the 
good and the bad. 

A provider representative expressed concern over the change to Medicaid managed care and the 
change in the management of medications.   
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A provider representative stated that barriers in accessing health care services include the lack of 
specialty providers who accept Medicaid.  It is not uncommon for people to have to travel for a 
specialty appointment.  Another provider representative stated that there will be some good in 
the movement to managed care because it is going to open up possibilities for specialty care. 

A participant stated that as a provider, it is difficult to accept Medicaid managed care patients 
because the reimbursement rates are very low.  Sliding fee self-pay patients pay more than 
Medicaid managed care plans. As we move to full health care reform and more and more people 
are enrolled in managed care, fewer providers will be able to keep their doors open. 

A provider representative expressed some frustration with managed care.  Under managed care, 
what is billable or not billable and what constitutes comprehensive versus supportive case 
management are very unique to every individual plan.  People do not know how to navigate the 
system; people are falling through the cracks. 

A consumer enrolled in Capital District Physicians Health Plan (CDPHP) Medicaid complained 
that co-payments are now required.  The consumer stated that CDPHP would not pay for a nurse 
even though his physician requested one.  The consumer enrolled in CDPHP because Medicaid 
would not pay for dialysis. 

Health Homes 

At the listening forum, a representative from Whitney Young Health Center stated that the health 
center is a level 3 medical home.  HIV is one of its key conditions, and it is currently working to 
implement medical homes for diabetes.  The health center wants to continue using the medical 
home model.  The representative suggested that the AI work with National Committee on 
Quality Assurance (NCQA) to recognize HIV programs as one of its target areas.  There are 
different standards for medical homes.  The representative asked how providers get recognized 
as a quality provider. Standardization for quality measures would be helpful.   

Sexually Transmitted Diseases (STDs) 

During the listening forum, a participant who works in an STD clinic said that a lot of herpes is 
being seen. It is not reportable, but it is considered a risk factor for HIV transmission.   

A provider representative stated that the integration of HIV and STD has made a big difference.  
At the regional level, it has increased staffing, and we can see a lot more patients.  

A provider representative said that there has been an increased rate of Chlamydia in youth, 
especially youth of color.  Prevention services must be available and need to be a priority; they 
are an important part of the continuum. 

Hepatitis C (HCV) 

During the Northeast region listening forum, a provider representative told AI staff members that 
at the last listening forum, the AI heard what consumers, clinicians, and providers said because 
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some of the RFAs that came out reflected our comments.  The representative continued that 
participants in this year’s forum wish to restate and expand on the hepatitis C (HCV) issue.  The 
model of service delivery created for HIV/AIDS fits perfectly for HCV, and providers will be 
participating in the demonstration project regarding the rapid test.  However, if testing is 
expanded and more positives are found, the concern is that there will not be enough treatment 
slots. The limited providers that are willing to take individuals with low incomes are concerned 
that they will be inundated. There is concern that if treatment is needed and promised, it might 
not be able to be delivered. There need to be supportive services to help the patient make it 
through HCV treatment.  Case management and support groups are needed to stabilize the 
patients’ lives and make sure they stay in treatment.  Another provider representative reiterated 
that we have to be cautious about testing people for HCV when we do not have enough 
providers. HCV is complicated; it is hoped that the new medications will help. 

A consumer who has been HIV positive for 25 years related that when people were first tested 
for HIV, they were not tested for HCV. By the time the consumer was tested, it was too late.  
The consumer had cancer and now needs a liver transplant.  Medicaid has not agreed to pay for 
interferon. A consumer living with HIV since 1990 went to a lecture and asked a doctor that was 
there why no one talks about HIV and hepatitis. The consumer has hepatitis and would like to 
see more information about AIDS and hepatitis, the cause of hepatitis, and the new medicine 
available. 

A provider representative commented on the success of integrating STDs with HIV and asked if 
the AI sees HCV being integrated at the field services level. Another provider voiced support for 
integration of HCV with HIV.   

A provider indicated that the integration of HIV, STD, and HCV testing is critical and must 
include risk reduction counseling and harm and risk reduction supplies. 

A consumer stated that a couple friends have HCV.  They have no counseling, no resources. The 
AIDS Council doesn’t have a program to help people with HCV.  More doors to testing need to 
be opened. 

Substance Use 

At the listening forum, a provider representative stated that health insurers are resistant to a 
person entering substance abuse rehabilitation. It would be wonderful if the AIDS Council could 
work with OASAS to train substance abuse counselors to work with HIV/AIDS patients.  Once 
they have CASAC certification, there is little education.  Some counselors tell us that PLWHA 
might not want to share their status but might want to talk.  If counselors do not understand the 
challenges of HIV patients, they are not able to meet their needs.  PLWHA would rather go to 
someone who understands; they do not feel like they are being understood in the substance abuse 
treatment environment.  CASACs have to be recertified every three years, and it would be good 
if HIV were part of their continuing education.  Ongoing education about HIV should be part of 
the recredentialing process that counselors undergo.   
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A consumer who has been in a lot of substance abuse programs complained that clients just sit 
and watch a video with old information that has not been updated about new medications, and 
then they are done; clients need to be given information more than once.  The consumer is now 
going to school to be a counselor. 

A letter from OASAS to the AIDS Institute stated that clinicians in OASAS-certified programs 
are trained to address the needs of PLWHA.  By regulation, each program must have a qualified 
health care coordinator that ensures education, risk reduction counseling and referral services.  
While the OASAS data system does not collect information on HIV/AIDS, a comprehensive 
evaluation is done of each client that includes, “in part, the patient’s physical health history 
including HIV/AIDS.” 

The Northeastern Region GAP II report recommends the following pertaining to substance abuse 
services: 

o	 There is a need to understand the interaction of substance abuse with mental 
health and HIV. 

o	 Programs are needed in the region to treat MICA patients with HIV/AIDS. 
o	 More syringe exchange programs/harm reduction programs are needed. 

Mental Health 

Several participants in the provider listening forum commented on the need for mental health 
services. They had the following comments: 

o	 It is almost impossible to access mental health services.  It is the most needed 
component of care.   

o	 There is a lack of mental health services.  Even if a provider that takes insurance 
can be found, the waiting list is too long. 

o	 When it comes to chronic mental illness, there are limited providers with long 
waiting lists.  It is difficult to get people in.  

o	 The mental health field is not prepared to deal with PLWHA who are dually or 
triply diagnosed; these clients might be in services for years. 

One provider representative said that there is a need to train providers to have a better 
understanding about mental health needs.  People need training on how to address crisis 
intervention.  A lot of our people cannot go to traditional mental health counseling.  They need 
care for shorter periods of time to get them through hurdles.  Instead of tailoring them to the 
system, the system should be tailored to them.  The representative runs a mental health housing 
program.  There is a several month waiting list.  The counselors are not trained in HIV.  There is 
a breakdown; more integration is needed.   

A provider with access to a part time psychiatrist onsite indicated that restructuring is being 
considered along with the addition of a social worker.  It will provide at least a limited expansion 
of mental health services. 
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A consumer stated that one-on-one mental health care is costly and labor intensive.  He said that 
he has not seen many support groups in the area.  Those that do exist have barriers, and there is 
stigma associated with a mental health diagnosis. 

A participant commented that everybody who lives with HIV suffers from mental health 
problems to some degree or another - minor depression; major depression; suicidal tendencies.  
When the participant works with someone who needs immediate mental health services, crisis 
intervention will not come.  The program director has to call facilities to see if there is a bed.  In 
the meantime, staff has to deal with a person who is having a “meltdown.”  The participant 
indicated that he is dealing with his mental health issues, but he is one of the strong ones; many 
do not have that strength. He stated that there is a six-week waiting list for mental health 
services and asked what a person can do for six weeks when they need these services. 

The Northeastern Region GAP II report recommends the following pertaining to mental health 
services: 

o	 There is a need to understand the interaction of substance abuse with mental 
health and HIV. 

o	 Increased mental health counseling services are needed for PLWHAs and those 
who care about/for them. 

o	 Programs are needed in the region to treat MICA patients with HIV/AIDS. 

Supportive Services  

Housing 

During the listening forum, a provider representative commented that the national economy has 
had a devastating impact on people.  There has been an increase in the number of people 
requesting assistance for basic needs, like food, clothing, and transportation.  The representative 
acknowledged the AI for recognizing the need for housing assistance in the region. 

A consumer commented that stable housing is important.  If an individual does not have stable 
housing, he cannot get anything else.  Another consumer stated that getting into and maintaining 
affordable housing is very important.  Sometimes people cannot afford to stay in housing 
because utility bills are too high.  

The Northeastern Region GAP II analysis also identified the need for safe, affordable housing 
and recommended providing people education and information on available housing options so 
they can advocate for themselves.  

The New York State Consolidated Housing Plan, 2011-2015, attributes a spike in the need for 
housing resources for PLWHA in part to the dramatic decline in the death rate due the increased 
effectiveness of medications used to  treat AIDS. Many persons with HIV/AIDS are living on 
Supplemental Security Income (SSI) or receive public assistance while awaiting determination of 
SSI eligibility. They lack the income necessary to pay Fair Market Rents (FMR). In addition, 
many persons living with HIV/AIDS require supportive services, such as home health care, case 
management, substance abuse and mental health evaluation and treatment, transportation, child 
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care, and other services. Supportive housing programs offer the combination of housing and 
supportive services needed by persons living with HIV/AIDS to maintain their health.  A number 
of barriers related to housing have been: rising utility costs; long waits for Section 8 subsidies in 
order to free up long term Housing Opportunities for Persons with AIDS (HOPWA) assistance; 
reluctance of some landlords to rent to clients with criminal backgrounds; and the downswing of 
the economy causing lost or reduced income.  Some have also noticed the continued need to 
adjust Housing Subsidies in 2010. This means more is spent on Housing Subsidies for fewer 
clients. Other trends noticed were a lack of safe, sanitary housing.  And some have identified 
difficulty finding large apartments for large families within the FMR.  When applicants apply for 
HOPWA rental subsidy, many are not adequately housed.  It can take some time to find housing 
that meets FMR and Housing Quality Standards which delays enrollment.   

The Legal Aid Society of Northeastern New York (LASNNY) has worked to try to assist people 
with housing issues through this economic downturn.  In 2010, it recorded the following 
accomplishments with regard to housing.  These numbers represent all clients served, including 
PLWHA. 

o	 Prevented homelessness by preventing or forestalling evictions or allowing time 
for a client to find alternate permanent housing for 376 households, benefitting 
1,054 people 

o	 Prevented involuntary foreclosures for 78 households, benefiting 217 people. 
o	 Provided legal services in obtaining shelter-related public assistance for four 

households. 
o	 Provided advice and brief service to 1,178 households, benefitting 2,880 people. 
o	 Reached 3,162 people through distribution of CLE materials on housing issues in 

print, in person and on the internet at www.lawhelp.org/ny . 

Transportation 

Inadequate transportation and excessive travel times were identified at both the consumer and 
provider listening forums as significant problems. 

A provider representative indicated that it is very difficult to get to care and services, even in the 
city. Transportation issues are very difficult, and they discourage people from going to their 
doctor or to other services they need.  It is difficult to keep someone well if they do not have 
transportation to the services they need. Another provider agreed that transportation is a big 
issue. 

A consumer that has walked to the Damien Center for four years commented that transportation 
should be provided “to get to and from wherever people need to go – doctor’s office or 
supermarket.” 

A provider commented on the transportation in the North Country.  In Plattsburgh, there is a city 
bus system, but it only operates in Plattsburgh.  In some rural areas, transportation infrastructure 
does not exist. A consumer suggested that expansion of access to transportation in remote areas 
is something that should be worked on. 
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A provider representative stated that for Medicaid transportation, if someone wants to travel out 
of county, they have to give a seven-day window; for an emergency, it is a 48-hour window.  So 
people end up in the emergency room.  If they are positive, they end up at Albany Medical 
Center Hospital.  

The Northeastern Region GAP II report stated that transportation has been the number one 
priority in Northeastern New York for the past ten years and remains a significant barrier to care. 

Case Management 

During the listening forum, a representative from Albany Medical Center Hospital (AMCH) 
stated unfunded, non-reimbursable case management services are provided, particularly making 
sure that people have health insurance or medical transportation.  AMCH gets some grants, but 
there really is not funding to provide intermittent services.  It is all comprehensive with 
assessments and conferences every six months, but some service needs are one time.  It is a gap. 
With one of our new grants – family focused HIV health care for women – there is a new 
medical case management model.  Supportive case management needs to be referred out to 
COBRA. It defeats the one-stop shopping benefit and requires so many different people to be 
involved in a patient’s case. 

A provider representative stated that case managers help people find medical providers and make 
sure they stay in care. Without case management services, clients are not followed up, which is 
detrimental to their health outcomes.  A consumer stated that the case management services 
provided by the AIDS Council in Glens Falls have helped tremendously. 

The Northeastern Region GAP II report also contains several comments regarding case 
management: 

o	 Improved coordination of existing services and ancillary services for HIV-infected 
individuals is needed. 

o	 A flexible case management model that offers a wide scope of interventions on a 
continuum ranging from supportive services to intensive case management should be 
employed. 

o	 Multilingual and culturally competent case management is necessary to reach the 
myriad of communities living in Northeastern New York. Because it can take an 
entire day for a case manager to travel to a person’s home, the staffing needs in rural 
areas are especially high. 

o	 The role of case managers in rural counties is critical to facilitate access to care, 
maintain positive health outcomes and decrease transmission of HIV. 

Employment 

During the listening forum, a representative from the Damien Center said that one of the things 
seen when you get past the basic needs – housing and getting to the doctor and mental health – is 
a number of people looking to get back to work, to get back to life, and to learn skills that help 
them in the community.  It has to do with wanting to feel productive and useful.  If there were 
programs that would help people get back to work, it could promote better health outcomes 
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because it would help give purpose to life.  It would also help to have a benefits counselor to 
help analyze the myriad changes that could occur when someone does go back to school or back 
to work. In other states, benefits counselors are reimbursable.   

Legal Services 

The Legal Aid Society of Northeastern New York (LASNNY) states that the civil legal problems 
of low-income people involve essential human needs, such as protection from abusive 
relationships, safe and habitable housing, access to necessary health care, disability payments to 
help lead independent lives, family law issues including child support and custody actions, and 
relief from financial exploitation.  Since 2006, LASNNY’s HIV/AIDS Law Consortium (HALC) 
program has opened 1,038 cases for clients affected by HIV or AIDS.  The cases represent a 
wide range of legal issues, most prevalent among which are consumer debt issues, employee 
rights, family law, obtaining and maintaining health insurance benefits, public housing rights, 
resolving landlord-tenant disputes and keeping PLWHA in housing, obtaining and maintaining 
public assistance, obtaining and maintaining Social Security benefits (SSD/SSI), and providing 
assistance with wills, health care proxies, and other advance directives.  During 2010, 143 
PLWHAs living within LASNNY’s 11-county catchment area were provided legal services.  
This level of service exceeded LASNNY’s goal of serving130 clients living with HIV/AIDS. 

Other 

At the listening forum, a consumer asked how to support those individuals who are dealing only 
with living with HIV. A lot of times, support groups deal with other issues like substance abuse, 
and there is no place for those with just HIV-related concerns.   

A participant in the consumer forum commented that in the Albany area, there are a few 
organizations concentrating on using their programming to help lower transmission rates among 
youth in MSM community.  At Damien Center, there is an intervention called healthy 
relationships that speaks to disclosure.  The information allows participants to talk openly about 
disclosure. The consumer, a facilitator in this program, described some interactions.  In the last 
three sessions, the topic of mothers or fathers who have gay sons has been prevalent.  The 
parents are concerned that their children are at risk for HIV infection.  They were offered 
education. The participant observes that there is a generation gap.  He cannot engage the 18, 19 
and 20 year olds and believes he is “a dinosaur.”  Someone is needed who resembles the 
population and speaks their language.  

The participant also indicated that In Our Own Voices has an initiative to deal with the 
transgender community - a community that has been left on their own.  The transgender 
community encounters barriers. Our community does not know how to address uncomfortable 
topics. “People are lost.”  

A consumer with AIDS since 1993 spoke about his experience with support services.  “I have 
had my share of ups and downs.  As I have gotten better, I’ve become an advocate on the State 
and local level – a peer advocate.  I worked as a medical case manager in Rochester, on the West 
Side, until we lost our funding in June 2010. We had 79 consumers in services.  We did not 
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meet the 200 minimum and our program was closed. I’ve witnessed that transition - the fear on 
people’s faces; the uncertainty of where they are going to go.  NYS and the AI have done a 
wonderful job of providing services. I stand before you 20 years in and I’m doing well.  I’m 
going to be able to continue my work.” 

A consumer praised the AI for supporting peer-delivered services because so many have 
benefited from them.  The consumer indicated that it is a model that works; the AI was 
encouraged to continue its support for peer-delivered services.   

A consumer who receives peer services from Damian Center stated that the Center is important 
and hopes it will continue in operation.  It helped the consumer move, get doctor appointments, 
and get clothing. He wants to bring the Hispanic community to Albany Damien Center. 

A consumer stated that there are not enough people who can communicate with the people they 
serve, like mono-lingual Spanish-speaking individuals; translation is an issue.   

A provider representative received a phone call from a mother in North Carolina.  Her son has 
HIV and she asked if there is a Ryan White program in this area.  The representative referred her 
to the AIDS Council and Albany Medical Center.   

The Northeastern Region GAP II report also contained the following comments relating to 
support services: 

o	 The Arbor Hill community center supports a youth empowerment program that 
provides training for 15-21 year olds. It was recommended that this highly successful 
program be expanded to include information regarding the challenges these youth 
face – beyond HIV - to assure the best possible outcomes. 

o	 Services are needed for the transgender population, including peer advocates who are 
familiar with and understand the unique needs of this population. 

Education and Outreach 
During the listening forum, a consumer said that there is a lot of information on HIV/AIDS on 
literature/resource stands, but it stays there and gathers dust.  There are not enough videos and 
not enough information going to anybody in the area about protected sex.  Parents do not know 
how to tell their children to use condoms without telling them it is alright to have sex.  Parents 
need help. 

A provider representative related two stories to illustrate the need for education and outreach; 
one of them also shows that stigma and discrimination are still factors. The first involved an 18 
year old woman who after being diagnosed with HIV was told by her family to leave.  She came 
in with her biological mother, and the provider had to talk to the woman about HIV 101.  The 
second involved a discussion the representative had with someone in the community who 
thought there was a cure for AIDS. The representative spoke to the man for two hours about 
HIV 101. The man “was floored” by the information.  The participant stated, “People outside 
this room do not understand (HIV).”  The representative continued that we are doing a bad job of 
informing people.  We have to start being proactive instead of reactive.  If we do not start talking 
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to people again about HIV, we are going to see numbers rise, and we will not be able to give 
services to people. Some people learn much too late that they are positive.   

A consumer who has been living with HIV for a long time and is an advocate believes that 
information must be provided to youth.  Youth must be educated correctly.  More advocacy is 
needed. 

A consumer said, “My best advocacy happens when I have a t-shirt on that says I’m positive, and 
I talk to someone in the grocery store, or when I pick up the phone in my home at night.  We do 
the best work when we’re out in our community talking with them about what they’re dealing 
with.” 

A consumer complained that World AIDS Day in Glens Falls is the only time that HIV/AIDS 
gets any notice; there is nothing the rest of the year.  No one is doing peer advocacy.  The 
consumer wants to become a peer advocate, but there is no training for it in the area.   

A consumer stated that more Spanish speaking people are needed for outreach.  The Latino 
community is scared to come out.  The Hispanic community does not know about a lot of the 
resources here. More outreach is needed. 

A consumer suggested that online social networking sites are another avenue to reach out to the 
MSM community. 

The Northeastern Region GAP II report contained the following recommendations with regard to 
education and outreach: 

o	 Staff trainings on cultural competence and sensitivity, partner notification and other 
HIV issues are required. 

o	 There is a need for a media campaign and education targeted toward the heterosexual 
population stating that AIDS has not “gone away,” and no cure has been found. 

o	 Outreach and comprehensive sexuality education for young people is needed. 
o	 Outreach in which HIV is the subtext was advocated as a means of reaching those 

who will not themselves seek testing. 
o	 More innovative approaches are needed to reach the general population. 

Stigma and Confidentiality 

During the listening forum, a consumer living in Glens Falls described a problem encountered 
with an ambulance service.  The consumer was picked up and the ambulance attendant yelled 
out, “He’s HIV positive.”  This has happened more than once.  The consumer indicated that he 
has been in hospitals, and when staff members found out he was HIV positive, they backed 
away. They do not have education on what to do with PLWHA.  The consumer asked if there is 
any way of getting somebody to educate them.   

The GAP II report identified stigma and denial as persistent and significant barriers in the region. 
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Organizational, Policy and Administrative Issues Affecting Care and Service 
Delivery 

A provider representative at the listening forum said that with the advent of expanded services 
and more contracts, contract management has become increasingly decentralized; this is an 
administrative challenge.  There is concern that there is a silo-ing of services, and it is making it 
difficult to integrate care.  A client is seeing multiple people.  I am not sure what the solution is, 
but we need to look at it. We do not want to send people to five different appointments.  We are 
working on it internally but might need to dialog with the AI on how to solve it.  The problem 
with decentralization is there seem to be different rules and different messages at different times.  
Some units are saying some things are allowed; others saying they are not.  Also, there is more 
paperwork which is a significant burden on the agency; we are spending more and more time 
managing the administrative burden.  We have always received advances on Ryan White 
contracts, and now we cannot receive advances anymore.  From a budgeting perspective, it is a 
nightmare for a small non-profit.  We know you are getting a lot of changes from HRSA, but if 
we could know as timely as possible, it would help.  Also, consistent messages from contract 
managers would help.  With the delay in state contracts last year, the lack of advances now, more 
and more burden is on the agency to pay for services by using our line of credit.  It is money that 
should be going to our clients, and instead it is going to pay interest to the bank.  One suggestion, 
an improvement team could be formed with AI and community-based providers to look at 
oversight and reimbursement systems to see how we can work together to make our lives easier.   

A representative from an Article 28 facility asked if there is a way to step back and review how 
funding is made available. If funding is in silos, access to care is in silos.  There might be 
community providers providing overlapping services.  Patients are stratified. The AI has 
integrated HIV and STDs, but here we are now talking about HCV as a looming concern.  The 
representative asked how the facility can position itself as an Article 28, how it can provide 
screening and referrals, and how it can be given the tools to start treatment.  The inability to do 
so comes back to the issue of silos of funding.   

Special Populations 
Communities of Color 

The Northeastern region GAP II report identified the following needs for communities of color: 
o General outreach 
o Peer advocates 
o Collaboration with faith-based communities 
o Targeted outreach to groups/organizations in the community 
o Skills building 
o Counseling and testing/STD screening and treatment 

Substance Users 

Please see discussion under Substance Use. 
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A letter from OASAS to the AIDS Institute stated that clinicians in OASAS-certified programs 
are trained to address the needs of PLWHA.  By regulation, each program must have a qualified 
health care coordinator that ensures education, risk reduction counseling and referral services.  
While the OASAS data system does not collect information on HIV/AIDS, a comprehensive 
evaluation done of each client that includes, “in part, the patient’s physical health history 
including HIV/AIDS.” 

The Northeastern Region GAP II report recommends the following pertaining to substance users: 
o	 There is a need to understand the interaction of substance abuse with mental 

health and HIV. 
o	 Programs are needed in the region to treat MICA patients with HIV/AIDS. 
o	 More syringe exchange programs/harm reduction programs are needed. 

The GAP II report also contains recommendations for a number of sub-populations of substance 
users: 

 Drug Users in Treatment 

o	 Skills acquisition/training 
o	 Prevention case management/transitional services 
o	 Peer education 
o	 Harm reduction-based interventions including access to sterile syringes, safer 

crack use kits, etc. 

 Individuals who transition from oral prescription drug use to IDU 

o	 Syringe exchange/Expanded Syringe Access Program (ESAP) 
o	 Outreach and education 
o	 Peer-based outreach and services 

 Steroid users 

o	 Peer interventions 
o	 Provide information to gyms/schools 

Mentally Ill 

Please see discussion under Mental Health. 

The Northeastern Region GAP II report recommends the following pertaining to mental health 
services: 

o	 There is a need to understand the interaction of substance abuse with mental health 
and HIV. 

o	 Increased mental health counseling services are needed for PLWHAs and those who 
care about/for them. 

o	 Programs are needed in the region to treat MICA patients with HIV/AIDS. 
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Mentally Ill Chemical Abusers (MICA) 

The GAP II report recommends the following for the MICA population: 
o Treatment 
o Prevention case management/transitional planning 
o Skills acquisition/skills building 
o Testing and counseling 
o Outreach to providers 

Men Who Have Sex with Men (MSM) 

During the listening forums, two provider representatives noted an increase in MSM.  One 
focused on the growth in numbers of young MSM participating in commercial sex work.  The 
other identified the rise in young MSMs in the African American community.  A consumer 
suggested online social networking sites are another avenue to reach out to the MSM 
community. 

Please see discussion regarding the needs of MSM under Prevention. 

The Northeastern GAP II report provided recommendations for the following MSM sub-
populations: 

 MSM with STDs 

o STD screening and treatment 
o Condom availability 
o Skill acquisition 
o Online interventions 
o Prevention education 

 MSM - Youth (under age 25) 

o Availability of condoms 
o Skills acquisition 
o Support groups 
o Social marketing 
o STD screening and treatment 
o Online interventions (including a youth empowerment website) 
o Supported socialization events 
o Peer programs/groups/outreach 

 MSM - Down Low 

o Educational materials 
o Health education/risk reduction 
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o STD screening and treatment 
o Skill building 

 Older MSM 

o Skill Building 
o Interventions delivered to individuals (IDI) 
o Testing 
o Condom access 
o Peer interventions 
o Community education via media 

 Younger MSM of Color 

o Online interventions 
o Internet education 
o Individualized risk reduction counseling 
o HIV testing; STD screening and treatment 
o Test sites specializing in MSM 

 MSM - Traveling for casual, unsafe sex 

o Education regarding STD risk and personal responsibility 
o Internet education 

 MSM - Meth Users 

o Substance use treatment specific to meth 
o Online interventions 
o Prevention case management 

Women 

The Northeastern Region GAP II report identifies the needs of pregnant women: 
o Outreach to women not in prenatal care 
o Health education 
o Facilitated access to health care through peers 
o HIV counseling and testing 
o Literature regarding HIV risk and sero-conversion successes in all gyn offices 

Heterosexuals 

The Northeastern Region GAP II report identified needs of the following heterosexual sub-populations. 

 Heterosexual Youth (under age 25) 

o Skills acquisition 
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o	 Social marketing 
o	 Peer education 
o	 STD screening and treatment/easy access to HIV screening 
o	 Positive youth development 
o	 Family intervention and monitoring 
o	 HIV-positive speakers at high schools and colleges 
o	 HIV education in middle school, high school, juvenile detention centers. 
o	 Prevention programs given by Albany County Department for Children, 

Youth and Families (DCYF), faith communities and neighborhood centers 
o	 Access to syringes 

 Heterosexual Adolescent Females 

o	 Skills acquisition 
o	 Easy access to HIV/STD info and screening for those under 18 years old 
o	 Peer education 

 Heterosexual African American Women 

o	 Peer interventions 
o	 HIV counseling and testing 
o	 Services for Drug Users Not in Treatment 
o	 Availability of syringes 
o	 Facilitated access to substance use treatment programs 
o	 Street outreach/harm reduction 

 Heterosexual Men-young and old 

o	 Risk reduction education for fathers and young men 

 Heterosexuals Over 50 

o	 Peer intervention 
o	 Education of doctors 
o	 Outreach via community and senior centers 
o	 Mass mailings/public service announcements (PSAs) 
o	 Outreach through churches 

 Heterosexual older individuals re-entering dating scene 

o	 Community education 
o	 Health care provider education 
o	 Outreach through churches/senior centers 
o	  PSAs 
o	 Internet education 
o	 Condom demonstration and peer group education 
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The Aging 

During the listening forum, a provider indicated that a particular area of concern is care of the 
aging population, especially in rural areas. Individuals who are aging cannot continue to make 
the trips to appointments.  Just getting them to and from care is really challenging, even without 
dealing with exhaustion. As people age, their lives change, and much of it has to do with 
loneliness. It also has to do with stigma and discrimination.  Getting the aging population 
together with others is extremely important; it helps them be healthier.  It also helps them 
understand the services available. We should focus on their general health care and getting them 
the right information.   

In its letter to the NYSDOH, the NYS Nursing Association (NYSNA) pointed out the need for 
more health care providers who understand the physiology of the HIV/AIDS patient and 
gerontological issues. Many of the patients who are HIV/AIDS positive are aging, and the 
current health care professional is ill prepared to manage the numerous co-morbidities these 
patients have. These HIV/AIDS patients are also seen as long term care patients in the home 
environment. Many certified home health agencies (CHHAs) are facing cutbacks from 12% - 
53% and are also ill-prepared to manage this population. Nurses are hopeful that funding will be 
restored to this population of patients to ensure they receive the highest quality of care possible. 

Incarcerated Populations/Formerly Incarcerated 

The Maternal – Child HIV Transmission Work Group had the following observations and 
recommendations regarding incarcerated women of childbearing age: 

 Local correctional facilities represent one important point of contact for  
hard-to-reach, high-risk women in NYS 

 HIV testing should be recommended to all pregnant women, unless known 
to be HIV positive. 

 Ensure that HIV positive pregnant women are started on antiretroviral 
(ARV) treatment/prophylaxis as soon as possible but at the latest by the 
second trimester. 

 It is a major challenge to prevent the interruption of treatment when HIV-
positive pregnant women are in and out of correctional facilities.  The high 
percentage of substance users and inmates with mental health issues 
further complicates the issue. Ensuring that they are linked to outside 
clinics and care providers will help.  Patients with co-occurring disorders 
require attention to transitional planning to ensure continuity in prenatal 
care, mental health and substance use services.  

 Inmates must also be made aware of community support services. 
 Better methods to re-activate Medicaid need to be devised so it is available 

to inmates upon release from correctional facility. 
 Use of electronic medical records (EMRs) is recommended to assist in 

management of care 
 Distinct webinars are being designed specifically for clinical and non-

clinical staff that focus on the educational needs of each. 
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Rural Residents 

Please see discussion under Access to Care in Rural Areas. 

The GAP II report contains the following comments regarding PLWHA in rural areas: 
o	 There is isolation for those who live in more rural communities. 
o	 The role of case managers in rural counties is critical to facilitate access to care, 

maintain positive health outcomes and decrease transmission of HIV.  
o	 Multilingual and culturally competent case management is necessary to reach the 

myriad of communities living in Northeastern New York. Because it can take an 
entire day for a case manager to travel to a person’s home, the staffing needs in rural 
areas are especially high. 

Other 

During the listening forum, a consumer observed that money is being cut back and not a lot of 
fundraising is being done. The consumer suggested implementing more fund raising, perhaps 
joint fund raising. 

A consumer stated that all of us are vocal and do what we can in the community. PLWHA would 
welcome the opportunity to partner with the AI to become more visible so that HIV/AIDS does 
not get swept under the rug. 

The GAP II report states that funding is needed for more staff, more services, more sites, and 
increased salaries. 

213 



 

 

 

 

 
 

 
  
 
 
 

 
 

 

 

 
 

 

 

 

F. CENTRAL NEW YORK REGION BARRIERS, SERVICE 
NEEDS AND ISSUES 

The Central New York region is the second largest region 
geographically in New York State stretching from the Pennsylvania 
border to the Canadian border. It is a 14 county area comprised of 
Broome, Cayuga, Chenango, Cortland, Herkimer, Jefferson, Lewis County, Madison, Oneida, 
Onondaga, Oswego, St. Lawrence, Tioga, and Tompkins. Its population is 1,750,362 (2010 
census) or approximately 9.03 percent of New York State’s population. 

There have been over 2,794 AIDS cases reported in this 14-county region since the beginning of 
the epidemic. 2,223 persons are living with HIV or AIDS in the region and there have been 1,442 
deaths caused by the disease. Nearly 41 percent of newly diagnosed HIV cases are among 
persons of color. Three counties, Broome, Onondaga, and Oneida, have 63 percent of the 
region’s AIDS cases, but every county in the region has reported AIDS cases. Among males 
living with HIV/AIDS, MSM transmission is the primary risk factor across all racial/ethnic 
groups. Among females living with HIV/AIDS, heterosexual transmission is the primary risk 
factor across racial/ethnic groups. 

Following is a summary of the barriers, service needs and issues drawn from a variety of 
documents and information secured during listening forums held in Syracuse involving, 
consumers, clinicians, and service providers. 

Barriers 

 Poverty, low literacy and lack of education; 
 Excessive travel distances and lack of adequate transportation 
 Shortage of adequate, affordable housing; and 
 Service inadequacies which hinder access to care, particularly involving primary care, 

substance abuse and mental health services. 

Services Needs and Issues 

Prevention 

Prevention and particularly harm reduction were topics of discussion at both the consumer and 
clinician/provider forums.   

One consumer asked whether the AIDS Institute (AI) leans more toward prevention or harm 
reduction. Another commented that the AI should focus more on prevention since harm 
reduction seems to condone risky behaviors.  The consumer continued that harm reduction 
should be overhauled and trainings need to be updated; this could prevent new infections.   

A participant at the provider forum made several comments regarding harm reduction and 
wellness approaches to prevention. From the participant’s perspective, harm reduction is more 
prevalent downstate than upstate.  A participant encouraged supporting spiritual wellness.   

214 



 

 
 

  
 

 

 

 

 

 

 
 

 

 
 

 

 

 

A provider representative who was trained in harm reduction questioned whether all harm 
reduction messages were effective. For example, sometimes teenagers are told that they are HIV 
positive but their viral load is down; therefore, the chances of transmission are low.  The 
provider does not believe this is a good message; harm reduction needs to be fine tuned. 

A provider who works with youth in the juvenile justice system indicated that families have 
complained that a number of sites that provide free condoms in Syracuse limit the number of 
condoms that can be taken in each visit.  They would like to be able get several condoms at each 
visit. The provider continued that condom distribution should be increased.  Another provider 
advocated for the promotion of condom use in correctional facilities.  

A consumer praised the AI for fulfilling its role as a watchdog for prevention and for its peer 
training program.  The individuals that the AI trains educate the public and other peers on harm 
reduction and treatment adherence. 

The work of AIDS Community Resources (ACR) to bring a syringe exchange program to the 
region was acknowledged. 

Both GAP II reports pertaining to the Central New York Region advocated working with the 
school districts to develop and implement effective school based HIV prevention programs.   

The Syracuse Area GAP II report identified the need to target prevention efforts to Black Men 
Having Sex with Men (MSM), Latino populations, older Russian and Chinese immigrants, and 
the Sudanese. Both reports identified the need to focus prevention activities on migrant workers 
and Native Americans. 

The Binghamton report indicated that the effectiveness of agencies that concentrate on 
prevention efforts may be hindered because HIV/AIDS is no longer a “hot topic. It’s on the back 
burner.” 

With regard to harm reduction, the GAP II analysis report for the Syracuse area called for an 
increased number of syringe exchange programs. Specifically, syringe exchange resources that 
are able to serve neighborhood centers, mobile vans, housing complexes, community health 
centers and the streets are needed. The Binghamton GAP II report identified the need for an 
increased number of expanded syringe access program (ESAP) providers. 

HIV Testing  

At the listening forums, there were several reactions voiced to the HIV testing law that requires 
that people entering the health care system be offered an HIV test.  One representative at the 
provider forum indicated that some clinicians feel that because they are in a subspecialty, they do 
not need to offer the HIV test; they believe that the responsibility belongs with primary care.  
The representative suggested encouraging these clinicians to offer the test.   
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A provider indicated that her agency was fortunate enough to get $12,000 from Roche to test 250 
people. As testing was being conducted, it became apparent that there was increased consumer 
demand for it.  Now her agency has run out of money, and demand remains high. 

One provider stated that the testing initiative is working because referrals are coming from places 
the provider had never heard from before.  Another provider indicated that it has greatly 
expanded HIV rapid testing. 
. 
The GAP II reports for Binghamton and Syracuse also identified HIV testing as an important 
issue. The Syracuse report identified the need to increase funding for testing and to integrate 
HIV and HCV testing. It also recommended expanding the number and type of testing to capture 
those individuals who are unlikely to visit traditional medical venues. 

The Binghamton report focused on increasing testing in emergency rooms by addressing  the 
concerns of hospitals regarding perceived costs and lack of reimbursement;  the time involved to 
conduct required counseling; and the back-up and overcrowding testing might cause. 

Health Care 

Access to Health Care 

During the listening forum, a consumer from the Watertown area relayed the concerns of other 
consumers polled by telephone.  The lack of adequate primary care coverage is a major issue.  
The only primary care physician in the area is only available part time during the week and there 
is no back up; patients are told to go to the ER if she is not available.  People must travel to 
Watertown to go to the physician; some must go to Vermont for medical care.  The consumer 
also indicated that there are no mental health services because of funding cuts.  The consumer 
was concerned about how changes in Medicaid will affect these issues related to access to 
services. 

A provider representative voiced concern over available options for long term care indicating 
that many places are not receptive to our patients.  The provider stated that there is a gap in 
services. Often resources are not there or are too far away.  His agency has had to send people to 
Cortland which is about 45 minutes away.  The participant also brought up the issue of Medicare 
patients whose drugs are expensive and are not covered.   

A provider representative indicated that it is the norm for a client to have to travel 30 to 45 
minutes to get services.   

The GAP II reports for Syracuse and Binghamton also identified problems with access to health 
care services. The general lack of physicians in rural areas was noted.  Further, the aging of 
physicians is a great concern in this area; infectious disease physicians are retiring and there are 
very few in the pipeline. Mental health and substance abuse services in rural areas were also 
identified as problems.  It was suggested that providers be out-stationed to enhance access to 
mental health, substance use treatment, and treatment adherence access in rural communities.  
The reports also recognized the lack of availability of dental care. 
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Complexity of Care 

Participants at the clinician/provider listening forum commented on the complexity of needs of 
patients presenting for care. 

A representative from ACR indicated the agency is seeing an increase in young people with an 
average age of 25. These individuals have complex needs and it is difficult to engage them in 
care. Their medical needs are the least of their worries; they have substance abuse issues, mental 
health issues, etc. They have nothing; this is a disease of poverty.  ACR staff is unsure of how to 
proceed because of the complexity. 

A provider representative observed that the consumer population continues to increase and 
people are coming in sicker and with more psychosocial problems; people seem to be coming to 
care later. Patients are coming in with progressive multifocal leukoencephalopathy (PML) 
which has not been seen in years. 

A practitioner speaking from experience stated that patients usually present with an acute 
medical problem, mental health issues, addiction issues, legal issues, and social issues.  It can 
take hours to conduct a quality evaluation; clinics give the practitioners 15 minutes.  A big issue 
is non-compliance with medications.  

Other 

A consumer at the listening forum commented that at every visit to the HIV care provider, the 
medication and medical information is incorrect and they have to take time to correct it.  The 
specialists in the SUNY system always have it right.  The consumer continued that people do not 
know who to speak to and how medical information gets routed. 

A consumer mentioned two articles regarding AIDS longevity.  One article stated that PLWHA 
will not live a full lifespan; the other was an editorial that said PLWHA can live a full lifespan.   

A consumer indicated that much is said about rural NY and large cities, but mid-size cities that 
might have high rates of Chlamydia, such as Utica, tend to be forgotten.  STDs are climbing in 
the Utica/Rome area.  Mid-size cities should not be left out of the dialog. 

A consumer expressed the importance of staying healthy overall, not just treating the virus, 
because there is more than one issue going on.  The consumer stated that everything that is going 
on physically, mentally, socially can all be treated the same – stay on meds, eat healthy, get 
plenty of rest. People often adhere to HIV treatment but do not stop alcohol or drug abuse; they 
expect the HIV meds to work even though they do not stop other behaviors.  The message should 
be you need to stay healthy not just take meds.  The consumer believes that pharmaceutical 
companies are promoting the idea that you will be healthy just by taking the meds.   

A provider stated that treatment adherence is a problem that must be addressed on all levels – 
mental health, HIV and HCV. 
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Consumers noted difficulties with mail-order pharmacies. 

The Syracuse Area GAP II report noted that a lack of literacy in portions of rural New York 
challenges treatment compliance. 

Health Care Coverage and Reimbursement 

A number of concerns surrounding health care financing, reimbursement and coverage were 
discussed at the listening forums.  One consumer spoke about the problem of Medicaid counting 
primary care visits and prescriptions and imposing calendar year thresholds on them.  The 
consumer recently received a letter from Medicaid advising that the threshold for the current 
calendar year was nearly reached and to plan accordingly.  The consumer asked, “How do I plan 
accordingly with my meds when they are so important to my health?”   

A provider representative who deals with insurance issues commented that the health care 
system has become more complex, and Medicaid, ADAP, and Medicare Part D processes have 
become burdensome.  Onondaga County does not have sufficient staff and has a huge workload.  
It takes a long time for workers to get back to us on coverage issues.  The participant indicated 
that the workers often had to be educated about ADAP.  These delays in decision making can be 
critical, particularly when they involve coverage of certain medications.  Patients often go to the 
pharmacy and are told they are not covered that day.  With luck, the issue can be resolved over 
the telephone within that or the next day.  The AI was encouraged to improve coordination 
among programs to reduce the complexity.   

A consumer complained that PLWHA used to fall through the cracks of services, but now only 
the most needy get services; there is a sinkhole instead of a crack with no safety net underneath.   

A provider representative involved in overseeing programs for OMH and OASAS asked about 
behavioral health organizations (BHOs). The representative indicated that PMPM (per member 
per month) rates have providers nervous.  Providers need to work together, and there needs to be 
clarity.  The representative expressed concern about how it will impact clients.   

A representative of St. Elizabeth Family Medicine Center ID Clinic stated that they have been 
unable to find providers who accept ADAP for mental health coverage in the Utica area, and the 
Syracuse providers who accept ADAP have limited slots.   

Mandatory Managed Care 

Participants at the Central New York forums commented on the issue of the movement to 
mandatory managed care, and consumers expressed several concerns.  One indicated that 
Medicaid requires that recipients enroll in managed care and choose a primary care provider, but 
if recipients are HIV positive, they can opt out of managed care.  The ability to opt out is being 
eliminated with the removal of the exemption for persons with HIV/AIDS, and enrollment in 
Medicaid managed care will be required.   

218 



 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

 

A provider expressed concern about whether there will be continuity with the change to managed 
care. 

Consumers expressed concern about whether medications will be covered, whether 
transportation will be covered, and whether consumers will be able to choose a plan or just be 
assigned to a plan. 

Hepatitis C (HCV) 

At the listening forum, one provider agency representative indicated that a quarter of the clients 
they serve are co-infected; however, the percentage varies widely from site to site.  The 
representative stated that there is no one willing to treat and take on co-infection.  The agency 
has run support groups that were very well attended, but there is nowhere to refer clients for 
treatment.   

A consumer indicated that his brother had recently been lost to HCV.  The participant continued 
that there are limited choices for care and that the amount of money you have has a lot to do with 
whether you get on a waiting list for a liver transplant.  The need for more education was 
stressed because the public needs to be informed that they could have HCV, and they need to 
understand how it is transmitted. 

Following up on education, another participant observed that there are pamphlets for HIV, 
separate ones for STD and separate ones for HCV and asked if there will be education given on 
the combination of all three since many people are co-infected.  Young people with STDS are at 
risk for becoming HIV positive.   

A provider representative commented that there are providers who will treat the co-infected but 
not the mono-infected.  This is one situation where there is an advantage to being HIV positive.   

Another provider representative advocated for continuation of professional training to keep 
people up to date on HCV and other developments.  Basic information and refreshers are needed.   

Consumers expressed concern about coverage for new hepatitis C medications.   

The Syracuse GAP II report recommended integration of HIV and HCV testing. 

Substance Use 

During the listening forum, a provider representative expressed concern over the sale of 
prescription medications and advocated drug testing of people to deter use of street level 
narcotics. 

A participant in the provider encouraged linkages and collaborations between HIV/AIDS and 
substance addiction programs.   
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The Binghamton GAP report pointed out the need for more use of buprenorphine as well as more 
available detoxification programs. 

Both the GAP II reports identified the need for improved and more accessible substance abuse 
services. The Syracuse report particularly identified the need for increased resources to serve 
mentally ill chemical abusers (MICA). That report also recommended out-stationing providers to 
enhance access to substance abuse services in rural areas.   

A letter from OASAS to the AIDS Institute stated that clinicians in OASAS-certified programs 
are trained to address the needs of PLWHA.  By regulation, each program must have a qualified 
health care coordinator that ensures education, risk reduction counseling and referral services.  
While the OASAS data system does not collect information on HIV/AIDS, a comprehensive 
evaluation is done of each client that includes, “in part, the patient’s physical health history 
including HIV/AIDS.” 

Mental Health 

At the listening forums, providers and consumers alike identified the need for more and better 
mental health services in the Central Region.  One provider stated that the loss of psychiatry 
services in the area is an issue.  Primary care is relied on to provide stopgap care, but many 
primary care physicians are reluctant to treat people with complex issues.  Primary care may be 
able to identify issues but cannot treat them.  The participant called for more practitioners in 
adolescent and adult psychiatry. Another provider indicated that there are only two mental 
health providers in the Utica/Rome area, both with extensive waiting lists.  Clients often have to 
travel to Syracuse, which is an hour away. 

Two provider representatives noted that a lot of depression, loneliness, social isolation and 
effects of stigma are being seen.  Treatment programs have waiting lists.  Clients cannot keep 
appointments so they keep getting “kicked out” of care.  These conditions may not be seen as a 
priority because of limited funding, but they affect everything a PLWHA does.  More flexible 
support programs are needed that can see patients two times per week; more counselors would 
also be helpful. 

A consumer indicated that mental health is something everyone needs.  Support is needed at 
times in all our lives.  Unfortunately, these essential services are going away due to funding 
constraints. Another consumer commented on the significance of mental health in overall health.  
The consumer asked if mental health counseling and the promotion of good mental health can be 
covered as part of treatment.   

A provider highlighted the fact that substance use is a large problem connected to mental health.   

The Binghamton and Syracuse GAP II reports both pointed out the need for more and better 
mental health services.  The Syracuse report particularly identified the need for increased 
resources to serve mentally ill chemical abusers (MICA). That report also recommended out-
stationing providers to enhance access to mental health services in rural areas. 

220 



 

   
 

 

 

 

 

 

 

 
 

 

Supportive Services 

The lack of funding for and the inaccessibility of important supportive services were actively 
discussed at both listening forums held in the Central Region.   

One provider indicated agency funding was cut, and consequently, a service site, the Native 
American Community House, had to be closed this year.  As a result there are native people in 
New York State not getting services; funding cuts have hurt people.  A provider representative 
asked if there would be any new funding for support services.   

A representative of AIDS Community Resources (ACR) thanked the AI for holding listening 
forums and asked for an increase in their travel allowance stating that its region is big; the 
agency serves nine counties. The representative continued that in every contract, they have to 
build in a large amount of travel expense and even have to rent sites closer to clients; this takes 
money away from direct services.  The representative also commented on the inadequate 
transportation system in the region.  ACR believes that acute social isolation must be addressed 
and that people getting together to help one another stay adherent and to challenge each other to 
practice safer sex is a powerful force.  The representative contended that the increasing 
medicalization of HIV services and not having a strong emphasis on community-based 
organizations was damaging to the care of PLWHA.  The representative indicated that CBOs 
must stay at the table.  There have been changes that the AI has made that did not directly 
involve ACR but has cost it money.   

A consumer stated that it is hard when you go to a case manager with a heavy caseload and your 
ability to be seen is based on your income.  A provider indicated that case managers are telling 
people that there is no money and no assistance is available for food or clothing; lights are being 
turned off; and there is no transportation available.  In the past, during the holidays, you could 
get a gift card for groceries, but not anymore.  Case managers say they would love to help, but 
there is no money. The provider believes that Syracuse “is a blip while in NYC there are all 
these resources.” Several consumers expressed a need for nutrition services.   

A consumer suggested that the AI create funding for emergency matters.  The example given 
was when a client returns from the hospital, resources need to be made available to him if he 
cannot pay his bills. 

A consumer suggested that the AI and providers inform consumers of the independent living 
centers throughout the State.  Consumers can benefit - - especially more rural consumers who 
might not have access to resources similar to those available in Rochester, Syracuse and Buffalo.  
The consumer stated that the independent living movement is the way to address some of the 
issues associated with HIV/AIDS. We need to think of more creative and innovative ways to 
address consumer’s needs outside of HIV/AIDS funds.  Independent living centers are an avenue 
to address the community’s needs. 

Both the Syracuse and Binghamton GAP II reports raised concerns with regard to the inadequacy 
of support services available to PLWHA. Specifically, the following needs/issues were 
identified. 
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 Most areas outside Syracuse have, at most, a single HIV/AIDS program; it is 
generally an out-stationed unit of AIDS Community Resources (Syracuse). 

 Multi-purpose store-front settings are needed to entice those not responding to 
HIV/AIDS issues (Syracuse). 

	 While one-stop shopping centralizes services, this may be a barrier to care in rural 
communities where distances are great and transportation is not always available 
(Binghamton). 

 Enhanced family therapy is required  (Syracuse and Binghamton). 

 Ongoing support is required for those perinatally infected is needed (Binghamton). 

 There is a need for culturally competent health and mental health services in shelters 


(Syracuse). 
 There a lack of programming/services in rural or isolated areas; Jefferson County was 

specifically identified (Syracuse and Binghamton). 
 Providers need cutting edge best-practice information to model for their communities 

(Syracuse and Binghamton). 
	 Additional support services must be directed to meet the specific care needs of Native 

Americans, migrant workers, and the deaf.  The needs of the deaf in Syracuse are 
generally not well understood or well documented.  Native Americans are falling 
through the cracks (Syracuse and Binghamton).  

Suggestions to improve case management were made in both GAP II reports.  The Syracuse 
report called for specialized case management and risk reduction resources at housing 
complexes; intensive case management for multiply diagnosed; and culturally appropriate case 
managers.  The Binghamton report indicated the need for case management specifically tailored 
to the needs of older individuals with HIV infection. 

Housing 

The need for improved housing was raised by participants at both the consumer and provider 
listening forums.  One provider representative indicated that housing is a real need in the Central 
Region, and although the participant’s agency does have a contract for housing, the funding 
received will not make a dent in the need.   

A provider representative stated that people with HIV cannot access supportive housing for 
dually diagnosed persons due to eligibility restrictions (e.g., requirement for two hospitalizations 
or two years on active treatment with medications). 

A consumer indicated that housing is a challenge noted a need for additional Housing 
Opportunities for People with AIDS (HOPWA) funding.   

Both the Syracuse and Binghamton GAP II reports identified the need for additional housing for 
PLWHA; the Syracuse report specified that both transitional and permanent housing is needed 
especially in the City of Syracuse.    
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The New York State Consolidated Housing Plan, 2011-2015, attributes a spike in the need for 
housing resources for PLWHA in part to the dramatic decline in death rate due the increased 
effectiveness of medications used to  treat AIDS. Many persons with HIV/AIDS are living on 
Supplemental Security Income (SSI) or receive public assistance while awaiting determination of 
SSI eligibility. They lack the income necessary to pay Fair Market Rents (FMR). In addition, 
many persons living with HIV/AIDS require supportive services, such as home health care, case 
management, substance abuse and mental health evaluation and treatment, transportation, child 
care, and other services. Supportive housing programs offer the combination of housing and 
supportive services needed by persons living with HIV/AIDS to maintain their health.  A number 
of barriers related to housing have been: rising utility costs; long waits for Section 8 subsidies in 
order to free up long term Housing Opportunities for Persons with AIDS (HOPWA) assistance; 
reluctance of some landlords to rent to clients with criminal backgrounds; and the downswing of 
the economy causing lost or reduced income.  Some have also noticed the continued need to 
adjust Housing Subsidies in 2010. This means more is spent on Housing Subsidies for fewer 
clients. Other trends noticed were a lack of safe, sanitary housing.  And some have identified 
difficulty finding large apartments for large families within the FMR.  When applicants apply for 
HOPWA rental subsidy, many are not adequately housed.  It can take some time to find housing 
that meets FMR and Housing Quality Standards which delays enrollment.   

Transportation 

Participants at the listening forums stated that because of its large geographic and rural character, 
access to transportation is extremely important in the Central Region.  A provider stated that it is 
the norm for a client to have to travel 30 to 45 minutes to get required services.  According to 
one consumer, medical transportation is a big problem.  Some people have to travel 45 minutes 
to Watertown or an hour and one-half to Syracuse for appointments and are limited to only one 
medical appointment per round trip; multiple stops are not permitted by Medicaid.  It would 
make more sense if a doctor’s appointment and the pharmacy pick up were allowed on the same 
trip. The consumer stated that there is no bus system outside of Watertown and some people do 
not have transportation, even for food shopping.  Another consumer stated that buses stop 
running in Utica at 5 p.m.  Consumers also noted that transportation rules vary from county to 
county. 

A representative from ACR stated that transportation is an issue; the transportation program is 
restricted.   

Both the Syracuse and Binghamton GAP II reports identified transportation as a barrier to 
receiving care and services. 

Other 

A provider at the listening forum commented that it appears that some of the services provided 
by CBOs will move into medical settings in order to save money.  People might not choose to 
access services offered at these venues.  

A provider representative stated that the agency’s nutrition program has seen an increase in need.  
The agency expanded into Watertown and Utica and now has to establish a wait list due to a lack 
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of necessary resources.  The representative asked whether there will be additional funding for 
nutritional services. 

A provider representative thanked the AI “for being here” and for funding legal services.   

Education and Outreach 

The need for education and training was raised by several participants in the listening forums.  A 
consumer who spends time on the streets educating spoke to the lack of knowledge among 
younger people. The consumer indicated that young people think they know it all, but they have 
no idea what they are in for. Another consumer stated that during a forum on men having sex 
with men, peer education was raised.  The agency sponsoring the forum indicated that they were 
going to start a peer education program but did not have the resources.  The consumer said that 
the agency should be supported and funded to cultivate people who want to be peer educators.  
He continued that we need to form leadership to prevent the spread of HIV.  The consumer stated 
that education is important and that he should be able to go to a class to get more education and 
get more involved.   

Another consumer criticized the reduced funding for HIV/AIDS education in the face of greater 
case numbers.  The consumer, who is a Latino, also noted that there is often a language barrier 
and expressed the desire to be proactive and an advocate.   

A consumer suggested conducting education for school board members to encourage testing in 
the schools. 

A provider representative advocated for continuation of professional training to keep people up 
to date on HCV and other developments; basic information and refreshers are needed.   

A consumer from Watertown stated that he/she educated his/her primary care physician in 
Messina and brought her up to date on HIV information so that the next person who came along 
would benefit. The consumer suggested that people ask their doctor to look up current 
information on HIV/AIDS.  The ER might have no idea of the difference between pneumocystis 
and pneumonia, but your primary care physician would with the proper education.   

A provider representative discussed the importance of social networking as the use of social 
media is the modus operandi for hooking up.  The representative asked if there will be continued 
or additional funds for social marketing that is more targeted for populations that use social 
media.  The provider continued that a holistic approach is needed; there is a need for spiritual 
connectedness for African American and Latino populations.   

A consumer commented that social networking within the HIV community is almost non-
existent. There are locations that provide services for drug addiction counseling, employment 
counseling, but not much in the way of social networking.  The consumer continued that the old 
Living Room model was a drop-in center where people could get together and freely associate.  
Because funding is so tight, if you are not at a facility for a specific issue, as in housing or drug 
addiction counseling, you do not have any right to be there.  Employees told the consumer that if 
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there are any purely social activities at the Living Room, its funding from the AI would be cut 
off. The consumer finds this disturbing and questioned if the rent is paid, the lights are on, and 
the doors are open, why not allow or even encourage social activities and networking.   

The Syracuse and Binghamton GAP II reports contain a number of comments concerning 
community education. 

o	 There is a need for increased community support/involvement to counter 
prevalent perceptions that “HIV/AIDS is over” or that medical therapy eliminates 
the importance of prevention (Syracuse). 

o	 A school based focus is needed regarding HIV education (Syracuse). 
o	 Culturally appropriate and peer-based prevention education and skills building 

services should be available at various venues (Syracuse). 
o	 Collaborations between the community at large for support, advocacy, and 

education should be strengthened (Syracuse). 
o	 Satellite conferences and telemedicine should be promoted as a mechanism for 

addressing transportation difficulties (Binghamton). 
o	 Broad audiences with varying slants should be targeted to reach sub-populations 

(Syracuse). 
o	 Literacy in Latino communities is a significant concern in the Syracuse region 

requiring focused attention, education and training (Syracuse). 
o	 Native American women are a good vehicle for teaching others in the community 

(both Syracuse and Binghamton). 

The Syracuse and Binghamton GAP II reports offer the following suggestions for increasing the 
effectiveness of outreach activities. 

o	 Peer based outreach and mentoring resources should be deployed to LBGTQ 
programs, social clubs, and hair and nail salons (Syracuse). 

o	 Youth and community peer outreach programs should be developed to target 
females (Syracuse). 

o	 Additional outreach must be directed toward adolescents and traditionally 
marginalized populations to promote testing and address misconceptions 
surrounding HIV/AIDS (Both Syracuse and Binghamton). 

o	 There a need for a strengthened collaboration between Rural Health Networks, 
Prenatal/Perinatal Networks, and Planned Parenthood affiliates to support 
HIV/AIDS awareness (Syracuse). 

Organizational, Policy, and Administrative Issues Affecting Care and Service 
Delivery 

Several provider representatives expressed frustration with program requirements, bureaucratic 
red tape, and what they consider excessive paperwork requirements.  One commented that the 
budget process has become cumbersome over the last few years.  More and more detail is 
requested and not enough lead time is given.  Sometimes details are requested of the provider 
before the provider has any way of knowing them.  The provider continued that this tremendous 
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amount of reporting is asked for despite the fact that “administrative costs are being cut to 
nothing.” The AI was asked to help get increased administrative allowances.   

Another provider complained about the amount of time necessary to do program and fiscal 
reports, vouchering, and AIRS. The representative recommended that the AI explore ways to 
reduce provider burden. 

A participant at the provider forum observed that it appears that some of the services provided by 
CBOs will move into medical settings to save money.  There is concern that people might not 
access services at those venues.   

A representative from a small organization indicated that HRSA is breathing down the agency’s 
neck with new standards. The agency does not have the infrastructure to do more 
documentation, and it is quickly approaching the point where these requirements will impact the 
services delivered. 

Special Populations 

Communities of Color 

A consumer stated that risky behaviors for African American and Latino adolescents start by 16.  
Outreach must be tailored to subgroups; there must be an awareness of subcultures within 
cultures. 

The Syracuse and Binghamton GAP II reports identified the needs of the following communities of 
color sub-populations: 

 LGBTQ youth of color age 13-24 using sex for survival 

o Outreach 
o Counseling and testing 
o Comprehensive risk counseling services (CRCS) 

	 Women of Color with Partners of Unknown Status 

o	 Community-based health education and risk reduction 
o	 Comprehensive Risk Counseling Services (CRCS) for uninfected women 
o	 Safer sex negotiation skills 
o	 Assistance with housing, domestic violence, employment, health insurance issues 

	 Communities of Color in zip codes 13204 and 13205 

o	 Syringe exchange programs (SEP) 
o	 Expanded Syringe Access Program (ESAP) 
o	 Support services for individuals for whom crack is drug of choice and not 

something requiring a syringe 
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Substance Users 

In addition to the concerns and needs identified under the Substance Use section of this report, 
recommendations for the following substance user sub-populations were identified in the GAP II 
reports. 

 Active drug and alcohol addicted 

 ESAP and SEP 

 Counseling and testing 

 Counseling and testing for inmates 


 IDUs with multiple sex partners 

o Counseling and testing, including contact testing 
o Outreach education to inmates/parolees/ probationers 

Mentally Ill and Mentally Impaired Chemical Abuser (MICA) 

At the listening forums, consumers and providers indicated the importance of good mental health 
to staying healthy; the happier you are the healthier you will be. Mental health counseling and 
promoting good mental health plays a big part.  Providers indicated that they see a lot of 
depression, loneliness and effects of stigma.  The loss of psychiatry services in the area is an 
issue. (Note: Please also see discussion under Mental Health.) 

The Syracuse and Binghamton GAP II reports also recognized the need for more access to mental 
health services. 

 Mentally/emotionally fragile 

o Intensive case management for multiply diagnosed 
o Syringe exchange programs 
o Chemical treatment on demand 
o Include non-IDU drug use for this population 

 Mentally Impaired Chemical Abuser (MICA) 

o Outreach education and awareness 
o Case management training 
o Medical intervention 

Men Who Have Sex with Men (MSM) 

The GAP II reports for Central New York identified the needs for the following MSM sub-
populations: 

 MSM - Dual Diagnosis 
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o	 Culturally competent health and mental health services 
o	 Peer-based community outreach, education and skills building 
o	 Intensive case management 

	 MSM with Multiple Sex Partners 

o	 Counseling and testing 
o	 Free condoms distributed at various venues 

	 MSM - Drug and Alcohol Addicted 

o	 Free condoms distributed at various venues 
o	 Counseling and testing for inmates 

	 MSM having unprotected sex 

o	 Free condoms distributed at various venues 

	 MSM of Color 

o	 Peer-based culturally competent messages 
o	 Community outreach education with CTS 

	 Newly Identified Gay Men 

o	 Peer-based mentoring 
o	 School-based support group 
o	 More facilities like Q Center, a free standing facility that provides a range of 

services to LGBTQ  
o	 Focus on adolescents 
o	 Many Men, Many Voices 

	 Homeless MSM 

o	 Shelter outreach program 
o	 Social services outreach 
o	 Employment empowerment 

Women 

The CNY GAP II reports identified the following needs for women with a history of STDs. 

o	 Information provision 
o	 Outreach education 
o	 Counseling and testing 
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Children/Adolescents/Young Adults 

At the listening forum, a provider representative indicated that there is an increase in young 
people seen with an average age of 25. These individuals have complex needs, and it is difficult 
to engage them in care.  Their medical needs are the least of their worries; they have substance 
abuse issues, mental health issues, etc.  They are poor; they have nothing.  The provider is unsure 
of how to proceed because of the complexity of these cases. 

The GAP II reports contained recommendations for youth, teens, high school students, and 
college students: 

o	 School-based prevention education and comprehensive age-appropriate sex 
education 

o	 More involvement by Board of Education, school boards 
o	 More outreach and education in the neighborhoods and in the schools 
o	 Parents’ participation in culturally focused HIV education messages  
o	 Peer education and education by popular opinion leader models 
o	 Counseling and testing 
o	 Training beyond sex education for women lacking resources to address basic 

issues like poor self esteem, abusive relationships and cultural norms 
o	 Assistance with compliance and disclosure issues  

Heterosexuals 

The GAP II reports for Central New York provided recommendations for individuals having 
unprotected sex. 

o	 free condoms in various venues 
o	 Information and medical care 
o	 Focus on college students, teens and youth 
o	 Peer education 
o	 Outreach and education 
o	 Counseling and testing 

The Aging 

At the listening forum, a consumer who was 53 when diagnosed as HIV+ encouraged activities 
to reach and educate seniors. 

The Syracuse and Binghamton GAP II reports note that supportive services for persons over the 
age of 50 are greatly needed but are very limited. The needs of this population are distinct from 
other populations but are real, and statistics indicate that this is a growing segment of the 
infected population. Particular attention must be paid to those individuals who are re-entering 
the dating scene. Case management specifically tailored to the needs of older individuals with 
HIV infection should be available to this population. 

The New York State Nurses Association (NYSNA), in a letter to the Department of Health, 
pointed out the need for more health care providers who not only understand the physiology of 
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the HIV/AIDS patient, but also have an understanding of gerontological issues. Many of the 
patients who are HIV/AIDS positive are aging, and the current health care professional is ill 
prepared to manage the numerous co-morbidities these patients have. NYSNA also commented 
that HIV/AIDS patients are also seen as long term care patients in the home environment. Many 
Certified Home Health Agencies (CHHAs) are facing cutbacks of 12% - 53% and are also ill-
prepared to manage this population. It expressed a hope that funding will be restored to this 
population of patients to ensure they receive the highest quality of care possible. 

Incarcerated Populations/Formerly Incarcerated 

The GAP II reports offered these recommendations for Incarcerated populations. 

o Counseling and testing 
o Outreach/education by providers 

The following observations/recommendations were made by the Maternal – Child HIV Transmission 
Work Group concerning incarcerated women of childbearing age: 

 Local correctional facilities represent one important point of contact for  
hard-to-reach, high-risk women in NYS 

 HIV testing should be recommended to all pregnant women, unless known to 
be HIV positive. 

 Ensure that HIV positive pregnant women are started on antiretroviral (ARV) 
treatment/prophylaxis as soon as possible but at the latest by the second 
trimester. 

 It is a major challenge to prevent the interruption of treatment when HIV-
positive pregnant women are in and out of correctional facilities.  The high 
percentage of substance abusers and inmates with mental health issues 
further complicates the issue. Ensuring that they are linked to outside clinics 
and care providers will help.  Patients with co-occurring disorders require 
attention to transitional planning to ensure continuity in prenatal care, mental 
health and substance use services. 

 Inmates must also be made aware of community support services. 
 Better methods to re-activate Medicaid need to be devised so it is available to 

inmates upon release from correctional facility. 
 Use of electronic medical records (EMRs) is recommended to assist in 

management of care 
 Distinct webinars are being designed specifically for clinical and non-clinical 

staff that focus on the educational needs of each. 

Commercial Sex Workers 

The GAP II report contained the following recommendations for this population:  

o Gender-specific culturally appropriate services 
o Syringe exchange 
o Harm reduction counseling 
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Other 

As a newly diagnosed person, a consumer appreciated the listening forum as an opportunity to 
learn more about HIV/AIDS. 

A consumer who recently transferred care from one physician to another questioned some of the 
restrictions on disclosure. After all necessary releases were signed, the consumer needed records 
of t-cell counts to receive case management services.  The consumer had to go back to the former 
provider who was going to charge 75 cents per page.  The consumer stated that HIPAA and 
confidentiality protections were appreciated, but when information cannot be re-disclosed to the 
consumer, it seems overly restrictive.  

Consumers state that local DSS workers are not sufficiently trained or knowledgeable. 

The Central New York GAP II reports indicated that: 

o	 There is still stigma and discrimination; the public is still fear-based in thought, as 
they were 20 years ago. Not much has changed. 

o	 HIV/AIDS is “off the radar screen” and no longer perceived as a crisis as AIDS 
deaths decline. 
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G.  FI N G E R  LA K E S  RE G I O N  B A R R I E R S ,  S E R V I C E  
NE E D S  A N D  I S S U E S  

The Finger Lakes region is comprised of nine counties: Chemung, 
Livingston, Monroe, Ontario, Schuyler, Seneca, Steuben, Wayne, and 
Yates. Its population is 1,278,202 (2010 census) or approximately 6.6 
percent of New York State’s population. 

There have been over 3,083 AIDS cases reported in this 9-county region since the beginning of 
the epidemic. 2,579 persons are living with HIV or AIDS in the region and there have been 1,630 
deaths caused by the disease. Nearly 66 percent of newly diagnosed HIV cases are among 
persons of color. Over 75 percent of AIDS cases in the region are from Monroe County, which 
has 58 percent of the region’s population; however, each of the other more rural counties has 
reported HIV and AIDS cases. Among males living with HIV/AIDS, MSM transmission is the 
primary risk factor across all racial/ethnic groups. Among females living with HIV/AIDS, 
heterosexual contact is the primary risk factor across all racial/ethnic groups. 

Following is a summary of the barriers, service needs and issues drawn from a variety of 
documents and information secured during listening forums held in Rochester involving 
consumers, clinicians, and service providers. 

Barriers 

The most significant barriers identified in the Finger Lakes (FL) region are: 

 Lack of service providers who accept ADAP or Medicaid, particularly in the areas of 
mental health, dental and substance abuse.  

 Lack of effective outreach and education to deaf, Spanish and immigrant communities 
due in part to lack of translation services. 

Service Needs and Issues 

Prevention 

Two participants in the provider listening forum raised the importance of vaccine clinical trials.   
One participant expressed the importance of promoting or disseminating knowledge regarding 
the research being done in Rochester on vaccines.  The participant continued that talking about 
vaccine trials is a way of encouraging prevention; some of the trials going on now are targeted 
specifically to young people of color. 

A second participant stated that the new Pre-exposure Prevention (PrEP) studies have taken 
focus away from vaccine trials.  Participation in vaccine clinical trials should be encouraged. 
Federal funding will decrease for, and it will be important to focus on the 25 percent who do not 
know that they are positive, who will be responsible for transmission of the disease.   

A clinician stated that he was a part of the Prevention Planning Group (PPG) when he was 
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younger. He recalled that the PPG met in Albany and NYC and asked whether it could meet in 
more cities. 

A provider representative expressed a need for training in DEBIs in upstate New York. 

A provider representative questioned the need to have a doctor or nurse practitioner present to 
dispense syringes in the SEP. The representative explained that if the medical staff is on 
vacation, the agency is stuck.   

A participant at the provider forum commented that the CDC’s new recommendations regarding 
HIV disease control are changing the mindset in the public health community to treat HIV more 
like a traditional communicable disease, with increased screening, early treatment, treatment 
adherence, and behavioral counseling for positives to prevent transmission of infection.  The 
participant asked how this will play out in NYS.  The participant also noted that the 
epidemiology has suggested that the epidemic is getting younger, and we have a new youth 
focus. 

The Finger Lakes GAP II Report comments on harm reduction and specifically syringe 
exchange. Critical services related to syringe exchange include opioid overdose, ESAP and 
secondary peer exchange. While the report acknowledges that an excellent syringe exchange 
program exists, it states that not everyone is aware of it.  Further, additional programs are needed 
in Monroe County as well as in the rural areas.   

The GAP II report also states that because many IDUs are not in any kind of treatment/recovery 
program, there is no vehicle for distributing harm reduction information or tools to them. 

Health Care 

Medical Resources 

A participant in the consumer listening forum discussed how the lack of physician resources in 
two rural areas – Watertown and Southern Tier - presents a barrier to care.  In the North Country, 
there is one part-time HIV physician available two days a week.   

A clinician expressed concern over the aging of physicians and physician assistants who have 
been working in the epidemic since it began.  The clinician continued that there is a cohort of 
providers his age and perhaps a cohort of younger providers.  The question is will there be 
enough providers as PLWHA are living longer and HIV is becoming more of a chronic disease 
with all the issues associated with aging.  There are fewer people going into primary care and 
infectious disease.   

The New York State Nurses Association (NYSNA) pointed out the need for more health care 
providers who not only understand the physiology of the HIV/AIDS patient, but also have an 
understanding of gerontological issues. Many of the patients who are HIV/AIDS positive are 
aging, and the current health care professional is ill prepared to manage the numerous co-
morbidities these patients have. NYSNA also commented that HIV/AIDS patients are also seen 
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as long term care patients in the home environment. Many Certified Home Health Agencies 
(CHHAs) are facing cutbacks of 12% - 53% and are also ill-prepared to manage this population. 
It expressed a hope that funding will be restored to this population of patients to ensure they 
receive the highest quality of care possible. 

The Finger Lakes GAP II report identified the need for additional medical specialists. 

Dental Care 

During the listening forums, a consumer and a provider representative indicated that there is 
difficulty finding dental providers, especially those who accept Medicaid or ADAP as payers.  A 
consumer getting dental care at Jordan indicated that the care is excellent there.  

The Finger Lakes GAP II report also identified the access to appropriate dental care and 
treatment as a service need.  It recommended that dental care be delivered by providers 
familiar/comfortable with the care and treatment of persons living with HIV.  

Other 

At the listening forum, a provider representative stated that AIDS Care does everything it 
possibly can for consumers. It is a model for health care and should be highlighted.  

Another participant noted that with a rise in HIV positives, there are more people entering into 
treatment, but clinics and AIDS centers are not seeing increases in staffing.  

The Finger Lakes GAP II report recommends: 

o	 Enhanced collaboration and coordination between the State Health Department 
and local health departments would facilitate enhanced testing and may help to 
reduce late diagnosis and enhance HIV/STD coordination  

o	 HIV/STD integration including single, unified STD screening and HIV 
counseling and testing 

o	 More effective communication regarding the availability of free testing  
o	 Partner notification services should be evolved to include testing and must reach 

out to multiple community-based organizations. Bidirectional referrals are critical. 

Heath Care Coverage and Reimbursement 

At the listening forum, a consumer stated he got sick while in Florida and indicated that 
Medicaid would not cover required medications or hospital care.   

A consumer stated he was covered by ADAP and then got healthy and went back to work.  
Subsequently, the grant he was on was not renewed so his health insurance plan put him on 
COBRA but did not provide any information on it. The consumer stated he is lost between 
Excellus and New York State and does not know where to go to get information.   
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A consumer on Medicare with Part D expressed thanks for ADAP; without it, the consumer 
could not afford required medications. 

A consumer suggested that the AI offer training to providers on how they can become ADAP 
providers. 

Managed Care 

Consumers at the listening forum expressed considerable concern over the implementation of 
mandatory Medicaid managed care for PLWHA.  A consumer stated that upstate consumers are 
not even aware that mandatory managed care is being implemented.  The participant suggested 
there be publicity so people know what is going on.  Another consumer reiterated the concern 
that managed care is being rolled out before clients have been educated about it.   

A consumer asked if the funding being given to Empire Justice and ACR to help get this 
information out is intended to cover notification of only their clients or the community at large 
and was informed that it covers the entire community.   

A consumer who was recertified for Medicaid in March received a letter in April providing 
details on how to choose a plan. The consumer indicated that not enough information was 
provided, so the letter was taken to a case manager.  The case manager had the consumer sign an 
exemption form, but she could not provide an assurance that the form would be processed.  
ADAP was reactivated, but now the consumer is back on Medicaid.  The consumer was 
instructed via letter to choose a plan but received no accompanying information on the plans.   

Another consumer who lives two hours from Rochester expressed concern that several people 
drive from other counties to get their HIV care.  The consumer does not want see anyone under 
managed care have to change their HIV provider just because of the county they live in.  This 
could be a barrier to care and should be discussed.  Another consumer stated that because one 
person’s managed care plan is outside of the county, she was not able to get her cancer 
medications.  

A COBRA provider representative expressed the need to help clients pick managed care plans.  
The representative’s agency has data on managed care.  It was given graphs of counties 
participating in each managed care program.  One of the main concerns is the issue of whether an 
HIV specialist can continue to serve as primary care physician.  From a COBRA provider’s 
perspective, knowing some of the most intense clients, we are just glad that patients show up at a 
physician’s appointment.  The representative asked if it will be an option for the primary care 
and HIV specialty care physician to be the same provider; this is the hope of the COBRA 
providers. 

The COBRA representative raised some additional points concerning managed care.  The 
representative expressed the hope that COBRA providers could provide facilitation about the 
process of enrollment and help people make informed choices.  The representative also indicated 
an apprehension that a large number of infected individuals are not going to do anything.  The 
concern is for those that do not have COBRA case managers.  They will be automatically 
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enrolled in one of only two plans in this area, and it might be a plan where they do not have a 
relationship with the providers.  Not all clients will have access to guided facilitation.  The 
representative also requested the AI’s assistance in identifying contact persons at the plans with 
whom negotiations should occur.  The representative indicated that these are not relationships 
that providers have had because most of clients have been in fee-for-service Medicaid.  It would 
be helpful if a guide could be furnished and if the plans could be given information on providers.  

Hepatitis C (HCV) 

A consumer at the listening forum thanked the AI for the new funding for HCV co-infection 
services but stated there is not enough information available on HCV.  Consumers are surprised 
at the new treatments that are coming out.  The consumer expressed willingness to help as a 
consumer peer counselor.  In the past, there has not been an opportunity for treatment.  For some 
of the programs, you have to be a patient within that clinic to participate. That creates a barrier 
to care. 

A provider representative expressed gratitude for the grant the agency received for co-infected 
persons. When mono-infected persons present, the agency is able to refer to Anthony Jordan 
Health Center. The agency also has a grant that allows it to offer Chlamydia and gonorrhea 
screening; the representative indicated that that has also been helpful. 

The Finger Lakes GAP II report made the following recommendations regarding HCV: 

o	 HCV screening might be enhanced/facilitated by allowing and encouraging STD 
clinics to conduct general public HCV screening and screening in jails. 

o	 Enhanced education and resources directed at early identification and care and 
treatment of persons with Hepatitis C are needed.  

Mental Health 

Participants in both the provider and consumer listening forums expressed concerns about mental 
health services. A consumer and a provider indicated that there is trouble finding providers, 
especially those who accept Medicaid or ADAP as payers. A participant at the provider forum 
described concerns over inadequate mental health care. For PLWHA, one of the most common 
mental health issues is depression.  They might not acknowledge they are depressed, but they 
are. Some people suffer from PTSD.  Stress taxes the immune system.  AIDS Care has one 
psychiatrist on call for a patient population of 660. He is there every Wednesday and is always 
fully booked. Some people cannot get in to see him.  There are a couple of therapists, but their 
schedules are just as booked. The provider representative stated that this is a big issue.   

Another provider representative stated that there are not enough mental health providers.  The 
representative’s agency held training for consumers to help them understand mental health more 
so they could speak to their peers; physicians helped with the education.  Consumers get a lot out 
of the trainings. 

A consumer getting mental health services at Strong for depression indicated that the care is 
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excellent. 

The Finger Lakes GAP II report states that availability of mental health services is limited in 
Rochester and the surrounding counties.  It also notes that additional mental health services are 
needed for the following sub-populations: 

o long term survivors who may have experienced multiple loss 
o the seriously and persistently ill people 
o survivors of sexual abuse and domestic violence 
o those with depression and undergoing treatment for Hepatitis C 
o those who do not speak English 
o youth and those 60 or older 
o those without health insurance 
o substance abusers 

Supportive Services 

The lack of funding for important supportive services was discussed at both forums held in the 
Finger Lakes Region. A representative from the Gay Alliance asked to speak about changes in 
the New York State budget process.  The Alliance has lost a significant portion of its budget, 
about one-third, due to the loss of member items. This loss jeopardizes its ability to continue 
programs.   

Housing 

The New York State Consolidated Housing Plan, 2011-2015, attributes a spike in the need for 
housing resources for PLWHA in part to the dramatic decline in the death rate due the increased 
effectiveness of medications used to  treat AIDS. Many persons with HIV/AIDS are living on 
Supplemental Security Income (SSI) or receive public assistance while awaiting determination of 
SSI eligibility. They lack the income necessary to pay Fair Market Rents (FMR). In addition, 
many persons living with HIV/AIDS require supportive services, such as home health care, case 
management, substance abuse and mental health evaluation and treatment, transportation, child 
care, and other services. Supportive housing programs offer the combination of housing and 
supportive services needed by persons living with HIV/AIDS to maintain their health.  A number 
of barriers related to housing have been: rising utility costs; long waits for Section 8 subsidies in 
order to free up long term Housing Opportunities for Persons with AIDS (HOPWA) assistance; 
reluctance of some landlords to rent to clients with criminal backgrounds; and the downswing of 
the economy causing lost or reduced income.  Some have also noticed the continued need to 
adjust Housing Subsidies in 2010. This means more is spent on Housing Subsidies for fewer 
clients. Other trends noticed were a lack of safe, sanitary housing.  And some have identified 
difficulty finding large apartments for large families within the FMR.  When applicants apply for 
HOPWA rental subsidy, many are not adequately housed.  It can take some time to find housing 
that meets FMR and Housing Quality Standards which delays enrollment.   

 The Finger Lakes GAP II report characterized the lack of safe, stable, and affordable housing in 
the region as a major crisis. 
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Transportation 

During the listening forum, a provider representative stated that three years ago, one of the 
glaring needs in this region was transportation, but a great deal of progress has been seen; that 
has been really encouraging. Providers and consumers hope that with diminishing funding, 
transportation continues to be seen as a high priority, especially in rural areas.  It is critical in 
rural areas because often our clients have no way of getting the services they need without 
transportation.   

A consumer thanked the AI for the efforts made after the last listening forums to address 
transportation, especially in rural communities 

Nutritional Support 

At the listening forum, a provider representative from Meals on Wheels expressed the need for 
nutrition to stay in the forefront because everyone knows how important good nutrition is to 
maintaining the health of clients.  Meals on Wheels provides home-delivered meals for clients 
with mobility issues but can move them to the voucher program as their health improves.  This is 
a good fit for the community; it emphasizes education and independence.  

A consumer stated that the understanding is that nutritional supplements will not be covered by 
Medicaid. The consumer suggested that something be done through ADAP or by the Medicaid 
Redesign Team to ensure that people with wasting will have access to supplements.   

Translation Services 

Consumers at the listening forum articulated the need for more American Sign Language (ASL) 
translation services for the deaf and additional Spanish translation services, particularly when it 
comes to training, education and advocacy programs. 

Loss of Local Network 

A consumer advocate at the listening forum asked if there is any way that the AI can help 
advocates communicate with other consumers.  In the past, the networks took part in sharing 
information throughout the community while maintaining confidentiality.  Now that avenue is 
gone. A big piece is missing when it comes to information sharing.  The advocate also asked that 
representation of upstate communities on advisory bodies be revisited to ensure that all areas are 
represented. 

A consumer graduating in June indicated continuing involvement in the network’s Consumer 
Advisory Committee (CAC) for 10 or 15 years; he also functioned as pseudo-case manager for 
many years.  The consumer now feels lost without the network and misses being able to have 
input. 

A provider stated that it is understood why the local network was de-funded, but efforts are being 
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made to continue it without funding.  The provider asked the AI for support in ways other than 
funding. 

Other 

A provider representative at the listening forum wanted to get on the record the challenges that 
agencies are going through from a revenue standpoint and the resultant changes being made in 
terms of business operations. 

A participant doing program work with Catholic Charities suggested that there be some type of 
forgiveness program for the disabled who are behind in their taxes or owe student loans.  The 
participant stated that it is hard for people to get back into the work field when the government is 
taking most of the money they earn.  Government should take the approach that working people 
will increase revenue if they are no longer on Supplemental Security Income (SSI) or SSD. 

The Finger Lakes Region GAP II report stated that gay/bisexual Caucasian men in Monroe 
County as well as the rest of the region are underserved. Although local efforts to reach the 
population have had some success, more aggressive methods are needed. Far more resources 
need to be available to devote time and technology to internet outreach. 

Other recommendations/comments made in the GAP II report related to support services include 
: 

o	 More case management services are needed. 
o	 Cultural competence on the part of some providers must be improved. 
o	 More programs for Native Americans must made available. 
o	 More mental health and detox and substance abuse recovery services are needed 

in the region. Of particular concern is the lack of these services for those without 
health insurance. 

o	 The needs of the rural/suburban populations, with no or limited access to nearby 
services, create significant barriers to care. 

Organizational, Policy, and Administrative Issues Affecting Care and Service 
Delivery 

During the listening forum, a provider representative stated as organizations combine and deal 
with grants from the federal and State governments, the complexity of the grant management 
process becomes an issue.  It seems to be continuously changing in terms of the amount of detail 
to be reported and requests made.  The participant asked if there is anything on the horizon to 
help us look at these processes together so we can meet oversight requirements but do not sink 
under them. 

Another provider indicated support for consolidation of the monitoring processes.  If a provider 
has multiple grants, AI staff can share knowledge so that the provider is not asked the same 
questions by six different teams.  A representative from Meals on Wheels stated that there is a 
great deal of complexity in the contract management process.  The representative would like to 
see that streamlined.  It was suggested that if providers and the AI work on that collectively, the 
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system can be made easier to manage.  The representative continued that staff from the AI has 
been responsive; has always demonstrated patience; and has been willing to lend support and 
guidance. 

A participant at the clinician/provider forum stated that on an individual basis, the 
responsiveness of AI staff is incredible.  When we have an individual issue, we get an immediate 
response and facilitation to solve the problem.  The participant suggested that it would beneficial 
to step back with a group of AI staff and providers and look at the things under our control from 
a process improvement perspective. 

Education and Outreach 

At the listening forum, a Spanish-speaking consumer commented that some providers in 
Rochester do not have Spanish interpreters or a staff member who speaks Spanish, so he has 
been called several times to translate.  The consumer does not mind doing it, but it does point out 
a problem. A lot of literature comes out in English and not in Spanish; there are many trainings 
in English that are not available in Spanish.      

Another consumer indicated that he went to Albany and Washington, DC, to be trained, came 
back and translated everything that was said into Spanish.  The consumer stated that is why he is 
on boards; he translates everything.  

A consumer stated that Rochester trainings should include Buffalo and Syracuse so everybody 
that speaks Spanish could participate; this could be publicized.  The consumer indicated that 
community luncheons for outreach and education are held periodically. Comment sheets will be 
distributed to the deaf population that attends these luncheons.   

A provider representative stated that it is good to see youth participating in events that have been 
planned by other youth. When the youth run the events, they know their peers, and they can get 
them to attend. 

The Finger Lakes GAP II Analysis report included the following needs/recommendations with 
regard to education and outreach: 

o	 Comprehensive sex education is needed for all youth including STD and HIV. 
o	 Enhanced education related to hepatitis C is needed to assure early identification 

and treatment of infected persons. 
o	  The county health departments should work with community organizations to 

increase availability of STD education. 
o	 Targeted outreach activities between the hours of 6 p.m. and 2 a.m. to increase 

testing and prevention education among individuals who engage in high risk 
behavior; this is when they are more likely to be out. 

o	 Outreach is needed for persons with HIV, rather than just for those at risk. 
o	 HIV-positive Native Americans must be provided outreach and care that is 

culturally sensitive. 
o	 The media should be engaged in discussions as to how agencies might work more 

240 



 

 
 

 
 

 

 
 

 
 

 

 

 

 

 

 
 

 

effectively with key radio stations. 

Stigma and Confidentiality 

At the listening forum, two consumers commented on stigma.  The first discussed the stigma 
associated with substance abuse, mental health issues and HIV.  There is such stigma in this 
community. People do not want to be labeled. They do not want to go into a building labeled 
“AIDS;” the building should have an off-street entrance.  There is huge stigma.  If stigma is 
addressed, people would not become involved in risky behaviors.  African American leaders and 
sports figures should come back and help these communities.  Maybe there is a campaign that 
the DOH could support. Jay Z’s brother lives three blocks from here.  The consumer stated, 
“Stigma here in NY is worse than other places, including the South (Florida, Atlanta, North 
Carolina, South Carolina); some of these states are more welcoming to the gay community.  The 
mentality is different here; men here go to work and they marry women.  Democrats here would 
be Republicans anywhere else.” 

The second consumer discussed stigma in the Black community.  Just knowing somebody that 
has AIDS brings stigma; there still is a lot of ignorance. 

Special Populations  

Communities of Color 

At the listening forum, a consumer that had gone to a City Council meeting stated that the 
Council was very concerned about some of the issues in the African American community.  As a 
result, there is an upcoming meeting with some church organizations.  The consumer asked 
people involved in the African American community to give input to the next Council meeting in 
Rochester. Among the topics to be discussed are condoms, sex, education for young adults 
under the age of 24 and trying to get back into the school systems.  A suggestion was made that 
the AI target services for the African American community.  

Substance Users 

Participants in the listening forums and the Finger Lakes GAP II report identified issues with 
services for of substance users. 

One participant in the listening forum indicated that because of lost funding, substance abuse 
agencies are no longer providing HIV education and testing.   

A letter from OASAS to the AIDS Institute stated that clinicians in OASAS-certified programs 
are trained to address the needs of PLWHA.  By regulation, each program must have a qualified 
health care coordinator that ensures education, risk reduction counseling and referral services.  
While the OASAS data system does not collect information on HIV/AIDS, a comprehensive 
evaluation is done of each client that includes, “in part, the patient’s physical health history 
including HIV/AIDS.” 
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The Finger Lakes GAP II Report identifies the following needs/concerns for substance users:  

o	 Care that is integrated with HIV/AIDS and STD services throughout the region 
o	 Increased access to buprenorphine 
o	 Improved tools to assess the use of club drugs and crystal meth 
o	 Improved early identification and treatment of crystal meth users 
o	 Insufficient inpatient treatment and detoxification services 
o	 Detox and substance abuse recovery services are limited for those without insurance 
o	 People having unprotected sex with multiple or infected partners while under the 

influence of substances 
o	 When IDUs are not in any kind of treatment/recovery program, there is no vehicle for 

distributing harm reduction information or tools to them 
o	 While the an excellent syringe exchange program exists, not everyone is aware of it.  

Further, additional programs are needed in Monroe County as well as in the rural 
areas. 

The GAP II report also identifies sub-populations within substance users with specific needs: 

	 HIV positive IDU 

o	 Sterile needles through ESAP and SEP  
o	 Drug treatment, including programs serving women with children 
o	 Comprehensive support for people in recovery 
o	 Prevention case management 
o	 Increase number of physicians prescribing Suboxone 

	 Marginalized people who use sex to support drug habits 

o	 Sterile needles through ESAP 
o	 Street outreach 
o	 Drug treatment 
o	 Housing 
o	 HIV counseling and testing/STD screening 
o	 Sexual risk reduction counseling 
o	 Intensive prevention case management 
o	 Street outreach coupled with HIV and STD screening 
o	 Linkage with behavioral interventions 
o	 Harm reduction 

	 Social groups where needle sharing is the norm 

o	 Substance abuse treatment on demand 
o	 Syringe exchange 
o	 Contact tracing, partner notification and risk reduction counseling 
o	 Harm reduction 
o	 Prevention case management 
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o ESAP 

Mentally Impaired Chemical Abuser (MICA) 

The Finger Lakes GAP II report identified these needs for this population: 

o Prevention case management 
o Comprehensive follow-up and support services 
o Mental health services 
o Outreach and education for individuals and family/collaterals 

Men Who Have Sex with Men (MSM) 

A physician noted that the issue of HIV infection in young MSM of color in Monroe County has 
caused some alarm. 

The Finger Lakes Region GAP II report made specific recommendations for this population: 

o Targeted science-based behavioral interventions (IDI, IDG, CLI) 
o Targeted prevention programs 
o Targeted outreach, including outreach with linkage to HIV and STD screening 
o Peer-led outreach in unconventional settings and on the internet 
o Sexual social networking strategies to identify partners  
o STD testing; HIV CTR in non-traditional settings 
o Early treatment initiatives and culturally appropriate medical care 

Additional sub-populations with specific needs were also identified within MSM by the GAP II 
report. 

 MSM - HIV positive without Disclosing Status 

o Prevention case management (PCM) 
o Targeted outreach 
o Outreach conducted by MSM 
o Sexual attitude reassessment (SAR) workshops 
o Support groups 
o Linkage to care and treatment adherence 
o STD screening 
o Partner counseling services 
o Primary care physicians familiar with MSM practices and prevention messages 
o Mental health counseling 

 MSM not Identifying as Gay 

o Behavioral science-based interventions 
o Social marketing 
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o Individual risk reduction counseling 
o Public Service Announcements (PSAs) 
o STD screening 
o Intervention for female sex partners 
o Street outreach and social networking 

 MSM Who have Anonymous Sex 

o Outreach and risk reduction counseling 
o Peer education 
o Popular opinion leaders 
o Social marketing campaign 
o STD screening 
o Venue-based HIV and STD screening 
o Internet-based interventions 

 Young MSM, Especially of Persons Color 

o Targeted science-based behavioral interventions (IDI, IDG, CLI) 
o Targeted prevention programs 
o Targeted outreach, including outreach with linkage to HIV and STD screening 
o Peer-led outreach in unconventional settings and on the internet 
o Sexual social networking strategies to identify partners  
o STD testing; HIV CTR in non-traditional settings 
o Early treatment initiatives and culturally appropriate medical care 

 HIV positive MSM Who Disclose Status Having Sex with HIV-negative partner  

o HIV prevention counseling 
o Pre-exposure prevention (PEP) 

Women 

The Finger Lakes GAP II report identified specific needs for sub-populations of women. 

 Women of color 

o Education and outreach to increase awareness of risk 
o Targeted interventions for women at risk 
o Social networking to increase testing in this population 

 HI- positive pregnant women with little/no access to prenatal care 

o Access to health care services 
o One-stop shopping care services 
o Early prenatal care 
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	 Women of color 13-24 from urban and rural areas 

o	 Mentoring 
o	 Targeted peer outreach 
o	 Adolescent health care 
o	 Health education and risk reduction 

	 Women of childbearing age with inadequate health care and a history of STDs 

o	 Prevention education 
o	 Targeted outreach 
o	 Community standards of care to assess women’s risk of acquiring an STD 
o	 Prevention case management 
o	 Partner counseling services 
o	 School-based programs providing comprehensive sexuality education 
o	 Adolescent peer education programs 
o	 Easy access to HIV testing and STD screening 
o	 Condom availability in schools 

	 Women of color 25-29 whose male partners engage in high risk behavior 

o	 Peer-led prevention groups 
o	 STD screening and treatment 
o	 Targeted outreach 
o	 HIV and STD screening and counseling 
o	 Support groups with prevention information 

Adolescents/Young Adults 

The Finger Lakes GAP II report identified specific needs for these sub-populations 

	 Adolescent Females 

o	 Increased HIV/STD screening 
o	 Expand HIP Teens 
o	 Increase access to age-appropriate health services 

	 Youth who were infected perinatally reaching maturity, including becoming sexually 
active 

o	 Targeted behavioral interventions (IDI, IDG) for this group that focus on 
healthy sexuality, treatment adherence and reproductive health 

o	 Routine STD screening 
o	 Training of HIV/adolescent medicine medical providers re: special needs for 

this population, especially related to sexual/reproductive health 
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Heterosexuals 

A provider asked about funding for heterosexuals, particularly people of color. Funding is 
difficult because CDC guidelines regarding the heterosexual category are very specific, and the 
no identified risk (NIR) category comes up all the time.  The encouraged changing those 
categories so funding can be obtained for those populations specifically.  

The Finger Lakes GAP II report identified specific needs for these sub-populations 

	 Heterosexual non-injecting drug users 

o	 Targeted outreach 
o	 Drug treatment on demand 
o	 Comprehensive services to help people in recovery 
o	 Development of interventions focusing on cultural attitudes for men of color 

regarding sex and relationships with women 
o	 HIV and STD screening and counseling 
o	 Risk reduction counseling (IDI) 
o	 Enhanced outreach 
o	 Prevention case management for those at highest risk 
o	 Mental health services 

	 Heterosexual HIV+ people who engage in unprotected sex 

o	 Prevention case management and risk reduction counseling 
o	 Peer support groups 
o	 STD screening and partner notification 
o	 Interventions focusing on heterosexual men of color 
o	 Structured life skills activities and recreation 
o	 Housing and nutrition programs 
o	 Treatment education 
o	 Behavioral change interventions 

	 Black heterosexual females (ages 18-35) 

o	 STD screening 
o	 IDG 
o	 Social marketing 

	 Older heterosexual women 

o	 Prevention messages targeted to older women 
o	 Peer counseling for older women 

Incarcerated Populations/Formerly Incarcerated 
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	 Formerly Incarcerated 

A physician noted the need for continuing services for inmates being released from prisons who 
are diagnosed as HIV positive.  These individuals are struggling to find jobs and housing.   

	 Incarcerated Women of Childbearing Age 

These were among the observations/recommendations made by the Maternal – Child HIV 
Transmission Work Group: 

o	 Local correctional facilities represent one important point of contact for  hard-
to-reach, high-risk women in NYS. 

o	 HIV testing should be recommended to all pregnant women, unless known to 
be HIV positive. 

o	 Ensure that HIV positive pregnant women are started on antiretroviral (ARV) 
treatment/prophylaxis as soon as possible but at the latest by the second 
trimester. 

o	 It is a major challenge to prevent the interruption of treatment when HIV- 
positive pregnant women are in and out of correctional facilities.  The high 
percentage of substance abusers and inmates with mental health issues further 
complicates the issue. Ensuring that they are linked to outside clinics and care 
providers will help. Patients with co-occurring disorders require attention to 
transitional planning to ensure continuity in prenatal care, mental health and 
substance use services.  

o	 Inmates must also be made aware of community support services. 
o	 Better methods to re-activate Medicaid need to be devised so it is available to 

inmates upon release from correctional facility. 
o	 Use of electronic medical records (EMRs) is recommended to assist in 

management of care 
o	 Distinct webinars are being designed specifically for clinical and non-clinical 

staff that focus on the educational needs of each. 

The Deaf and Hard of Hearing 

The Finger Lakes Region GAP II Analysis states that the deaf population in Rochester is one of 
the largest in the United States.  It is estimated that there are hundreds of individuals among the 
deaf population living with HIV who are not in care/unaware of their status. The report 
characterizes the services for the deaf as “few and far between.” 

A consumer at the listening forum stated that the biggest issue for deaf and hard of hearing 
population is language and communication.  The issue is how to get information to them.  There 
is a need for more ASL interpreters. But beyond that, it is difficult to arrange for the right 
interpreter and to get them to participate.  The consumer characterized it as “a mess.”  The 
consumer offered to do outreach to the deaf community to find out what they think and can let 
the AI know. 

247 



 

  
 

 
 

 

 

 
 

 
 

 
 

 
 

 

 
 
 

A consumer who works with the deaf community stated that there is not a big issue getting 
interpretation services for medical appointments or case management.  However, there is a 
problem arranging the interpreter services for educational and advocacy programs.  AIDS Care 
has tried to cover these programs but cannot continue.  Education is important especially for 
those newly diagnosed or new to care. The consumer noted that the use of social media would 
be one step in providing education if it were available, but it is almost like our deaf community is 
left out of educational opportunities because we cannot provide interpretation, and not everyone 
is capable of reading lips.  A further complication is that many deaf people are not bilingual in 
English, and many cannot read.  

Other 

A provider representative thanked staff involved in AIRS for being supportive.  However, 
epidemiological data are very old; it needs to be available more quickly.   

The Finger Lakes GAP II report offered the following comments on other issues: 

o	 There is a need for enhanced access to data to evaluate trends, identify gaps in 
care and services, and develop effective responses. 

o	 Upstate New York is uniquely different than NYC.  The numbers of infected 
persons are far fewer but so too are the dollars. 

o	 Upstate residents view themselves as family.  There is little or no anonymity 
which changes the ways in which care and services are provided and accessed by 
clients. 

o	 There has been an increase in the number of immigrants presenting for care and 
services, particularly from Asia and Africa. 

o	 Faith community leaders should be encouraged and supported to 
take leadership roles in raising AIDS awareness, encouraging testing, and 
reducing AIDS stigma among people of color. 
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H. WE S T E R N  NE W  YO R K  RE G I O N  B A R R I E R S ,  S E R V I C E  
NE E D S  A N D  I S S U E S  

The Western New York region is comprised of eight counties: Allegany,
 
Cattaraugus, Chautauqua, Erie, Gene see, Niagara, Orleans, and Wyoming. Its
 
population is 1,544,794 (2010 census) or approximately 8.0 percent of New York State’s 

population. 


Approximately 261,300 people reside in Buffalo, the second largest city in the State, with all 

other residents living in mostly rural and some suburban or small urban areas.   


There have been 2904 AIDS cases reported in the eight-county Western New York Ryan White 

region since the beginning of the epidemic. Almost 2,360 persons are living with HIV or AIDS 

in the region; there have been 1592 deaths caused by the disease. Seventy-eight percent of 

HIV/AIDS cases in the region are from Erie County, which has nearly 60 percent of the region’s 

population. However, each of the other more rural counties has also reported HIV and AIDS 

cases. Of newly diagnosed HIV cases, 62 percent are among persons of color. Among males 

living with HIV/AIDS in the region MSM is the leading risk factor, followed by IDU, except for 

Asian/Pacific Islanders. Heterosexual contact is the leading risk factor among all females living 

with HIV/AIDS.
 

Following is a summary of the barriers, service needs and issues drawn from a variety of 

documents and information secured during listening forums held in Buffalo involving, 

consumers, clinicians, and service providers.  


Barriers 

 Socio-economic 

The unemployment rate in WNY is lower than the national average, and poverty is growing.   
Poverty is an overwhelming issue that complicates care delivery in Western New York. Buffalo 
is one of the poorest cities in America, but a majority of the region's poor now live in the 
suburbs. Of the 159,000 people in the region living below the poverty line, more than half -- 52 
percent -- reside in the suburbs of Erie and Niagara.  Ten years ago, it was 44 percent (Suburban 
Plight). This spread of poverty to areas outside the city of Buffalo and puts further stress on 
service delivery. 

Buffalo’s crime statistics report an overall downward trend in crime based on data from 11 years 
with violent crime increasing and property crime decreasing. The city violent crime rate for 
Buffalo in 2009 was higher than the national violent crime rate average by 239.78% and higher 
than the State rate by 279.29%.  The city property crime rate in Buffalo was higher than 
the national property crime rate average by 78.78% and higher than the New York State rate by 
180.73% (Buffalo Crime Report). Illegal drug traffic is significant problem in the area. 

 Service Capacity 

249
 



 

 
 

 
 

 

 

 

 

 

A recurring theme in the listening forums and in the Western New York GAP II report was that 
inadequate service capacity presents a formidable barrier to the care of PLWHA in Western New 
York. Service inadequacies have led to extensive waiting periods for some critical services.  
They been identified in case management and medical, specialty, prevention and support 
services; in urban, suburban and rural areas; and affect all sub-populations of PLWHA.  

Service Needs and Issues 

Prevention 

During the listening forum, a consumer advocated for increased funding dedicated to prevention 
stating that prevention is cost effective.  An example of an effective intervention is prevention 
with positives. 

Concerns about prevention messaging to children were expressed by several participants.  One 
concern was that prevention is not being taught early enough in school.  Another participant 
stated children need to understand that HIV/AIDS is a “livable” disease.  The participant also 
advocated for increased and better messaging to children about prevention and using condoms.  
“Kids need to know that if they’re going to ‘do it,’ they should be smart about it.”   

One provider representative stated that education as a prevention strategy is not enough because 
people do not have motivation to take care of themselves.  Emotional, mental, spiritual and 
community health need to be addressed. When we talk about risk reduction for HIV, teen 
pregnancy, STDs, we need to integrate prevention and engagement strategies.  They are related. 
The representative’s agency received a grant for teen pregnancy prevention using a socio-cultural 
model. People who value themselves have a better chance of being healthier. 

One participant stated that the standard message of reducing risk by condom use or abstinence 
must be updated to be more comprehensive.  A clinician furthered the discussion by reiterating 
that the prevention message needs to be broadened beyond condoms and abstinence.  In order to 
effectively curb the epidemic, people need to be connected to care.  Partner services programs 
need to be enhanced because that is where new positives will be caught.  There was a recent 
study showing that there was a 96 percent reduction in transmission when an HIV-positive 
person is put on proper medications.  PLWHA do not understand that if they get into care, they 
can reduce the chance of transmission to partners by 96 percent.  This message must get out 
there. 

The need for effective prevention for the aging was also discussed.  This has become more 
important since people are continuing to have sex later in life.  There have been collaborations 
with the Office of the Aging to develop programs that will serve the needs of an aging 
population. 

Additional recommendations regarding prevention and harm reduction were contained in the 
GAP II report for WNY. 
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o	 Increased community support/involvement is needed to counter prevalent 
perceptions that HIV/AIDS “is over” or that medical therapy eliminates the 
importance of prevention. 

o	 Ongoing Native American community-based efforts to develop culturally 
specific, scientifically based HIV prevention interventions and related evaluative 
tools need to be supported. 

o	 Targeted prevention messages to young adults and young men of color are 
required, particularly for those for whom HIV may be perceived as easily 
treatable and non-threatening. 

o	 Collaborations with communities of color, “natural leaders” and faith 
communities need to be strengthened to increase HIV/AIDS awareness and 
support for HIV prevention and advocacy. 

o	 Expand HIV prevention activities that serve outlying counties. 
o	 Improve prevention services for those who are involved in the criminal justice 

system, including transitional planning. 
o	 Buprenorphine should be employed as a prevention strategy. 
o	 Increased condom distribution is recommended. 
o	 Use of the Internet could be helpful in prevention. 
o	 Although there are syringe exchange programs, there is still a large illegal drug 

trade in the region. With vandalism, small crime and people selling their food 
stamps at an all time high, the needle exchange programs are not being utilized as 
much as they should. 

o	 Syringe exchange programs need flexibility. Tying programs to one fixed site will 
not work to meet the needs of individuals who do not utilize existing programs 
and to address mini-epidemics that change from one neighborhood to the next. 

o	 ESAP program effectiveness can be maximized by assuring that participating 
ESAP providers are open and accessible (some turn clients away) and are 
geographically more widely dispersed. 

o	 The ESAP on Bailey/Kensington has closed. This is significant since several of 
the high seroprevalence zip codes are in this area. 

HIV Testing 

Both the GAP II study and the participants in both listening forums addressed the importance of 
HIV testing because the early identification of HIV is critical. There were several positive 
reactions voiced to expanded testing at the listening forums.  One physician related that the 
hospital emergency department is doing a tremendous job.  It could not have been done without 
the clinical education initiative which spread the word.  As a result of expanded testing, 40 
people have been introduced into care since January.  There was a big push in the fall because 
people were fearful that if they were not implementing the initiative, there would be state 
sanctions. The participant hopes that there will continue to be a push for implementation at the 
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State level. People were getting a little lax again in terms of testing.  A “Dear Colleague” letter 
was requested to encourage testing since primary care providers still have a sense of concern 
over offering testing. 

Another participant praised the AI for taking a common sense approach in implementing the 
testing initiative as a standard of care; it has been accepted by the community.  The new HIV 
testing law is a policy that makes sense.  An increase in HIV-positive people has been seen in 
WNY facilities.  However, with successes come issues.  Now that more people are being 
diagnosed, the number of positively diagnosed people not connected with care or non-compliant 
has grown. We need to think about those people.  They are the people that are continuing the 
epidemic.  The people in care are less likely to spread HIV.  In order to curb the epidemic, 
people must be connected to care.  The participant also stated that partner services programs 
need to be enhanced because that is where new positives are identified.     

A representative from a provider agency described the agency’s broad, holistic approach to HIV 
testing. In terms of getting people tested, we would like to see more use of a socio-cultural 
model. We have used these models to empower people to learn from traumas and how they have 
been impacted.  We have shared it with other communities.  It is an important framework to 
understand health disparities in our communities.  We have developed a documentary on 
historical traumas in native communities, and we have told people how to address that issue.  
Discussion is geared toward physical health.  We talk about mental, emotional and spiritual 
health, but there also needs to be an emphasis on community health.  Some people do not value 
themselves, and if they do not, who cares if they die of HIV.  We need to reach people and help 
them feel good about themselves, and then they will become motivated to take care of 
themselves.  We have had some people get their first ever HIV test, and it is so important 
because it is life-changing.  A lot of them were at very high risk, so we are happy with the 
approach. 

The GAP II report identified a number of additional needs/recommendations with regard to HIV 
testing. 

o	 The number and types of testing sites should be maximized to assure that persons 
unlikely to visit traditional medical venues have the opportunity to be tested. 

o	 Broadening and normalizing testing will help minimize stigma and increase 
testing for those who would not have chosen to be tested at designated HIV 
testing sites. 

o	 Expand testing at schools. 
o	 More work needs to be done with physicians to encourage testing; there is a large 

gap in the medical world regarding testing. 
o	 Erie County should be able to offer rapid tests; it currently does not due to cost 

constraints. 
o	 The availability of free testing is not widely known. 
o	 Provider familiarity is a barrier to expanded testing. 
o	 The testing hotline must be kept up-to-date and accurate. 
o	 Chat lines that promote testing should be developed. 
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Health Care 

Pain Management/Alternative Care 

A consumer at the listening forum complained that pain management in New York State is a 
nightmare.  Pain is not being managed effectively.  Doctors treat patients like they are doing 
something wrong if they need pain medications.  A physician added that there are many patients 
with drug abuse issues. We do not want to give patients drugs that might be harmful, but we do 
not want to ignore the pain.  We need to make referrals.  Some patients are falling through the 
cracks. They might be retired and their insurance will not cover drugs; they have a spending 
limit; there is the Medicare donut hole.  There are gaps. They have to spend so much money 
before they get coverage. 

Another consumer stated that there are resources for acupuncture in clinical settings for pain 
management in New York City, but not upstate.   

Access to Care 

The issue of access to care and services was raised at the listening forums and in the WNY GAP 
II report.   

The lack of new, young physicians well-versed in HIV/AIDS care to replace the current 
HIV/AIDS physicians who are aging has adversely affected access to care, as have cuts in 
reimbursement and funding.   

Limited or no access for rural/suburban populations to nearby services is considered an 
overarching issue. At the listening forum, a provider that serves rural counties appealed to AI 
representatives to continue its funding even though its numbers are low.  The program is not cost 
effective because staff has to travel three hours per day, but the need is there and the population 
continues to grow. 

The lack of access to health related services for hepatitis C-infected individuals was specifically 
cited. Barriers to access stem from gaps and deficiencies that exist in the health care system (i.e., 
lack of screening locations, inadequate reimbursement rates, lack of physician knowledge 
regarding HCV treatment and care, lack of provider awareness and understanding of protocols or 
guidelines and the shortage of addiction specialists, psychiatrists and support services). 

There is very little or no access to detox, substance abuse services and mental health services in 
the region, particularly for the uninsured.  The waiting time for services may be as long as 
several weeks. In some areas no programs exist. 

No interventions are available for victims of trauma, substance abuse and post traumatic stress 
disorder (PTSD). 

Transportation inadequacies also contribute to access issues. 
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“One-stop shop” integrated health care models were recommended to maximize clients’ access 
to services. 

Other 
Several participants in the listening forum referenced the study that indicated that initiation of 
care with proper medication management early can significantly reduce transmission rates.   

A consumer suggested that more pharmacies participate in pre-packaged meds.  It would help 
with compliance.   

The ongoing support of primary care models was praised.  Models that support medical case 
management, treatment adherence and mental health services are key in reaching the National 
AIDS Strategy goals. 

The need for help in monitoring care was cited; adherence is important. 

A consumer advocated for private physicians so that care can be rendered in a more comfortable 
environment where no one will be labeled and complained that some physicians are too 
directive; there is no give and take. 

A consumer on Medicare and Medicaid indicated a need for dental care for loss of teeth.  The 
individual’s doctor said it would cost $900 to fix.  Another participant offered to refer the 
individual to a dentist that could help. 

Health Care Coverage and Reimbursement 

A number of concerns surrounding health care financing and reimbursement were discussed at 
the listening forums.   

Several consumers praised ADAP.  One stated that the program “kept me alive for years” and 
indicated that many PLWHA may not know the extent of services covered by ADAP Plus.  For 
example, any Medicaid mental health provider can be an ADAP mental health provider.  Another 
expressed gratitude to ADAP for paying for medications.  As a result, the participant is 
attempting to go back to school and work.  

A provider representative indicated that a transition to Ambulatory Patient Group (APG) 
reimbursement began in 2009.  Even before the transition, the WNY provider community was 
fragile with specialty care for patients eroding. The representative stated that it has gotten worse.  
Several questions/comments were then addressed to AI staff regarding the effects of APG 
implementation.  Questions were asked about whether there has been an examination of the 
impact of APGs and whether providers are leaving or closing because they cannot sustain 
themselves.  The challenge is greater because patients are aging and we are talking about more 
complicated care.  By the time somebody discovers the erosion, systems will be gone and there 
will be no opportunity to re-build.  An examination of the impact of APGs is recommended.  

254 



 

 

 

 
 

 

 

 

 

   

 

 
 

 

Another provider representative added that an anecdotal note on the effect of APG billing was 
that it has meant staff layoffs. 

There was active discussion surrounding health care issues.  At the time of the forum, many 
participants were very concerned over the movement to mandatory managed care.  A few 
participants felt strongly that managed care meant having to get referrals for all but primary care 
and that this would mean substantial delays in care.   

One participant expressed the need for the opportunity to self-refer.  Another was anxious about 
service limits and commented that managed care is great for healthy people, but PLWHA are not 
healthy. A participant indicated that Evergreen is trying to put together a package deal with 
providers and claims to have seen “some nightmare scenarios” with managed care.  There is fear 
that HIV care will suffer. 

One consumer who is a Medicaid recipient voiced concern about moving to managed care and 
having to change providers. 

A provider representative that enrolls people into managed care indicated that the AI has 
provided assistance and hoped that that will continue because its guidance is crucial during 
negotiations with insurance companies.   

A provider representative indicated that one of the challenges they are facing is anal cancer 
screening and referral. The AI was asked to inform insurance companies about the need for 
anoscopy and get them to cover it without hindrance.   

Another participant stated that anal pap smears should be part of both a man’s and woman’s 
check-up; guidelines should recommend it for both men and women on an annual basis.  A 
question was asked as to whether patients have access to high-resolution colposcopy after a pap 
smear.  An observation was made that a couple people are doing the procedure but not in the way 
they would like to see it done. 

Two participants at the clinician/provider forum commented on the personal contribution to 
health coverage. The first asked whether, in view of economic times, there is a plan to reduce 
the four percent contribution that persons who participate in APIC are required to make.  The 
second participant indicated that people had been denied coverage because they could not 
contribute four percent but could contribute two or three percent.  They downgraded their 
insurance so they would have more money in their checks to survive.   

A physician commented some patients are falling through the cracks due to the Medicare donut 
hole. 

Hepatitis C 

A consumer at the listening forum indicated that a new hepatitis C medication was coming out 
that could be beneficial but was not available.  Enhanced education for providers regarding the 
care and treatment of persons with hepatitis C is needed. 
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Sexually Transmitted Diseases (STDs) 

The rate of new STDs is an area of growing concern in the Western New York region according 
to listening forum participants.  One provider representative who does continuing education for 
clinicians stated that WNY has high STD rates. There is only one county clinic that tests for 
STDs. There is a huge impact on other providers.  AI staff was asked whether they expect any 
resources in the future that will help with treatment, now that STDs are part of the AI’s 
responsibility. The participant was involved in screening, but indicated that having treatment 
resources for those who choose to not go to their own provider would be helpful.  Another 
participant inquired regarding additional funding to expand STD screening especially in non-
traditional settings.   

A number of participants in both the consumer and clinician/provider forums indicated that they 
were pleased that the AI had assumed responsibility for STDs.  

Supportive Services 

Housing 

Inadequate and unstable housing has a deleterious effect on a PLWHA receiving and adhering to 
required treatment.  A participant at the listening forum stated that there is a need for increased 
Section 8 housing assistance. 

The New York State Consolidated Housing Plan, 2011-2015, attributes a spike in the need for 
housing resources for PLWHA in part to the dramatic decline in the death rate due the increased 
effectiveness of medications used to treat AIDS. Many persons with HIV/AIDS are living on 
Supplemental Security Income (SSI) or receive public assistance while awaiting determination of 
SSI eligibility. They lack the income necessary to pay Fair Market Rents (FMR). In addition, 
many persons living with HIV/AIDS require supportive services, such as home health care, case 
management, substance abuse and mental health evaluation and treatment, transportation, child 
care, and other services. Supportive housing programs offer the combination of housing and 
supportive services needed by persons living with HIV/AIDS to maintain their health.  A number 
of barriers related to housing have been: rising utility costs; long waits for Section 8 subsidies in 
order to free up long term Housing Opportunities for Persons with AIDS (HOPWA) assistance; 
reluctance of some landlords to rent to clients with criminal backgrounds; and the downswing of 
the economy causing lost or reduced income.  Some have also noticed the continued need to 
adjust Housing Subsidies in 2010. This means more is spent on Housing Subsidies for fewer 
clients. Other trends noticed were a lack of safe, sanitary housing.  And some have identified 
difficulty finding large apartments for large families within the FMR.  When applicants apply for 
HOPWA rental subsidy, many are not adequately housed.  It can take some time to find housing 
that meets FMR and Housing Quality Standards which delays enrollment.   
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Transportation 

Limited access to reliable transportation was a concern voiced by a number of listening forum 
participants. It is seen as a barrier to care.  Getting to medical appointments and support groups 
is difficult. One participant characterized the transportation system as dehumanizing.  Another 
participant suggested that more PLWHA should use Ryan White transportation services to get to 
support groups. A provider representative noted that several years ago, a lot of the comments 
centered on transportation, and the AI directly responded to those concerns in the re-solicitation.  
“We have been able to expand services, and fill some of the real gaps in our region.  We are now 
able to deliver the kind of transportation that does speak to our limitations.  We believe that some 
of those issues identified three years ago will not be challenges going forward.  We would like to 
see that continue. The benefit was seen in how the transportation RFA was handled.” 

Family Support 

The importance of support to the family unit was raised at the listening forums.  A provider 
representative discussed Positive Families which has been funded through the FIT program.  It 
provides supportive services for families.  The representative acknowledged the program’s grant 
managers and their work in advocating for the program.  There have been some reductions, and 
the program is now limited to working for one year with each family; this may not be long 
enough. The program helps with the difficult emotional barriers of working through disclosure 
and the legal system barriers that can take a very long time to resolve.  It hopes to expand family 
support around HIV which is considered very important.  In the past, the program provided 
support regarding ongoing stressors affecting the family system, but at this point, it is focused on 
disclosure and its psychosocial impact and future care and custody issues.  The program really 
wants to continue to support the families affected by this illness, but that is less available now.  
The program has a moms’ group that has been thriving for the last 15 years.  It found that the 
support group and support from other moms was really important.  The sense of community is 
important in supporting families through a stressful time.  It is much more helpful for those 
living with this illness to support and educate each other.  The program does not want to see the 
moms leave because they are extremely valuable resources in helping the newer moms coming 
into the program.  Further, it is very rewarding to see people feel strong enough to help other 
people; this is another reason to want them to stay on.   

A consumer brought up several issues that underlined how important the programs that support 
the impoverished are to PLWHA.  The consumer was very thankful for food stamps and 
indicated that additional support was needed after HEAP assistance runs out. 

Other 

A listening forum participated noted that non-clinical services and support in the home should 
not be looked at as less important because of changes in the disease.  One consumer pointed out 
the need for more help with child care during support groups. 
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Outreach and Education 

Clinical and Provider Education 

Participants in the provider listening forum stressed the need for maintaining clinical education 
programs and expressed appreciation for their funding.  A participant at the provider meeting 
stated that the clinical education initiative plays a vital role in Western NY.  Several examples 
were given. One example cited was the training provided related to implementation of the new 
HIV testing law, which was lauded as a model for New York State.  Continuing education for 
clinicians regarding STDs is also provided.  Despite the fact that STD rates are high, only one 
county clinic tests for STDs. There is a huge impact on other providers.  Work is also being 
done with primary care physicians to enhance their skills in treating acute HIV.  Even though 
medical schools and nursing schools are supposed to address these issues, it’s just not being 
done. Therefore, the clinical education initiative in WNY is critical.  The representative 
expressed appreciation for the funding and stated that they make very good use of the money. 

A physician reiterated the importance of education, particularly in light of the fact that current 
practitioners are aging and the number of HIV/AIDS cases is increasing.  More physicians are 
needed, but generally they lack the knowledge necessary to treat the disease.  The physician 
stated that it is unfortunate that the scholars program has been cut because it is necessary to train 
physicians beyond simply giving them lectures; there is a need to actually show them how to 
care for HIV/AIDS patients. 

A provider representative suggested that additional education regarding HIV/AIDS for providers 
who are not directly related to HIV service provision would be very beneficial. 

Consumer Education and Outreach 

The importance of consumer training was noted at the listening forum, with mentoring from an 
experienced consumer indicated as a key component.   

The need for additional resources for outreach to and services for immigrants and refugees was 
cited. 

Participants suggested that outreach could be enhanced through increased use of community 
billboards and flyers and by more effectively utilizing and engaging church organizations. 

The need for effective outreach to the aging was also discussed.  This has become more 
important since people are continuing to have sex later in life.   

The Western New York GAP II report identified additional comments and recommendations 
regarding consumer education and outreach. 

o Increased resources for outreach are needed. 
o Increased community/street outreach targeting partners of drug users is needed. 
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o	 The importance of early diagnosis must be stressed as there are still people who 
are totally unaware of their status. 

o	 Consumers must be informed of the availability of free testing; this is not widely 
known. 

o	 Collaboration with the community at large for support, advocacy, and education 
needs to be strengthened. 

o	 Collaborations with Rural Health Networks, Prenatal-Perinatal Networks, and 
Planned Parenthood affiliates to support HIV/AIDS awareness need to be 
strengthened. 

o	 Collaborations with communities of color, “natural leaders” and faith 
communities to increase HIV/AIDS awareness and support for HIV prevention 
and advocacy need to be strengthened. 

o	 The community should be engaged in HIV/AIDS education, support and 
advocacy. 

o	 Increased community support/involvement is needed to counter prevalent 
perceptions that HIV/AIDS “is over” or that medical therapy eliminates the 
importance of prevention. 

o	 Native American community-based needs assessments must be performed and on-
going Native American community based efforts are needed to target high priority 
sub-populations for intervention. 

o	 In light of general lack of education in the region, regular and ongoing access to 
broad-based education is necessary. 

o	 School curricula must be instituted that support comprehensive, age-appropriate 
sex education, including risk identification and prevention practices for STDs, 
including HIV/AIDS; school faculty and administrators must be trained regarding 
HIV/AIDS. 

o	 There must be a commitment to establish HIV advisory committees in schools; 
currently, they are non-existent. 

o	 Outreach activities must be increased to prevent HIV infection among those at 
highest risk. 

Organizational, Policy, and Administrative Issues Affecting Care and Service 
Delivery 

Frustration was expressed by several providers at the listening forum over the lack of 
cooperation and information sharing from the Veterans Administration (VA).  According to 
participants, the VA is not providing good information and/or seems not to be following CDC 
guidelines. They are reporting extremely low numbers of tests being done, four per month, and 
have stated that they have never had a positive test result.   
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A participant thanked the AI for having a broad understanding of issues more than any other 
state agency.  A participant stated that some agencies focus on only one issue, and we need to get 
out of silos. 

Additional issues related to the collaboration of agencies were identified in Western New York 
GAP II study. 

o	 Increased collaboration between agencies, schools, and non-HIV specific providers is needed 
to deliver services and perform outreach effectively. 

o	 There must be better collaboration among agencies to identify and promote effective HIV 
prevention programs.  

o	 Agencies should collaboratively apply for funding and create strategies to pool resources. 

Stigma and Confidentiality 

Participants in the listening forums voiced concern over the lingering stigma associated with 
HIV/AIDS and provided examples of dignity issues encountered by PLWHA as patients.  One 
participant expressed negative feelings about patient sensitivity at Erie County Medical Center 
(ECMC). The person stated that the staff was rude and they “slap a sticker on your folder so 
everyone knows you are (HIV) positive.” Some physicians are very directive; they are not open 
to give and take or the patient’s role in managing his/her own health care.  The participant was 
not comfortable getting services at the “AIDS Building” or being seen coming out of the “AIDS 
Building.” The person wants more private physicians involved so care can be rendered in a more 
comfortable environment where no one will be labeled.   

Another participant suggested that it is important that society as a whole sees HIV/AIDS not as 
an issue affecting specific populations and that providers who are not directly related to HIV 
service provision could benefit from education.   

The GAP II report identified some additional considerations regarding stigma. 
o	 Stigma and discrimination extend to both persons living with HIV/AIDS and the 

providers who treat them. 
o	 Broadening and normalizing testing will help minimize stigma and identify and test 

those who would not choose to come forward on their own 
o	 Rural communities are more likely to be prone to isolation and stigma.  This must be 

considered as part of the overall service delivery system. 

Special Populations 

Recommendations for and comments regarding the following special populations were identified 
by participants in the WNY listening forums and/or the WNY GAP II report. 
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Communities of Color 

The WNY GAP II report identified the following needs for this population:  

o	 Behavioral science-based counseling 
o	 STD screening and partner notification 
o	 Transitional discharge services 
o	 Targeted outreach 
o	 HIV counseling and testing 
o	 Mental health counseling 
o	 Peer outreach 

Substance Users 

A physician at the listening forum discussed the difficulty in treating pain in patients with 
substance abuse issues. “We do not want to give patients drugs that might be harmful, but we 
don’t want to ignore the pain. We need to make referrals.”  

A consumer who works at AIDS Family Services providing education for HIV-positive women 
and linkage and referral related that a number of women went into rehabilitation at ECMC and 
were discharged for insurance reasons. One woman was discharged after 14 days of rehab and is 
now sick and homeless.  The consumer stated that insurance does not sufficiently cover 
substance abuse treatment and there is a gap in coordination of services. 

One provider representative who has been doing syringe exchange services for 18 years gave the 
AI a note of thanks for the RFA expanding syringe exchange programs; it was issued the Friday 
before the forum. 

A letter from OASAS to the AIDS Institute stated that clinicians in OASAS-certified programs 
are trained to address the needs of PLWHA.  By regulation, each program must have a qualified 
health care coordinator that ensures education, risk reduction counseling and referral services.  
While the OASAS data system does not collect information on HIV/AIDS, a comprehensive 
evaluation is done of each client that includes, “in part, the patient’s physical health history 
including HIV/AIDS.” 

The WNY GAP II report identified additional considerations regarding the substance-using 
population. 

o	 There is very little or no access to detox and substance abuse services.  The wait 
time for services may be as long as several weeks.  In some areas, no programs 
exist. 

o	 Buprenorphine can be used as a prevention strategy. 
o	 More substance abuse treatment programs are needed. 
o	 More substance use moderation programs are needed. 
o	 Enhanced prevention case management is needed. 
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o	 Improved access to services (mainstreaming) is recommended. 
o	 Design treatment programs to assist the patients they serve. 
o	 More peer navigation and support programs are needed. 
o	 Promote low threshold harm reduction interventions. 
o	 Enhanced interventions for IDU are needed. 

The GAP II report also contained recommendations to help partners of drug users and injection 
drug users (IDU). 

	 Partners of Drug Users 

o	 Increase community/street outreach. 
o	 Target partners with HIV counseling, testing, referral and partner 

notification 
o	 Enhance prevention case management 
o	 Promote peer navigation  
o	 Interventions addressing trauma (such as Seeking Safety) should be 

available to partners. 
o	 More opportunities are needed for one-on-one education with partners about 

how transmission occurs sexually. 

	 Injection Drug Users (IDU) 

o	 Young IDU 

 Outreach (including street/modified street outreach in community 
centers, malls) 

 Community awareness 
 School-based education 
 After-school programming 
 Case finding and access to age appropriate services 
 Regional counseling and testing initiatives 
 Social marketing 
 Availability of buprenorphine treatment 

o	 Aging IDU 

 Enhanced outreach 

o	 IDU newly diagnosed with hep C 

 Risk reduction education/tools 
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Women 

The WNY GAP II report identified the following needs for this population. 

 Women of Childbearing Age 

 Enhanced community/street outreach 
 Negotiation of safer sex 
 Improved access to services 
 More peer navigation programs 
 Home-based counseling 

 Female Partners of MSM 

 Counseling, testing, referral and partner notification 
 Social marketing 
 Community/street outreach 

Mentally Ill 

There were several comments regarding the need for mental health services at the listening 

forums.  One participant noted that more mental health services are needed, and it is a topic that 

comes up in support groups.  The participant also pointed out the need for more help with child 

care during support groups and suggested that more PLWHA should use Ryan White 

transportation services to get to support groups. 


A provider representative stated that in the mental health provider community, many therapists 

have fear about HIV.  It is really difficult to find therapists sensitive to HIV/AIDS issues and 

able to support PLWHA. 


A consumer who was diagnosed 26 years ago and was a long term non-progressor discussed the 

referral system.  The consumer had been going through some depression and attempted to secure 

mental health services.  A year and a half later, the individual was still waiting for a referral. 

Medication was prescribed, but nobody monitored it.  The consumer attended a complementary 

therapy support group in Atlanta. Complementary therapy (acupuncture and massage) works 

and costs less than Western medicine; they can be used together.  There is nothing like that in 

Buffalo, but these therapies should be available.   


One consumer stated that there should be more grass-roots efforts to do outreach to and advocate 

for individuals with mental health issues in poor socio-economic areas.   

In addition to identifying other needs for the Mentally Ill in general, the GAP II report identified 

some specific needs for mentally ill MSM. 
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The WNY GAP II report contained these recommendations: 

 Mentally Ill 

 Mental health services for uninsured persons 
 Individual mental health counseling 
 Support groups 
 Appropriate medication  

 Mentally Ill MSM 

 Individual mental health counseling 
 Support groups 

Men Who Have Sex with Men (MSM) 

The WNY GAP II report identified the following needs for this population:  

 Young Gay Men 

 Social marketing 
 Counseling, testing, referral and partner notification 
 Skill acquisition 
 Enhanced peer outreach and navigation 
 Street/bar outreach 
 Internet outreach 

 MSM of Color 

 Community/street outreach 
 Social marketing 
 Improved access 
 Social skills-building 

Children 

Participants at the listening forum expressed the need for more options for health care for 
children. They indicated there is only one clinic and one doctor who comes in twice a month; 
sometimes it is difficult to get children seen.   

The Western New York GAP II report identified additional needs for children and adolescents. 
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o	 School curricula that support comprehensive, age-appropriate sex education, 
including risk identification and prevention practices for HIV/AIDS and STDs 

o	 Services to meet the unique and distinct needs of perinatally infected individuals 
that are aging into adulthood 

o	 Programmatic resources to work with youth to address holistic issues of identity, 
self-esteem, health promotion, cause and effect relating to decision-making 

o	 HIV education and awareness in school settings 
o	 HIV advisory committees in schools 

Adolescents and Young Adults 

A participant in the provider listening forum praised efforts made in training youth in patient self 
management.  The participant indicated that it helps providers address issues regarding belief 
systems and empowers youth to gain their own knowledge; there is a false assumption that 
people are knowledgeable about their disease. There is a need for more programming in our 
community to support patient self management.   

The WNY GAP II report identified the following needs for this population: 

o	 Community/street outreach 
o	 Social marketing 
o	 Improved access to services 
o	 School-based education programs 
o	 Targeted outreach testing for HIV and STDs 
o	 School-based outreach 
o	 Comprehensive sexuality education in schools 
o	 Internet marketing on sites such as Facebook and MySpace  
o	 HIV advisory committees in schools 
o	 Increased HIV testing in schools 

Aging 

At the listening forum, the aging of PLWHA was raised in both the context of care within the 
community and in nursing homes.  One participant observed that as we age, we develop more 
conditions such as diabetes, malignancies, and cardiac issues.  These are issues we have not 
addressed in terms of HIV care.  Funding is needed to address the primary care issues as a 
standard of care. Another participant asked where the dialog had been with regard to less 
traditional providers, such as nursing homes, accommodating persons living with HIV/AIDS.   

The New York State Nurses Association (NYSNA) pointed out the need for more health care 
providers who not only understand the physiology of the HIV/AIDS patient, but also have an 
understanding of gerontological issues. Many of the patients who are HIV/AIDS positive are 
aging, and the current health care professional is ill prepared to manage the numerous co-
morbidities these patients have. NYSNA also commented that HIV/AIDS patients are also seen 
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as long term care patients in the home environment. Many Certified Home Health Agencies 
(CHHAs) are facing cutbacks of 12% - 53% and are also ill-prepared to manage this population. 
It expressed a hope that funding will be restored to this population of patients to ensure they 
receive the highest quality of care possible. 

The Western New York GAP II study reported the following observations/recommendations 
regarding aging PLWA. 

o	 There are 120 patients at Erie County Medical Center over the age of 50, many of 
whom are in need of mental health services.  

o	 The challenges of long-term survival include spiritual and emotional quality of 
life. 

o There is a need for enhanced outreach to the 65-plus population. 

Incarcerated/Formerly Incarcerated 

These recommendations and observations concerning incarcerated women of childbearing age 
were made by the Maternal – Child HIV Transmission Work Group. 

o	 Local correctional facilities represent one important point of contact for  hard-to-
reach, high-risk women in NYS 

o	 HIV testing should be recommended to all pregnant women, unless known to be HIV 
positive. 

o	 Ensure that HIV positive pregnant women are started on antiretroviral (ARV) 
treatment/prophylaxis as soon as possible but at the latest by the second trimester. 

o	 It is a major challenge to prevent the interruption of treatment when HIV-positive 
pregnant women are in and out of correctional facilities.  The high percentage of 
substance abusers and inmates with mental health issues further complicates the issue. 
Ensuring that they are linked to outside clinics and care providers will help.  Patients 
with co-occurring disorders require attention to transitional planning to ensure 
continuity in prenatal care, mental health and substance use services.  

o	 Inmates must also be made aware of community support services. 
o	 Better methods to re-activate Medicaid need to be devised so it is available to inmates 

upon release from correctional facility. 
o	 Use of electronic medical records (EMRs) is recommended to assist in management 

of care 
o	 Distinct webinars are being designed specifically for clinical and non-clinical staff 

that focus on the educational needs of each. 

Learning Disabled and Developmentally Disabled 

The WNY GAP II report identified the following needs for this population: 
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o Social Skills training 
o Individual counseling 
o Group counseling 

The Socially Disadvantaged 

The WNY GAP II report identified the following needs for this population:  

o Community/street outreach 
o Improved access to services 
o Prevention case management 
o Comprehensive Risk Counseling Services (CRCS) 
o Peer navigation and support programs 
o Mental health services 

Other 

At the listening forums, the AIDS Institute was praised by a number of participants for putting 
HIV, STDs, and hepatitis C under one umbrella. 

The AI was commended for collaborating with GHI regarding the NYS bridge plan.  The 
participant stated that it empowers those who are HIV positive to seek care. 

One participant commented that people would not have known about the listening forum unless 
they had a computer.  It was suggested that additional methods should be used to inform people 
in the future so everyone can have the opportunity to have their concerns heard. 
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SECTION VI: 
COMPREHENSIVE PLAN 

The organization of this Comprehensive Plan is based on guidance provided by HRSA.  The 
required topics are addressed in the narrative below, included as Appendices to this report, or 
referenced in other documents too voluminous to be part of this Plan.  All such documents will 
be included in the transmittal of this report to HRSA and are available to all readers.  To 
eliminate repetition, other sections of this report are referenced when they address topics 
required by HRSA to be part of the Comprehensive Plan.  

A. New York’s Current System of Care 

New York State (NYS) is the epicenter of the HIV epidemic in the United States.  While the 
majority of cases are from New York City (NYC), all of the other 57 counties have reported 
cases. Even if NYC cases are excluded, NYS ranks tenth in terms of living AIDS cases 
nationally. New York State has both urban and rural epidemics.  All of the subpopulations 
affected by the epidemic exist within its borders.  Every population and age group in NYS has 
been touched by HIV. In December 2010, there were about 131,000 people diagnosed with 
HIV/AIDS living in NYS. It is estimated that as many as 34,000 persons are infected but are 
unaware of their status. Seventy-nine percent of persons living with HIV/AIDS in NYS are 
persons of color. 

In 2010, more than 123,000 cases of sexually transmitted diseases (STDs) were reported, with 
STDs accounting for 75% of all reportable communicable diseases in NYS.  Chlamydia ranked 
as the number one reportable communicable disease in NYS, with almost 100,000 cases, and 
gonorrhea as number two, with over 18,000 cases.  The burden of STDs is greatest among young 
people 15-24 years of age --who account for 70% of all reported STDs -- and African 
Americans.  Rates of gonorrhea among African Americans are 18 times higher than among 
whites. The major reportable STDs – gonorrhea, Chlamydia, and syphilis – represent a fraction 
of the true burden as more common STDs, such as human papilloma virus and genital herpes, are 
not required to be reported. It is estimated that one in four New Yorkers are infected with an 
STD. 

An estimated 304,000 New York State residents have been infected with hepatitis C virus 
(HCV). Of these, nearly 240,000 people are currently living with chronic infections.  Many 
individuals with chronic HCV are unaware that they are infected because the disease is often 
asymptomatic until advanced liver damage develops.  Chronic hepatitis C is responsible for 40 to 
60 percent of all liver disease and is the leading cause of liver transplantation in the United 
States. Approximately one-third of persons living with HIV/AIDS are co-infected with HCV.  
Studies have shown that up to 90 percent of people living with HIV in NYS who acquired the 
infection through injection drug use are co-infected with HCV.  Complications from liver disease 
are a leading cause of death among people with AIDS in many communities.  Deaths from viral 
hepatitis exceeded deaths caused by HIV by 2007.  Because most persons with chronic HCV 
infection have yet to be diagnosed but will likely come to medical attention in the next decade, a 
four-fold increase in the number of adults diagnosed with chronic HCV infection is projected by 
2015. Medical expenditures for hepatitis C will rise substantially.   
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About the AIDS Institute 

Establishment and Continuing Mission 
The AIDS Institute was created within the New York State Department of Health (NYSDOH) in 
1983, establishing the organizational public health and health care infrastructure needed to 
support a comprehensive response to an emerging crisis.  Public Health Law Article 27-E 
specifies the AIDS Institute’s responsibilities, powers and duties.  Well established within the 
Department of Health, the AIDS Institute is one of four centers in NYSDOH’s Office of Public 
Health. The AIDS Institute strives to eliminate new HIV, STD, and HCV infections; ensure 
early diagnosis and ongoing access to quality care, support and treatment for all infected New 
Yorkers; provide support for those affected; and eradicate stigma, discrimination, and disparities 
in health outcomes.  In recognition of the synergy among HIV, STDs, and viral hepatitis, an 
organizational realignment within the Department has integrated HIV, STD, and hepatitis 
services within the AIDS Institute in order to improve prevention efforts and health outcomes.  
Further broadening its mission, the realignment also brought responsibility for HIV/AIDS and 
STD surveillance to the AIDS Institute. 

Service Continuum 
The AIDS Institute’s achievements in fighting the HIV, STD, and hepatitis epidemics and 
serving those infected are notable and include the development of financing mechanisms and 
client-centered service programs that serve as national models.  The AIDS Institute has 
established a comprehensive service delivery system.  The continuum of services that has been 
developed in NYS includes prevention, education, outreach, partner services, screening, health 
care, and a range of support services, as well as medications and assistance with insurance 
continuation for persons with HIV/AIDS. The continuum is operationalized through direct 
services provided by NYSDOH staff, State support of local health department services, service 
contracts, Medicaid-supported services, and HIV care programs for the uninsured and 
underinsured administered through funding pools (e.g., AIDS Drug Assistance Program).  The 
programs and initiatives that have been implemented in New York State are described fully in 
Appendix D, About the AIDS Institute. 

From its beginnings, the AIDS Institute promoted and established the concept of a medical home 
for persons living with HIV/AIDS.  The AIDS Institute supports the service delivery system by 
providing education, training and technical assistance to providers and monitoring the quality of 
services delivered. These programs have resulted in the near elimination of perinatal 
transmission of HIV and dramatic reductions in new infections among injection drug users, in 
the number of newly diagnosed cases, and in deaths among persons with HIV/AIDS.  People 
living with AIDS are now healthier and more able to continue as productive members of NYS 
society. Epidemiologic data show the success of HIV prevention and care programs, in that the 
number of new diagnoses continues to decrease markedly.  At the same time, the number of 
persons living with HIV and AIDS continues to increase due to successful care and treatment 
that have dramatically reduced the number of deaths and have kept people living longer, 
healthier lives. 
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Trends in Living HIV/AIDS Cases and Deaths
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Timely Responses to a Rapidly Changing Epidemic 
The nature and scope of the HIV epidemic has changed rapidly and radically.  The history of the 
epidemic in New York State is portrayed in Appendix B, New York State AIDS Milestones.  The 
AIDS Institute has been and continues to be called upon to shift direction, change focus, and 
accommodate ever-increasing numbers of people and communities in need. The increasing 
magnitude and complexity of the HIV epidemic have broadened the scope of responsibility of 
the AIDS Institute and intensified its leadership role in the formulation of State and national 
policy and in the rapid development and implementation of services to meet existing and 
emerging needs. The AIDS Institute’s policies and programs have evolved in response to shifts 
in demographics, changes in the availability of resources, changes in the clinical profile of the 
epidemic, advances in technology and scientific breakthroughs, and alterations in the 
environment.  Resources have been shifted, programs have been modified or eliminated, and new 
strategies have been adopted to effectively target services to meet the needs of at-risk, infected 
and affected populations, including improvements in access to treatments for mental health, 
substance use, and other co-morbidities affecting large proportions of HIV-infected persons in 
NYS. Integrating HIV, STD, and hepatitis services at the client level is a recent illustration of 
the response to changing needs. 

Enhanced Organizational Capabilities and Efficiency 
Once a disease-specific entity focused primarily on HIV prevention and care, the AIDS 
Institute’s mission has expanded to incorporate STD and hepatitis prevention and treatment.  The 
AIDS Institute’s responsibility has also broadened to incorporate HIV and STD surveillance.  In 
addition, as HIV has become a chronic disease and infected persons live longer, they are 
experiencing other medical problems related to the aging process, long-term side effects of 
medications, and other co-morbidities such as hepatitis, tuberculosis, STDs, cancer, heart 
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disease, hypertension, diabetes, cognitive problems, osteoporosis, and mental illness.  As a 
result, program models have been and will continue to be modified to incorporate prevention and 
treatment for co-occurring conditions. 

Community Partnerships 
The AIDS Institute places a priority on community input and has established effective 
partnerships – with persons infected and affected, providers, community leaders, advocacy 
groups, research entities, and other federal, state, and local government agencies – to inform the 
development of policies and programs.  In fact, one of the hallmarks of the AIDS Institute’s 
strategy is ongoing dialog with consumers as well as the community-based health and human 
service providers on the front lines. In 2011, regional listening forums were held throughout the 
State to obtain input on policy and programs and to respond to concerns about changes in the 
service delivery system.  More than 300 clinicians, service providers, and consumers attended 
the forums.  Other principles associated with the AIDS Institute’s approach include targeting 
services to meet the needs of all populations, providing the support services that persons with 
HIV/AIDS need to engage and stay in care, innovative service delivery and financing systems, 
incorporating prevention – both primary and secondary – throughout the continuum of services, 
ensuring the quality of services delivered and adherence to standards of care, and providing 
leadership. 

National Leadership 
The AIDS Institute’s leadership role extends beyond NYS.  The AIDS Institute’s Director is a 
member of the Presidential Advisory Council on HIV/AIDS (PACHA) and a founding member 
and executive committee member of the National Alliance of State and Territorial AIDS 
Directors (NASTAD). As such, the AIDS Institute has taken an active role in deliberating 
HIV/AIDS policy at the national level, in the context of both prevention and care, including 
discussions with federal partners, other states, and Congress.  For example, the AIDS Institute 
was an active participant in developing the White House Office of National AIDS Policy’s 
(ONAP) National HIV/AIDS Strategy, having had experience in the development of a strategic 
HIV/AIDS plan for NYS years prior to ONAP’s call for a national strategy.  In addition, the 
AIDS Institute serves as the National Quality Center, providing technical assistance on quality 
improvement to HIV/AIDS service providers throughout the nation and internationally.  AIDS 
Institute staff are also active in the Council of State and Territorial Epidemiologists, the 
Association of Nurses in AIDS Care (ANAC), and the National Association of People with 
AIDS (NAPWA).  The Director and staff are active in the National Coalition of STD Directors.  
Further, the AIDS Institute houses the National Viral Hepatitis Technical Assistance Center, 
which is charged with providing technical assistance and capacity building to CDC-funded 
hepatitis prevention programs housed in state and city health departments across the nation.  
Comprehensive, CDC-mandated HIV/STD field services training for the eastern quadrant of the 
United States is provided through the NYS STD/HIV Prevention Training Center (PTC) – one of 
three CDC-funded PTCs providing partner services and program support training nationally.  
Moreover, AIDS Institute staff have been called on to present at national meetings and to offer 
technical assistance to other states. 
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Care and Service Inventories 

Descriptions of organizations providing the full spectrum of HIV services by service category 
are contained in the Resource Directories published by the New York State Department of 
Health AIDS Institute and the Part A EMAs.  The AIDS Institute’s resource directory is 
available on the Department of Health web site: 

http://www.health.ny.gov/diseases/aids/resources/resource_directory/index.htm 

The updated 2012 resource directory will be released and available online in the near future. 

The New York City Department of Health and Mental Hygiene’s HIV service directory is 
available at: 

http://www.ryanwhitenyc.org/directory.html 

The Long Island EMA resource directory is available at: 

http://www.unitedwayli.org/sites/unitedwayli.secureweb4.org/files/Nassau%20Suffolk%20HIV 
%20AIDS%20Resource%20Guide%202009.pdf 

The Tri-County HIV/AIDS resource directory is available at: 

http://health.westchestergov.com/images/stories/pdfs/tri-county_hiv-aids_resourceguide.pdf 

The publication About the AIDS Institute (Appendix D) contains a detailed description of 
programs and initiatives managed by the AIDS Institute.  

Resources 

HRSA guidance indicates that the SCSN should consider total Ryan White HIV/AIDS program 
resources in the State.  The list below summarizes HIV/AIDS resources in the State and 
identifies broad categories of services that are supported.  

Source Approximate Amount Services 
Ryan White Part A $127.3 million Medications, health care, care 

coordination, and a range of 
supportive services for persons 
living with HIV/AIDS; 
planning and service 
coordination; quality 
management. 

Ryan White Part B Base $39.4 million Health care, case management, 
and a range of supportive 
services for persons living with 
HIV/AIDS; planning and 
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service coordination; education 
and training; quality 
management. 

Ryan White Part B ADAP $119.9 million Medications for persons living 
with HIV/AIDS. 

Ryan White Part C $23.3 million Primary care in outpatient 
settings for people living with 
HIV/AIDS. 

Ryan White Part D $11.5 million Family-centered care for 
women, infants, children and 
youth with HIV/AIDS. 

Ryan White Part F:  SPNS $2.9 million Innovative models of care and 
the development of effective 
delivery systems for HIV care. 

Ryan White Part F:  AETC $4.0 million Targeted, multi-disciplinary 
education and training programs 
for health care providers 
treating people living with 
HIV/AIDS. 

Ryan White Part F:  Dental 
Programs 

$4.4 million Oral health care for people with 
HIV/AIDS. 

CDC Cooperative Agreement $23.2 million HIV prevention, counseling and 
testing, and support services. 

New York State $158.5 million HIV prevention, counseling and 
testing, health care, a range of 
support services, education and 
training, surveillance, quality 
management and medications. 

HOPWA $60.5 million Housing services for persons 
with HIV/AIDS. 

HIV resources available in New York State must be viewed in the context of the overwhelming 
HIV/AIDS need in the State which is quantified by considering the total number of persons 
living with HIV/AIDS in New York State (~165,000), the estimated number of diagnosed 
persons not in care (~40,000), the estimated number of undiagnosed persons (~34,000) and the 
estimated number of new infections each year (~4,000).  

These significant numbers, coupled with the multiple complex needs and low socioeconomic 
status of those most heavily impacted by HIV in New York State, demand continuing dedicated 
resources commensurate with the burden of the epidemic.  Over the last several years, federal 
and State funding have been reduced substantially.  Grant-funded providers are struggling to 
provide care as caseloads are growing and resources are shrinking.   

It is critically important to note that the comprehensive continuum in New York State is 
premised on the continuation of dedicated federal, State and local resources that are 
commensurate with the level of need across the State.  If drastic changes in resource availability 
occur, extremely difficult choices will need to be made to the overall plan, goals and objectives, 
which will result in reductions to specific allocations that support direct services. 
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B. 	Successes and Challenges: Evaluation of the 2009 Comprehensive Plan 

Key Successes 

In its almost 30-year history, the AIDS Institute has provided leadership in New York State, at 
the national level, and internationally.  A foundation of the AIDS Institute’s strategy – and one of 
its primary strengths – is a commitment to working with and obtaining input from persons 
infected and affected by the epidemic and providers to inform the development of policies and 
programs.  Working with its partners, the AIDS Institute has responded to a myriad of challenges 
and has developed the concept of a comprehensive continuum of prevention, care and supportive 
services.  In recent years, the AIDS Institute has expanded its capacity for addressing complex 
societal and stigmatized health issues by integrating HIV and STD surveillance, STD and 
hepatitis services, opioid overdose prevention, and non-HIV LGBT services into its structure.  
Key successes include:   

 Reduction of newly diagnosed AIDS cases by 79% between 1993 and 2010. 

 Reduction in deaths among persons living with HIV/AIDS by 82% between 1994 and 2010. 

 Reduction of newly diagnosed HIV cases by 37% between 2002 and 2010. 

 Reduction in the number of newly diagnosed HIV cases attributable to injecting drug use by 


78% from 2002 to 2010. 

 Passage of the Opioid Overdose Prevention Law, approval of 74 opioid overdose 


prevention programs, and 523 opioid overdose reversals. 
 Reduction in mother-to-child transmission of HIV from 25-40% in 1990 to 0.7% in 2010. 
 HIV Uninsured Care Programs provide access to life-saving medical services and  

medications for more than 24,000 uninsured and underinsured New Yorkers living with 
HIV/AIDS annually. 

	 Cost-containing HIV Special Needs Plans reduced Medicaid costs by $4.2 million in 2008 
alone and retained patients in care and improved health outcomes for more than 17,000 
enrollees in 2011. 

	 Integration of HIV and STD services to reduce sexual transmission of HIV and STDs and 
to better serve the clients of both programs. 

	 Congenital syphilis cases in NYS outside of NYC reached an all-time low in 2011 (six 

cases), largely due to the success of follow-up through the State’s disease intervention, 

partner services and surveillance infrastructure.
 

	 Innovative social marketing and social media campaigns effectively reach expanded 
audiences with tailored messaging, including the “Take Control” media campaign for 
adolescents that provides cross-branded messaging on STD, HIV, hepatitis and adolescent 
pregnancy prevention (2008-2012). 

 Initiation of internet partner services resulted in many additional STD/HIV partners linked 
to testing and care. 

 Integration of hepatitis C care and treatment in primary care settings and expanded access 
to hepatitis C screening in clinical and community-based sites.   

	 In 2010, the HIV Testing Law expanded HIV testing to reach all persons aged 13 to 64 
receiving hospital or primary care services.  The law also facilitates entry into care for HIV-
positive persons. 
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	 National and international leadership in ensuring high quality of HIV care and continual 
quality improvement through the development of the National Quality Center, HIVQUAL-
US, and HEALTHQUAL-International. 

More detailed information on selected successes follows: 

Reduction in Newly Diagnosed AIDS Cases and Deaths 

The AIDS Institute’s prevention, education and care programs have made innovative 
interventions and effective antiretroviral therapy available to those in need, thus leading to a 
dramatic decline in newly diagnosed AIDS cases.  In 1993, there were 14,652 newly diagnosed 
AIDS cases. In 2010, there were 3,020 newly diagnosed AIDS cases – a reduction of 79%.   

The availability of comprehensive health care and life-saving medications in NYS has led to a 
dramatic reduction in deaths among persons living with HIV/AIDS.  Deaths among persons 
living with AIDS declined by 82% between 1994 (9,559 deaths) and 2010 (1,719 deaths).  

Trends in AIDS Cases* and Deaths 
New York State, 1984 ‐ 2010 
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Reduction in Newly Diagnosed HIV Cases 

There has been a 37% decline in new HIV diagnoses (regardless of concurrent or subsequent 
AIDS diagnoses) between 2002 (6,064 cases), and 2010 (3,845 cases).  Numbers of new 
diagnoses have decreased among Blacks, Hispanics and Whites, in women of all ages, and in 
men of all ages except those ages 13-24.  The National HIV/AIDS Strategy has established a 
goal of reducing new HIV infections by 25%. While diagnoses do not equate to infections, the 
continuing decline in HIV diagnoses in New York in the setting of intensified testing efforts 
indicates that the State is making significant progress toward achieving this goal.  
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Reduction in Mother-to-Child Transmission of HIV 

The AIDS Institute has developed a comprehensive approach to preventing mother-to-child 
transmission (MTCT) of HIV.  The strategy involves surveillance; outreach to high-risk pregnant 
women; extensive education and support for those providing care for HIV-positive pregnant 
women, their exposed newborns and their infected infants; technical assistance for all birth 
facilities; a regulatory requirement that all women in prenatal care in regulated facilities receive 
HIV counseling with voluntary testing as a clinical recommendation; HIV testing as a standard 
of care for all pregnant women; expedited testing in labor and delivery when the mother’s HIV 
status is unknown on admission, with the results delivered to the woman within 12 hours; and 
routine newborn screening as a safety net. New York is the only state to offer state-of-the-art 
diagnostic testing for all exposed infants through its public health laboratory.   

This overall strategy has led to an increase in the prenatal testing rate from 64% in 1997 to 95% 
by 2002. Since then, the rate has remained at 95% to 96%.  In addition, the percentage of 
mothers receiving prenatal antiretroviral (ARV) prophylaxis/therapy has increased from 64.4% 
in 1997 to 95.6% in 2010, and rates of newborn receipt of ARV prophylaxis have increased from 
61.9% in 1997 to 99.1% in 2010. Further, there has been a decline in the rate of perinatal HIV 
transmission, estimated at 25% to 40% in 1990 (estimated 475 to 760 infected infants), to 11.5% 
in 1997 (99 infected infants) when newborn screening began, to 0.7% (3 cases) in 2010 – a 
reduction of 97.2% to 98.3% since 1990. The federal Centers for Disease Control and 
Prevention (CDC) has two goals for elimination of mother-to-child transmission.  The first goal 
is a transmission rate of less than one percent, which New York surpassed in 2010.  The second 
goal is less than one baby born with HIV per 100,000 births, which New York came very close 
to meeting, with 1.3 cases per 100,000 births in 2010.   
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In October 2011, the AIDS Institute announced that NYS had met a CDC goal for elimination of 
MTCT in 2010. The AIDS Institute also announced that since 1997, NYS’s efforts are estimated 
to have saved at least 749 infants from a lifetime of living with HIV and averted more than $215 
million in HIV-related medical expenses for the care of infants.  The announcement, widely 
disseminated within and outside New York, brought many congratulatory responses from across 
the U.S., including notes of congratulation from the White House, CDC, and NASTAD. 

In June 2012, the American Public Health Association selected the New York State Department 
of Health Perinatal HIV Prevention Team as the recipient of the 2012 Public Health Practice 
Award. This award recognizes important accomplishments with respect to the practice of public 
health grounded in epidemiological tradition and soundness.  The New York State Perinatal HIV 
Prevention Team was selected for its outstanding work focusing on reducing perinatal 
transmission of HIV within the State of New York, as well as for the effects of its pioneering 
efforts nationally. 
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Reduction in HIV Infections Among Drug Users 

In the late 1980s and early 1990s, the HIV epidemic in NYS was driven by substance use.  In 
response, the AIDS Institute adopted a comprehensive approach to drug user health.  In the 
1990s, HIV prevention, testing, and primary care services were co-located in substance abuse 
treatment programs.  In 1992, the Commissioner of Health was given regulatory authority to 
approve syringe exchange programs (SEPs).  In 2000, the Expanded Syringe Access Program 
(ESAP) was established, augmenting harm reduction efforts for injection drug users by adding 
pharmacy sales and provision of syringes by health care professionals and also establishing safe 
sharps disposal programs throughout NYS. Peer-delivered syringe exchange has been approved 
as a new model of exchange after documented success as a pilot program, and a State law was 
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enacted adding language to the penal law to make it explicit that a person is not criminally liable 
for possessing syringes and drug residue in or on syringes that the person may legally possess 
based on his or her participation in the SEP or ESAP.  Currently, there are 21 SEPs that furnish 
nearly three million sterile syringes per year and more than 3,200 ESAP-registered providers.  
The AIDS Institute’s approach involves the integration of a wide range of services to improve 
the health of drug users. This overall approach has yielded impressive results.  The proportion of 
injection drug users (including those with dual IDU/MSM risk) among newly diagnosed cases 
has dropped dramatically, from 54% (of new AIDS cases) in 1992 to 12% (of all newly 
diagnosed HIV cases) in 2002 to just 4% (of all newly diagnosed HIV cases) in 2010.  The 
number of newly diagnosed HIV cases attributable to injecting drug use declined by 78% from 
2002 to 2010. 

Newly Diagnosed HIV Cases among
 
Injecting Drug Users, and Injecting Drug Use as a
 

Percentage of Annual Cases, 2002‐2010*
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Life-Saving HIV Uninsured Care Programs 

New York State HIV Uninsured Care Programs are the most comprehensive for uninsured 
HIV/AIDS care in the nation. The programs bridge the gap between Medicaid coverage and 
private insurance, providing universal access to medications and care for New York’s residents 
living with HIV/AIDS. The AIDS Institute has established four program components for New 
Yorkers living with HIV/AIDS who are uninsured or underinsured with the aim to provide 
access to medical services and medications in order to improve their health and quality of life.  
The AIDS Drug Assistance Program (ADAP) provides life-saving medications; ADAP Plus 
provides HIV primary care services; the Home Care Program provides care in the home; and the 
ADAP Plus Insurance Continuation (APIC) program provides assistance in paying health 
insurance premiums to support access to comprehensive health care coverage in a cost-effective 
manner.  The programs are funded through partnerships between the State and federal 
governments and among NYS and the NYC, Long Island, and Lower Hudson Ryan White 
regions. The ADAP component provides access to more than 480 medications.  Through ADAP 
Plus, more than 80,000 primary care visits were paid for in 2011.  More than 24,000 uninsured 
and underinsured New Yorkers living with HIV/AIDS are served through the programs annually.  
Since inception, the programs have served more than 92,000 people. The APIC program has 
increased access to comprehensive insurance coverage for more than 7,000 people.  In 2011-12, 
APIC anticipates purchasing more than $194.8 million in comprehensive medical goods and 
services for more than 4,500 participants through program outlays of $43 million. 

APIC Return on Investment, 2002-2011 
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Quality of Care 

The AIDS Institute is committed to promoting, monitoring, and improving the quality of HIV 
clinical services for people with HIV in NYS.  The Office of the Medical Director coordinates 
quality improvement activities including the development, updating and dissemination of state-
of-the-art clinical practice guidelines, among which are the only existing guidelines for mental 
health, substance use, and oral health in HIV primary care; measurement of clinical performance 
indicators derived from practice guidelines; onsite quality of care reviews; promotion of quality 
improvement activities; peer learning opportunities for providers; and consultations to support 
onsite quality improvement efforts.  Groups of stakeholders participate in accomplishing these 
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tasks. They include committees of clinical experts and expert HIV/AIDS service providers; a 
unique consumer advisory committee which brings together PLWHA from across the State who 
advise on policy matters pertaining to quality of care and provide review of guidelines; and an 
internal quality work group. Statewide quality of care program standards have been developed 
that apply to all HIV health care facilities, regardless of their caseload, location or service 
delivery model.  These standards ensure that the best clinical care is provided to patients 
throughout NYS by improving systems of care delivery and by stimulating quality monitoring.  

All State-supported HIV ambulatory care programs throughout NYS are expected to self-report 
their annual quality of care performance data using standardized submission tools and 
methodologies.  One-hundred and eighty-four HIV programs have submitted their performance 
data based on a review of 11,131 medical records.  In 2010, a secure website that meets all 
confidentiality concerns has been finalized for routine self-reporting of facility-level 
performance data.  The AIDS Institute routinely measures performance in key clinical areas, 
including viral load suppression rates, retention in care, STD screening and treatment, 
prophylaxis of opportunistic infections, and screening for diabetes and hypertension. 

In addition, the quality of care program has established several learning networks using a 
methodology adapted from the Institute for Healthcare Improvement (IHI) Breakthrough Series 
model. The AIDS Institute supports 12 regional groups or learning networks in which providers 
come together to share experiences related to improving quality of care and often work together 
to address common goals.  The New York State model combines ongoing on-site consultation 
with structured group meetings that focus on quality management.  The goals of these networks 
are to improve the quality of HIV services, strengthen provider infrastructure and increase peer 
learning opportunities. Ambulatory care groups currently engaged in these collaborative 
activities include 17 New York public hospital clinics, 14 co-located primary care programs in 
drug treatment clinics, 12 Designated AIDS Center hospitals that serve large HIV populations, 
20 Part C-funded community health centers, a group of 15 upstate hospitals and community 
health centers, eight adult day health care facilities, and 21 adolescent providers across the State.  
Learning networks are also currently conducted in the following supportive services:  harm 
reduction services, food and nutrition, early intervention services, care coordination, mental 
health and supportive counseling and medical case management. Over 100 supportive service 
providers participate in the learning networks.  These learning networks provide a forum for peer 
learning, which enables teams to exchange ideas through the network activities. 

The AIDS Institute’s quality management efforts extend beyond NYS.  The AIDS Institute was 
selected by the U.S. Health Resources and Services Administration (HRSA) to develop and 
implement the National Quality Center (NQC) to serve as the primary national resource for 
quality improvement and quality management in HIV care.  Since its inception in 2004, NQC 
has provided leadership and support in quality improvement for Ryan White-funded grantees 
nationwide. The aim of this national initiative is to build among grantees across all Ryan White 
funding sources the capacity to improve the quality of HIV/AIDS care and services in the United 
States. The NQC partners with the Institute for Healthcare Improvement and experts with 
knowledge of HIV/AIDS quality management to provide state-of-the-art technical assistance and 
consultative services. 
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Based on the experiences in NYS, a HIVQUAL model has been developed for onsite quality 
improvement consultation to improve the quality of care delivered to persons with HIV in 
ambulatory care programs in NYS, in Ryan White- funded programs across the country through 
HIVQUAL-US, and in President’s Emergency Plan for AIDS Relief (PEPFAR) focus countries 
through HEALTHQUAL International. The HIVQUAL-US Program is a partnership between 
the AIDS Institute and HRSA, which has the primary goal of building capacity and capability for 
quality improvement among Ryan White grantees throughout the nation.  The 2007 HIVQUAL-
US national data set includes 168 Ryan White Part C and Part D grantees (including those from 
NYS) that submitted quality of care performance data to HIVQUAL-US, representing 10,010 
chart reviews. Internationally, the program offers consultation for capacity development for 
countries supported by PEPFAR who wish to establish a national quality management program 
and quality management programs in their HIV ambulatory clinics, including Thailand, Uganda, 
Mozambique, and Namibia. Built upon the principles of quality improvement and models 
developed through New York’s HIV Quality of Care Program, this program guides HIV 
providers to build sustainable quality management programs.   

Retention in Care 

The National HIV/AIDS Strategy emphasizes increasing access to care and improving health 
outcomes for people living with HIV.  One of the strategy's recommended outcome measures is 
the percentage of infected persons in continuous care for HIV.  Although definitions for retention 
in care are not standardized, HIV surveillance data from 2009 documents that it is a significant 
problem.  Of New Yorkers living with diagnosed HIV infection as of January 2009, 31% had no 
documented CD4 lymphocyte test or viral load test within 12 months.  Of note, there is not a 
significant difference in PLWHA in care by race/ethnicity.  The AIDS Institute’s Quality of Care 
Program has conducted a statewide campaign to build capacity for retaining HIV patients in care.   
Several facilities have used insights gained from a three-year AIDS Institute study of one-visit 
patients at over 150 HIV primary care sites to develop quality improvement activities that zero in 
on those patients not retained in care and develop strategies to improve retention of these 
patients. Learning networks have engaged providers in quality improvement projects to increase 
retention.  The AIDS Institute has conducted workshops and video conferences to build capacity 
for improving patient retention in HIV primary care.  The New York State HIV Quality of Care 
Program measures patient retention in care, defined as patients who had a clinical visit during 
each six-month half of a measurement year.  In 2009, the patient retention mean clinic rate was 
75%. 
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Percentage of Living HIV/AIDS Cases with a CD4 Count or Viral
 
Load Test, by Race/Ethnicity, New York State, Jan 1‐Dec 31, 2009
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Systems Linkages and Access to Care 

The HRSA HIV/AIDS Bureau (HAB)‐sponsored Special Projects of National Significance 
(SPNS) aims to support the development of innovative models of HIV care that respond to the 
emerging needs of Ryan White HIV/AIDS Program clients. In 2011, HAB launched the SPNS 
for Systems Linkages and Access to Care for Populations at High Risk of HIV Infection 
Initiative. This multistate initiative will address issues of access to and retention in high quality 
HIV care through the development and dissemination of effective and sustainable systemic 
linkage models.  New York is one of seven states that received SPNS Systems Linkages and 
Access to Care awards.  The aim of the New York State Systems Linkages Project is to bridge 
systemic gaps between HIV-related services within New York State and achieve better outcomes 
for PLWHA through improving systems for monitoring, recording, and accessing information 
about HIV care in NYS. In Years one and two, this will be accomplished through three 
successive “waves” of collaboratives composed of traditional and non‐traditional health care and 
supportive services providers in specific high-incidence communities, creating a learning 
environment in which systemic collaboration and linkage innovations can be tested and 
measured.  Each collaborative will be tasked with forging partnerships across funding streams, 
program areas and providers to develop a catalogue of proven strategies to link HIV-infected 
individuals to care. In Years three and four, a statewide scale‐up of strategies shown to have 
promise during the collaborative phase, as well as a subsequent evaluation of their effectiveness 
and sustainability, will be conducted. Ultimately, the development and scale‐up of these 
interventions will foster communication between service providers and encourage the removal of 
barriers that limit the effective use of data systems. This will facilitate the entry and continuation 
in HIV care by those who are unaware of their status, have not entered care or are no longer 
retained in care. 
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Health Literacy 

The AIDS Institute's Quality of Care Program has implemented an initiative to build capacity 
among HIV providers to screen patients for health literacy and provide appropriate interventions.  
The AIDS Institute has also worked to build capacity among providers for screening the health 
literacy environment of facilities where HIV care is provided.  Areas of the health literacy 
environment focused upon in the capacity building effort include literature, medication labels, 
and signage. Additional areas of focus include how providers communicate lab results, HIV 
education, treatment strategies and medication needs.  Quality improvement activities have been 
conducted in learning networks facilitated by the Quality of Care Program giving providers from 
across NYS the opportunity to learn and improve together.  The monthly HIVQUAL workshop 
series has offered workshops on quality improvement activities to improve health literacy 
screening and interventions.  The Quality Advisory Committee and Consumer Advisory 
Committee have developed a quality indicator to measure the rate of health literacy screening in 
NYS. 

Expanded HIV Testing 

In 2010, the New York State HIV testing law was amended making significant changes to HIV 
testing practices in NYS.  This law was enacted to increase HIV testing in NYS and promote 
HIV-positive persons entering into treatment.  The legislation is critical since approximately 
20% of HIV-positive New Yorkers are unaware of their infection status, and 32% of persons 
newly diagnosed with HIV are also diagnosed with AIDS within one year.  Key provisions of the 
new legislation include: (1) HIV testing must be offered to all persons between the ages of 13 
and 64 receiving hospital or primary care services with limited exceptions noted in the law. The 
offering must be made to inpatients, persons seeking services in emergency departments, persons 
receiving primary care as an outpatient at a clinic or from a physician, physician assistant, nurse 
practitioner or midwife.  (2) Consent for HIV testing can be part of a general durable consent to 
medical care, though specific opt-out language for HIV testing must be included.  Consent for 
rapid HIV testing can be oral and noted in the medical record. (3) Prior to being asked to 
consent to HIV testing, patients must be provided information about HIV as required by the 
Public Health Law. (4) Health care and other HIV test providers authorizing HIV testing must 
arrange an appointment for medical care for persons confirmed positive.  Prior to drafting 
regulations, the AIDS Institute held stakeholder meetings throughout NYS to obtain input.  More 
than 500 physicians, nurses, administrators, local health department staff, and consumers 
attended these meetings.  Regulations were published for public comment in November 2011 and 
adopted in February 2012.  The AIDS Institute continues to work with providers in 
implementation and has furnished extensive training and technical assistance to support 
expanded access to testing, including delivering and archiving a series of webcasts and 
delivering onsite trainings reaching dozens of facilities and thousands of providers, development 
of an HIV testing tool-kit for health care providers, and development of consumer posters and 
brochures that provide key points of information.  Early indications are that there has been a 13% 
increase in testing volume in NYS since the law went into effect.   
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Hepatitis 

The AIDS Institute is responsible for coordinating the Department of Health’s response to viral 
hepatitis and for hepatitis prevention and treatment programs.  The AIDS Institute coordinated 
the NYS Viral Hepatitis Strategic Plan, launched State public awareness campaigns on hepatitis 
C (HCV), hosts statewide viral hepatitis conferences, and serves as the National Viral Hepatitis 
Technical Assistance Center, which supports the 55 state and large city Adult Viral Hepatitis 
Prevention Coordinators. In 2010, funds were awarded to 13 new programs to integrate HCV 
care and treatment in primary care settings for those mono-infected with HCV and those co-
infected with HIV and HCV. In the first year of the HCV care and treatment programs, more 
than 1,100 new clients received HCV care and treatment services from the funded programs - 
490 new clients were served in HCV mono-infected programs, and 641 new clients were served 
in HIV/HCV co-infected programs.  Of the 815 clients found to be eligible to start HCV 
treatment, 256 (30%) initiated therapy, some being treated with the newly approved protease 
inhibitors. 

It is estimated that up to 50 percent of adults with chronic HCV infection in the U.S. are unaware 
of their status. Screening for HCV infection will identify infected patients at earlier stages of 
disease, before they develop serious or irreversible liver damage. Patients with chronic HCV 
infection may be eligible for antiviral treatments, which have become increasingly effective in 
achieving long-term eradication of HCV from the blood. Studies show the earlier someone is 
placed on HCV treatment, the better the treatment outcomes.  The OraQuick HCV Rapid Test is 
the only FDA-approved rapid testing technology currently available for HCV screening.  Results 
from this test will be available within 20 minutes, eliminating the need for the client to return for 
the results.  The AIDS Institute has begun to lay the foundation to improve access to free HCV 
screening through the availability of free rapid tests kits to programs statewide serving at-risk 
populations. Through the Statewide HCV Screening Program, individuals will be screened for 
HCV, provided appropriate counseling messages, and receive referrals for diagnostic testing, 
medical care and treatment. 

The AIDS Institute's training centers for physician and non-physician providers have a long 
history of providing training on viral hepatitis.  The AIDS Institute developed a national training 
on integration of viral hepatitis in HIV, STD, correctional and substance use settings, which is 
widely used across the nation. Training on clinical issues and the psycho-social needs of 
individuals with HIV/HCV co-infection is widely available.  In addition, the AIDS Institute has 
developed and archived a webcast on integrated HIV/HCV screening for program managers, and 
in-person training is widely available for providers who conduct HCV screening using the 
recently approved CLIA-waived rapid screening device.    

In order to better understand the current and future burden of disease in NYS, as well as health 
care-related costs, the AIDS Institute has undertaken a project to estimate the burden of disease 
for HCV in NYS. This comprehensive study of HCV prevalence, incidence and morbidity and 
mortality found that the burden of HCV in NYS is high, and only a fraction of cases have been 
identified either through HCV surveillance or administrative data sources.  In addition, for all 
measures examined, rates in NYS were estimated to be higher than available estimates reported 
nationally. Specifically, among those ages 20 and older, the prevalence of those ever infected 
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was estimated to be 1.95% compared to 1.70% nationally among the same age group.  Estimated 
incidence rates at the presumed peak year of cases (1989) was 274 per 100,000 persons 
compared to 200 per 100,000 persons nationally.  Direct comparisons regarding morbidity and 
mortality could not be made due to differences in methodologies. Next steps include estimating 
HCV health care-associated costs.  These results will better inform policy, planning and cost 
allocation in the future. 

STD Services 

The AIDS Institute has collaborated with the NYSDOH STD control program for many years.  
Beginning in 2009, integration among NYSDOH field staff and in community-based 
organizations has been emphasized along with sexual health promotion to address the continued 
sexual transmission of HIV and other STDs.  In a 2010 realignment, the STD control program 
field staff merged with the AIDS Institute’s direct program operations/HIV counseling and 
testing program to formalize the integration of HIV and STD testing, screening, and partner 
services and to better serve the clients of both programs.   

The realignment brought additional STD staff and activities into the AIDS Institute that enhance 
New York State’s ability to interrupt disease transmission, including STD surveillance, the 
production of statistical information on reportable STDs, the provision of technical assistance to 
local health departments for STD surveillance and HIV/STD field services/investigation/partner 
services activities, and social marketing and health communications expertise related to STD 
prevention. The AIDS Institute’s CDC-funded Infertility Prevention Project facilitates 
Chlamydia and gonorrhea screening, and the antibiotic resistance of gonorrhea is being 
monitored in selected NYS sites.  CDC STD funding also supports a syphilis elimination 
initiative that includes a community mobilization component enacted by funding to local 
community partners. 
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Reported Cases of STDs,
 
New York State, 2010
 

New York State New York City Upstate NY 

Chlamydia 99,823 63,544 (64%) 36,279 (36%) 

Gonorrhea 18,270 12,354 (68%) 5,916 (32%) 

Early Syphilis 2,461 2,190 (89%) 271 (11%) 

NYSDOH/BSTDPE 

HIV Surveillance 

The 2010 realignment also brought HIV/AIDS surveillance into the AIDS Institute, including 
extensive surveillance, data management, research, and public health informatics expertise.  
Using a web-based electronic tracking application developed in-house, the NYSDOH receives 
and manages over 1.1 million laboratory reports per year electronically from over 80 labs, and 
thus is the largest and most comprehensive state HIV reporting system in the country.  From the 
beginning of HIV reporting in 2000, NYS has worked toward HIV and STD service integration 
by using HIV surveillance data to initiate partner service activities.  In 2005, the NYSDOH 
initiated the first comprehensive HIV resistance surveillance system in the U.S. based on 
reporting of nucleic acid sequences from clinically obtained genotypic resistance tests. 
HIV/AIDS surveillance activities also include extensive perinatal surveillance, unlinked studies 
of HIV and hepatitis C in inmates, interviews and chart abstractions of persons in care for 
HIV/AIDS, and interviews of persons at high risk for HIV/AIDS.   

A goal with regard to further enhancing integration is the realignment of hepatitis surveillance 
activities within the AIDS Institute.  

Cost-Saving HIV Special Needs Plans 

Since 2003, the three HIV Special Needs Plans that address the needs of persons living with 
HIV/AIDS have continued to grow and demonstrate success in quality measures, patient 
satisfaction and cost-savings. As of May 2012, enrollment in these Medicaid plans has grown to 
more than 17,000. The HIV SNP model of care coordination and specialized HIV provider 
networks have proved successful in engaging and retaining individuals in care, containing and 

286 



 

 

 

 

 

 

even reducing costs, and achieving better health outcomes for their enrollees.  An analysis of 
2008 data has shown that HIV SNP enrollees have fewer inpatient admissions and shorter 
lengths of stay, resulting in lower costs per admission.  Currently, the HIV SNPs participate in 
NYSDOH Medicaid managed care program quality reporting with other Medicaid plans (QARR) 
and perform well for other chronic disease measures.  HIV SNPs scored significantly higher than 
the NYC and statewide averages for HIV-specific QARRs. Additionally, their results for key 
member satisfaction areas were notably higher than the NYC and statewide averages. 
Comparisons of SNP quality review results using HIVQUAL indicators with the most recent 
available year of data from the all-payer eHIVQUAL data showed SNP members were more 
likely to have critical labs done every six months, and more likely to have annual screens 
documented for mental health, substance use, uterine cancer and syphilis. As a result of the 
2012-2013 State budget, the DOH Commissioner has the authority to expand eligibility for 
enrollment in SNPs to include homeless individuals.  This action demonstrates the SNPs’ success 
in managing and treating HIV disease in this chronic disease population. The HIV SNP is an 
effective model for other complex Medicaid beneficiaries. 

Medicaid-Supported Program Infrastructure 

Through a unique collaboration with the State’s Medicaid program, the AIDS Institute has 
developed a continuum of Medicaid-supported models of care for persons with HIV/AIDS.  Each 
model requires the provision of elements of the medical home structure, facilitating coordination 
and continuity of care. The initiative’s programs include the hospital-based designated AIDS 
Centers; the hospital and freestanding diagnostic and treatment center HIV Primary Care 
Program; AIDS nursing facilities and scatter beds; AIDS home care; AIDS adult day health care; 
COBRA case management; the Enhanced Fees for Physicians Program; and HIV Special Needs 
Plans (discussed above). Through focused program infrastructure development and case 
management structures, utilization of services and coordination have proven to be more efficient 
and have benefited HIV-infected persons regardless of their insurance status. These initiatives, 
built on clinical advancements, have favorably affected health service utilization.  Between 2000 
and 2009, hospitalizations of HIV-infected persons have declined by almost 3% (from 49,578 to 
48,271), with admissions for any diagnosis among HIV-infected Medicaid beneficiaries 
declining by 21% (from 33,766 to 26,606).  Regardless of payor, admissions with a primary 
diagnosis of HIV or AIDS declined by 45% (from 13,580 to 7,463), while admissions of persons 
with HIV/AIDS for conditions other than HIV or AIDS has increased by 13% (from 35,998 to 
40,808). The average length of stay for all admissions has declined by 21% (from 9.8 days to 7.8 
days). In early health home discussions with the NYSDOH Office of Health Insurance 
Programs, these models were recognized as effective care coordination programs for the HIV 
population. 

The Medicaid-supported program infrastructure is changing with the redesign of Medicaid in 
New York State. These changes are discussed in the “Challenges” section of this document. 

Drug User Health 

As discussed above, the AIDS Institute has adopted a comprehensive approach to promoting 
drug user health. In addition to the programs discussed above (SEPs, ESAP, and co-location of 
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HIV services in drug treatment settings), the AIDS Institute has implemented opioid overdose 
prevention programs, a sharps disposal program, and education and training for substance users 
and the providers who serve them. 

Drug overdose is a significant public health issue in NYS.  In 2006, life-saving legislation was 
passed by the NYS legislature approving the use of naloxone, an opioid antagonist, to reverse 
cases of opioid-related accidental overdoses.  NYS has implemented an innovative program with 
a diverse group of service providers, including community-based organizations, health care 
facilities, harm reduction/syringe exchange programs, local health departments, individual 
practitioners, substance abuse treatment programs, housing programs (temporary and shelters), 
and others. In addition, the AIDS Institute worked with the DOH Bureau of Emergency Medical 
Services and community partners to prepare the EMT-Basic (EMT-B) providers in five regions 
of the State to administer intranasal naloxone in cases of suspected overdose.  EMT-B are often 
the first responders to arrive at the scene of an overdose, especially in rural areas.  The initiative 
includes an IRB-approved research protocol to examine EMT-B attitudes and acceptance of this 
change in their scope of practice, and the results of the study will likely pave the way for more 
widespread administration of naloxone by EMS and other public safety personnel across the 
country. To date, 74 opioid overdose programs have been approved by the NYS Health 
Commissioner to implement opioid overdose prevention programs. Of the 523 reversals reported 
to NYSDOH, emergency services were contacted in at least 55% of the cases; at least 55% 
needed only one dose of naloxone; 46% of the individuals were under 35 years old; and three 
(less than one percent) were reported as not surviving.   

The NYSDOH strongly promotes proper sharps disposal through the NYS Safe Sharps 
Collection Program.  All hospitals and nursing homes in the State are mandated by law to collect 
household sharps. Since the inception of the NYS Safe Sharps Collection Program, over 140 
“alternative” sharps collection sites have been placed in pharmacies, health clinics, community-
based organizations, human services agencies, public transportation facilities, housing projects, 
police stations and other venues throughout the State. The number of alternative sharps 
collection sites continues to grow.  In order for widespread safe disposal to take place, self-
injectors must have convenient access to disposal sites.  The NYSDOH provides free syringe 
disposal units (either free-standing kiosks or wall mounted) and technical assistance to those 
participating in the program. 

Substance users are now more likely to acquire HIV through sexual transmission than through 
needle-sharing. In collaboration with the Harm Reduction Coalition, the AIDS Institute 
developed a curriculum and training to integrate sexual health promotion within harm reduction 
and substance use treatment programs.  In addition, based on input from drug users and providers 
who work with them, a three-part initiative was implemented to promote drug user health.  It 
included a consumer education booklet entitled, “Quality Health Care Is Your Right,” a 
consumer workshop, and a training of trainers designed to prepare providers to offer the 
consumer workshop.  
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Stigma 

Since 2005, the AIDS Institute has developed and implemented several campaigns to address the 
stigma related to HIV and to those individuals living with HIV/AIDS in New York State.  HIV 
Stops With Me is a social marketing campaign targeting HIV-positive persons with prevention 
messages in order to reduce HIV transmission and HIV-related stigma.  The campaign was 
developed by Better World Advertising and was implemented in New York State in 2005.  The 
campaign has been employed in the New York City metro area and Buffalo and targets gay men, 
transgender populations, and women of color.  You Are Not Alone is a multi-media social 
marketing campaign that seeks to engage HIV-positive individuals in health care and treatment 
services and reduce the stigma of living with HIV/AIDS.  The campaign was employed in 2010 
in all areas of the State outside of New York City and targeted HIV-positive men who have sex 
with men and heterosexual males and females age 30 to 49.  AIDS Does Not Discriminate – 
Neither Should You is a collaborative effort between the New York State Department of Health 
and the New York State Division of Human Rights.  This series of five posters was developed to 
address the stigma and discrimination attached to HIV/AIDS.  East poster addresses a distinct 
domain in which AIDS Does Not Discriminate (e.g., occupation, nationality, religion, social 
status, relationships). People experiencing or witnessing discrimination are directed to call a 
toll-free number for help. I Am Gay is a social marketing campaign developed by Better World 
Advertising for the New York State Black Gay Network.  The AIDS Institute sponsored it in 
several urban areas of the State.  It addresses the stigma of being gay in communities of color 
and the resultant vulnerability this creates around HIV prevention.  The campaign seeks to 
convey a message that gay men of color are part of every community and confronts homophobia. 

Oral Health Resource Center 

The Regional Resource Center for Oral Health collaborates with the New York/New Jersey 
AIDS Education and Training Center (AETC) to offer HIV education and training programs for 
dentists, dental hygienists and dental assistants. The goal of the program is to train dental 
practitioners to recognize early signs and symptoms of HIV infection and to manage all aspects 
of patients’ oral health needs. The program emphasizes collaboration and health care 
management through an interdisciplinary approach inclusive of primary care medical providers 
along with case managers. To further strengthen this strategy, the AIDS Institute convened a 
national forum on oral health care that brought together oral health experts from across the 
nation to initiate a standardized approach to oral health care for PLWHA; identify priority areas 
in policy, guidelines, and education that will promote quality care; and support oral health as part 
of overall health care for those with HIV/AIDS. The Regional Resource Center for Oral Health 
has also embarked upon a program of implementing HIV testing in the dental chair with several 
dentists/clinics across the State and is currently running a pilot testing project with dental schools 
in NYS. 

Evaluation, Research, and Publications 

The AIDS Institute conducts and participates in many facets of HIV/AIDS, STD and hepatitis-
related research. The AIDS Institute routinely evaluates changes in public health laws affecting 
HIV reporting, HIV testing, expanded syringe access and more.  AIDS Institute staff partner with 
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academic institutions, health care providers and federal agencies to conduct research around 
medication adherence, harm reduction, STD/HIV prevention interventions and service 
integration as well as epidemiologic and behavioral surveillance studies.  Findings are translated 
into practice recommendations, clinical guidelines, training initiatives, prevention and health 
care interventions and policy changes. 

AIDS Institute staff have authored well over 100 publications documenting research, clinical and 
policy issues, and program development.  The AIDS Institute continues to conduct studies, and 
additional publications are in development.   

In 1998, the AIDS Institute published a landmark article in the New England Journal of 
Medicine, entitled, Abbreviated regimens of zidovudine prophylaxis and perinatal transmission 
of the human immunodeficiency virus that effected change in the care of HIV-positive women 
nationally and internationally. This article continues to be referenced in numerous publications, 
including the federal guidelines on prevention of mother-to-child transmission.  More recently, 
the AIDS Institute authored two articles documenting its successes in reducing MTCT in the 
Journal of Public Health Management and Practice, entitled Progress in prevention of mother-to-
child transmission of HIV in New York State: 1988-2008, and Program and policy interventions 
for prevention of mother-to-child transmission of HIV in New York State. 

The Office of the Medical Director is involved in an important NIMH supported study that is 
evaluating the efficacy of a structural intervention to increase screening and detection of acute 
HIV infection in 24 sites in the Bronx. Identifying cases of HIV in the acute phase of infection 
holds tremendous promise for reducing the spread of the disease.  Training materials and other 
aspects of the intervention are primed for wide dissemination should the study findings be 
significant. 

Currently, the AIDS Institute has ongoing projects evaluating the 2010 HIV testing law in areas 
such as physician and provider attitudes and practices as they relate to testing, the extent of 
offers of testing, and linkage to care.  The AIDS Institute conducts CDC-sponsored National 
HIV Incidence Surveillance, National HIV Behavioral Surveillance and the Medical Monitoring 
Project. Behavioral Surveillance is an ongoing interview-based study of persons at high risk for 
HIV. The Medical Monitoring Project includes interview and extensive chart review of persons 
in care for HIV, and Incidence Surveillance estimates the number of new infections occurring in 
New Yorkers annually. 

Challenges and Emerging Issues 

While there are many successes resulting from the program and policy infrastructure that has 
been developed in the last 29 years, they must be viewed along with the many challenges that 
remain.  New York State has the heaviest HIV/AIDS disease burden in the nation.  Persons of 
color are disproportionately impacted by HIV/AIDS, and nearly one-third of newly diagnosed 
HIV cases have a concurrent AIDS diagnosis or are diagnosed with AIDS within 12 months.  
Although improved treatment has resulted in more people living longer, new challenges include 
increased care and treatment needs, an aging population experiencing multiple co-morbidities, 
increased diagnoses among younger populations, the role of HIV in diseases other than AIDS, 
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and issues faced by perinatally infected young people as they enter adulthood.  Eleven new HIV 
infections are diagnosed each day in NYS, and nearly five New Yorkers with HIV/AIDS die 
every day. NYS continues to see increases in all reportable STDs, with a 3% increase in 
Chlamydia, 5% increase in gonorrhea, and 28% increase in primary and secondary syphilis from 
2010 to 2011 (NYS outside of NYC).  Despite aggressive, targeted prevention, testing, and care 
efforts, health disparities exist with regard to HIV/AIDS, viral hepatitis, and STDs.  In addition, 
the State’s service delivery system will need to adapt in accordance with changing federal 
priorities, national health care reform and the State’s Medicaid redesign.  The AIDS Institute has 
evolved and must continue to evolve to meet emerging challenges and adapt to changes in the 
health care delivery system. Following is a discussion of some of the challenges that lie ahead 
for the AIDS Institute. 

Reductions in Resources:  The AIDS Institute’s State funding for HIV/AIDS services and 
activities has been reduced by approximately $20 million since 2008.  New York State’s federal 
Ryan White Part B grant, which supports the HIV uninsured care programs and contractors that 
provide health care and support services, has seen a cumulative loss of more than $30 million in 
formula funds since 2006.  It should be noted that Ryan White Part B dollars are allocated based 
on NYS’s proportion of living HIV/AIDS cases in the nation.  As the AIDS Institute has seen 
success in reducing the number of new infections, NYS’s proportion of cases nationally has 
declined, resulting in the loss of Ryan White Part B funds.  The CDC Cooperative Agreement, 
which supports HIV prevention, education and support services, will see a 40 percent reduction 
in the current five-year funding cycle. The AIDS Institute’s Enhanced Perinatal Surveillance 
Cooperative Agreement was terminated in December 2011.  As a result of CDC’s 2013 national 
HIV surveillance system funding announcement, NYS will see reductions in funding for core 
surveillance (1% to 16%) and incidence surveillance (14% to 47%) in 2013.  Cuts in 2014 will 
be deeper. Resources to address STDs are also limited.  The federal STD cooperative agreement 
has declined each year since 2006.  The plan to address this challenge involves continuously 
reassessing priorities and, where necessary, eliminating or reducing the funding for various 
initiatives. In some areas, collaboration and coordination with the New York City Department of 
Health and Mental Hygiene will be required to ensure continued support for essential programs 
serving New York City residents.    

Dutchess County TGA Status: Pursuant to the 2009 Ryan White Treatment Extension Act, any 
grantee who fails to meet the Part A Transitional Grant Area (TGA) eligibility status for three 
years in a row is ineligible for funding and, therefore, must close out its grant programs.  In fiscal 
year 2011, Dutchess County was among the TGAs whose case thresholds were not met for the 
third consecutive year. Therefore, effective February 28, 2011, Ryan White Part A funding 
ended for Dutchess County. New York State will receive TGA transition funding for 3 years 
equal to 75% of Dutchess County’s FY2010 Part A formula award in year one; 50% in year two; 
and 25% in year three.  In year four, Ryan White funding specifically for Dutchess County will 
end. 

The established mechanisms within the TGA enable newly infected, underserved, hard-to-reach 
individuals, emerging populations and/or disproportionately impacted communities of color to 
access and remain in primary medical care. The Dutchess County HIV Health Services Planning 
Council prioritized other services which will support clients in the absence of Part A funding.  
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The Planning Council has focused on the Health Insurance Premium Assistance Program to 
sustain access to care, when both core and support services will be limited.  Private insurance 
enables PLWH to receive care and specialty services.  On the individual client level transition, 
the Dutchess County Department of Health is working with currently funded providers to review 
their plans for termination or transfer of services for Part A clients as needed. 

HRSA expects that because New York State is receiving TGA transition funds, it will “ensure 
continuation of HIV care services to clients living in the former TGA jurisdiction” and “ensure 
uninterrupted services for clients receiving Part A-funded HIV care/services.”  However, New 
York State has experienced substantial losses in State, Ryan White, and CDC funding over the 
last several years and is likely to continue to see reductions in funding.  These reductions in 
funding have been accompanied by increases in demand for services and increased utilization 
and cost. 

Due to reductions in funding for HIV/AIDS services, the State has been forced to cut Part B-
funded services and activities.  The State will not be in a position to supplement the TGA 
transition funds directed to Dutchess County.  Also, there are no local funds available to 
supplement the reduced TGA award.  As a result, Dutchess County saw reduced funding in FY 
2011 and FY 2012 and will see reduced funding in FY 2013; funding will be eliminated in FY 
2014. It will not be possible to ensure uninterrupted services for clients receiving Part A-funded 
services in Dutchess County. Rather, there will be reductions in Part A-funded services in 
Dutchess County. 

A transition committee has been formed to develop an action plan for the delivery of services 
that maximizes available resources and ensures a process that includes participation of those 
living with HIV disease in Dutchess County. 

Sexual Transmission of HIV and other Diseases:  The 2010 realignment within the New York 
State Department of Health, described above, supports integration of HIV and STDs.  In 2011 
and beyond, the HIV/STD integration within the Department must be strengthened, and it must 
be reflected in improved community-based service delivery including testing/screening, partner 
services, care, prevention education and sexual risk reduction.   To address the challenge of 
sexual transmission of HIV and other diseases, the AIDS Institute will expand and enhance 
programs that deal with sexual health promotion, thus increasing opportunities for STD 
screening and treatment.  In 2011, the New York State Condom Program distributed close to 10 
million condoms.  The AIDS Institute must continue to build on this success, contingent on 
available funding.  In November of 2011, the AIDS Institute established a training center of 
expertise in sex, gender and HIV/STDs/viral hepatitis.  This training center is poised to develop 
and deliver cutting-edge trainings to build provider expertise in using the latest strategies and 
techniques for addressing sexual risk with clients.  While pre-exposure prophylaxis (PrEP) for 
HIV might offer new opportunities for prevention of sexual transmission, questions remain about 
how PrEP medications should be used outside of a clinical trial in real-life settings, adherence, 
drug resistance, long-term safety, increased risk-taking behaviors, and, of course, cost.   

Integration of HIV, STD, and Hepatitis Activites: Continued barriers to integration exist at the 
local, state, and federal levels.  To address these substantial barriers, needed changes include 
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modifications of surveillance and programmatic data systems developed for “silo” approaches, 
alignment of data elements and standardized definitions in areas such as risk categorizations, 
increased flexibility in federal grant funding that will allow resources to be used for addressing 
syndemics as opposed a single disease, continued cross-training of public health and community 
workforces, and strategies for maintaining both a strong commitment to integration and core staff 
with expertise in each disease process. 

New Infections Among Young MSM of Color:  Data indicate that new HIV infections among 
young MSM of color have increased significantly.  The number of newly reported HIV 
infections in young MSM of color (13-24 years of age) in 2003 was 224.  In 2010, 439 were 
reported in the same category, reflecting an increase of 215 cases (96%) in this category over a 
six-year period. Of note, young persons of color are also disproportionately affected by STDs, 
which increase risk for HIV acquisition. In 2010, rates of Chlamydia and gonococcal infections 
were highest among African American women 15-19 years of age (10,372 cases per 100,000 
population and 1,945 cases per 100,000 population, respectively).  For cases of early syphilis, 
African American men 25-29 years of age had the highest rates at 184 cases per 100,000 
population. Young MSM of color, given issues related to youth, poverty, race and cultural 
underpinnings, are likely to be even further marginalized and isolated.  The development of 
effective prevention interventions and methods of engaging this population is a challenge.  In 
June 2010, a Request for Applications was issued, and eight agencies were awarded funds to 
provide interventions targeting young gay men/MSM of color in NYS that address the particular 
needs and characteristics of young people. A 2011 Request for Applications included emphasis 
on young gay men/MSM addressing HIV/STD prevention, screening and access to care.  The 
AIDS Institute recognizes advances in technology and their influence on how young people 
communicate and get together. Those means of communication are also utilized in public health 
interventions to reach the groups at higher risk of HIV and STDs.  In addition, two task forces 
have been formed to address MSM-related issues with special focus on young men of color who 
have sex with men. 

Aging of the HIV Epidemic:  In 2002, 23% of persons living with HIV/AIDS (PLWHA) were 
50 years old and older. By 2010, the percentage had grown to more than 42%, or 54,000 people. 
Nineteen percent of new HIV diagnoses are among people age 50 and over.  A population 
simulation model constructed to project the number of persons living with HIV/AIDS age 50 and 
over in New York State from 2008 to 2025 showed that the number of PLWHA age 50 and older 
would double by 2025. Fifty to sixty percent of PLWHA are predicted to be age 50 and older by 
2025. Further, the number of PLWHA age 65 and older will increase by nearly six-fold over the 
2008 level. These trends underscore the need to integrate culturally sensitive HIV/AIDS health 
care and supportive services with services for older persons.  Comprehensive systems of care 
must address multiple medical needs, and prevention programs must not only raise HIV 
awareness and encourage HIV testing among older people, but also focus on reducing the risk 
factors for chronic diseases among PLWHA (smoking, physical inactivity, unhealthy diets).  The 
AIDS Institute must continue to build on its strong relationship with the State Office for the 
Aging and continue cross-training efforts that ensure HIV providers understand issues related to 
aging, and aging providers understand issues related to HIV, STDs, viral hepatitis, sexual health 
and substance use. 
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Residual Mother-to-Child Transmission of HIV:  A review of all transmissions in 2002-2006 
demonstrated acquisition of HIV during pregnancy (acute HIV infection, or AHI), limited or no 
prenatal care, substance use, mental health issues, and poor adherence to ARV prophylaxis as 
factors in New York’s residual mother-to-child transmission (MTCT).  Ongoing reviews 
demonstrate that residual MTCT continues to be associated with these factors.  Strategies to 
further reduce MTCT are identification of AHI during pregnancy, repeat HIV testing in the third 
trimester, and increased point-of-care testing in delivery settings with a turnaround time of less 
than an hour. An expert panel was held in November 2010 to assist in the development of 
strategies to address New York’s residual MTCT as well as how New York can incorporate 
components of the CDC’s evolving strategy of eliminating perinatal HIV transmission in the 
United States. As a result of the expert panel’s recommendations, a New York State Strategic 
Plan for the Elimination of Mother-to-Child Transmission of HIV was produced as well as a 
companion User Guide for the Strategic Plan. The Strategic Plan outlines a comprehensive 
approach to decrease the incidence of HIV among women of childbearing age, ensure quality 
care for pregnant women who are at risk for or living with HIV, and prevent transmission of HIV 
to exposed infants. The Strategic Plan and User Guide provide a flexible approach for diverse 
stakeholders to align their efforts in support of the elimination of MTCT.  Both documents have 
been widely disseminated. 

Hepatitis C:  An estimated 304,000 NYS residents have been infected with HCV.  Of these, 
nearly 240,000 people are currently living with chronic infections.  Within the HIV population, it 
is estimated that approximately one-third are co-infected with HCV.  Most people have difficulty 
accessing necessary HCV-related health care services.  It is estimated that 50% to 75% of people 
living with hepatitis do not know their status. Despite the substantial need, there is a lack of 
federal resources for HCV screening and treatment. 
Challenges include increasing the number of people who know their HCV status and increasing 
the number of people treated for HCV across NYS.  To address this challenge, the AIDS Institute 
will continue working with the 13 funded hepatitis C treatment programs to expand screening 
and treatment.  Work toward meeting this challenge will also involve making HCV rapid testing 
kits available in 2012 to programs demonstrating the infrastructure necessary to support HCV 
rapid testing and linkage to care. With availability of the HCV rapid test, more people will know 
their HCV status and will need timely access to HCV diagnosis, care and treatment.  The AIDS 
Institute will explore new, innovative ways to increase the infrastructure in primary care settings 
to support this increase in persons needing HCV care and treatment, including the use of 
telemedicine and establishing an enhanced reimbursement structure within managed care plans.   

Late/Concurrent Diagnosis and Entry into Care:  In NYS, 25% of all persons newly diagnosed 
with HIV have a concurrent AIDS diagnosis. Within one year of HIV diagnosis, 32% have 
AIDS; these persons are deemed to have a “late” diagnosis of HIV infection.  New York State’s 
unmet need analysis indicates that as many as 34% of persons in New York who are aware of 
their status (about 44,000 persons) may not have received HIV-related primary care in the past 
12 months.  Laboratory data reported through the surveillance system was used as a marker for 
assessing whether or not a person newly diagnosed with HIV has entered care for HIV and 
examined what proportion enter care within 12 months of diagnosis. This analysis showed that 
22% of persons newly diagnosed with HIV did not have an HIV-related laboratory test within 12 
months of diagnosis. This is particularly disturbing given the comprehensive continuum of HIV 
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care and services in place in NYS. This information demonstrates that it is critical to conduct 
targeted outreach and make testing, care and services more accessible to individuals who are 
being diagnosed and entering care very late in the course of their infection.  
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Workforce Issues:  In response to growing concerns about the qualifications of HIV treatment 
providers in NYS, the AIDS Institute hosted an expert panel, “Defining the HIV Specialist,” in 
March, 2008. The major challenges highlighted during the meeting were the increasing 
complexity of managing antiretroviral therapy and the declining number of experienced 
providers, particularly in upstate and rural areas of NYS.  The panel also identified workforce 
issues facing the quality of care for HIV/AIDS patients in New York related to physician supply, 
including a dearth of young practitioners choosing to specialize in HIV, decreased financial 
reimbursement for HIV care, geographic imbalance of HIV specialists, and shifting health care 
delivery models.  In particular, concerns were raised about the quality of care provided by 
clinicians with low volumes of patients being prescribed antiretroviral therapy.  The panel 
recommended ongoing analysis of the distribution of experienced HIV providers in NYS, 
monitoring the quality of care provided by low-volume providers, and identifying models of care 
that can be adapted to meet the needs of PLWHA in upstate New York. 

Numerous factors have converged which result in physician and non-physician providers 
needing to maintain unprecedented levels of knowledge and skills.  Some of these factors 
include:  increasingly complex clinical management protocols; complications related to HIV and 
aging; challenges associated with multiple co-occurring disorders; expansion of program scope 
to encompass HIV, STDs and viral hepatitis; emphasis on delivering highly refined, evidence 
based interventions; and other advances in the field.  This is occurring during a time of clinical 
workforce shortages, loss of traditional leadership due to retirement, reduced staffing levels at 
CBOs, and limited time and travel resources to attend training.  The AIDS Institute is working to 
keep pace with the latest innovations in instructional technology, use of social media, Apps, 
widgets, on-line trainings and webinars. However, little is really known about the comparative 
value of different innovations in instructional technology, and new developments in technology 
outpace our ability to evaluate their efficacy.  The AIDS Institute must continue to chart a course 
that maximizes the use of limited training resources while meeting the increasing technical 
training needs of providers. 
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Viability of the HIV Uninsured Care Programs: The continued viability of these priority 
programs, through which uninsured and underinsured persons with HIV/AIDS receive life-
saving medications and care, will depend not only on the continued availability of federal Ryan 
White funds, but also the continued commitment of State support for the programs through NYS 
Health Care Reform Act (HCRA).  There is likely to be a reduction in Ryan White resources in 
2013, and reauthorization of the Ryan White law, which is due in 2013 and will affect grants 
beginning in 2014, could result in further reductions in resources for NYS.  The uninsured care 
programs must continue expansion of the APIC program and further increase enrollment through 
payment of insurance premiums and cost-sharing for eligible individuals to assure access to 
comprehensive medical coverage.   

Retention in Care:  The importance of retaining HIV patients in care stands out as a paramount 
challenge because of the demonstrated linkage of retention to viral load suppression which 
correlates not only with improved health outcomes and lower health resource utilization, but 
most importantly with concomitant decreased transmission of virus.  Recognizing that treatment 
is prevention, the health care and prevention communities must unite to focus activities to 
engage and retain those most likely to fall out of care or use the health care system sporadically.  
These patients, who often have multiple chronic problems requiring multiple interventions, 
demand greater resources to link effectively in a sustained relationship with health care providers 
to achieve multiple health outcomes while reducing the spread of HIV.  Retention in care stands 
out as the single most important driver to reduce disparities in HIV-related health outcomes by 
allowing successful treatment, which will in turn reduce viral load to undetectable and thereby 
non-transmissible levels.  Strategies to address retention in care include continuing to build 
capacity for improving patient retention in care through quality improvement efforts, identifying 
and disseminating successful strategies for retention in care through the SPNS Systems Linkages 
and Access to Care initiative, and prioritizing retention in care in AIDS Institute initiatives and 
procurements. 

Medicaid Redesign and Transition to Medicaid Managed Care:  In 2010, NYS began requiring 
most HIV-positive Medicaid beneficiaries to choose a managed care plan to receive Medicaid 
benefits. HIV providers, clinicians and clinics have entered into new reimbursement agreements 
with managed care plans.  These new and changing revenue options for Medicaid providers 
coupled with the shift of remaining fee-for-service to APGs has created fiscal stress as providers 
balance shifts in revenue with the cost of providing care.  The AIDS Institute has already seen 
access issues in smaller HIV primary care sites as these programs make decisions about 
remaining open based on financial viability.  FQHCs that provide HIV care or HIV testing 
continue to have some revenue flexibility and protection because of APG opt out and revenue 
reconciliation for managed care members. As a result, the reimbursement revenue stream in 
FQHCs is somewhat constant compared to other non-FQHC HIV sites of care.  FQHCs are 
located in some of the most high-need areas and serve populations at highest risk for HIV AIDS. 

The 2011 budget introduced the Medicaid Redesign Team (MRT) initiatives that will 
significantly restructure the Medicaid program.  MRT initiatives impacting the HIV population 
and programs fall into two key areas.  The expansion of Medicaid managed care populations and 
benefits is expected to produce savings to the Medicaid budget while at the same time continue 
to provide access to quality care, including HIV care.  In the managed care discussion, several 
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HIV-specific services that have been fee-for-service will now be included in the benefit plan 
requiring plans to contract with these programs and providers to learn to navigate managed care.  
AIDS Day Health Care will be directly impacted as plans negotiate reimbursement and review 
medical necessity for member plans of care.  Additionally, some HIV medical providers 
experienced increased administrative burden with the move of the pharmacy benefit in plan 
requiring prior approvals and authorizations from multiple health plans.  It is clear from 
pharmacy management experience that many HIV provider clinics are not organized to meet the 
operational changes of managed care and other care coordination initiatives. 

Medicaid redesign will require the HIV-positive dually eligible for Medicaid and Medicaid 
population to transition to some form of managed care starting in 2013 with individuals receiving 
community-based long term care services, including AIDS Day Health Care and AIDS Home 
Care. There will be an expansion of managed long term care plans serving these beneficiaries. 
Providers of long term care services to PLWHA reimbursed by Medicaid will need to contract 
with plans. 

The greatest impact on HIV providers will be felt through the Health Home initiative.  This 
Medicaid initiative, targeted toward high-need, high-cost beneficiaries, will develop care 
coordination entities responsible for integrating plans of care across providers who will be 
required to serve complex, high-need HIV-positive Medicaid beneficiaries.  Many of the 
HIV/AIDS programs and providers that have built care coordination into HIV program models 
will require some effort to integrate with this new Medicaid service and engage with new 
partners in managing co-morbidities, especially mental health and substance use.  The greatest 
challenge has been to the COBRA case management program.  These HIV case management 
providers are required to transition their targeted case management services to a new 
reimbursement structure while maintaining essential program elements and expanding 
partnerships.  More broadly, the Health Home initiative is also encouraging more providers to 
expand their electronic capacity for sharing patient information to improve care coordination. 

As a result of these changes, programs will be required to monitor revenues and quality of care 
as they transition programs, services and patients to newer models of care coordination.  In the 
future, the AIDS Institute will need to monitor outcomes and assist providers in the transition to 
redesigned systems of care.  The AIDS Institute will have to furnish education and assistance to 
persons living with HIV/AIDS regarding Medicaid managed care and how their services will 
change and to providers regarding the new care environment.  In addition, grant-funded services 
will have to be examined in light of the changes in terms of Medicaid coverage to ensure that 
there is no duplication and that grant funds are used to provide the services necessary to engage 
and retain persons living with HIV/AIDS in care. 

Implementation of the Affordable Care Act (ACA): 

Federal health care reform has begun to transform the structure and delivery of health care and 
supportive services to persons with HIV, STDs, and hepatitis.  Implementation of Medicaid 
Health Homes, community health clinic expansions, multifaceted health disparities initiatives, 
planning for the NYS Insurance Exchange, and HIV-experienced community health advocates 
are all part of the foundation of planning for 2014 insurance expansions. 
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The Ryan White-funded HIV Uninsured Care Programs, including ADAP, ADAP Plus, Home 
Care, and Insurance Continuation (APIC), are not considered comprehensive insurance coverage 
as defined by the ACA due to the limited service coverage package. To maximize available 
resources, the HIV Uninsured Care Programs provide premium payment assistance for 
comprehensive, cost-effective health care coverage, including the ACA-authorized pre-existing 
condition insurance plan, the NY Bridge Plan. The AIDS Institute is working with providers to 
encourage their enrollment in the NY Bridge Plan and future exchange provider networks to 
assure clinical consistency for consumers when insurance expansions are fully implemented in 
2014. 

The AIDS Institute continues to analyze the long-term impact of new models of care and 
insurance options implemented by NYS as part of ACA.  Ryan White reauthorization is due to 
occur in 2013, before the 2014 Medicaid and Insurance Exchange expansions, which has led to 
discussion of delaying reauthorization for two years so that the full impact of health care reform 
on services for persons living with HIV/AIDS can be determined and considered in reauthorizing 
the legislation. 

The AIDS Institute must continue educating clinicians and other service providers and 
consumers to ensure that the community is aware of the changes in health care and supportive 
services for persons with HIV, STDs, and hepatitis. The general impression that HIV and STD 
categorical funding will not be needed after health care reform initiatives are fully implemented 
could adversely impact the infrastructure and support services needed to maintain persons in 
care. The need for supportive services such as case management, transportation, stable housing, 
and insurance coverage navigators will likely increase due to the many new options for health 
care coverage. In addition, the AIDS Institute is involved in discussions with the National 
Alliance of State and Territorial AIDS Directors (NASTAD) and the Presidential Advisory 
Council on HIV/AIDS (PACHA) on health care reform, particularly as it relates to 
reauthorization of the federal Ryan White legislation. The long term impact of the Affordable 
Care Act on federal categorical funding, such as CDC and Ryan White grant programs, is yet to 
be determined. 

Conclusion 

The continuum of HIV, STD and hepatitis prevention, care and supportive services needs 
constant attention.  It must continue to evolve to accommodate new needs, medical advances and 
technologies and must be adapted to changes in the larger health care delivery system, including 
reimbursement, electronic medical records and other factors.  All of the major HIV/AIDS service 
delivery reimbursement structures and standards that have been put into place over the years 
have evolved. Many are still evolving in conjunction with reimbursement and health care reform 
efforts currently underway. 

Opportunities to integrate HIV/AIDS programs and services with those for other diseases and 
conditions are ongoing. New challenges require new approaches and insights.  The need for basic 
education and other established mainstays of NYS’s response is ongoing. The epidemics 
addressed by the AIDS Institute still rest in a larger societal context, with sociocultural, 
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demographic, economic, political and other influences. Fear, stigma, discrimination, health care 
inequities, poverty, trauma, rejection of populations at high risk, and the fact that these epidemics 
are largely driven by sexual activity and illicit drug use continue to pose profound challenges in 
the efforts against STDs, HCV, and HIV/AIDS. 

The AIDS Institute's training and technical assistance infrastructure has contributed to a high 
level of expertise among clinical and non-clinical providers.  However, the evolution of the 
continuum of services and the integration of HIV, STDs and viral hepatitis present unique and 
ongoing workforce development challenges.   

AIDS Institute programming has shaped the service environment for persons with HIV/AIDS.  
Almost 30 years later, maintaining a comprehensive response for New York State will continue 
to require the full, priority attention of the AIDS Institute and its many partners. New York State 
is committed to further reducing new cases of HIV, STDs, and HCV and enhancing the quality 
of care and life of persons living with these diseases.   

C. Goals and Strategies 

Strategies related to the specific challenges described in this plan are described above in Section 
VI.B., Challenges and Emerging Issues. 

The AIDS Institute has undertaken a strategic planning process and has mapped out a broad 
strategic plan. The AIDS Institute Strategic Plan Framework, 2012-2015, which is attached as 
Appendix E, outlines core drivers and broad goals and objectives.  Through an AIDS Institute-
wide strategic planning process, the input of all AIDS Institute staff has been incorporated into 
the framework.  The framework, as well as the HIV care and service continuum, is managed 
proactively, with refinements made to ensure its responsiveness to changes in the epidemic and 
to scientific advances that prolong and improve the quality of life for infected persons.  
Individual AIDS Institute units and programs are in the process of developing program-specific 
strategic plans in accordance with the overall framework.  The framework includes goals and 
strategies associated with six core drivers:  innovative and effective organization; data and 
science; prevention; access to care; quality; and policy and planning.  

The Ryan White Comprehensive Plan incorporates the goals of the National HIV/AIDS Strategy.  
These goals are: 

1. Reducing new HIV infections; 
2. Increasing access to care and improving health outcomes for people living with HIV; 
3. Reducing HIV-related health disparities. 

All AIDS Institute and Part B programs serving persons living with HIV/AIDS are designed to 
meet the above goals.  These programs will be continued to the extent possible given the 
availability of resources. The HIV programs funded by other Parts of the Ryan White law also 
provide essential services to targeted populations.  Specific short-term goals and measurable 
objectives are outlined in the annual Part A and Part B Implementation Plans, included as 
Appendix F. 
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This plan addresses the Health People 2020 objectives, which are to increase the quality and 
years of healthy life and eliminate health disparities.  The programs and initiatives described 
below address these objectives. 

The responsible parties for all strategies, plans and activities described herein are the AIDS 
Institute (which encompasses HIV/AIDS, STD, hepatitis, LGBT, and surveillance activities) and 
its partners, including the Ryan White Part A regions; representatives of all other Ryan White 
Parts; providers of HIV/AIDS, STD, hepatitis, and substance abuse services; and payers.  The 
timeline is ongoing. 

It must be noted that achieving the goals of the NHAS will depend on the availability of 
resources. The article, Costs, Consequences and Feasibility of Strategies for Achieving the 
Goals of the National HIV/AIDS Strategy in the United States: A Closing Window for Success?, 
states that without expansion of diagnostic and prevention services for PLWH, key goals of the 
National HIV/AIDS Strategy will soon be epidemiologically out of reach [Holtgrave, DR, et al. 
AIDS Behav (Epub ahead of print)]. 

The following selected program initiatives highlight key strategies and activities for achieving 
the above goals. These initiatives have been designed and implemented in response to changes 
in the epidemic, analyses of HIV/AIDS data, and clinical advances.  These initiatives represent 
priorities for the allocation of funds, strategies regarding individuals aware of and unaware of 
their status, strategies for addressing the needs of special populations and solutions for 
addressing gaps in care. Additional detail on these and other initiatives is available in About the 
AIDS Institute (Appendix D). 

It is important to reiterate that these goals and program initiatives are premised on the 
continuation of dedicated federal, State and local resources that are commensurate with the level 
of need across the State.  If drastic changes in resources occur, extremely difficult choices will 
need to be made to the overall plan, goals and objectives, resulting in program reductions and 
service disruption. 

Reducing New HIV Infections 

HIV/STD Prevention Services for Young People: The primary goal of the HIV/STI Prevention 
Services for Young People Initiative – Sexual Health  Promotion for Young People through 
Youth Leadership and Community Engagement (SHPYL) -  is to reduce HIV infection, sexually 
transmitted infections (STIs) and unintended pregnancies among youth in New York State (ages 
13-24) by creating communities that support and promote optimal sexual health for young 
people. Programs funded through this initiative build on their target community’s assets and 
strengths to create an environment that promotes and supports the sexual health and 
comprehensive well-being of its youth.  Funded programs are expected to reduce STIs, HIV 
infection and unintended pregnancy among youth by fostering communities that support and 
provide comprehensive sexual health and risk reduction education and services, and other related 
services to young people. 
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New York State Condom Program: The AIDS Institute has provided free condoms and other 
safer sex materials to organizations serving sexually active New Yorkers with -- or at risk for -- 
HIV and STDs since its creation in 1983. That effort was enhanced in 2007 with the on-line New 
York State Condom Program (NYSCondom), accessible at 
http://www.health.ny.gov/nyscondom. Not-for-profit organizations, licensed health care 
facilities and government entities are eligible to participate in NYSCondom.  These community 
partners are then encouraged to develop or refine strategies for effective local condom 
distribution, as well as to promote condom use, safer sex and sexual health.  NYSCondom has 
had consistent growth since its inception, and the demand for its products has been robust.  
Between July 1, 2010 and June 30, 2011, NYSCondom furnished over 11.9 million male 
condoms and over 120,000 female condoms to over 400 organizations at 583 different sites.  
These sites included 22 high school-based health clinics, 37 Planned Parenthood-affiliated 
clinics, 22 Designated AIDS Centers, 89 primary care clinics, 34 local health departments; and a 
wide range of AIDS Institute contractors. 

HIV/STD Prevention Services for Women:  Funding to support HIV/STD prevention services 
for women is awarded to contractors located throughout the State, including community-based 
organizations, hospitals, and community health centers. The target populations for the initiative 
are women, particularly women of color who are at high risk for HIV and/or STD infection and 
women who are already infected.  Agencies selected to participate in this initiative are required 
to develop or enhance comprehensive HIV/STD prevention and support programs for women, 
their partners and families.  Programs funded to provide HIV/STD prevention services for 
women through this initiative will:  reduce HIV and STDs among women who are at high risk 
for these infections through innovative services, including prevention interventions that help 
women initiate and sustain behavior change over time and reduce the risk of HIV/STD 
transmission or acquisition; provide information about the benefits of knowing one’s HIV/STD 
status and make testing more accessible by using rapid testing technology; promote improved 
understanding among women regarding the role of STDs  in HIV transmission; improve direct 
access to STI screening and treatment; improve the quality of life for women at high risk for HIV 
and STDs through a comprehensive prevention approach that may include addressing the 
following: violence and trauma; mental health; alcohol and other substance use; access to health 
care; and partner engagement in the prevention of HIV and STIs. 

Harm Reduction:  The Harm Reduction Initiative supports comprehensive and complementary 
services with funds from the Centers for Disease Control and Prevention (CDC), Ryan White 
Parts A and B, and the New York State Department of Health (NYSDOH). Harm Reduction 
Initiative contractors receive funding from a combination of these sources to provide an array of 
services to substance users, their families, and communities. The CDC funds HIV prevention 
services to substance users including outreach, interventions delivered to individuals and groups, 
and support groups. Ryan White Part A funds harm reduction/recovery readiness/relapse 
prevention services to HIV- positive substance users which include intakes and assessment, 
individual and group counseling, support groups, and referrals to health care, supportive services, 
and substance use treatment. The Mental Health Services in Harm Reduction Settings Initiative, 
also funded by Ryan White Part A, provides mental health services including psychiatric intakes 
and assessments, and individual and group interventions. Ryan White Part B funds counseling 
and supportive services targeted to special populations to address regional priorities. 
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Comprehensive services also include the provision of STD and hepatitis C prevention education, 
screening and referrals for care and treatment.   

The New York State Department of Health funds comprehensive harm reduction/syringe 
exchange programs (SEPs).  Community based, not-for-profit organizations, and government 
entities may be granted a waiver to obtain, possess, and furnish hypodermic syringes and needles 
without a prescription in programs designed to reduce the transmission of HIV. The target 
population is injection drug users (IDUs) who are not ready, willing, or able to abstain from drug 
use or enter substance use treatment programs. Regulations require that syringe exchange 
services be provided within a comprehensive harm reduction model, where clients can learn 
methods for risk reduction for themselves and their partners.  In addition to the provision of 
clean injection equipment, harm reduction services include outreach and education on risk 
reduction practices related to sexual and drug-using behaviors; distribution and demonstration of 
male and female condoms and dental dams; distribution and demonstration of bleach kits and 
safer injection techniques; distribution of other harm reduction supplies and literature; and 
provision of supportive services, HIV counseling and testing, partner notification assistance, case 
management, health care, legal, and housing services. Programs must provide referrals for these 
services if they are unable to provide them directly. 

Expanded Syringe Access Program (ESAP): The purpose of this program is to reduce the 
transmission of blood borne diseases, including HIV and hepatitis, by enhancing access to clean, 
sterile syringes. Under this program, up to ten syringes may be sold or furnished to a person 18 
years of age or older without a prescription by pharmacists, health care facilities, and health care 
practitioners who have registered with the New York State Department of Health.  As of May 31, 
2012 there are 3,231 registered ESAP providers. Of these registered providers about 40% are 
located in the five boroughs of New York City. The remaining ESAP providers are located 
throughout the rest of the state. There are ESAP-registered providers in every New York State 
county with the exception of one (Hamilton).  Of the registered providers, 3,131 (96.9%) are 
pharmacies. Major pharmacy chains account for about 70% of all registered pharmacies. In 
addition to pharmacies there are 100 other providers enrolled including hospitals, nursing homes, 
clinics and private practitioners. About 2.6 million syringes are sold without a prescription 
annually. 

Criminal Justice Initiative (CJI): The goal of the CJI is to provide a comprehensive, seamless 
continuum of quality HIV/STD/HCV prevention and supportive services to individuals in a 
correctional setting and formerly incarcerated individuals returning to their home communities.  
These services are designed to diminish HIV/STD/HCV transmission and improve the health and 
well-being of individuals living with HIV and AIDS.  The services provided in correctional 
settings may include HIV/STD/HCV prevention interventions, peer educator training, 
anonymous HIV testing and partner services (with the option to convert to confidential), HIV 
supportive services, and transitional planning.  This initiative also funds community-based 
organizations to provide re-entry assistance for formerly incarcerated individuals living with 
HIV/AIDS. CJI contractor services are a complement to the long-standing HIV prevention and 
support collaboration between the NYS Department of Corrections and Community Supervision 
(DOCCS) and the New York State Department of Health (DOH).  This strong collaboration 
allows for the targeted distribution of Health Resource Portfolios and Work Release Packets 
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containing HIV/STD/HCV prevention information and male and female condoms that are 
provided to inmates as they leave the facility.  In State correctional facilities, the CJI also 
supports the Prison HIV Hotline. This hotline offers state inmates the opportunity to call collect 
for HIV/STD/HCV information and counseling.   

Community Service Programs (CSPs): In response to the growing HIV/AIDS epidemic in New 
York State, the Community Service Programs (CSPs) were established in 1984 to serve as the 
first community-based organizations dedicated to providing HIV/STD/hepatitis prevention and 
client services. Funding also supports agency capacity which maintains a structure that helps to 
develop and maintain the availability of regional HIV/STD/hepatitis prevention interventions and 
client services.  CSPs are designed to be accessible and responsive to the needs of diverse 
populations and subpopulations most impacted by HIV/AIDS, STDs, and hepatitis.  This model 
makes it possible for agencies to respond promptly to emerging community needs and/or public 
health concerns. CSPs are an important part of the HIV service continuum in New York State. 
There are fourteen CSPs, each with a continuum of services designed to meet HIV prevention 
and client service needs of HIV-infected and affected individuals.  The overall goal of the CSPs 
is to provide HIV, STD and hepatitis C-related information and prevention interventions that are 
evidenced based and support HIV-infected individuals.  The expected outcomes are to reduce 
HIV/STD/Hepatitis C incidence; decrease the rate of HIV transmission by HIV-infected persons; 
decrease risky sexual and drug using behaviors among persons at high risk for acquiring HIV; 
increase the proportion of HIV-infected people who know they are infected and increase the 
proportion of HIV-infected persons who are linked to prevention, partner services and medical 
care. 

Faith Communities Project:  The Faith Communities Project was developed in recognition of 
the significant role faith communities play in HIV/AIDS prevention and support/care efforts. The 
goal of the Faith Communities Project is to advance HIV prevention efforts in communities that 
are hardest hit by the HIV epidemic through information sharing, collaboration and partnerships 
between communities of faith and community-based organizations. This goal has been expanded 
to include STDs and hepatitis B and C prevention efforts as well as referrals to screening, care 
and treatment.  Since early in the HIV epidemic, the AIDS Institute recognized the importance of 
involving diverse sectors of communities in HIV/AIDS prevention and care efforts. Because 
prevention programs must be broad-based, faith settings are ideal for the implementation of HIV 
programs serving hard-to-reach populations.  Historically, the AIDS Institute has contracted with 
various faith-based agencies to meet the HIV prevention needs of individuals, families, and 
communities reflecting various racial/ethnic groups, cultures, and languages. By 2001, there 
were 13 faith-based organizations receiving grant funding to provide HIV prevention 
interventions and client services.  Two statewide forums have been held to engage faith leaders 
in dialog on issues that challenge HIV prevention and health care efforts and to identify specific 
regional needs and plans. Since then, regional committees continue to design and implement 
activities that directly respond to regional action plans. Activities implemented include: HIV 
awareness events; capacity-building workshops for faith and community- based organizations, in 
collaboration with federal, state and local governmental agencies; community dialogues; clergy 
roundtable discussions; and meetings to network and to foster on-going partnerships.  During 
April and May 2012, a series of forums on faith and health brought together a variety of 
perspectives on the ways in which individual and community health is connected to faith. The 
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goal of the forums was to strengthen partnerships among members of faith communities, 

academia, clinicians, and public health practitioners.
 
The Faith Communities Project continues to foster regional partnerships, support information 

sharing, and identify and develop resources to further HIV/STD/HCV prevention and health care 

efforts in New York State. 


HIV/STD Field Services:  The primary goal of HIV/STD Field Services is to reduce and prevent 

the incidence of sexually transmitted diseases, including HIV, and hepatitis infections that can 

also spread through injection. Critical to achieving this goal is a delivery of disease prevention 

services including education and counseling, disease screening, case investigation, partner 

notification, risk reduction counseling and condom distribution.  Program staff carries out 

partner services and collaborates with providers who diagnose and treat individuals with HIV 

and/or STDs to promote and expedite partner services. 

The program benefits individuals with disease and their partners, and communities benefit from 

earlier identification and treatment of undiagnosed infections and reduced transmission risk 

among their members. Staff are located in six regional offices statewide and offer free 

confidential and anonymous disease screenings and disease intervention services. HIV/STD 

prevention services include partner services, which is a broad array of activities that are offered 

by the state and county health departments to persons with HIV infection, syphilis, gonorrhea or 

Chlamydial infections and their partners. Activities conducted by the  Bureau of HIV/STD Field 

Services expand the health department’s ability to conduct disease screening and surveillance to 

identify new infections and ensure timely treatment and linkage to medical care and other needed 

services for at-risk individuals. 


Multiple Services Agency (MSA) Initiative:  The AIDS Institute established the MSA Initiative 

in 1992 in response to the disproportionate impact of HIV in New York's communities of color 

and in recognition of the strong role that community-based agencies have had in successfully 

reaching those impacted communities.  MSA funding enables community-based organizations 

serving communities of color to expand their service capacity to provide HIV/STD/hepatitis 

prevention interventions and support services. MSA funding assists contractors in developing 

agency infrastructure to support the delivery of HIV prevention and service programs including 

risk reduction education, peer programs, and case management.  Funding also assists contractors 

in developing a coordinated community response to the HIV/AIDS-related needs of people of 

color. Currently, thirty four MSAs provide services to reach African Americans, Hispanics, 

Asians and Pacific Islanders, Native Americans, Caribbean women, high-risk youth, homeless 

men and women living on the street or in shelters, men who have sex with men, people who 

identify as transgender, and other populations that might not readily access the traditional service 

delivery/care systems. 

The overall goal of MSAs is to provide HIV, STD and hepatitis C-related information and 

prevention interventions that are evidence-based and support HIV-infected individuals.  The 

expected outcomes are to reduce HIV/STDH/hepatitis C incidence; decrease the rate of HIV 

transmission; decrease risky sexual and drug using behaviors among persons at high-risk for 

acquiring HIV; increase the proportion of HIV-infected people who know they are infected; and 

increase the proportion of HIV-infected persons who are linked to prevention, partner services 

and medical care.
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Lesbian, Gay, Bisexual and Transgender (LGBT) HIV Prevention Initiative:  In 1994, the 
AIDS Institute developed the LGBT HIV Prevention Initiative. This initiative supports the 
provision of effective behavior-based HIV prevention interventions and HIV-related supportive 
services -- including alcohol, substance use and mental health counseling -- that address the 
needs of gay men/men who have sex with men (MSM), lesbians/women who have sex with 
women (WSW), persons who have sex with multiple genders, and transgender individuals.  
Seventeen organizations are funded under the initiative to implement programs designed to 
achieve the following goals: increase the number of high-risk LGBT individuals who know their 
HIV serostatus; assist HIV-infected LGBT individuals with access to health care and supportive 
services as early as possible; and increase the number of HIV-infected and high-risk LGBT 
individuals who access primary HIV prevention interventions to increase the use of condoms and 
to positively influence the individual’s knowledge, attitudes, beliefs and behaviors regarding 
HIV/AIDS transmission. 

Increasing Access to Care and Improving Health Outcomes for People Living 
with HIV 

Medicaid-Supported Program Infrastructure:  Through a unique collaboration with the State’s 
Medicaid program, the AIDS Institute has developed a continuum of Medicaid-supported models 
of care for persons with HIV/AIDS. Each model requires the provision of elements of the 
medical home structure, facilitating coordination and continuity of care.  The initiative’s 
programs include the hospital-based designated AIDS Centers; the hospital and freestanding 
diagnostic and treatment center HIV Primary Care Program; AIDS nursing facilities and scatter 
beds; AIDS home care; AIDS adult day health care; COBRA case management; the Enhanced 
Fees for Physicians Program; and HIV Special Needs Plans (discussed below). Through focused 
program infrastructure development and case management structures, utilization of services and 
coordination have proven to be more efficient and have benefited HIV-infected persons 
regardless of their insurance status. These initiatives, built on clinical advancements, have 
favorably affected health service utilization and have been recognized as effective care 
coordination programs for the HIV-positive population.  Medicaid reimbursement is also 
available for mental health and dental services. 

HIV Special Needs Plans: Since 2003, the three HIV Special Needs Plans that address the 
needs of persons living with HIV/AIDS have continued to grow and demonstrate success in 
quality measures, patient satisfaction and cost-savings.  As of May 2012, enrollment in these 
Medicaid plans has grown to more than 17,000.  The HIV SNP model of care coordination and 
specialized HIV provider networks have proved successful in engaging and retaining individuals 
in care, containing and even reducing costs, and achieving better health outcomes for their 
enrollees. An analysis of 2008 data has shown that HIV SNP enrollees have fewer inpatient 
admissions and shorter lengths of stay, resulting in lower costs per admission.  Currently, the 
HIV SNPs participate in NYSDOH Medicaid managed care program quality reporting with other 
Medicaid plans (QARR) and perform well for other chronic disease measures.  HIV SNPs scored 
significantly higher than the NYC and statewide averages for HIV-specific QARRs. 
Additionally, their results for key member satisfaction areas were notably higher than the NYC 
and statewide averages. Comparisons of SNP quality review results using HIVQUAL indicators 
with the most recent available year of data from the all-payer eHIVQUAL data showed SNP 
members were more likely to have critical labs done every six months, and more likely to have 
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annual screens documented for mental health, substance use, uterine cancer and syphilis.  As a 
result of the 2012-2013 State budget, the DOH Commissioner has the authority to expand 
eligibility for enrollment in SNPs to include homeless individuals.  This action demonstrates the 
SNPs’ success in managing and treating HIV disease in this chronic disease population.  The 
HIV SNP is an effective model for other complex Medicaid beneficiaries. 

HIV Uninsured Care Programs:  The New York State Department of Health AIDS Institute has 
established four programs for HIV Uninsured Care -- ADAP, ADAP Plus, ADAP Plus Insurance 
Continuation, and the HIV Home Care Program.  The mission of these programs is to provide 
access to medical services and medications for all New York State residents with HIV/AIDS.  
The programs' dual goals are to empower individuals to seek, access, and receive medical care 
and prescription drugs without cost and to supply a stable and timely funding stream to health 
care providers, enabling them to use the revenues to develop program capacity to meet the needs 
of the uninsured HIV population. The programs bridge the gap between Medicaid coverage and 
private insurance, providing universal access to medications and care for New York’s residents 
living with HIV/AIDS. 

The programs serve HIV-infected New York State residents who are uninsured or under-insured 
and meet established residency, financial, and medical criteria.  The programs serve as a 
transition to Medicaid by providing interim assistance to individuals eligible for but not yet 
enrolled in Medicaid, or assistance in meeting spend-down requirements.  Individuals with third-
party insurance who cannot meet the deductibles or co-payments, or whose policies have waiting 
periods, are eligible to enroll in the programs.  Adolescents who do not have access to the 
financial or insurance resources of their parents/guardians are also eligible. 

The ADAP formulary consists of more than 480 drugs, including:  antiretrovirals, 
antineoplastics, prophylaxis and treatments for opportunistic infections, and medications for 
related conditions. ADAP Plus covers a full range of HIV primary care services, provided on an 
outpatient ambulatory basis, including: annual comprehensive medical evaluation, clinical HIV 
disease monitoring, treatment of both HIV-related and non-HIV related illness, mental health and 
dental services, ambulatory surgery, laboratory services, and nutritional counseling and 
supplements.  Services covered through the Home Care Program include:  skilled nursing, 
personal care, homemaker and home health aide services, adult day health care, intravenous 
administration and supplies, and durable medical equipment.  APIC pays the premiums of 
individuals who lose their employment and are eligible to continue their insurance, or working 
individuals who cannot afford their insurance premiums.  Coverage of drugs and services is 
revised based on available funding and the changing clinical profile of the epidemic. 

The HIV Uninsured Care Programs use the AIDS Institute's network of programs and providers 
and those of other New York State agencies as a comprehensive referral system and distribution 
network for applications and promotional materials.  The Programs provide Federal Minority 
AIDS Initiative funding to ten community based organizations throughout New York State to 
support outreach and educational activities to increase minority participation in care and ADAP.  
In cooperation with state, federal, and local corrections authorities, program applications and 
information are provided to HIV-positive inmates nearing release from correctional facilities.  
The programs are coordinated with Medicaid to assure non-duplication of coverage, continuity 
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of care and an easy transition to Medicaid when participants meet Medicaid eligibility criteria.  
An advisory workgroup provides input, guidance, and recommendations to the programs from a 
wide variety of perspectives to recommend coverage elements and to ensure integration with 
other HIV services. The workgroup is comprised of persons living with HIV/AIDS, 
representatives of Part A Planning Councils, local and state government officials, health care 
providers, agencies, associations, and clinicians. 

Community HIV Prevention and Primary Care Initiative: This in itiative was established in 
1989 to meet the growing need for community-based HIV services.  AIDS Institute grants 
provided funding to local health departments, hospitals and community health centers willing to 
develop or expand on-site HIV prevention and primary care services.  Initially, seventeen 
facilities received grants. With the addition of federal funding and a State appropriation targeted 
to rural counties, the initiative was expanded.   

In 2009, a competitive resolicitation was issued. The resolicitation was an opportunity to 
increase the availability of comprehensive and quality HIV prevention and primary care services 
in community-based health care settings by incorporating the advances of the past decade into 
program models and standards.  The focus of grant funded services reflects current knowledge, 
best practices, advances in testing technologies, and policy directives.  The initiative is 
responsive to the rapidly changing health care environment. Initiative advances include:  
evidence/behavioral-based prevention interventions, routine integrated HIV testing and linkage 
to care, new testing technologies, advanced harm reduction interventions, and best practices in 
the treatment of HIV/AIDS. As a result of the resolicitation process, the Primary Care Initiative 
currently funds 30 providers throughout New York State. 

The goals of the initiative are to educate those at risk for HIV infection, promote the availability 
of routine HIV testing, facilitate early access to coordinated, comprehensive and continuous care, 
and develop provider capacity to deliver on-site quality HIV primary care services.  Facilities are 
funded to provide a wide range of prevention, support, and care services including:  routine and 
integrated HIV testing as part of primary care; counseling for high risk individuals; partner 
counseling and referral services; HIV primary care; medical case management; prevention with 
positives [inclusive of the Centers for Disease Control and Prevention Diffusion of Effective 
Behavioral Interventions (DEBIs) and Effective Behavioral Interventions (EBIs)]; and, linkage 
to services not available on-site. Quality improvement principles are woven into all aspects of 
service delivery for funded providers. Key features of the initiative are:  expanded availability 
and integration of HIV testing as a routine part of care, early access to care, access and 
engagement at multiple points of care, maintenance in care, referral follow-up, and on-site care 
coordination by multidisciplinary service teams.  In addition, all programs funded through this 
initiative are required to develop regular mechanisms to integrate consumer feedback into the 
implementation and evaluation of program activities. 

The initiative continues to succeed in reaching the target populations:  Black/African Americans 
and Hispanics accounted for 74% of primary care patients; 36% were women; approximately 
10% were injection drug users; and 29% were men who have sex with men. 
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HIV Primary Care and Prevention Services for Substance Users: The “Substance Abuse 
Initiative” is designed to develop a co-located continuum of comprehensive HIV prevention and 
primary care services within substance abuse treatment settings throughout New York State.  At 
its core, the co-located model operates on the principles of integration of HIV services within the 
drug treatment environment and the seamless transition from testing to care.  Reaching active 
users not in treatment and responding to their complex needs is also integral work of the 
initiative. For those actively using and willing, the program facilitates the transition and entry 
into addiction services, treatment and toward recovery. 

The initiative was originally conceived and developed in 1989 through collaboration between 
the New York State Department of Health AIDS Institute and the New York State Office of 
Alcohol and Substance Abuse Services (OASAS) to respond to the companion epidemics of 
HIV and addiction. Implemented in phases, the first phase was a comprehensive prevention 
program in drug treatment facilities to provide outreach, HIV education, counseling and 
testing, referral, partner notification, and individual and group supportive counseling.  In 1990, 
co-located HIV primary care was introduced to expand the continuum.  In 2001, the Initiative 
issued a competitive resolicitation to increase the availability and quality of HIV prevention 
and primary care services by incorporating the advances of the past decade into programming.  
Those advances included: behavioral-based prevention interventions, harm reduction, new 
testing technologies, comprehensive risk counseling and services, and new standards and best 
practices in the treatment of HIV/AIDS.   

All grant funds that are part of the Substance Abuse Initiative (SAI) were competitively 
resolicited during 2009, with new award activities beginning May 1, 2010.  Upon resolicitation, 
all drug treatment agencies that are part of the initiative had made integrated HIV testing a 
routine part of the medical screening and care provided by program medical staff.  Grant funds in 
those settings now support medical case management for HIV positive clients, including 
intensive post-test counseling for newly identified HIV+ clients; counseling and referrals for 
partner services; comprehensive assessment of social needs and, where appropriate, referral to 
community case management programs; engagement and retention activities designed to support 
medical care adherence, including tracking key clinical indicators and assessing health literacy; 
clinical care coordination with outside primary and sub-specialty providers; comprehensive 
assessment of prevention needs for all HIV-positive clients; and evidence-based individual 
and/or group behavioral interventions. 

Resolicited grant funds are also supporting comprehensive outreach, information, testing, and 
referral services for active substance users throughout New York State.  These services 
include: enhanced, evidence-based outreach; assisted referrals for detoxification and drug 
treatment services; HIV testing using rapid test technology; assisted referrals to medical care, 
case management, and partner services for persons testing HIV positive; hepatitis information 
and referrals for testing, vaccination, and treatment; information on sexually transmitted 
infections and referrals for testing and treatment; facilitating client access to sterile syringes; 
education and skills training for clients, staff, and community members regarding opioid 
overdose prevention; follow-up to confirm the outcome of all referrals; and systems advocacy 
and transitional counseling to support clients in accessing services. 
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Family-Focused HIV Health Care for Women:  Engaging and retaining HIV-positive pregnant 
women and women with dependent children in the health care system requires holistic, family-
focused services that recognize the women’s role as primary caregivers and address the multiple 
needs of their children. For women with HIV, gynecologic and reproductive health services, 
including family planning, must be coordinated with adult HIV primary care. The Family-
Focused HIV Health Care for Women Initiative is a comprehensive model designed to meet the 
needs of HIV-positive women. The initiative seeks improved access to care, a reduction to 
barriers within the health care system, and overall to improve health outcomes through support 
and adherence to treatment regimens.  In addition, a paramount outcome of this initiative is to 
reduce the risk of perinatal HIV transmission. 

Family-Focused HIV Health Care for Women is an integrated model of service that coordinates 
HIV, primary care, women’s health services, and pediatric care for infants exposed to HIV. 
Multicultural, multidisciplinary teams combine HIV specialty care, mental health counseling, 
prevention with positives, medical case management and other HIV-related support services to 
address the complex medical and social issues faced by women and HIV-affected families.  The 
Family-Focused HIV Health Care for Women Initiative includes active involvement of clinicians 
in the development and evaluation of the program model.  There is ongoing communication 
among all team members and community partners to ensure coordination of services and 
resources. All efforts contribute to the goal of timely interventions - aggressive engagement and 
re-engagement, support for addressing family issues, optimal early treatment and continuous 
care. 

Maternal-Pediatric HIV Prevention and Care Program (MPHPCP): The MPHPCP is 
designed to reduce perinatal HIV transmission through education, technical assistance, 
monitoring and regulatory action, when indicated. The goal of the program is to reduce mother-
to-child transmission (MTCT) of HIV to the lowest level possible by ensuring that all pregnant 
women have access to HIV counseling and testing and that those who test positive have access to 
antiretroviral (ARV) medications for their own health and to prevent HIV transmission to their 
newborn. A three-part regimen of ARV, administered to the mother during pregnancy, labor, 
and delivery, and to the newborn immediately after birth, is optimal.  However, studies 
conducted by the New York State Department of Health (NYSDOH) have suggested that partial 
regimens of ARV prophylaxis, initiated during the intrapartum and newborn periods, can 
significantly reduce the risk of perinatal transmission. 

The major components of this program are set forth in NYSDOH regulations.  The MPHPCP 
regulations, first issued in 1996, require all women in prenatal care in regulated facilities receive 
HIV counseling with testing presented as a clinical recommendation.  Routine prenatal HIV 
counseling with recommended testing has become a standard of care for all New York State 
prenatal care providers. The MPHPCP regulations were amended in 1997 to implement routine 
HIV screening of all infants as part of the NYSDOH Newborn Screening Program.  In August 
1999, as a result of medical and scientific advances in the prevention of perinatal HIV 
transmission, the regulations for the MPHPCP were again amended to require that expedited 
HIV testing be done in the obstetrical setting in instances where the mother’s HIV status is 
unknown at presentation for delivery. Expedited testing in the obstetrical setting is a “safety net” 
to facilitate late identification of maternal HIV infection so that ARV prophylaxis may be given 
to prevent MTCT. In these circumstances, ARV prophylaxis should be administered during 
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labor and delivery and to the newborn during the first hours of life to be most effective.  
Expedited testing in the obstetrical setting is done with consent for maternal testing, and without 
consent for newborn testing. The success of this initiative is described in the “Key Successes” 
section of this document. 

Pediatric HIV Consultation Warmline:  Because of the shift in HIV/AIDS cases from the 
pediatric to the adolescent/young adult populations, the funds associated with centers of 
excellence for pediatric care have been shifted to support services for adolescents and young 
adults. In order to continue to support providers who care for children, a new Pediatric HIV 
Consultation Warmline provides treatment consults and technical assistance to New York State 
(NYS) medical providers caring for HIV-exposed or positive infants and children.  As the 
number of HIV-positive children has declined, the number of pediatric HIV specialists has 
decreased. The Warmline offers continued access to the expertise of pediatric HIV specialists.  

Community Action for Prenatal Care (CAPC) Initiative: The CAPC initiative supports the 
development of community coalitions dedicated to the reduction of perinatal HIV transmission 
through the recruitment of high-risk pregnant women, especially women with HIV, into prenatal 
care in targeted zip codes of the South Bronx, Central Brooklyn, Northern Manhattan, and 
Buffalo. A lead agency in each region is responsible for coordinating the activities of their local 
community coalitions, including implementation of a comprehensive model to reach and retain 
high-risk and HIV-positive pregnant women who are not in prenatal care.  The basic elements of 
the comprehensive model are local planning; recruitment/referrals including direct outreach by 
specially trained outreach workers, referrals from agencies serving high-risk women, and local 
social marketing; intake and transitional case management; user-friendly prenatal systems 
including training for health and human service providers.  CAPC-specific training is provided to 
outreach workers and providers on topics such as working with immigrant women, the effects of 
trauma, substance use, and pregnancy-related medical care.  A substance use provider network in 
New York City was developed to improve access to substance use treatment for pregnant women 
enrolled in CAPC. The network enables CAPC lead agencies and staff from substance use 
treatment provider agencies to meet for education, training, problem-solving, networking and 
facilitating service referrals. 

Specialized Care Centers (SCCs) for Adolescents/Young Adults:  SCCs provide integrated, 
comprehensive health care and support services to address the needs of adolescents and young 
adults who have HIV, both behaviorally infected and perinatally infected.  Adolescents and 
young adults at risk for contracting HIV may also receive limited services.  The SCCs are also 
responsible for developing linkage agreements to ensure the provision of a continuum of services 
needed by youth. SCCs provide risk assessment and risk reduction services for:  HIV, sexually 
transmitted diseases (STDs), hepatitis, other chronic diseases, and substance use (e.g., drugs, 
alcohol and tobacco).  HIV counseling and testing, partner services, HIV primary care, 
reproductive health care and health promotion counseling are offered. Also provided are 
domestic violence/trauma screening with referral to services as needed, mental health services, 
medical case management, crisis intervention, transition planning services, peer support groups, 
skills building/educational programs, and concrete supportive services.  Services are designed to 
be non-judgmental and adolescent/young adult focused.  SCCs provide innovative and tailored 
strategies that promote adherence with HIV medications and retention in care. 
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Intended outcomes of the SCCs are:  improved engagement of  adolescents/young adults into 
systems of HIV prevention, health care, and supportive services; increased earlier identification 
of HIV, with provision of prompt support and linkage to care; improved disclosure of HIV status 
and improved partner notification; reduced transmission of HIV and STDs, as well as unintended 
pregnancies; improved provision of culturally relevant and client-focused services; strengthened 
client self-management skills, including health promotion skills (e.g., nutrition, physical activity, 
tobacco cessation) and eventual, successful transition to adult care; improved client ability to 
navigate complex health care and supportive services systems; enhanced retention in HIV care; 
improved adherence to treatment to stabilize or improve health status and suppress viral loads; 
improved care coordination between primary, HIV, obstetrics and gynecology (OB/GYN), 
pediatric/adolescent and other specialty care; and reduced disparities in health outcomes for 
communities of color. 

Youth Access Program (YAP): The major goal of the YAP is to reach HIV-positive 
adolescents/young adults whose status is unknown or who are not in care and connect them 
promptly to HIV/AIDS care.  Another important focus of this model is to connect high-risk 
youth to ongoing primary health care and to needed psychosocial and supportive services (e.g., 
child abuse/domestic violence, mental health, substance use treatment, etc.).  YAPs provide low-
threshold clinical services to high-risk youth (aged 13-24 years) in targeted and accessible 
community-based settings to meet their immediate health care and social service needs. In many 
cases, these needs must be met before or concurrent with addressing issues related to HIV testing 
and treatment.  Low threshold clinical services include: HIV counseling and testing and  risk 
reduction services; care for acute illness with immediate access to pharmaceuticals for uninsured 
youth; pregnancy testing, family planning and reproductive health care; STD screening and 
treatment; and screening and referral for treatment for tuberculosis and hepatitis A, B, and C.  A 
psychosocial assessment should be done to identify the unique needs of each adolescent/young 
adult and to offer appropriate services and referrals as needed. 

Outreach is designed to reach the highest risk adolescents/young adults who may be socially 
isolated and marginalized. A community approach, which builds on partnerships with health 
providers, youth-serving organizations, the social networks of youth, and other community 
resources, facilitates access to the services that high-risk adolescents/young adults need at the 
point of entry into care. It is imperative that YAP services be available at times when youth can 
access them, particularly evenings and/or weekend hours and at consistent community locations 
on a regular schedule (i.e., minimally weekly or bi-weekly). Over time, funded programs may 
need to adjust service locations as the community and population needs change. 

Viral Hepatitis Program: The viral hepatitis program is responsible for the development and 
maintenance of a Comprehensive Hepatitis C Program. Program activities include hepatitis C 
prevention (including HCV screening), education, medical care and treatment and policy and 
planning activities. The overall program goals are to prevent the acquisition and transmission of 
hepatitis C; build knowledge and awareness of hepatitis C disease, prevention, risk, treatment 
and medical management; develop and maintain an infrastructure to provide the highest quality 
hepatitis C care and treatment; and foster an effective policy and planning environment at the 
local, state and national levels. 
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The Viral Hepatitis Program currently funds thirteen programs statewide to expand the capacity 
for hepatitis C care and treatment.  Five programs provide on-site hepatitis C medical care, care 
coordination, treatment and supportive services in a primary care setting (i.e., community health 
centers, drug treatment programs and hospital based clinics) for HCV mono-infected persons.  
An additional eight HIV primary care programs provide on-site hepatitis C medical care, care 
coordination, treatment and supportive services to HIV/HCV co-infected persons. 

The Viral Hepatitis Program provides HCV Rapid Antibody Test kits to programs serving at-risk 
populations, such as needle exchange programs, STD clinics and HIV counseling and testing 
sites. Individuals screened for HCV are provided appropriate counseling messages and receive 
referrals for diagnostic testing, medical care and treatment.   

The Hepatitis C Continuity Program makes it possible for treatment for Hepatitis C to be 
initiated within New York State Department of Corrections and Community Supervision without 
regard to the expected incarceration time remaining, since arrangements for continuity of 
treatment after release are possible.  It enables inmates who initiate treatment prior to release to 
receive timely referral to appropriate clinics for continuation of treatment. 

The 2010-2015 New York State Viral Hepatitis Strategic Plan outlines a coordinated, 
comprehensive and systematic approach to decrease the incidence and reduce the morbidity and 
mortality of viral hepatitis. The vision is to eliminate new hepatitis A, B and C infections and to 
improve the quality of life of those living with chronic hepatitis B and C. 

Lesbian, Gay, Bisexual & Transgender Health and Human Services (LGBT HHS) Initiative:  
This initiative is broadly geographically diverse, with providers serving the LGBT community as 
far west as Buffalo and as far south as the furthest reaches of Long Island, including programs in 
Rochester, Syracuse, Binghamton, Albany, the Southern Fingers Lakes, the Hudson Valley, 
Westchester and Rockland counties and New York City. It supports an equally broad and diverse 
service range including services for youth, seniors, mental health and substance abuse 
prevention, communities of color and lesbian specific projects. Several grants also support 
research on LGBT health and human services and education for the broader community of health 
providers on the health and human service needs of the LGBT community. One grant to an 
organization with a statewide reach was   
awarded to provide or arrange for technical assistance and training for grantees; develop and 
implement an annual conference for programs funded by this initiative and other organizations; 
and coordinate requests for information and promote awareness, sensitivity and knowledge of 
LGBT Issues and concerns in response to requests from a variety of State agencies.  The primary 
goals of this initiative are:  improved access and services for LGBT individuals, their families 
and support systems; improved health outcomes and quality of life; and increased organizational 
and community capacity to serve LGBT individuals, their families and support systems. 

Supportive Services: Additional strategies related to the goal of increasing access to care and 
optimizing health outcomes for people living with HIV include the provision of a range of 
supportive services that help engage and retain PLWHA in care and improve health outcomes 
and quality of life. These services include but are not limited to: 
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Case Management: Case management services are supported by Medicaid as well as 
grants. The intended outcomes of case management are:  prevention or delay of 
institutionalization; early access to and maintenance in comprehensive health care and social 
services; improved integration of services provided across a variety of settings; greater 
participation in and optimal use of the health and social service system; increased knowledge of 
HIV disease and delay of HIV progression; reinforcement of positive health behaviors; and 
personal empowerment and improved quality of life.  Targeted Medicaid case management is 
designed for persons who have comprehensive service needs, require frequent contact with care 
providers, and have had difficulty accessing medical care and supportive services either due to 
issues with follow-up or because of barriers to service.  Program goals are to: 1) ensure 
adherence to care and treatment; 2) prevent or delay institutionalization; 3) increase universal 
access to HIV-related services; 4) promote early intervention; and 5) provide access to services 
that foster independence and self-sufficiency.  Supportive case management is a multi-step 
process of coordinating medical and psychosocial services, with the goal of removing barriers 
and facilitating client access to and retention and participation in HIV medical care and treatment 
leading to improved health outcomes. The supportive case management model is responsive to 
the immediate needs of a person living with HIV/AIDS and is suitable for persons with discrete 
needs that can be addressed in the short term. Supportive case management is also an appropriate 
service for clients who have completed comprehensive case management but still require a 
maintenance level of periodic support from a case manager. 

Housing: The AIDS provides funding to organizations in New York State to develop 
and implement programs that provide housing services to PLWHA and their families. Enhanced 
supported housing services are offered throughout the State, and financial assistance is provided 
outside of NYC [NYC residents are eligible for financial and placement assistance through the 
NYC HIV/AIDS Services Administration (HASA)].  The overall goal of the Housing Initiative is 
to ensure a flexible continuum of care that empowers individuals and families to live as 
independently as possible and avoid homelessness.  Enhanced supportive housing services such 
as health and independent living skills development, non-intensive case management, 
psychosocial support services, supportive housing coordination and housing placement 
assistance and referral services (outside NYC) address the needs of people living with 
HIV/AIDS who are homeless, at risk of losing housing or significantly challenged to remain in 
housing. Enhanced supportive housing services are intended to assist people with obtaining and 
maintaining stable housing and improve their ability to access and maintain medical care.  
Financial assistance helps consumers obtain and maintain safe, appropriate and affordable 
housing and to prevent eviction and utility shut off. Agencies provide one-time only emergency 
assistance for security deposits, rent, utility or other housing related costs, and short-term rental 
and utility assistance to persons with HIV/AIDS, outside New York City. This type of assistance 
promotes housing retention and stability, augments housing placement assistance and referral 
services by enabling consumers and their families to relocate to appropriate housing if necessary, 
and promotes access to medical care.  

The New York New York III (NY NY III) initiative is a cooperative agreement between New 
York City and New York State agencies to provide 9,000 units of supportive housing over the 
next several years to the chronically homeless population, including those with HIV/AIDS.  The 
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New York State AIDS Institute and the New York City HASA are charged with the development 
of units that will house chronically homeless individuals with HIV/AIDS and co-morbidities of 
substance abuse and/or mental illness.  Each of the two agencies is charged with the development 
of up to 500 units: 300 congregate and 200 scatter-site.  The overall goal of this initiative is to 
reduce homelessness, and provide safe and affordable housing and supportive services to clients 
who meet the eligibility criteria.  The scatter site units have been developed, and development of 
the congregate units is underway. 

Those eligible for these supportive housing units include chronically homeless single adults who 
are persons living with HIV/AIDS, who are clients of New York City’s HASA or who are clients 
with symptomatic HIV who are receiving cash assistance from the city, and who suffer from a 
co-occurring serious and persistent mental illness, a substance abuse disorder, or a MICA 
disorder. Chronic homelessness is defined as a single adult who has spent at least two of the last 
four years in a homeless shelter or living on the street, or a single adult who is disabled and has 
spent at least one of the last two years in a shelter (such as HASA emergency housing) or living 
on the street. 

Treatment Adherence:  The AIDS Institute coordinates a number of activities designed 
to support and enhance treatment adherence and facilitate the sharing of adherence best practices 
among providers and consumers.  Fifteen treatment adherence programs are funded to integrate 
treatment adherence services into the continuum of HIV primary care.  Each program 
implements strategies to promote adherence to HAART through a client-centered approach.  
Members of the health care team work in concert with consumers to develop, implement, and 
evaluate tools and skills-building activities to increase and sustain adherence to therapy.  One of 
the fundamental objectives of the Treatment Adherence Initiative is to foster a comprehensive 
approach to assessing and assisting consumers at risk for non-adherence, and promote consumer 
and provider collaboration to develop consumer-specific strategies that lead to sustained 
treatment adherence.   

Nutrition Initiative:  The intent of the Nutrition Initiative is to support nutrition 
interventions that improve, maintain and/or delay the decline of PLWHA’s health status.  The 
Nutrition Initiative has two components that assist PLWHAs to support their nutritional goals: 
Nutrition Health Education and Food and Meal Services.  Nutrition Health Education empowers 
clients to learn, practice and apply self-management skills needed to achieve optimal health 
outcomes.  Self-management skills development includes teaching independent health care 
behaviors and decision making, while encouraging clients to be responsible for their health care 
and lifestyle choices. The Food and Meal services offer nutrient dense, well balanced, and safe 
meals tailored to the specific dietary needs of PLWHAs.  These services can assist in 
maximizing the benefits of medical interventions and care.  The Food and Meal services include 
home-delivered meals, congregate meals, food pantry bags and food vouchers.  

Nutrition Health Education improves health outcomes through the identification of nutritional 
goals and the development of a plan that supports those goals.  NHE provides PLWHA with 
health and nutrition information that helps them make healthy food and lifestyle choices.  
Nutrition workshops are facilitated by a culturally-competent Community Nutrition Educator 
either in group settings or individually, and include HIV/AIDS nutrition related topics and 
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instruction on how to prepare and make appropriate food choices.  The Community Nutrition 
Educator also assists clients in identifying community resources that promote self-sufficiency 
through referrals to other community providers.     

As part of the Nutrition Health Education and Food and Meal program, providers are charged 
with collaborating with community providers for the benefit of their clients. This helps to 
improve the quality of life of PLWHA by ensuring access to and retention in medical care and 
treatment.  Leveraging community resources helps to enhance the provision of service delivery, 
while maximizing access to other nutritional and supportive services.   

Legal and Supportive Services for Individuals and Families Living with HIV:  Legal 
Services programs are designed to provide comprehensive individual and family legal services 
including legal counsel and advice in such matters as discrimination, domestic violence, 
entitlements, housing, health care, consumer finance, education, etc. In addition, legal service 
providers educate clients about legal issues and available services as part of the resolution of a 
legal problem. Services also include preparation of wills, health care proxies and living wills; 
family legal services focusing on future care and custody, guardianship, standby guardianship, 
adoption and foster care for dependent children; and education for case management and 
community-based health and human service providers about legal issues/services to support and 
stabilize individuals and families. Legal service providers are required to establish collaborative 
working relationships with at least one supportive services agency and case management 
provider to address the issues that may impede individuals and families from completing legal 
plans. 

Supportive services are intended to help families make care and custody decisions and enable the 
completion of necessary legal documents for the dependent children, address transition issues 
faced by new caregivers and children, and stabilize the newly blended family following the death 
of an HIV-positive parent.  Supportive services are not mental health services as defined by 
clinical practitioner guidelines.  In addition, the short-term supportive services funded by this 
program may serve as a gateway to access other services for the family, such as mental health, 
case management and ongoing long-term supportive services. 

Health Education/Risk Reduction: Health education/risk reduction includes individual 
or group level activities that provide health education and consumer support to increase optimal 
consumer health, while decreasing the risk of transmission of HIV.  Education and risk reduction 
services are structured to enhance the knowledge base, health literacy, and self-efficacy of HIV- 
infected persons in accessing and maintaining HIV medical services and staying healthy. 

Linguistic Services: Linguistic services include interpretation/translation services 
provided by qualified interpreters to HIV-positive individuals (including those who are deaf/hard 
of hearing and non-English speaking individuals) for the purpose of ensuring communication 
between client and providers while accessing medical and support services that have a direct 
impact on primary medical care.   

Medical Transportation: Medical transportation includes the direct or indirect 
provision of conveyance services for HIV-infected individuals that facilitate access to and 
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retention in medical services and support services associated with improving the individual’s 
HIV clinical status. The goal of medical transportation is to ensure that transportation does not 
pose a barrier to the receipt of medical and support services, through the provision of conveyance 
services for health care and support service appointments.  

Psychosocial Support: Psychosocial support is the provision of support and counseling 
activities to individuals or groups with the purpose of improving medical outcomes. Counseling 
is a short-term, focused process of assisting HIV- infected individuals who are fundamentally 
psychologically healthy resolve developmental and situational issues. 

Reducing HIV-Related Health Disparities 

Themes that have been emphasized and are woven throughout the initiatives described above 
include reducing transmissions, early identification, linkage to care, retention in care, improved 
medical outcomes, and reducing HIV-related health disparities.  AIDS Institute initiatives are 
targeted to the populations that are affected, including minorities, substance users, women, 
adolescents, the homeless, LGBT populations, the uninsured, people living in poverty, 
incarcerated and formerly incarcerated populations, the undocumented, etc.  Reducing HIV-
related health disparities is inherent in the AIDS Institute’s overall approach to the delivery of 
HIV prevention, care and support services. 

In February of 2012, the AIDS Institute held a symposium entitled, Moving Beyond Health 
Disparity and Achieving Health Equity.  The symposium focused on health disparities in the 
African American population. The purpose of the symposium was to increase awareness of 
social determinants of health and their impact on health outcomes; increase community inclusion 
in developing initiatives to address racial/ethnic health disparities; and establish collaborative 
partnerships among symposium participants for the subsequent development and implementation 
of Community Action Plans (CAPs) to assist in the reduction of racial and ethnic health 
disparities in their specific regions.  Plenary sessions and panel presentations were made by 
experts from national, federal, state, and local organizations, followed by concurrent regional 
community action planning breakout sessions to identify existing regional strategies and foster 
the development of innovative, regional approaches to assist in the reduction of racial and ethnic 
health disparities.  Participants were furnished with tool kits to assist in the development and 
implementation of regional CAPs.  More than 200 participants identified and prioritized areas to 
address health disparities through CAP sessions.   

A community action planning webinar series has been designed to aid communities in the 
planning process by highlighting national, state and local strategies and resources to address 
priority health disparity issues and provide participants with the knowledge, skills and tools to 
develop innovative and comprehensive CAPs.  The webinar series will be delivered in three 
phases: development of a CAP; implementation of a CAP; and evaluation of a CAP.  The 
webinar series will also examine specific areas, such as social economic status, education, 
employment, economic development and African American communities; obesity and African 
Americans; and mental health and African Americans.   

A symposium focusing on health disparities in Hispanic populations is planned in 2013. 
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Early Identification of Individuals with HIV/AIDS (EIIHA) 

The SCSN guidance sates that the EIIHA initiative supports all three of the NHAS goals.  The 
AIDS Institute has undertaken activities that are essential for identifying unaware individuals, 
informing them of their status, and referring them to care.  On July 30, 2010, Governor Paterson 
signed Chapter 308 of the Laws of 2010, which makes significant changes to HIV testing 
practices in New York State. Under the new law, HIV testing must be offered to all persons 
between the ages of 13 and 64 receiving hospital or primary care services with limited 
exceptions. The offering must be made to inpatients, persons seeking services in emergency 
departments, persons receiving primary care as an outpatient at a clinic or from a physician, 
physician assistant, nurse practitioner or midwife.  In addition, consent for HIV testing is 
streamlined.  Consent for HIV testing can be part of a general durable consent to medical care, 
though specific opt out language for HIV testing must be included.  Consent for rapid HIV 
testing can be oral and noted in the medical record.  Persons being asked to consent to HIV 
testing must be provided information on how HIV is transmitted, safe practices to protect people 
from acquiring HIV, the voluntary nature of testing and confidentiality protections, and the 
availability of treatments that can help people with HIV stay healthy.  This information may be 
provided in the context of a pre-test counseling session or through other oral or written 
mechanisms.  Further, with regard to referral and linkage to care, health care and other HIV test 
providers authorizing HIV testing must arrange an appointment for medical care for persons 
confirmed positive.  

Prior to the passage of the HIV testing legislation, the AIDS Institute had taken steps to identify 
people who don’t know their status and link them to services, and these efforts continue.  New 
York State has employed a comprehensive approach to ensure broad availability of HIV 
counseling, testing and referral throughout the State and to eliminate barriers to HIV testing.  
New York State's strategy involves partnerships with health care providers and community-based 
organizations, direct operation of anonymous testing sites, Medicaid support for HIV testing, and 
a comprehensive maternal-pediatric program involving testing as a standard of care for pregnant 
women and universal testing of newborns. 

The State has entered into contracts with community partners throughout the State to make HIV 
counseling, testing and referral available in a variety of settings, such as community health 
centers, substance abuse treatment settings, local health departments, and community-based 
organizations. Several CBOs have expanded testing by using mobile vans to take testing to 
community residents or to provide testing in known social and sex environments.  HIV 
counseling and testing services are also available onsite at the New York State Department of 
Health authorized syringe exchange programs.  In addition, in 1985, the State's anonymous HIV 
counseling and testing program was established to provide free, anonymous, HIV pre- and post-
test counseling and HIV testing and referral.  Also, since 1989, the State has provided HIV 
counseling and testing in correctional facilities to encourage early HIV identification and entry 
into medical care for those with HIV.  Further, since 1990, the State has supported the 
integration of HIV testing in health care settings through Medicaid rates for HIV testing.   
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The State established counseling and testing as a standard of prenatal care via regulations 
adopted in 1996. As a result, 95 to 96 percent of women presenting for delivery know their HIV 
status. Also, expedited testing is conducted in the delivery setting for all women for whom 
prenatal HIV test results are not available, with results delivered to the woman within 12 hours, 
and New York conducts HIV testing on all newborn blood specimens as a safety net.  Since 1997 
-- the first year of routine newborn screening -- the rate of mother-to-child transmission has 
dropped from 10.9 percent to 0.7 percent in 2010.  A 2006 review of residual mother-to-child 
transmission in New York State identified acute HIV infection during pregnancy as a significant 
contributing factor. As a result, the AIDS Institute recommended a second prenatal test in the 
third trimester of pregnancy. 

New York State has been at the forefront of eliminating barriers to HIV testing.  New York State 
issued guidance for streamlined HIV counseling and testing in 2005 -- more than a year ahead of 
CDC -- addressing simplification of informed consent to further facilitate HIV testing in all 
settings, integration of routine HIV testing in health care settings, adoption of rapid test 
technology, ensuring early entry into care, and improving the monitoring of quality of care.   

New York State was on the front lines in disseminating and field-testing rapid test technology.  
CDC funded the State as part of the roll-out of rapid testing and has acknowledged the State's 
work in journal articles. 

Through partnerships with providers and community-based organizations, the State conducts 
testing in a variety of settings involving more than 300 sites statewide.   

Data show that for the most recent annual period for which data are available, over 150,000 
people were tested through State-supported programs.  Additionally, more than 270,000 clients 
were tested through New York City facilities.  Medicaid data also show that an additional 97,000 
were tested. Also, notably, over 240,000 pregnant and delivering women are tested in New York 
State each year; most of this testing is in addition to the numbers previously presented.   

In terms of the total number of people tested throughout the State, based on CDC-published 
findings of the Behavioral Risk Factor Surveillance System survey, approximately 2 million 
New Yorkers between the ages of 18 and 64 report having been tested in the last 12 months. 

The New York State Department of Health provides a variety of training workshops and 
technical assistance to enhance the delivery and improve the quality of HIV CTR services.  For 
instance, Regional HIV/AIDS Training Centers deliver training workshops to prepare 
community organizations and health care facilities to offer HIV CTR services.  Examples of such 
workshops include HIV Testing in NYS, HIV Testing: Skills Practice, Tailoring HIV Testing to 
the Unique Needs of Adolescents, Offering Rapid Testing in CBOs Serving High Risk 
Communities, and HIV Counseling and Testing for Occupational Post-Exposure Prophylaxis. 

In addition, staff from the NYS Anonymous Counseling and Testing Program provide ongoing 
technical assistance to agencies interested in implementing rapid HIV testing.  This includes 
protocols and assistance in applying for a CLIA permit, test kits, quality assurance monitoring 
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and training. Additionally, NYSDOH distributes rapid test kits to community agencies, 
corrections and county health departments.   

Enhanced Comprehensive HIV Prevention Planning and Implementation for 
MSAs Most Affected by HIV/AIDS (ECHPP) 

All of the NHAS goals are supported by the collaborative efforts with the ECHPP initiative.  
These goals are supported by the ECHPP strategies, including but not limited to:  increasing 
testing for HIV; condom distribution; linkage to HIV care, treatment, prevention and social 
services for those testing HIV positive; promoting retention in care for HIV-positive persons; 
providing antiretroviral treatment in accordance with current treatment guidelines; promoting 
treatment adherence; STD screening for HIV-positive persons; prevention of perinatal 
transmission of HIV; partner services; behavioral risk screening and risk reduction interventions 
for HIV-positive persons; HIV and sexual health communication or social marketing campaigns; 
evidence-based HIV prevention interventions in clinical settings; and integrated hepatitis, TB 
and STD services for HIV-positive persons, persons at highest risk, and injecting drug users. 

The AIDS Institute has a history of collaboration with the New York City Part A region in 
numerous areas, including program and policy development and implementation; planning 
activities, including joint participation on planning bodies; quality management; resource 
allocation; and data collection and sharing.  Of particular note, the AIDS Institute and the New 
York City Department of Health and Mental Health jointly support programs, including the 
uninsured care programs (e.g., ADAP), HIV prevention services, harm reduction services, the 
Minority AIDS Initiative, etc.   

As in all areas, there has been and will continue to be extensive collaboration with the New York 
City EMA ECHPP initiative on an ongoing basis.  The AIDS Institute participated in the 
development of the ECHPP and develops portions of the periodic progress reports and program 
plan updates as required by CDC.  Numerous areas of the ECHPP involve New York State AIDS 
Institute initiatives, and the AIDS Institute developed these portions of the ECHPP and 
subsequent reports and updates. These areas include but are not limited to: 

 The New York State HIV testing law as it relates to the ECHPP goals associated with 
expanding routine, opt-out screening for HIV.  Notably, the State and New York City 
jointly announced the new law, and New York City is participating in the development 
of regulations to implement the law’s provisions. 

 The AIDS Institute’s clinical guidelines, clinical education initiative, and provider 
training initiatives as they relate to linkage to care, treatment, and prevention services as 
well a post-exposure prophylaxis. 

 The joint AIDS Institute/NYC DOHMH quality management initiatives. 
 The New York State Uninsured Care Program (i.e., ADAP) as it relates to the provision 

of antiretroviral treatment and treatment adherence. 
 The AIDS Institute’s numerous strategies related to the prevention of perinatal 

transmission.  Of note, the State met one of the two CDC goals for elimination of 
mother-to-child transmission (MTCT) of HIV in 2010  (i.e., (1) a perinatal transmission 
rate of less than one percent; and (2) less than one case of MTCT per 100,000 live 
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births). In 2010, three infants statewide were reported as HIV-infected as a result of 
MTCT. This reflects a transmission rate of 0.7 percent, meeting the first goal, and puts 
New York State very close to reaching the second goal, with 1.3 cases of MTCT per 
100,000 live births. 

 The AIDS Institute’s syringe exchange programs and harm reduction services. 
 The AIDS Institute’s HIV prevention portfolio, which includes numerous programs in 

New York City. 

The AIDS Institute and the NYC DOHMH will continue to collaborate on all aspects of the 
ECHHP. 

D. Enhancing Quality of Care and Monitoring Progress 

Numerous strategies are employed in New York State to improve quality of care and monitor 
progress in meeting long- and short-term goals and objectives.  These include the following 
initiatives which are described below:  1) Quality Management and Improvement, including 
Education, Training and Technical Assistance; 2) the AIDS Intervention Management System 
(AIMS); 3) Evaluation Studies; 4) AIDS Institute Reporting System (AIRS); 5) Contract 
Management Monitoring Process; and 6) Expanded Laboratory Reporting Requirements. 

Quality Management and Improvement 

New York State Quality of Care Program:  The AIDS Institute is committed to promoting, 
monitoring, and supporting the quality of HIV clinical services for people with HIV in New 
York State. The Office of the Medical Director coordinates quality improvement activities 
including the development of clinical performance measures derived from practice guidelines, 
on-site quality of care reviews, as well as the promotion of quality improvement activities, peer 
learning opportunities for HIV providers, and consultations to support on-site quality 
improvement efforts.  The ultimate objective for each HIV program in New York State remains 
the development of a sustainable independent quality management program that reflects the 
capacity to dynamically analyze and continuously improve HIV treatment, care, and supportive 
services. 

The Office of the Medical Director coordinates the participation of several groups of 
stakeholders to accomplish these tasks including:  (1) an internal Quality of Care Workgroup 
based at the AIDS Institute, responsible for implementation and refinement of the program 
within the New York State Department of Health AIDS Institute; (2) the AIDS Institute's 
Medical Care Criteria Committee, responsible for clinical guidelines development; (3) the HIV 
Quality of Care Clinical Advisory Committee, comprised of expert HIV providers who advise on 
the development, implementation, and refinement of the Quality of Care Program; (4) the 
Quality Committee for HIV Medicaid Managed Care Special Needs Plans (HIV SNPs); (5) the 
New York City Part A Quality Management Program Advisory Committee; and (6) the AIDS 
Institute's Consumer HIV Quality Committees. The AIDS Institute solicits feedback through 
these committees in planning, implementing, and evaluating quality of care program activities.  
The interaction of providers and consumers with the AIDS Institute through these various groups 
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allows New York State to remain responsive to the needs of the communities that it serves, while 
responding to changes in clinical and scientific knowledge. 

Statewide quality of care program standards that apply to all HIV health care facilities, 
regardless of their caseload, location or service delivery model have been developed, reviewed 
annually, and revised as needed. These standards ensure that the best clinical care is provided to 
patients throughout New York State by improving systems of care delivery and by stimulating 
quality monitoring.  In addition to medical chart reviews, organizational assessment tools have 
been created to determine the extent to which these program standards have been implemented.  
Annual assessments of providers’ quality management programs are conducted by AIDS 
Institute staff and consultants.  Data from these assessments are used to guide technical 
assistance and consultation to further enhance providers’ quality management programs and to 
develop future strategies to advance the statewide Quality of Care Program.  Statewide and 
regional organizational assessment reports are developed and reviewed annually to assess areas 
of common need.  Workshops, webinars and other opportunities for capacity building and peer 
learning are developed based on these findings.  

All HIV programs throughout New York State were expected to self-report their quality of care 
performance data.  In 2009, 200 HIV programs submitted their performance data based on a 
review of 10,361 medical records. For the first time, the HIVQUAL review was completed 
online using the eHIVQUAL application. HIV programs were able to submit their completed 
reviews online and to immediately access performance data results, allowing them to 
immediately utilize their data findings to prioritize upcoming quality activities.  Data findings 
were presented to various provider stakeholders and consumer representatives.  For the first time, 
a statewide HIVQUAL quality review of programs providing adolescent HIV primary care in 
2010 was performed.  Approximately 650 medical records were reviewed.  Performance data 
results immediately accessible through the eHIVQUAL application allowed providers to use data 
results to prioritize improvement activities. 

Facility-based results of the quality of care reviews are presented as aggregate data so that 
providers can evaluate overall performance rather than focus on individual cases.  Results for 
specific regions in New York State are provided as well, in a format that permits comparative 
evaluation and reference to performance standards while maintaining patient confidentiality.  
The results are used to target providers for assistance and consultation, rather than to penalize.  
In addition, Quality Improvement Profiles are developed for HIV programs that both receive an 
organizational assessment and submit their performance data.  These profiles offer a succinct 
overview of longitudinal data results, organizational assessment results, and capacity building 
activities, and suggest opportunities for improvement. 

AIDS Institute quality improvement experts provide professional assistance to further strengthen 
quality management programs in HIV facilities throughout New York State.  They work with 
clinicians and administrative staff to set priorities for improvement initiatives and develop plans 
for quality improvement and ongoing internal quality monitoring.  AIDS Institute staff and 
consultants provide education in quality improvement tools and techniques, assist with the 
interpretation of data, and promote creative thinking by facility personnel to improve 

321 



 

 

 

 

 

performance. Webinars and workshops that focus on specific quality of care issues are offered to 
all HIV programs to build capacity amongst HIV program staff and consumers.   

The Quality of Care Program has established several HIV Quality of Care HIVQUAL regional 
groups and clinical Learning Networks. These involve a day long meeting that emphasizes peer 
interactions and learning. Structured meetings focus on quality management, also using existing 
performance measurement strategies.  The goals of these groups are to improve the quality of 
HIV services, strengthen provider infrastructure, and increase competency in performance 
measurement.  Ambulatory care groups currently engaged in these collaborative activities 
include 17 New York public hospital clinics, 12 co-located primary care programs in drug 
treatment clinics, 33 Part C funded community health centers, a group of 15 upstate hospitals and 
community health centers, and 14 adolescent providers.  These groups and learning networks 
also provide a forum for work on group improvement projects.   

The HIV Quality of Care Program continues to engage people living with HIV/AIDS (PLWHA). 
The HIV Quality of Care Consumer Advisory Committee has been focusing its attention on the 
following areas: involvement of consumers in quality activities, and concerns of the deaf and 
hard of hearing community. In 2007, a Youth Committee was formed to solicit feedback from 
HIV-infected adolescents and to routinely present concerns of the Youth Committee to AIDS 
Institute committees. Consumer Advisory Committee members continue to review upcoming 
adult, adolescent and pediatric clinical guidelines developed by the HIV Clinical Guidelines 
Program. 

Recent areas of emphasis have included patient retention, management of patients on 
antiretroviral therapy, and improving clinical information systems.  Refinement of measurement 
strategies to enhance clinical outcomes based on available viral load and CD4 data has also 
become a major priority for the program as well as the capacity of all HIV programs in New 
York State to self-report their annual HIV performance data. Annual New York State Quality 
Awards honor those quality champions that have excelled in areas of quality such as 
performance measurement, quality improvement and consumer involvement. 

HIV Clinical Guidelines Program:  The AIDS Institute's Office of the Medical Director directly 
oversees the development, dissemination and implementation of state-of-the-art clinical practice 
guidelines. These guidelines address the medical management and treatment needs of adults, 
adolescents and children with HIV infection; primary and secondary prevention in medical 
settings; and address the particular requirements of patients with mental health needs and 
substance use behaviors. In addition, this program produces guidelines on specific issues that 
affect the health care needs of women with HIV infection, as well as oral health care and 
pharmacy issues that are associated with HIV service provision. 

AIDS Institute clinical guidelines are developed by committees of expert clinicians with 
experience providing care to people with HIV infection in New York State.  Each guidelines 
committee is charged with developing standards of care for patients within its area of focus and 
regularly identifying guidelines topics, assessing current recommendations, and reviewing and 
updating existing guidelines as necessary to keep information current with any emerging clinical 
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and research developments. All new and revised guidelines are externally peer reviewed and 
consumer reviewed to ensure that opinion from outside the committee is incorporated. 

Current guidelines committees include: 

 Medical Care Criteria Committee (Adult) 
 Committee for the Care of Children and Adolescents with HIV Infection 
 Dental Standards of Care Committee 
 Mental Health Guidelines Committee 
 Committee for the Medical Care of Women with HIV Infection 
 Committee for the Medical Care of Substance Users with HIV Infection 
 Physicians’ Prevention Advisory Committee 
 Pharmacy Advisory Committee 
 Steering Committee 

The HIV Clinical Guidelines Program works in a coordinated manner with the other programs in 
the AIDS Institute to promote implementation of HIV guidelines in New York State.  Clinicians 
are targeted through the Clinical Education Initiative (CEI) and the AIDS Education and 
Training Centers (AETC). Supportive service providers are reached through the HIV Education 
and Training initiative, which provides training on important HIV topics to supportive service 
providers.  By developing quality indicators based on the guidelines, the Quality of Care 
program has created a mechanism for measurement of performance that allows providers and 
consumers to know to what extent specific aspects of the guidelines have been implemented. 

As the course of the HIV epidemic evolves, it continues to present new clinical challenges.  
Complex medication regimens, new testing technologies, and advances in understanding the 
basic science of HIV have increased both the longevity and quality of life for many patients with 
HIV infection. In conjunction with these welcome changes there remains a need for continuous 
innovation and reliable, relevant guidance on the treatment and management of co-morbidities 
and an emphasis on secondary prevention strategies.  In addition, the proportion of HIV patients 
with specialized care needs, such as adolescents, women, an aging population, substance users 
and those with mental illness, is increasing as the HIV prevalent population ages. 

New and updated HIV clinical guidelines are posted directly on the program’s website: 
www.hivguidelines.org. All current guidelines, quality of care resources, and best practice 
materials related to clinical topics are available to be accessed online or downloaded.  Nearly 100 
current guidelines are posted on the website--available to users throughout New York State and 
worldwide. 

Clinical Education Initiative:  The Clinical Education Initiative (CEI) is designed to meet the 
educational needs of community providers caring for patients with HIV, STIs and Hepatitis C.  
The goal of the initiative is to increase access to quality HIV care in New York State by 
providing progressive education to clinicians and supporting the networks of care for patients 
with HIV, STIs and Hepatitis C. CEI collaborates with the NY/NJ AIDS Education and Training 
Center (AETC), Physicians Research Network (PRN) and other educational organizations in 
order to maximize local resources and reach providers throughout New York State with an 
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emphasis on keeping pace with advances in science, policy, program development and emerging 
strategies to improve health outcomes.   

CEI has six Centers of Excellence to focus on content areas that have been identified as public 
health priorities: 

Post-Exposure Prophylaxis (PEP), Testing and Diagnosis: The PEP, Testing and 
Diagnosis Center targets emergency room and urgent care providers to increase screening for 
HIV, STI and Hep C, identify acute HIV infection, and implement post-exposure prophylaxis.  
This center also supports a 24-hour, toll-free provider hotline for consultation on PEP. 

Prevention and Substance Use:  The Prevention and Substance Use Center offers 
trainings for primary care providers in addressing prevention for positives and substance use 
through increased screening, risk assessments, and behavioral counseling. 

Mental Health:  The Mental Health Center trains primary care providers in the 
identification and management of mental health issues most commonly encountered by 
providers. 

Clinical Education for Upstate Providers:  The Upstate Center provides general HIV 
clinical education, including STI and Hep C, for clinical providers in Upstate New York.  The 
Center also operates the CEI-Line, a 24-hour toll-free consultative support phone line for 
practitioners to discuss case-based HIV clinical care with an HIV specialist.   

Technology: The Technology Center offers on-line clinical education materials, 
including webcasts, podcasts, self-assessment tools and clinical education activities at 
www.ceitraining.org. 

Resource, Referral and Evaluation Center:  The Resource, Referral and Evaluation 
Center has been designed to be the centralized resource for HIV education and training in NYS 
and to assist HIV programs to develop educational plans for their staff.  This center is planned to 
conduct the CEI program evaluation and each Center’s educational activities.   

HIV/STI/Viral Hepatitis Training Services:  Non-physician health and human services 
providers require ongoing training to provide effective HIV, sexually transmitted infection (STI) 
and viral hepatitis prevention, screening, care and support services. The AIDS Institute 
implements three distinct training initiatives to meet these needs. Overall, these initiatives offer 
approximately 450 training events annually in more than 30 different training courses.  These 
programs reach approximately 8,000 health and human services providers each year.  Emphasis 
is placed on keeping pace with advances in science, policy, program development and emerging 
strategies to improve health outcomes.  A growing number of trainings are available via webinar 
and other on-line formats. The latest HIV/STI/viral hepatitis training information is always 
available at: www.hivtrainingny.org 

Specific training initiatives include: 
 Regional Training Centers; 
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 Centers of Expertise; and 
 National Viral Hepatitis Technical Assistance Center 

Regional Training Centers: Regional Training Centers in each area of the state offer a 
variety of trainings on HIV, STIs, and viral hepatitis that cover core prevention, testing and 
health care topics that include: HIV testing; integrated HIV/HCV rapid screening; HIV/HCV co-
infection; case management; critical social issues related to HIV, STIs and viral hepatitis; harm 
reduction; cultural competency and informational updates.  Based on regional demand and on-
going needs assessments, training centers offer courses from a menu of more than 20 different 
trainings. Each training center regularly offers job-specific training for staff that serve as 
outreach workers, disease prevention specialists, case managers, social workers and other health 
and human service providers.  Regional training centers are uniquely poised to provide training 
about new state regulations that affect HIV, STIs, and viral hepatitis services.  New courses are 
continually being added to the menu.  Some recent course additions include: “Introduction to 
HIV, STIs, and Viral Hepatitis” and “Integrated HIV/HCV Screening.” 

Centers of Expertise: In an effort to ensure the availability of advanced, state-of-the-art 
training in certain specialized topic areas, the AIDS Institute has established the following 
training Centers of Expertise: 

 HIV/AIDS Case Management; 
 Aging and HIV, STIs, and Viral Hepatitis; 
 Managing Patients with Co-Occurring Disorders of Substance Use and Mental 

Health; 
 Sexual Health and Gender Identity; and 
 Legal Training and Technical Assistance 

Each Center of Expertise is responsible for offering trainings across the state.  Centers of Expertise 
possess demonstrated knowledge and experience in a specific topic area.  They are charged with 
translating the latest findings in research and practice into skills-building trainings to further the 
capacity of health and human services providers to deliver prevention, screening, care and support 
services to persons living with or at risk for HIV, STIs, and/or viral hepatitis.   

National Viral Hepatitis Technical Assistance Center:  The National Viral Hepatitis 
Technical Assistance (TA) Center is a comprehensive, multi-tiered initiative that provides CDC-
funded Adult Viral Hepatitis Prevention Coordinators (AVHPCs) working in 49 states and seven 
large city jurisdictions with training, technical assistance and resources to accomplish viral 
hepatitis prevention services.  The Viral Hepatitis TA Center coordinates a variety of activities 
including orientation and training of newly hired AVHPCs; monthly technical assistance calls on 
recent developments, strategies and new opportunities in the field of viral hepatitis; support in 
strategic planning, development of program protocols, and implementation of guidelines; 
identification of existing research, training and educational resources in the field of viral 
hepatitis; and development of new curricula around viral hepatitis for non-clinical providers in a 
variety of work settings. 

AIDS Intervention Management System 
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The AIDS Intervention Management System (AIMS) was created in 1986 to collect, organize, 
and evaluate data associated with the care of HIV-infected patients.  AIMS is responsible for 
utilization reviews for HIV-related inpatient stays and Medicaid-funded ambulatory care; quality 
of care reviews for HIV Special Needs Plans enrollees and others as requested by AI leadership 
or the Office of the Medical Director; and analysis and reporting of data gathered through all 
review activities and special studies. 

The goals of the AIMS program, currently administered through a contract with Island Peer 
Review Organization include: 

 creation of a review process that ensures services are necessary, appropriate, and meet 
professionally-recognized standards of care; 

 development and management of data systems that support review activities and 
permit program evaluation and policy development; and 

 identification of service needs and development of mechanisms to address shortcomings 
or inefficiencies. 

During FY 2010, AIMS conducted approximately 83,482 reviews, including 26,727 quality-of-
care reviews, 53,445 utilization reviews, up to 2,427 maternal-pediatric HIV prevention and care 
program reviews, and 883 Special Needs Plans program reviews.  All quality-of -care reviews 
were conducted at ambulatory care sites.  Reviews included the piloting or implementation of 
over 16 different quality-of-care algorithms at acute and ambulatory care facilities.  Reviews 
were conducted at acute care providers other than Designated AIDS Centers in an effort to assure 
that all New Yorkers with HIV receive clinically appropriate services regardless of site.  
Utilization reviews resulted in approximately $6.4 million in Medicaid reimbursement denials. 

Evaluation Studies 

The AIDS Institute conducts and participates in many facets of HIV/AIDS, STD and hepatitis-
related research. The AIDS Institute routinely evaluates changes in public health laws affecting 
HIV reporting, HIV testing, expanded syringe access and more.  AIDS Institute staff partner with 
academic institutions, health care providers and federal agencies to conduct research around 
medication adherence, harm reduction, STD/HIV prevention interventions and service 
integration as well as epidemiologic and behavioral surveillance studies.  Findings are translated 
into practice recommendations, clinical guidelines, training initiatives, prevention and health 
care interventions and policy changes. 

The AIDS Institute’s Office of Program Evaluation and Research (OPER) works to enhance the 
quality of HIV/AIDS prevention interventions, clinical care and service delivery systems in New 
York State through comprehensive, coordinated, and innovative research and evaluation 
initiatives. OPER conducts scientific assessments of Institute-funded or managed programs to 
determine the extent to which they are achieving their stated objectives.  Factors associated with 
performance are identified and recommendations are made to improve program outcomes.   

For instance, OPER leads and coordinates the effort to evaluate the impact of the 2010 
Amendment to the NYS HIV Testing Law on HIV testing in hospital, emergency room, and 
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primary care settings and linkage to care among those who are newly diagnosed with HIV.  This 
evaluation, together with the evaluation of other early intervention initiatives, will assess 
EIIIHA. 

Technical assistance is also provided to programs evaluating their own performance or the 
performance of contracted providers.  Services provided include: assistance in grant applications 
and preparing Institutional Review Board (IRB) applications; evaluation planning; sample 
selection; development of evaluation instruments; and study implementation, including training, 
data collection, data analysis, and summary of research findings. 

OPER works with other units in the Institute as well as external partners to conduct independent 
research and evaluation. Study results are presented at national conferences and published in 
peer-reviewed journals. 

AIDS Institute Reporting System (AIRS) 

The AIDS Institute’s Office of Systems Development (OSD) is responsible for the design, 
testing, and training of new data and information management products, including the AIDS 
Institute’s main reporting platform -- AIDS Institute Reporting System (AIRS).  The Office is 
also responsible for overseeing standard reporting requirements to support the monitoring and 
evaluation of AIDS Institute-funded service initiatives and to help track emerging and unmet 
needs in populations affected by HIV and AIDS.  OSD manages information system 
implementation, working with program staff on technical assistance needs assessments, 
identification of barriers to implementation, corrections to software, and training of AIDS 
Institute providers and staff. 

AIRS is the principal software product managed by OSD.  AIRS is a relational, client-centered 
database designed to support tracking of individual client-level demographics, status histories 
and services. The system also collects information on education, outreach and training events at 
the provider level and reports anonymous client-level or aggregate data to the AIDS Institute and 
other funding agencies.  Other products developed by OSD include the AIDS Institute Data 
Application (AIDA), the companion system to the provider-level Uniform Reporting System.  
AIDA is a client-server application which maintains data submitted electronically from provider 
sites. The AIDA system interface was upgraded by the AIDS Institute Information Systems 
Office to improve processing times and performance.  OSD ensures that the data content of 
AIDA is kept synchronized with changes made to the AIRS system.  Via subcontract, OSD 
manages maintenance and periodic upgrades to both AIRS and AIDA and oversees related 
provider training statewide. 

Reports currently generated by AIRS software include:  HRSA Ryan White Services Reports 
(RSRs); CDC Evaluation Monitoring System-compliant prevention client level and aggregate 
service data; AIDS Institute monthly reports and data extracts; CDC requirement-compliant CTR 
data; other administrative and client record reports for internal agency use; transition of COBRA 
case management to Health Homes billing; and Health Insurance Portability and Accountability 
Act (HIPAA) and eMedNY compliant claims, eligibility determination and electronic remittance 
processing. 

327 



 

 

  

 

 

 

 

 

 

 

Recent additions to the AIRS system include improved tracking of HRSA client level data 
requirements; Treatment Adherence monitoring; COBRA outcomes monitoring; Prevention Pre- 
and Post- Intervention knowledge assessments; Housing and Insurance status histories; and a 
new Crystal Reports companion product that generates graphic reports with greater flexibility.  

All AIDS Institute-funded care providers are required to prioritize retention in care and are 
required to track the outcomes of referrals (e.g., whether appointments were kept and the dates of 
appointments).  Providers are required to track and record referrals and the outcomes of referrals 
in the AIDS Institute Reporting System.  Further, providers funded for Ryan White support 
services, medical case management, and treatment adherence are required to track date of most 
recent HIV primary care visit, date of most recent CD4 count and test results, and date of most 
recent viral load test and results.  This information is collected to determine the client’s level of 
engagement in HIV health care and to determine medical outcomes. 

Contract Management Monitoring Process 

The AIDS Institute developed a detailed Resource Guide for Site Visit Monitoring to guide AI 
staff in managing funded contracts.  Each year, the AI distributes millions of dollars in state and 
federal funding for HIV/AIDS services to community-based organizations, hospitals, health 
centers, addiction treatment facilities, and other agencies that directly serve the public.  Every 
funded program works closely with an AI contract manager to ensure that it meets the terms of 
the contract, uses funding appropriately, and delivers effective services.  Contract managers 
monitor the implementation of programs, report progress, and assist in finding solutions to 
problems.  They have a responsibility for a continuum of tasks, many quite complex, that help 
determine how programs achieve their goals.  They are key players in the chain of events that 
leads from understanding a service need to meeting it.  To help contract managers in one of their 
most critical tasks, the AI developed the Resource Guide, with the input of many experienced 
staff. This Guide focuses on the process of planning and conducting site visits and following up 
on the results. 

The Guide defines types of site visits, scheduling frequency, required documentation, and the 
follow-up process to assure corrective action when necessary.  The Guide defines AI policy in 
some areas; in others, it provides guidance and tools that can be adapted based on the specific 
program and judgment of AI staff.  The intent is to share useful methods and tools gathered from 
various AI units; offer support to new and seasoned contract managers; define the monitoring 
process; expedite the process for conducting monitoring and issuing timely reports; and facilitate 
optimal follow-up on recommendations and corrective actions. 

As a result of issues identified by providers related to multiple, duplicative fiscal reviews in a 
year, the AIDS Institute has centralized fiscal monitoring to improve coordination, minimize 
duplication, and maximize resources. 

The AIDS Institute’s monitoring procedures related to Ryan White contracts is changing due to 
the extensive monitoring standards that were issued by HRSA.  The implementation of these 
standards has placed and will continue to place substantial burden on providers.  The National 
HIV/AIDS Strategy stresses that federal agencies should take steps to simplify grant 
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administration activities and “streamline data collection and reporting requirements.”  The 
issuance of these standards seems inconsistent with the National HIV/AIDS Strategy’s 
recommendations.  In addition, HAB staff has stated that many of the standards are government-
wide federal standards. However, these standards are not required of Ryan White Part C or D 
grantees or the Centers for Disease Control and Prevention HIV-related grantees.  Further, it 
must be noted that these onerous standards are being implemented at a time when grantees are 
experiencing substantial reductions in resources in terms of both funding and staff.  Moreover, 
New York State has developed rigorous monitoring systems, including both programmatic and 
fiscal standards, that have proven effective in identifying and addressing issues and that have 
been deemed effective upon audit. 

Expanded Laboratory Reporting Requirements 

Test technologies now provide information that can help better monitor the epidemic.  
Laboratory reporting of the results of resistance testing, viral load and CD 4 tests is essential for 
improved monitoring of the quality of HIV care.  For example, laboratory data reported through 
the surveillance system is used to monitor late/concurrent diagnosis, entry into care, retention in 
care, and viral load suppression. 
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2012 Statewide Coordinated Statement of Need 
Source Documents by Number Including Brief Description 

1.	 Syracuse/Central NY Region Regional Gaps Analysis 2.0 Summary: New York State 
Department of Health; 2010. 
The Regional Gaps Analysis (RGA) is a systematic approach for identifying gaps between 
the needs of populations at risk and the availability of existing services within a specific 
geographic area. The RGA was developed to help consumers and providers in each 
region, the NYS HIV Prevention Planning Group (PPG) and the NYSDOH AIDS Institute 
(AI) better understand needs of people at risk for HIV infection, people with HIV 
infection and HIV prevention providers. It also helps to identify emergent groups not 
previously identified as at risk. 

2.	 Binghamton/Tri‐County Regional Gaps Analysis 2.0 Summary: New York State 
Department of Health; 2010. 
The Regional Gaps Analysis (RGA) is a systematic approach for identifying gaps between 
the needs of populations at risk and the availability of existing services within a specific 
geographic area. The RGA was developed to help consumers and providers in each 
region, the NYS HIV Prevention Planning Group (PPG) and the NYSDOH AIDS Institute 
(AI) better understand needs of people at risk for HIV infection, people with HIV 
infection and HIV prevention providers. It also helps to identify emergent groups not 
previously identified as at risk. 

3.	 Buffalo/Western NY Region Regional Gaps Analysis 2.0 Summary: New York State 
Department of Health; 2010. 
The Regional Gaps Analysis (RGA) is a systematic approach for identifying gaps between 
the needs of populations at risk and the availability of existing services within a specific 
geographic area. The RGA was developed to help consumers and providers in each 
region, the NYS HIV Prevention Planning Group (PPG) and the NYSDOH AIDS Institute 
(AI) better understand needs of people at risk for HIV infection, people with HIV 
infection and HIV prevention providers. It also helps to identify emergent groups not 
previously identified as at risk. 

4.	 Hudson Valley Regional Gaps Analysis 2.0 Summary: New York State Department of 
Health; 2010. 
The Regional Gaps Analysis (RGA) is a systematic approach for identifying gaps between 
the needs of populations at risk and the availability of existing services within a specific 
geographic area. The RGA was developed to help consumers and providers in each 
region, the NYS HIV Prevention Planning Group (PPG) and the NYSDOH AIDS Institute 
(AI) better understand needs of people at risk for HIV infection, people with HIV 
infection and HIV prevention providers. It also helps to identify emergent groups not 
previously identified as at risk. 
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5.	 Nassau/Suffolk NY Regional Gaps Analysis 2.0 Summary: New York State Department 
of Health; 2010. 
The Regional Gaps Analysis (RGA) is a systematic approach for identifying gaps between 
the needs of populations at risk and the availability of existing services within a specific 
geographic area. The RGA was developed to help consumers and providers in each 
region, the NYS HIV Prevention Planning Group (PPG) and the NYSDOH AIDS Institute 
(AI) better understand needs of people at risk for HIV infection, people with HIV 
infection and HIV prevention providers. It also helps to identify emergent groups not 
previously identified as at risk. 

6.	 Rochester Region Regional Gaps Analysis 2.0 Summary: New York State Department of 
Health; 2010. 
The Regional Gaps Analysis (RGA) is a systematic approach for identifying gaps between 
the needs of populations at risk and the availability of existing services within a specific 
geographic area. The RGA was developed to help consumers and providers in each 
region, the NYS HIV Prevention Planning Group (PPG) and the NYSDOH AIDS Institute 
(AI) better understand needs of people at risk for HIV infection, people with HIV 
infection and HIV prevention providers. It also helps to identify emergent groups not 
previously identified as at risk. 

7.	 New York City Regional Gaps Analysis 2.0 Summary: New York State Department of 
Health; 2010. 
The Regional Gaps Analysis (RGA) is a systematic approach for identifying gaps between 
the needs of populations at risk and the availability of existing services within a specific 
geographic area. The RGA was developed to help consumers and providers in each 
region, the NYS HIV Prevention Planning Group (PPG) and the NYSDOH AIDS Institute 
(AI) better understand needs of people at risk for HIV infection, people with HIV 
infection and HIV prevention providers. It also helps to identify emergent groups not 
previously identified as at risk. 

8.	 Expanding the Capacity to Provide Hepatitis C Care and Treatment and Improving 
Medical Outcomes Through Engagement and Retention in Care for HIV‐Infected 
African American/Blacks and Latinos in Select Upstate Regions – Request for 
Applications: New York State Department of Health; 2009. 
This Request for Applications (RFA) presents a unique opportunity to pilot an 
engagement and retention in care program in a targeted upstate New York community, 
specifically in the regions of Rochester/Finger Lakes, Buffalo/Western New York, and the 
Mid‐Hudson counties of Sullivan, Ulster and Orange. 

9.	 Trends in Hepatitis C Virus Infection Among Patients in the HIV Outpatient Study, 
1996‐2007: Lippincott Williams & Wilkins; 2010. 
This journal article assesses Hepatitis C virus (HCV) infection screening practices and 
determines trends in the prevalence of HCV infection in the HIV Outpatient Study 
(HOPS) from 1996 to 2007. 
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10. Staten Island Ryan White Part B HIV CARE Network Service Delivery Plan: New York 
State Department of Health AIDS Institute Bureau of Community Support Services and 
Community Health Action of Staten Island; 2010. 
The purpose of this Service Delivery Plan is to identify populations and subpopulations 
of individuals and families living with HIV/AIDS, assess service needs to identify barriers 
to care and gaps in the service delivery system, and identify emerging issues. 

11. Housing Opportunities for Persons With AIDS (HOPWA) Program Consolidated Annual 
Performance and Evaluation Report (CAPER) Measuring Performance Outcomes: New 
York State Office of Temporary and Disability Assistance; 2010. 
This document provides annual performance reporting on client outputs and outcomes 
that enables an assessment of grantee performance in achieving the housing stability 
outcome measure. 

12. New York State Consolidated Plan Federal Fiscal Years 2011‐2015 & Annual Action 
Plan: U.S. Department of Housing and Urban Development; 2011. 
New York State’s Consolidated Plan Federal Fiscal Years 2011‐2015 provides new 
information and trends related to the State’s current and future affordable housing and 
community development needs. This information has been used to establish priorities, 
strategies and actions the State will take to address these needs during the next five 
years. 

13. Dutchess County – Ryan White Program Transitional Grant Area (TGA) Close out Plan: 
Dutchess County Department of Health; 2010. 
In fiscal year 2011, Dutchess County failed to meet TGA eligibility status for three 
consecutive years in a row and therefore became ineligible for funding. This plan details 
the steps and timeframe for completing close out grant program activities 

14. Central Harlem HIV Care Network Service Delivery Plan 2008‐2010: Harlem Directors 
Group; 2008. 
This document describes populations living with HIV/AIDS in the region (particularly 
those experiencing disparities in access or services and who reside in underserved 
communities), regional service needs, gaps, and emerging issues. 

15. Position Paper on Mandatory Enrollment in Medicaid Managed Care for People Living 
With HIV/AIDS: Staten Island Ryan White Care Network; 2010. 
This position paper addresses the New York State Department of Health proposal that 
all HIV positive Medicaid beneficiaries, without another exemption, will be required to 
enroll into a managed care plan. 

16. Queens HIV Care Network 2008‐2009 Service Priorities: Queens Network. 
This document lists the Network’s top 10 regional service priorities as identified in the 
most recently updated Service Delivery Plan. 
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17. Nassau‐Suffolk Comprehensive Service Plan for HIV Services 2009‐2011: Nassau‐
Suffolk HIV Health Services Planning Council and the Nassau‐Suffolk HIV Care 
Network; 2009. 
This plan addresses health and human services for people with HIV disease in Nassau 
and Suffolk Counties. The overarching goal is to improve health outcomes and quality of 
life for people living with HIV in these counties. 

18. Maternal‐Child HIV Transmission Work Group Minutes; 2011. 
A summary of the Maternal‐Child HIV Transmission Work Group meeting held on April 6, 
2011. 

19. HIV Clinical Guidelines: New York State Department of Health AIDS Institute Office of 
the Medical Director. 
An online resource that equips individuals who provide services to HIV‐infected individuals with 
current, state‐of‐the‐art tools to ensure delivery of the highest quality HIV clinical care. 

20. FY 2011 Ryan White Part A HIV Emergency Relief Program: Part A Competing 
Continuation Award HRSA 11‐062; CFDA# 93.914: United Way of Long Island/Nassau 
County Public Health Unit; 2011. 
This document is the Nassau‐Suffolk EMA fiscal year 2011 Ryan White Part A HIV 
Emergency Relief Program Part A grant application for the project titled “HIV Emergency 
Relief Program: Part A Competing Continuation Award.” 

21. Nassau/Suffolk EMA Newly Diagnosed Needs Assessment Presentation of Findings: 
United Way of Long Island; 2011. 
This document is an overview of findings of a March 9, 2011 newly diagnosed needs 
assessment. It contains demographics and survey response detail for Nassau and 
Suffolk Counties overall, as well as information specific to Hispanic, African American, 
and MSM populations. 

22. Nassau‐Suffolk Eligible Metropolitan Area (EMA) HIV System Assessment: United Way 
of Long Island; 2010. 
This document was authored by a professional services research firm serving public 
health organizations with specialization in serving Ryan White funded entities. Its uses 
include guiding planning efforts of the Nassau‐Suffolk HIV Health Service Planning 
Council (Ryan White Part A) and the Nassau‐Suffolk HIV Care Network (Ryan White Part 
B), populating grant applications, orienting new members to the Ryan White Office and 
supporting the grantee (Nassau County). 

23. Nassau‐Suffolk EMA Ryan White Part A HIV Health Services Planning Council Aged/45+ 
‘In Care’ PLWH/A Needs Assessment in the Nassau Suffolk EMA: United Way of Long 
Island; 2009. 
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This report details findings from a 2009 survey questionnaire of ‘In Care’ People Living 
with HIV/AIDS (PLWHA) aged 45+ utilizing the In Care Needs Assessment Client Survey 
(NACS) tool. 

24. Nassau‐Suffolk EMA Ryan White Part A HIV Health Services Planning Council 
Consumer Needs Assessment in the Nassau Suffolk EMA: United Way of Long Island; 
2009. 
A comprehensive assessment of the HIV/AIDS‐related service needs, uses, gaps and 
barriers of all PLWHA within the Nassau‐Suffolk EMA was conducted in the 
spring/summer of 2009 and included an extensive consumer survey questionnaire of 
People Living with HIV/AIDS (PLWHA) utilizing the Consumer Needs Assessment Client 
Survey tool. 

25. Nassau‐Suffolk EMA Ryan White Part A HIV Health Services Planning Council ‘In Care’ 
MSM PLWH/A Needs Assessment in the Nassau Suffolk EMA: United Way of Long 
Island; 2009. 
This report details findings from a 2009 survey questionnaire of ‘In Care’ Men Who Have 
Sex With Men (MSM) People Living with HIV/AIDS (PLWHA) utilizing the In Care Needs 
Assessment Client Survey (NACS) tool. 

26. Nassau‐Suffolk EMA Ryan White Part A HIV Health Services Planning Council ‘In Care’ 
IDU PLWH/A Needs Assessment in the Nassau Suffolk EMA: United Way of Long 
Island; 2009. 
This report details findings of a 2009 survey questionnaire of ‘In Care’ Injection Drug 
Users (IDU) People Living with HIV/AIDS (PLWHA) utilizing the In Care Needs Assessment 
Client Survey (NACS) tool. 

27. Nassau‐Suffolk EMA Ryan White Part A HIV Health Services Planning Council ‘In Care’ 
Women of Color PLWH/A Needs Assessment in the Nassau Suffolk EMA; United Way 
of Long Island; 2009. 
This report details findings of a 2009 survey questionnaire of ‘In Care’ Women of Color 
People Living with HIV/AIDS (PLWHA) utilizing the In Care Needs Assessment Client 
Survey (NACS) tool. 

28. Legal Aid Society of Northeastern New York 2011 Goals, Strategies, Desired Outcomes 
& 2010 Accomplishments: Legal Aid Society of Northeastern New York, Inc. 
This document outlines the agency’s goals, strategies, desired outcomes and 2010 
accomplishments in six specific areas that reflect the self‐identified needs of the client 
base and what the Legal Aid Society has observed among those asking for services. 

29. Letter from Legal Aid Society of Northeastern New York: Alejandro E.G. Taylor, 
Esq. HALC Attorney ; September 29, 2011. 
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This letter discusses the effects of poverty on Persons Living with HIV/AIDS (PLWHA), 
the Legal Aid Society’s HIV/AIDS Law Consortium clients, and the agency’s process for 
defining priorities. 

30. Legal Aid Society of Northeastern New York Substantive Priorities: Legal Aid Society of 
Northeastern New York, Inc. 
A listing of the Legal Aid Society’s seven substantive priority areas with include support 
for families; preserving the home; maintaining economic stability; maintaining safety, 
stability and health; serving populations with special vulnerabilities; children’s advocacy; 
and delivery of legal services. 

31. HIV Food & Nutrition Study – Nutrition Food Insecurity: James Shields, New York 
Coalition of HIV/AIDS Nutrition Services; 2011. 
This cover letter brings attention to the need to ensure adequate Parts A and B support 
for food and nutrition services. 

32. C.H.A.I.N. Community Health Advisory & Information Network Fact Sheet: New York 
Coalition of HIV/AIDS Nutrition Services. 
This fact sheet summarizes food and nutrition service needs, use of food and nutrition 
services, and medical care and health care outcomes associated with food insecurity 
among representative samples of adults living with HIV in New York City and the 
northern suburban region of Westchester, Putnam, and Rockland counties. 

33. The Lower NY Consortium (LNYC) ‐ NYSAI Part C Competitive Renewal Application: 
Lower New York Consortium. 
This renewal application details the Lower New York Consortium’s need for continued 
funding of the NYU/Bellevue Youth Specialized Care Center (YSCC). 

34. The Lower NY Consortium (LNYC) 2012 Part C 2012 Youth Specialized Care Center 
Competing Renewal: Lower New York Consortium. 
This competing renewal application details the need for continued Part C funding to 
ensure the continued availability of clinicians to provide quality HIV/AIDS primary care 
and patient education to HIV‐infected individuals. 

35. Letter from New York State Office of Alcoholism & Substance Abuse Services: Arlene 
Gonzalez‐Sanchez, Commissioner; 2011. 
This letter states that while OASAS has not conducted a needs assessment specific to 
individuals living with HIV/AIDS, it is known that injecting drug users frequently share 
needs which make their risk of contracting HIV significantly higher than the non‐
injecting population. 

36. Long Term Home Health Care Program and AIDS Home Care Program Brochure: 
Visiting Nurse Association of Albany, Inc. 
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The Visiting Nurse Association’s Long Term Home Health Care Program and AIDS Home 
Care Program services, cost, and eligibility are explained in this brochure. 

37. New York State Regional Gaps Analysis 2.0 Summary: New York State Department of 
Health; 2010. 
The Regional Gaps Analysis (RGA) is a systematic approach for identifying gaps between 
the needs of populations at risk and the availability of existing services within a specific 
geographic area. The RGA was developed to help consumers and providers in each 
region, the NYS HIV Prevention Planning Group (PPG) and the NYSDOH AIDS Institute 
(AI) better understand needs of people at risk for HIV infection, people with HIV 
infection and HIV prevention providers. It also helps to identify emergent groups not 
previously identified as at risk. 

38. FY2012 HIV Emergency Relief Program Part A Project Narrative: Department of Health 
and Mental Hygiene (DOHMH) of the City of New York (NYC); 2011. 
This document provides the argument for continued funding of the New York City EMA 
under Ryan White Part A. It includes an analysis of the demographics and epidemiology 
HIV/AIDS in NYC and a discussion of services gaps, needs, co‐morbidities, and issues 
relating to service delivery. It also lays out plans to be implemented and goals and 
objectives to be achieved with continued funding. Administrative program details are 
provided as is a discussion of the EMA’s quality assurance program. 

39. Letter from New York State Nursing Association: Renee Gecsedi, Director, Education, 
Practice and Research; September 30, 2011. 
This letter provides anecdotal reports from nurses regarding clinic/facility/staffing cuts, 
the need for more healthcare providers who understand the gerontological issues of the 
HIV/AIDS patient, and cutbacks to services for HIV/AIDS patients also seen as long term 
care patients in the home environment. 

40. Press Release: New York State Health Department Awards $2 Million in Grants to 
Provide Hepatitis C Care and Treatment throughout New York State; Albany, NY, 
February, 2010. 
Thirteen programs, including those providing primary care, HIV care and substance use 
treatment, were awarded a total of more than $2 million in funding to expand their 
capacity to provide on‐site hepatitis C care and treatment throughout New York State. 

41. 2009 Consumer Focus Groups Services Assessment (Quantitative Results): Bureau of 
HIV/AIDS Prevention and Control, Care, Treatment and Housing Program, New York 
City Department of Health and Mental Hygiene. 
Quantitative results of the 2009 consumer focus groups services assessment are 
provided in chart format. 
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42. FY 2012 Implementation Plan ‐ Highest Funded Core and Non‐Core Base and MAI 
Services ‐ New York, NY. 
This document provides, in table form, a summary of objectives for period 3/1/12– 
2/28/13 including service unit definitions, planned number of service units, planned 
number of clients to be served, and projected FY 2012 expenditures for each. 

43. 2009 Consumer Focus Groups to Inform the Planning of Ryan White Part A Services, 
PRELIMINARY REPORT: Pedro Mateu, Consultant NYS DOHMH; June 25,2009. 
This presentation discusses the 2009 Consumer Focus Group study, its research 
methodology, protocols, limitations, and preliminary findings. 

44. Executive Summary, 2009 Consumer Focus Groups to Inform the Planning of Ryan 
White Part A Services: Bureau of HIV/AIDS Prevention and Control, Care, Treatment, 
and Housing Program, New York City Department of Health and Mental Hygiene. 
In 2009, DOHMH sponsored qualitative data collection based on feedback from 125 HIV‐
positive Part A clients from 38 agencies. Twelve focus groups were conducted in NYC that 
included a cross‐section of PLWHA consumers specifically representing key populations 
(e.g., women, men, transgender persons, older adults, young adults, recent correctional 
releasees, and individuals whose primary language is Spanish). This document provides a 
summary of the findings of the study. 

45. 2009 Comprehensive Strategic Plan Analyses: Research and Evaluation Unit Care, 
Treatment and Housing Program , Bureau of HIV/AIDS Prevention and Control, New 
York City Department of Health and Mental Hygiene. 
This slide set provides an outlines of the NYCDOHMH 2009 Comprehensive Strategic 
Plan. 

46. Buffalo Crime Report, http://www.cityrating.com/crime‐statistics/new‐
york/buffalo.html. 
This report provides crime statistics for the city of Buffalo. 

47. Suburban Plight for Poor by Maki Becker and Jay Rey, Buffalo News staff reporters, 
October 29, 2011, 
http://www.buffalonews.com/incoming/article612880.ece?articleId=612880&pubDat 
e=2011‐10‐29&order=T&page=4). 
This newspaper article discusses the move of the poor in the Buffalo region from cities 
to suburbia. 

48. HIV/HCV Coinfection Care and Treatment Programs, October 1, 2010 through 
September 30, 2011: Colleen Flanigan, New York State Department of Health AIDS 
Institute. 
This spreadsheet documents the hepatitis C care and treatment provided to those co 
infected with HIV and HCV by 8 programs funded through a grant initiative from the 
New York State Department of Health. The spreadsheet provides a breakout, by 

http://www.buffalonews.com/incoming/article612880.ece?articleId=612880&pubDat
http://www.cityrating.com/crime-statistics/new
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NYSDOH Regional Office, of the number of service encounters and co infected patients 
served in each of the following service categories: Care Coordination Services, Health 
Education/Risk Reduction, Mental Health, Nutrition and Food, Primary Care, Supportive 
Counseling, and Treatment Adherence. 

49. 2009 Part A Medical Management‐ Tri‐County: New York State Department of Health 
AIDS Institute Office of the Medical Director; September 2011. 
This document provides a data profile of Part A medical cases in Westchester, Putnam, 
and Rockland Counties. It includes data on completeness of intake; treatment 
adherence; service planning and care coordination; referral/linkage to medical care; 
benefits and social services; case conferencing; and health literacy and education. 

50. Medical Case Management Tri‐County 2009 Quality Performance Review Summary: 
New York State Department of Health AIDS Institute Office of the Medical Director; 
September 2011. 
This document provides a brief analysis of data submitted by 14 medical case 
management agencies in Westchester, Putnam, and Rockland Counties. It describes the 
general strategy to be employed by the agencies to improve outcomes. 

51. Mental Health All Facilities Summary: New York State Department of Health AIDS 
Institute Office of the Medical Director; September 2011. 
This document prepared by IPRO based on 2010 data scores the performance of 14 
facilities in Westchester, Putnam, and Rockland Counties on the basis of care provided 
to 631 patients against a set of performance indicators. 

52. 2009 Harm Reduction Services: New York State Department of Health AIDS Institute 
Office of the Medical Director; September 2011. 
This report prepared as a part of the Part A HIV Quality Management Program measures 
program compliance with 7 performance standards based on 2009 data regarding 
Westchester, Putnam, and Rockland Counties. 

53. 2010‐2011 Year End CEI Evaluation Center Report: Howard E. Lavigne 
Deputy Director ‐ HIV Clinical Education; October 2011. 
This report provides analytic data on the Clinical Educational Initiative including a 
breakdown on training topics, participants, and participant feedback. 

54. NYS HIV Quality of Care Program 2003‐2009 Update: New York State Department of 
Health AIDS Institute Office of the Medical Director; September 2011. 
This is a presentation given June 9, 2011 that provides final data through 2009 reported 
by 200 sites. Data pertaining to clinic and patient distribution; demographics; viral load; 
and quality of care indicators for various co‐morbidities are presented. 
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55. HR‐LN Project Status October 2009 to February 2011: Intervention Tested and 
Measured: New York State Department of Health AIDS Institute Office of the Medical 
Director; September 2011. 
This report in table form delineates interventions taken by New York City agencies to 
address retention and other quality initiatives. 

56. The Mid‐Hudson Region: A Review of the Quality of Clinical Care & Supportive 
Services: H. Cricket Fisher, Project Manager, AIDS Institute Office of the Medical 
Director; September 2011. 
This a comprehensive review of the quality of clinical care and supportive services for people 
living with HIV and AIDS (PLWHA) in the mid‐Hudson region (MHR). This area includes Dutchess, 
Orange, Sullivan and Ulster counties, located between Albany and New York City and 
surrounding the Hudson River. It discusses the epidemiology of HIV/AIDS; the quality of care 
and quality of life of PLWHA; primary care; non‐clinical care and support; areas for future 
investigation; and opportunities for improvement. 

57. The Mid‐Hudson Region: A Review of the Quality of Clinical Care & Supportive 
Services, Executive Summary: H. Cricket Fisher, Project Manager, AIDS Institute, Office 
of the Medical Director; September 2011. 
This document provides a summary of the purpose of, methodology employed and 
findings of the full study. 
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2012 Statewide Coordinated Statement of Need 
Source Documents by Geographic Area 

Statewide 

Letter from New York State Office of Alcoholism & Substance Abuse Services: Arlene Gonzalez‐
Sanchez, Commissioner; 2011. (35) 

HIV Clinical Guidelines: New York State Department of Health AIDS Institute Office of the 
Medical Director. (19) 

Expanding the Capacity to Provide Hepatitis C Care and Treatment and Improving Medical 
Outcomes Through Engagement and Retention in Care for HIV‐Infected African 
American/Blacks and Latinos in Select Upstate Regions – Request for Applications: New York 
State Department of Health; 2009. (8) 

Trends in Hepatitis C Virus Infection Among Patients in the HIV Outpatient Study, 1996‐2007: 
Lippincott Williams & Wilkins; 2010. (9) 

New York State Consolidated Plan Federal Fiscal Years 2011‐2015 & Annual Action Plan: U.S. 
Department of Housing and Urban Development; 2011. (12) 

Housing Opportunities for Persons With AIDS (HOPWA) Program Consolidated Annual 
Performance and Evaluation Report (CAPER) Measuring Performance Outcomes: New York 
State Office of Temporary and Disability Assistance; 2010. (11) 

Maternal‐Child HIV Transmission Work Group Minutes; 2011. (18) 

New York State Regional Gaps Analysis 2.0 Summary: New York State Department of Health; 
2010. (37) 

Letter from New York State Nursing Association: Renee Gecsedi, Director Education, Practice 
and Research; September 30, 2011. (39) 

Press Release: New York State Health Department Awards $2 Million in Grants to Provide 
Hepatitis C Care and Treatment throughout New York State; Albany, NY, February, 2010. (40) 

HIV/HCV Coinfection Care and Treatment Programs, October 1, 2010 through September 30, 
2011: Colleen Flanigan, New York State Department of Health AIDS Institute. (48) 

2010‐2011 Year End CEI Evaluation Center Report: Howard E. Lavigne 
Deputy Director ‐ HIV Clinical Education; October 2011. (53) 
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NYS HIV Quality of Care Program 2003‐2009 Update: New York State Department of Health 
AIDS Institute Office of the Medical Director; September 2011. (54) 

New York Citywide and Boroughs 

The Lower NY Consortium (LNYC) ‐ NYSAI Part C Competitive Renewal Application: Lower New 
York Consortium. (33) 

The Lower NY Consortium (LNYC) 2012 Part C 2012 Youth Specialized Care Center Competing 
Renewal: Lower New York Consortium. (34) 

HIV Food & Nutrition Study – Nutrition Food Insecurity: James Shields, New York Coalition of 
HIV/AIDS Nutrition Services; 2011. (31) 

C.H.A.I.N. Community Health Advisory & Information Network Fact Sheet: New York Coalition of 
HIV/AIDS Nutrition Services. (32) 

Central Harlem HIV Care Network Service Delivery Plan 2008‐2010: Harlem Directors Group; 
2008. (14) 

Staten Island Ryan White Part B HIV CARE Network Service Delivery Plan: New York State 
Department of Health AIDS Institute Bureau of Community Support Services and Community 
Health Action of Staten Island; 2010. (10) 

Position Paper on Mandatory Enrollment in Medicaid Managed Care for People Living With 
HIV/AIDS: Staten Island Ryan White Care Network; 2010. (15) 

Queens HIV Care Network 2008‐2009 Service Priorities: Queens Network. (16) 

New York City Regional Gaps Analysis 2.0 Summary: New York State Department of Health; 
2010. (7) 

FY2012 HIV Emergency Relief Program Part A Project Narrative: Department of Health and 
Mental Hygiene (DOHMH) of the City of New York (NYC); 2011. (38) 

2009 Consumer Focus Groups Services Assessment (Quantitative Results): Bureau of HIV/AIDS 
Prevention and Control, Care, Treatment and Housing Program, New York City Department of 
Health and Mental Hygiene. (41) 

FY 2012 Implementation Plan ‐ Highest Funded Core and Non‐Core Base and MAI Services ‐
New York, NY. (42) 

2009 Consumer Focus Groups to Inform the Planning of Ryan White Part A Services, 
PRELIMINARY REPORT: Pedro Mateu, Consultant NYS DOHMH; June 25,2009. (43) 
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Executive Summary, 2009 Consumer Focus Groups to Inform the Planning of Ryan White Part A 
Services: Bureau of HIV/AIDS Prevention and Control, Care, Treatment, and Housing Program, 
New York City Department of Health and Mental Hygiene. (44) 

2009 Comprehensive Strategic Plan Analyses: Research and Evaluation Unit Care, Treatment 
and Housing Program , Bureau of HIV/AIDS Prevention and Control, New York City Department 
of Health and Mental Hygiene. (45) 

HR‐LN Project Status October 2009 to February 2011: Intervention Tested and Measured: New 
York State Department of Health AIDS Institute Office of the Medical Director; September 2011. 
(55) 

FY 2011 Ryan White Part A HIV Emergency Relief Program: Part A Competing Continuation 
Award HRSA 11‐062; CFDA# 93.914: United Way of Long Island/Nassau County Public Health 
Unit; 2011. (20) 

Albany (Northeastern) Region 

Long Term Home Health Care Program and AIDS Home Care Program Brochure: Visiting Nurse 
Association of Albany, Inc. (36) 

Letter from Legal Aid Society of Northeastern New York: Alejandro E.G. Taylor, Esq. HALC 
Attorney ; September 29, 2011. (29) 

Legal Aid Society of Northeastern New York 2011 Goals, Strategies, Desired Outcomes & 2010 
Accomplishments: Legal Aid Society of Northeastern New York, Inc. (28) 

Legal Aid Society of Northeastern New York Substantive Priorities: Legal Aid Society of 
Northeastern New York, Inc. (30) 

Buffalo (Western) Region 

Buffalo/Western NY Region Regional Gaps Analysis 2.0 Summary: New York State Department 
of Health; 2010. (3) 

Buffalo Crime Report, http://www.cityrating.com/crime‐statistics/new‐york/buffalo.html. (46) 

Suburban Plight for Poor by Maki Becker and Jay Rey, Buffalo News staff reporters, October 29, 
2011, 
http://www.buffalonews.com/incoming/article612880.ece?articleId=612880&pubDate=2011‐
10‐29&order=T&page=4). (47) 

http://www.buffalonews.com/incoming/article612880.ece?articleId=612880&pubDate=2011
http://www.cityrating.com/crime-statistics/new-york/buffalo.html
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Hudson Valley (Lower Hudson/Mid Hudson) Region 

Hudson Valley Regional Gaps Analysis 2.0 Summary: New York State Department of Health; 
2010. (4) 

Dutchess County – Ryan White Program Transitional Grant Area (TGA) Close out Plan: Dutchess 
County Department of Health; 2010. (13) 

2009 Part A Medical Management‐ Tri‐County: New York State Department of Health AIDS 
Institute Office of the Medical Director; September 2011. (49) 

Medical Case Management Tri‐County 2009 Quality Performance Review Summary: New York 
State Department of Health AIDS Institute Office of the Medical Director; September 2011. (50) 

Mental Health All Facilities Summary: New York State Department of Health AIDS Institute 
Office of the Medical Director; September 2011. (51) 

2009 Harm Reduction Services: New York State Department of Health AIDS Institute Office of 
the Medical Director; September 2011. (52) 

The Mid‐Hudson Region: A Review of the Quality of Clinical Care & Supportive Services: H. 
Cricket Fisher, Project Manager, AIDS Institute Office of the Medical Director; September 2011. 
(56) 

The Mid‐Hudson Region: A Review of the Quality of Clinical Care & Supportive Services, 
Executive Summary: H. Cricket Fisher, Project Manager, AIDS Institute, Office of the Medical 
Director; September 2011. (57) 

Nassau/Suffolk Region 

Nassau‐Suffolk EMA Ryan White Part A HIV Health Services Planning Council Aged/45+ ‘In Care’ 
PLWH/A Needs Assessment in the Nassau Suffolk EMA: United Way of Long Island; 2009. (23) 

Nassau‐Suffolk EMA Ryan White Part A HIV Health Services Planning Council Consumer Needs 
Assessment in the Nassau Suffolk EMA: United Way of Long Island; 2009. (24) 

Nassau‐Suffolk EMA Ryan White Part A HIV Health Services Planning Council ‘In Care’ MSM 
PLWH/A Needs Assessment in the Nassau Suffolk EMA: United Way of Long Island; 2009. (25) 

Nassau‐Suffolk EMA Ryan White Part A HIV Health Services Planning Council ‘In Care’ Women of 
Color PLWH/A Needs Assessment in the Nassau Suffolk EMA; United Way of Long Island; 2009. 
(27) 
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Nassau‐Suffolk EMA Ryan White Part A HIV Health Services Planning Council ‘In Care’ IDU 
PLWH/A Needs Assessment in the Nassau Suffolk EMA: United Way of Long Island; 2009. (26) 

Nassau‐Suffolk Comprehensive Service Plan for HIV Services 2009‐2011: Nassau‐Suffolk HIV 
Health Services Planning Council and the Nassau‐Suffolk HIV Care Network; 2009. (17) 

Nassau/Suffolk EMA Newly Diagnosed Needs Assessment Presentation of Findings: United Way 
of Long Island; 2011. (21) 

Nassau‐Suffolk Eligible Metropolitan Area (EMA) HIV System Assessment: United Way of Long 
Island; 2010. (22) 

Nassau/Suffolk NY Regional Gaps Analysis 2.0 Summary: New York State Department of Health; 
2010. (5) 

Rochester (Finger Lakes) Region 

Rochester Region Regional Gaps Analysis 2.0 Summary: New York State Department of Health; 
2010. (6) 

Syracuse Region 

Syracuse/Central NY Region Regional Gaps Analysis 2.0 Summary: New York State Department 
of Health; 2010. (1) 

Binghamton/Tri‐County Regional Gaps Analysis 2.0 Summary: New York State Department of 
Health; 2010. (2) 
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New York State AIDS Milestones 

1981 ‐ 1985
U
n
it
e
d

 S
ta
te
s 

N
e
w

 Y
o
rk

 S
ta
te

1981 

 “Rare Cancer” (Kaposi’s 
sarcoma or KS) 
diagnosed in gay men in 
NYC 
 First prison inmate with 
AIDS 

 Pneumocystis carinii 
pneumonia (PCP) 
diagnosed in gay men in 
Los Angeles 
 First PCP diagnosed in 
IDUs 
 First woman with AIDS 
 First Pediatric AIDS case 
 CDC declares the new 
disease an epidemic 

1982 

 Gay Men’s Health Crisis 
(GMHC) established 

 GRID 
 First Haitian refugee 
with AIDS 
 First hemophiliac with 
AIDS 
 GRID renamed to AIDS 
 KS/AIDS Foundation 
founded 
 First safe sex pamphlet 
for gay men 

1983 

 NYSDOH AIDS Institute 
established 
 NYSDOH AIDS Advisory 
Council (AAC) 
established 
 NYSDOH AIDS Research 
Council established 
 Executive Order #15 
created Interagency 
Task Force on AIDS 
(IATF) 

 France isolates virus‐
LAV 
 Fears of casual 
transmission to children 
 NAPWA adopts The 
Denver Principles 
 1st US Conference on 
AIDS 

1984 

 Community Service 
Programs (CSPs) 
established 

 US isolates the 
retrovirus: HTLV‐111 
 HHS Secretary predicts 
brief epidemic and cure 
by 1990 

1985 

 Designated AIDS 
Centers (DACs) 
 Anonymous HIV 
Counseling and 
Testing (ACT) 
Program 
 People with AIDS 
Coalition founded 

 HIV antibody test 
licensed 
 All infants testing HIV+ 
believed to be infected 
 Blood banks begin 
screening for HIV 
 1st International AIDS 
Conference – Atlanta 
 Rock Hudson dies 
 Ryan White barred 
from school 



 

       

         
 

        
     
     

   

    
   

 

      
 

      
 

 

 

      
   

        
 

        
     

        
       

       

        
   
     

    
 

      
   

   

      
 

        
 

      
   

  
   

  
  

      

    
 

    
 

        
     

     

      
     

      
   
 

 

      
     
   

    
   
     

   
   

   

      
     

     
   
   

    
     

       

      
 

      
 

     

      
 

    
  

       

      
   

    

    

    
 

      
 

 

 

 

 

  
     

    
   

      

      
       

      
   
     

 

 

    

      
   
     

      

      
 

      

        
     

 

 

 

      
       

      
   

   

    
     

 
 

 

 

    
       

    
     

    
 
 

      
       

      
       

   

        
  

      
 

 

 

 

      

        
 

            
     
 

    
     

        
   

      
   

 
 

 

 

 

 
 

 
 

 

New York State AIDS Milestones 

1986 ‐ 1990 
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1986 1987 1988 1989 1990 

 “AIDS Impact on Public 
Policy, An International 
Forum: Policy, Politics 
and AIDS” 
 AIDS Intervention 
Management System 
(AIMS) 
 Medical Care Criteria 
Committee 
 HIV Clinical Guidelines 
Program 

 AIDS Drug Assistance 
Program (ADAP) 
 Blinded HIV Testing of 
Newborns 
 AIDS leading cause of 
death for women‐NYC 
 IDU cases surpass gay 
men/men who have sex 
with men (MSM) cases 
 Executive Order #99 by 
Governor Cuomo 
expanded the IATF 
 HIV Seroprevalence 
Studies 
 “AIDS Does Not 
Discriminate” social 
marketing campaign 
 First Clinical Guideline 
printed 
 First “AIDS in NYS” 
published 

 Article 27‐F HIV 
Confidentiality Law 
 Community‐Based 
Organization Initiative 
 Maternal/Pediatric 
Program 
 Chronic Care Initiatives 
 Supported Housing 
Programs 
 HIV/AIDS Materials 
Initiative 
 Committee for the Care 
of Children and 
Adolescents with HIV 
 Prevention Surveys and 
Evaluation Unit (now 
Office of Program 
Evaluation and 
Research) 

 “AIDS; New York’s 
Response, a 5‐Year 
Interagency Plan” 
 Expanded DAC 
regulations for 
specialized care of 
infants, children, 
adolescents and 
pregnant women 
 HIV Primary Care 
Programs (in community 
health center and 
substance abuse 
treatment settings) 
 Anonymous HIV 
counseling and testing 
and education in prisons 
 HIV Clinical Education 
Program 
 HIV Clinical Scholars 
Program 

 Obstetrical Initiative 
 Medical Protocols 1st 

Edition 
 Community Follow‐Up 
Program 
 Legal Services Initiative 
 NYS Department of 
Correction Services 
(DOCS) MOU 
 Nutrition Programs 
 Case Management 
Services 
 1st Statewide HIV/AIDS 
Conference 

 International  ACTG formed  Women named fastest  Underground clinical  Ryan White dies 
Committee names HIV  HIV antibody test growing HIV risk group trials of Compound Q  Ryan White CARE Act 
 WHO recommends measures mother’s  FDA expedites approval  FDA approves passes 
needle exchange antibody (not infant’s) process for ganciclovir for CMV  CDC calls for end to US 
 AZT clinical trials  FDA approves AZT experimental drugs  FDA approves restriction on HIV+ 
 Surgeon General issues  CDC revises AIDS  1st Presidential Aerosolized immigrants 
major report on AIDS definition Commission Report on Pentamadine  Americans with 
 Condoms shown to  ACT UP formed AIDS  ACT UP demands Disabilities Act passes 
prevent sexual  First national display of release of ddl (Videx)  1st National Women & 
transmission of HIV AIDS Memorial Quilt  ACT UP introduces 

concept of parallel track 
drug development 
 CDC Guidelines for PCP 
prophylaxis 
 Adolescent AIDS cases 
increase 

HIV Conference 
 AZT approved for 
asymptomatic patients 



 

         
 

         

 
 

 
 

 

      
 

      
 

        
   

    
     

      
     

   
 

 

      
   

          
    

  
   

        
 

      
 

      
 

    

    
 

      
 

      
   
   

 

        
   

        
       

    
   

     

    
       

       
       

   

          
   

     
     

        
       
   
   

     

        

    
    

  
   

 

    
     
   

    
 

        
 

      
   

      

      
 

    
   

    
   

   

      
 

      
     

     
 

      
 

        
     
     

 

    
     

 

      
     

      
 

     

      
    

    
  

      
 

 

 

 

          
     
   

        
   
     

      
       

      
 

      
   

 
 

      
   
  

      
    

        
   

 

      
     

 

      
       

   

        
     

      
 

 

 

 

        
       

   

    
   
 

      
   

        
     

    
 

   

        
   

      
     

      
     
 

    
  

      
   

    
 

    
   

      
 

   
 

    
    

 

 

 

New York State AIDS Milestones 

1991 ‐ 1995 
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1991 1992 1993 1994 1995 

 Informed Health Care 
Worker Policy 
 Ryan White Title II HIV 
CARE Networks 
 Pediatric/Adolescent 
Care Guidelines 
 AIDS Day Care Program 
expansion 
 AIDS Home Care 
Program 
 Enhanced Fees for 
Physicians 
 Transportation Services 
 Criminal Justice 
Initiative 
 2nd Statewide HIV/AIDS 
Conference 
 Office of Information 
Resources (now 
Information Systems 
Office) 

 ADAP Plus 
 Medical Protocols 2nd Ed 
 Multiple Service 
Agencies (MSAs) 
 Community 
Development Initiative 
(CDI) 
 Syringe Exchange 
regulations filed and 
programs approved 
 Women’s Supportive 
Services 
 HIV Quality of Care 
Program 
 Dental Standards of 
Care Committee 
 Mel Rosen dies 
 3rd Statewide HIV/AIDS 
Conference 
 Contract Management 
System (CMS) 

 Nicolas Rango and 
Michael Callen die 
 Newborn Testing Bill 
introduced 
 Adolescent Initiative 
 AAC Subcommittee on 
Newborn Testing 
 Uniform Reporting 
Project 
 4th Statewide HIV/AIDS 
Conference 

 Statewide AIDS Service 
Delivery Consortium 
(SASDC) 
 HIV Prevention Planning 
Group (PPG) 
 Lesbian, Gay, Bisexual & 
Transgender (LGBT) 
Initiative 
 Prevention Services for 
Adolescents and Young 
Adults 
 Clinical Guidelines for 
Adults and for Children 
and Adolescents 
 1st version of Uniform 
Reporting System (URS) 
 5th Statewide HIV/AIDS 
Conference 

 Permanency Planning 
Initiative 
 Pediatric HIV Diagnostic 
Testing Service 
 Pediatric Clinical 
Guideline 
 Perinatal Transmission 
Clinical Guideline 
 Best Practices – 
Occupational Post‐
Exposure Prophylaxis 
(PEP) 
 National HIVQUAL 
Project funded 

 FDA approves ddl 
(Videx) 
 Medicaid Managed Care 
legislation 
 Dr. Acer convicted of 
infecting patient 
 Magic Johnson 
announces HIV+ status 
 Red Ribbon becomes 
international symbol of 
AIDS awareness 

 FDA approves use of 
ddC (Hivid) 
 FDA approves use of 
ddC (Hivid) with AZT 
 Democratic and 
Republican Conventions 
have HIV+ speakers 
 Presidential campaign 
promises full funding of 
Ryan White CARE Act 
and lifting of HIV 
immigration ban 
 By 2000, HIV will leave 
more children 
motherless than all 
other causes combined 
 1st meeting of National 
Alliance of State & 
Territorial AIDS 
Directors (NASTAD) 

 Social Security 
Administration changes 
disability requirements 
 CDC revises AIDS 
definition 
 Concorde study shows 
AZT monotherapy not 
effective in adverting 
AIDS 
 First AIDS Czar 
appointed 
 CDC, NIH and FDA 
declare condoms highly 
effective in preventing 
HIV 
 FDA approves 
Clarithromycin for MAC 

 AIDS is leading cause of 
death for Americans 
ages 25‐44 
 ACTG 076 shows AZT 
reduces perinatal 
transmission by 2/3 
 Johnson & Johnson 
design home test kit 
 FDA approves D4T 
(Zerit) 
 Patsy Fleming appointed 
AIDS Czar 

 Delta Trial shows AZT 
with ddl or ddC 
improved treatment 
 Dual Combination 
Therapy becomes 
standard 
 FDA approves protease 
inhibitor Saquinavir 
 FDA approves 3TC in 
combination with AZT 
 FDA approves 
Saquinavir/nucleoside 
analogue antiretrovirals 
 FDA approves ELISA test 
for HIV 
 1st White House 
Conference on AIDS 
 CDDC issues Prenatal 
Counseling & Testing 
Guidelines 



       

         
 

        

    
 

      
   

      
     
 

        
    

    
   
       
 

        
 

      
   
     

      
 

      
 

  
     
 

    
     
 

      
   

    
   

        
     
   

        
 

    
     

      
 

      
 

 

        
   

    
   

    
 

      
     

      
 

 
 

 

 

    
   

   
     

   

      
     

 
 

 

 

      
    

        
     

      
 

    
   
     

      
     

      
 

      

      
      

        

    
   

 
 

 

    
   

        

    
     

   

        
 

      
       

 

        
   

 

      
   

   

 

      
 

      
       

      

        
     

    
   
 

      
   

    
   

      
       

    
   

 

 

      
   

        
       

        
     

       

    
       
           
     
 

        
     

      
    

   

      
   

 

    
     
 

        
   

    
   

      
     

     
 

 

 

 

      

    
     

      
   

    
 

      
   
 

        
     

       

        
   

        
       

        
 

 

 
 

 
 

 

New York State AIDS Milestones 

1996 ‐ 2000 
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1996 

 Families in Crisis report 
 Newborn Testing 
legislation 
 Prenatal Counseling & 
Recommended Testing 
 Consented Release of 
Newborn HIV Test 
Results 
 ACT Program in county 
correctional facilities 
 Anonymous to 
confidential test 
conversion option in ACT 
Program 
 Clinical Guideline for HIV 
Prevention 
 Persons Living with 
HIV/AIDS Leadership 
Training Institute (LTI) 
 6th Statewide HIV/AIDS 
Conference 
 HCRA appropriation for 
ADAP 

 Triple Combination 
Therapy introduced 
 Viral Load Testing begins 
 Congress approves 
increased spending on 
AIDS programs 
 Ryan White CARE Act 
reauthorized 
 Significant decrease in 
number of reported AIDS 
cases 
 Cover stories hail AIDS 
breakthrough/end of 
epidemic 
 African Americans urge 
aggressive campaign 
against AIDS 

1997 

 Comprehensive 
Newborn HIV Screening 
Program 
 Maternal‐Pediatric HIV 
Prevention and Care 
Program 
 Chautauqua County HIV 
exposure incident 
 Gay Men/MSM 
Leadership Forum 
 Waiver for HIV Special 
Needs Managed Care 
Plans (SNPs) 
 OraSure Testing by ACT 
Program 
 Best Practices‐Sexual 
Assault HIV/QUAL Proj. 
 Executive Order #54 
(IATF) 
 7th Statewide HIV/AIDS 
Conference 

 FDA approves 1st NNRTI‐
Delavirdine 
 FDA approves Viracept 
for use with children 
 FDA approves Combivir 
 FDA warns of protease 
inhibitor side effects 
 NIH/PHS Antiretroviral 
Treatment Guidelines 
published 
 Decrease in HIV 
perinatal transmission 
 Importance of 
treatment adherence 
 New drug combinations 
extend lives for PWAs 
 Decrease in 
hospitalizations & 
deaths 

1998 

 HIV Quality of Care 
Advisory Committee 
 Physicians’ Prevention 
Advisory Committee 
 Treatment Adherence 
Initiative 
 HIV Reporting and 
Partner Notification Law 
 8th Statewide HIV/AIDS 
Conference 

 FDA approves Sustiva 
and Ziagen 
 AIDSvax 1st human trial 
of AIDS vaccine begins 
 ~1/2 of HIV+ adolescent 
males infected through 
sex with adult males 
 African American 
women 3 times more 
likely to die of AIDS than 
White or Hispanic 
women 
 1st case of resistant 
strain of HIV 
 Congress funds HIV 
prevention for 
Blacks/Hispanics 
 Research shows needle 
exchange programs 
effective 

1999 

 CDC/Health Resources 
and Services 
Administration (HRSA) 
funds Criminal Justice 
Demonstration Project 
 Expedited testing (48 
hours) in delivery 
settings 

 FDA approves 
Agenerase (PI) for 
children 
 1st CDC National HIV 
Prevention Conference 
 Vaccine development 
suffers setback 
 World AIDS Day 
Campaign focuses on 
people under 25 

2000 

 ADAP Plus Insurance 
Continuation (APIC) 
 HIV Names Reporting & 
Partner Notification Law 
 Families in Transition 
Act 
 Expanded Syringe 
Access Demonstration 
Program (ESAP) legis. 
 Community Action for 
Prenatal Care (CAPC) 
 Prenatal Care Provider 
Training 
 Mental Health Initiative 
 Assets Coming Together 
(ACT) for Youth 
 IATF Report to Governor 
 1st Statewide 
Performance Report 
 9th Statewide HIV/AIDS 

Conference 

 FDA approves Trizivir 
 Resistance testing 
standard of care 
 Emergence of resistant 
viral strains 
 Increased treatment 
failure 
 Nonoxynol 9 may 
increase HIV 
transmission 
 More AIDS diagnoses in 
Black/Hispanic gay men 
than White gay men 
 AIDS declared threat to 
national security 
 IOM: US has ineffective 
plan to combat AIDS 
 Ryan White CARE Act 
reauthorized 



       

         
 

        
     

    
       
     

 

    
   

      
     

      
 

  
 

    
 

 

      
         

      
   

 

    
  

    
 

        
       

 

    
 

      
 

        
 

      
   

 

          
  

      
       

      

    
   

      
 

        

    

    

        
     

   

      
 

      
   

      

    

      
 

        
   
     

 

      
 
       

     

    
 

        
           
       

      
 

      
   

      
   

        
   
   

       
   

      
   
   

     

    
   

 

        
   
    

       
 

        
 

 

        
         
   

      

      
   

        
     

        
         
     

    
   
   

 

 

      
     

        
       

      
       

        
     
       

        
     

     
     
     

     
 

 

 

 

      
   

   
 

      
         

       
   

      
   

      
   

      
       
     

      
       
 

      
     

      
     

        
         

     

      
         
 

        
     
         
     

      
     
 

 
 

 

 

        
       

         
     

      
       
   

 

    
     
     
     

 

 

 

 

 
 

 
 

 

New York State AIDS Milestones 

2001 ‐ 2005 
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2001 

 Project War Against the 
Virus Escalating (WAVE) 
 Faith Community 
Project and “Meeting on 
Common Ground” Faith 
Forum 
 Mental Health 
Guidelines Committee 
 Clinical Guideline for 
Mental Health Care 
 Oral Health Clinical 
Guideline 
 Best Practices ‐
Adherence 
 ESAP implemented 

 FDA licenses 1st nucleic 
Acid Test for HIV and 
HCV screening 
 FDA approves Viread 
 FDA approves Nuclisens 
HIV‐1 QT 
 20th Anniversary of 1st 

published AIDS case 
 CDC six‐city study finds 
30% of young, gay Black 
men are HIV+ 
 Science confirms 
condoms effectiveness 
against HIV 

2002 

 Intensive Outreach to 
Young Gay Men of Color 
 Dramatic decrease in 
perinatal transmission 
(2.4%) 
 Transitional Case 
Management 
 Consumer Advisory 
Council 
 Committee for the Care 
of Women with HIV 
Infection 
 Pharmacy Advisory 
Committee 
 ARV Therapy Clinical 
Guideline 
 1st Statewide Hepatitis C 
Conference 
 2nd NYS HIV 
performance data 
report 

 FDA approves Sustiva 
600 mg formulation 
 FDA approves 1st HIV 
rapid diagnostic test kit 
 FDA approves VERSANT 
HIV‐1 RNA 3.0 assay 
 US Secretary of State 
advocates condoms to 
prevent AIDS & STDs 
 Study finds 50% of 
Americans believe AIDS 
can be transmitted 
casually & support 
mandatory HIV testing 
for high‐risk groups 

2003 

 Rapid HIV testing in ACT 
Program 
 Expedited testing (12 
hrs) in delivery settings 
 HIV SNP enrollment 
 Family‐Centered Health 
Care Services 
 Prevention Services for 
Women 
 Youth Health Care Prog. 
 HIVQUAL International 
 ESAP Reauthorization 
 Committee for the Care 
of the HIV‐infected 
Substance User 
 New Case Management 
Guidelines 
 2nd Statewide Hepatitis 
C Conference 
 Families in Transition 
 Latino Forum 

 FDA proposes warning 
for vaginal 
contraceptives with 
nonoxynol9 
 FDA approves FUZEON 
with other ARVs to treat 
advanced HIV in adults 
and children 
 FDA approves Reyataz 
protease inhibitor 
 FDA approves Emtriva 
(new NRTI) 
 CDC announces new 4‐
part initiative to reduce 
new HIV cases 
 HHS expands availability 
of rapid HIV testing/CLIA 
waiver 
 PEPFAR launched to 
combat global HIV/AIDS 

2004 

 Prevention for Positives 
campaign 
 Increase in number of 
women’s programs 
integrating rapid HIV 
testing 
 Gay Men’s Workgroup 
recommends 
prevention & care needs 
of gay men/MSM 
 Best Practices ‐ Oral 
Health 
 Making Sure Your HIV 
Care is the Best it Can 
Be – consumer training 
 National Quality Center 
funded 
 3rd Statewide Hepatitis 
C Conference 
 NYS Viral Hepatitis 
Strategic Plan 

 FDA approves OraSure 
HIV‐2 rapid test 
 FDA approves use of 
oral fluid rapid HIV 
diagnostic test kit 
 FDA approves OraQuick 
rapid HIV ab test for 
HIV‐1/2 
 FDA grants CLIA waiver 
for OraQuick ADVANCE 
oral fluid rapid HIV ab 
test for HIV‐1/2 
 FDA approves 2 fixed‐
dose combination ARV 
drugs 

2005 

 “HIV STOPS WITH ME” 
Prevention with 
Positives Campaign 
(now called “HIV STOPS 
WITH US”) 
 HIV Counseling and 
Testing Guidance 
streamlines and 
expands HIV testing 
 African American 
HIV/AIDS Working 
Forum 
 Authorization of 2 new 
Harm Reduction/Syringe 
Exchange Programs 
(SEPs) (bringing total to 
17) 
 4th Statewide Hepatitis C 
Conference 

 CDC estimates 1 million 
people living with AIDS 
and 25% do not know 
their HIV status 
 1st Annual National 
Asian & Pacific Islander 
HIV/AIDS Awareness 
Day 
 Hurricane Katrina 
displaces more than 
21,000 persons living 
with HIV/AIDS (PLWH/A) 



 

       

         
 

  
   

 

        
     
 

      
     
     
 

    

    
   

      

    
   

    
     
 

 

 

      
   

    
 

      
     

      
   

          
   

    
 

        
 

        
 

    
     

 

 

 

 
 

 

    
   
     
   
     
 

      
 

    
   

        
   

    
  

        
 

    
   

     
        

   
 

      
  

      

    
     
         

        
 

      
     

     

      
   

           

      

        

      

      

      

      

          
       

      

    

        
     

   
  

       
   

     
        

 
        

     
   

       
      

     
    

   
 

      

      
       
   

      
 
     

 

        
      

 
 

 

 
 

    
   
 

      
   
 

      
   
   

 

 

 

 

    
   

      
       

 

 

 

      
     
     

 

      
   

     

            
       
 

      
       

 
 

 

 

      
       

   

      
     

     

        
   

     
 

      
       
     
     

         
 
 

 

 

New York State AIDS Milestones 

2006 ‐ 2010 
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2006 

 Maternal‐Pediatric 
Residual Transmission 
Study 
 Recertification of all HIV 
Primary Care Program 
Providers 
 HIV counseling and 
testing Medicaid rate 
extended to emergency 
departments 
 ESAP Reauthorization 
 Opioid Overdose 
Prevention Program 
 Gay Men/MSM Forum 
 International Quality 
Improvement Work 
 Expanded Laboratory 
Reporting for Enhanced 
Surveillance 

 1st Annual National 
Women and Girls HIV 
Awareness Day 
 Ryan White HIV/AIDS 
Treatment 
Modernization Act of 
2006 
 25th Anniversary of AIDS 
in Medical Literature 

2007 

 15th Anniversary of 
Syringe Exchange 
 Condom Access 
Program 
 Plan for Enhanced 
Sexual Risk Reduction 
 AIDS Institute Reporting 
System (AIRS) 
 Health Alert: 2nd Test in 
3rd Trimester 
 Defendant Testing 
Program 
 Best Practices – GYN 
Care 
 5th Statewide Hepatitis C 
Conference 
 International Quality 
Center – HQ 
International 

 FDA approves 
Raltegravir integrase 
inhibitor 
 WHO and UNAIDS 
recommend male 
circumcision 
 1st Annual National 
Native American 
HIV/AIDS Awareness 
Day 

2008 

 DAC Standards 
redesigned with 
enhanced focus on 
Integrated Care 
Networks and patient 
retention 
 Hepatitis C Advisory 
Council 
 Youth Consumer 
Advisory Council 
 “Responding to the Call” 
Faith Forum 
 Regional Listening 
Forums 
 6th Statewide Hepatitis C 
Conference 
 Governor Proclamations 
recognizing AIDS 
Institute and AAC 
 25th Anniversary of the 
AIDS Institute 

 Immigration ban 
removed (repealed) 
 20th Official Observance 
of World AIDS Day 

2009 

 AIDS Institute Strategic 
Plan 
 ESAP made permanent 
 Responsibility for 
monitoring HIV & 
hepatitis C care in DOCS 
 7th Statewide Hepatitis C 
Conference 
 Substance Use in 
Patients with HIV/AIDS– 
HIV Clinical Guidelines 
 2008 Regional Listening 
Forums Report 
 1st RFA for HCV Program 
 COBRA Rate Restructure 
 DAC Medical Home Init. 
 6,000 SNP members 
 HIV/AIDS Aging Forum 
 RU+ Media Campaign 
 AIDS.gov strategy mtg. 
 SEPs in all 5 NYC 
boroughs and in NENY 

 Removal of restrictions 
on non‐immigrant VISAs 
for people with 
HIV/AIDS 
 Ryan White HIV/AIDS 
Treatment Extension 
Act of 2009 
 Lifting of ban on use of 
federal funds for syringe 
exchange 
 Medicare coverage of 
HIV counseling & testing 

2010 

 HIV Testing Law 
 Syringe Law 
 Mother to child HIV 
transmission rate less 
than 1% 
 Organizational 
integration of STD and 
HIV/AIDS Epidemiology 
into AIDS Institute 
 8th Statewide Hepatitis C 
Conference 
 NYS Advisory Panel on 
Prevention of Perinatal 
HIV Transmission 
 Social Media Forum 
 AIDS Institute Director 
appointed to PACHA 
 Mandatory Medicaid 
Managed Care 
Enrollment 
 Take Control Media 
Campaign 

 US government officially 
lifts HIV travel and 
immigration ban 
 Patient Protection and 
Affordable Care Act 
signed into law 
 Release of 1st 

comprehensive National 
HIV/AIDS Strategy in 
U.S. 
 IOM Report: Hepatitis 
and Liver Cancer, a 
National Strategy for 
Prevention and Control 
of Hepatitis B and C 



 

       

         
 

    
   

      
   

          
   

 

    
 

    
 

     
   

 

  
   

         
   

      
       
     

 

 

 

 

 

 

   
 

 

      
       
 

    
     

   
     

       
 

      
   
     
   

        
   
     

       
     

 
 

 

 

 

 

 

 
 

 

 

 
 

 

 

 

 

 
 

 
 

 

New York State AIDS Milestones 

2011 ‐ 2015 
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2011 

 Medicaid Redesign 
Team Proposals 
 Transition to Health 
Home model 
 13 hepatitis C care and 
treatment programs 
funded 
 Expedited Partner 
Therapy 
 Regional Listening 
Forums 
 African American 
Health Disparities 
Symposium 
 Transitioning HIV‐
infected Adolescents 
into Adult Care – HIV 
Clinical Guidelines 
 Combined Release Form 
for HIV, Substance Use 
and Mental Health 
(DOH‐5032) 

 30th Anniversary since 
first AIDS case was 
reported 
 President announces 
accelerated efforts to 
increase treatment 
availability for persons 
living with HIV/AIDS in 
U.S. 
 Lead federal agencies 
release implementation 
plans for National 
HIV/AIDS Strategy 
 CDC releases new HIV 
incidence estimates, 
showing annual number 
of new U.S. infections 
was stable 2006‐2009 

2012 2013 2014 2015 



Appendix C 

Unmet Need Framework 

Input Value Data Source 

Population Sizes 

Total Number of PLWA, PLWH as of 12/31/09 114,324 A. 

Jurisdiction specific surveillance data collected by the Bureau of HIV/AIDS 
Epidemiology, combines data from the New York State and New York City 
eHARS surveillance databases. 

Number of persons living with AIDS (PLWA) as of 12/31/09 70,064 B. 

Number of persons living with HIV (PLWH)/non-AIDS/aware as of 12/31/09 44,260 C. 

Care Patterns (Met Need) 

Total Number of PLWA, PLWH who reported one viral load or one CD4 test 
durining calendar year 2010 74,918 D. 

Jurisdiction specific surveillance data collected by the Bureau of HIV/AIDS 
Epidemiology, combines data from the New York State and New York City 
eHARS surveillance databases. 

Number of PLWA who reported one viral load or one CD4 test durining 
calendar year 2010 47,104 E. 

Number of PLWH who reported one viral load or one CD4 test durining 
calendar year 2010 27,814 F. 

Calculated Result (Unmet Need) 
Total Number / % of HIV+/aware who did not report one viral load or CD4 test 

during calendar year 2010. 39,406 G. 34.47% Value = (A - D) Percent = (G / A) 
Number / % of PLWA who did not report one viral load or CD4 test during 

calendar year 2010. 22,960 H. 32.77% Value = (B - E) Percent = (H / B) 
Number / % of PLWH/non-AIDS/aware who did not report one viral load or 

CD4 test during calendar year 2010. 16,446 I. 37.16% Value = (C - F) Percent = (I / C) 
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NYS Department of Health

AIDS Institute Strategic Plan Framework 
2012 – 2015 

Appendix E
 

Innovative and Effective 

Organization
 Data and Science
 Prevention
 Quality
 Access to Care
 Policy and Planning
 

Goal: Respond to the needs of a 
dynamic and diverse population 
through organizational effectiveness

and innovation. 

Strategies: 

1.1  Effectively respond to new trends 

and challenges through 
innovative mechanisms that best 
meet the needs of diverse 

populations. 

1.2 Promote opportunities for staff 

development that encourage 

professional growth, broaden 

knowledge, expand skills and 

improve overall performance. 


1.3  Maximize communication within 

the AIDS Institute and with 
external parties to facilitate 

sharing information and 
improve organizational 
effectiveness. 

1.4  Maximize resources by 
streamlining and integrating AIDS 
Institute functions and programs. 

1.5 Sustain existing, and attract new, 

resources. 

1.6  Promote cost-effectiveness in the 

delivery of all services. 

1.7  Monitor and manage functions in 

a manner that is efficient for 

providers and effective for the 

AIDS Institute to meet regulatory, 
grant and contract requirements. 

Goal: Effectively use data and science 

to document the course of epidemics,  

anticipate trends, assess programs, 
promote policy, develop new 
initiatives and target resources. 

Strategies: 

2.1  Maintain confidential surveillance 

systems that provide timely 

information and ongoing 
indicators of the incidence and
 
prevalence of HIV and STDs, and 

the populations most affected.
 

2.2  Establish research and evaluation 

studies that describe HIV, STDs 

and viral hepatitis and strategies

for their prevention, screening 

and treatment. 

2.3  Improve access to, and 
understanding and utilization of, 

internal and external data for 

program development, 
evaluation, surveillance and 

monitoring. 

2.4  Manage resources and develop 

effective programs on the basis of 
scientific evidence and 
meaningful data. 

2.5  Standardize data collection and  

integrate information systems to 
promote internal and external 

data sharing to facilitate planning 
and evaluation. 

2.6  Communicate surveillance and 
research findings internally and 

externally to promote effective 

program development and 
ongoing improvement, and to 

leverage funding resources.
 

Goal: Prevent the transmission of 
HIV, STDs and viral hepatitis, and 
promote the preventive health care 

and well-being for those impacted. 

Strategies: 

3.1  Increase the number of persons 

who know their HIV, STD and 

viral hepatitis status. 

3.2  Promote community 
collaboration to improve health 

outcomes for populations at risk. 

3.3  Ensure comprehensive HIV, STD 

and viral hepatitis risk reduction 

education, interventions, 
strategies and skills development. 

3.4  Promote secondary prevention 

including prevention of primary 

transmission and disease 
progression. 

3.5  Use data and statistics to target 

prevention programming and 

services, and develop new 
strategies that reach diverse 

populations. 

3.6  Strengthen the foundation for 
substance use prevention and 

sexual health. 

3.7  Improve health promotion, 
access to health care, mental 

health and prevention and 
support services for lesbian, gay, 
bisexual and transgender 
persons. 

3.8  Promote evidence-based 
prevention approaches, including 
increased use of partner services 

for HIV and STDs. 

Goal: Provide quality health care,
prevention and support services to 

improve the health and well-being of 

persons living with HIV, AIDS, STDs 

and viral hepatitis. 

Strategies: 

4.1  Improve overall quality of care 

outcomes through performance 
and evidence-based practices.
 

4.2  Support system efforts to 
achieve improved outcomes, 

reduced costs and improved 

patient experiences. 

4.3  Create, collect and disseminate 

best practice standards for care,
treatment, prevention and 

support services. 

4.4  Increase providers’ ability to 
measure and monitor quality of 

care. 

4.5  Promote provider and consumer

involvement in the development  
of, and adherence to, guidelines. 

4.6  Promote the integration and use 

of available social media and 

health information technology.
 

Goal: Provide early access to, and 
maximize utilization of, all services 
available under the AIDS Institute 
service continuum to enhance health 

outcomes.
 

Strategies:
 

5.1  Promote comprehensive health 

insurance coverage that evolves 

to meet the emerging needs of  

persons living with HIV/AIDS, 

STDs and viral hepatitis. 

5.2  Increase the number of persons 

diagnosed early in the course of
 
their disease with timely 
entrance into and retention in
 
health care. 

5.3  Maintain and improve linkages to 

health care through collaboration 
with providers and community 

stakeholders. 

5.4  Improve coordination and 
integration of health care and 

support services. 

5.5  Improve access to services for  
persons with co-existing 
conditions. 

5.6  Effectively develop, utilize and 
maintain quality health care and 

support services. 

5.7  Minimize disparities in access to 

and retention in health care. 


5.8  Improve access to specialty and  

subspecialty services. 

5.9  Improve efforts to provide 
supportive services necessary to 

ensure access to and retention in
 
care. 

5.10Promote a chronic disease 
management model that 
includes consumer education and 
self- management skills. 

Goal: Build capacity for policy 
development and program planning.
 

Strategies: 

6.1  Propose, participate in and 
influence state, local and 
national HIV, STD and viral 
hepatitis policy. 

6.2  Lead and partner with key 
stakeholders including state and 

local agencies/organizations and 

impacted persons. 

6.3  Maintain an adequate statutory 

and regulatory environment for 

disease reporting, prevention, 

treatment and care. 

6.4  Develop policy and decision 
making based on factors including 
available resources, data, 
research and the changing 
environment. 

6.5  Develop, promote and 
disseminate evidence-based 

prevention and treatment 
guidelines. 

6.6  Reduce HIV, AIDS, STD and 
viral hepatitis-related stigma, 

discrimination, health disparities 
and cultural barriers. 



  
 

 

 
 
 

 

 
 
 

 

 
 
 

 
  

 

 

 

 
 
 

 

    
 
 
 

 

  
 

 
 

 
 

 
 

 
 

 
 

  
 

 
  

NYS Department of Health

AIDS Institute 

Mission 
The !IDS Institute protects and promotes the health of New York State’s diverse 
population through disease surveillance and assures the provision of quality prevention, 

health care and support services for those impacted by HIV, AIDS, sexually transmitted 

diseases, viral hepatitis and related health concerns. 

Vision 
The AIDS Institute is committed to eliminating new infections and improving the health 

and well-being of persons living with HIV, AIDS, sexually transmitted diseases, viral 
hepatitis and related health concerns. 

Values 
The AIDS Institute is committed to the following guiding principles and core values: 
Respect:  We treat all individuals impacted by HIV, AIDS, sexually transmitted diseases 
and viral hepatitis with dignity, respect and compassion. 
Partnership: We value community input and collaboration with federal, state, local and 

community partners.
Leadership: We embrace, empower and drive change in the fight against HIV, sexually 

transmitted diseases and viral hepatitis.
Stewardship: We strive to be creative and resourceful in planning, developing and 
delivering high quality services to impacted communities. 

Strategic Plan Framework
The !IDS Institute’s Strategic Plan Framework reflects the results of a strategic planning 

process and was informed by the views and perspectives shared by providers and 
consumers.  The strategic plan offers flexibility to adapt to the ever-changing epidemic, 

scientific/medical advances and evolving needs of individuals, families, communities, 
health and human service providers and others.  The strategic plan promotes 
comprehensive and integrated services within a chronic disease management approach.
 

Strategic Plan Framework 

New York State 
Andrew M. Cuomo, Governor 

Department of Health
Nirav R. Shah, M.D., M.P.H. 
Commissioner 

Office of Public Health 
Guthrie S. Birkhead, M.D., M.P.H.

Deputy Commissioner 

AIDS Institute 
Humberto Cruz, M.S. 
Director 

DRAFT REVISION:  May 14, 2012
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Ryan White Part B Implementation Plan Appendix F-1

Grantee:  Health Research, Inc. / New York State DOH        Fiscal Year: 2012 

Page 1 of 12 
Service Priority Name: Provision of Treatments Total Priority Allocation:       $121,708,449 

Service Goal:  Ensure Access to existing and emerging HIV/AIDS therapies. Reference Current Comprehensive Plan: 

1. Objectives:  
List quantifiable time-limited objectives related 
to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration of 
activity relating to the 
objective listed. 

5. Funds: 
Provide the approximate amount 
of funds to be used to provide this 
service. 

3a) Number 
of people to 
be served 

3b) Total Number 
of service units to 
be provided 

a: Conduct outreach and enroll new 
applicants New Enrollment 3,100 3,100 12 months 

$102,708,446 b: Provide access to HIV drugs to enrolled 
participants Total Enrollment 22,100 23,000 12 months 

c: Reimburse for covered drugs Prescriptions 19,800 710,000 12 months 

d: Reimburse for lab monitoring Lab Tests 9,500 23,500 12 months $4,000,000  
e. Continue to assess utilization of 
therapies by various cohorts NA NA NA 12 months * 

f: Provide continuation of health insurance 
for individuals with cost-effective policies 

New 700 700 
12 months $15,000,000 

Total 3,000 3,000 

Premiums 2,500 30,000 
Outcome: Increase in the number/ percentage 
of participants who have comprehensive health 
insurance. 

Measure: Number of clients utilizing 
the ADAP Plus Insurance 
Continuation Program. 

Target: 15% increase in the number of 
HIV/AIDS infected participants in the 
ADAP Plus Insurance Continuation 
program component. 

Source: HIV Uninsured Care 
Program 

Outcome:  Increase in the number/percentage 
of participants with access to PHS standard 
antiretroviral regimens. 

Measure: Number of clients 
accessing approved PHS 
antiretroviral therapy. 

Target:  10% increase in the number of 
HIV/AIDS infected participants accessing 
approved PHS antiretroviral therapy. 

Source: HIV Uninsured Care 
Program 

Service Priority Name: Total Priority Allocation:                $6,518,238 
Service Goal:  Ensure that care systems statewide address the needs of 
all infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives:  
List quantifiable time-limited objectives related 
to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration of 
activity relating to the 
objective listed. 

5. Funds: 
Provide the approximate amount 
of funds to be used to provide this 
service. 

3a) Number 
of people to 
be served 

3b) Total Number 
of service units to 
be provided 



 

                                                                

 

 

  
    

   

 
    

   
 

 
 

 
  

 

Outcome: Increase the percentage of patients 
who had ongoing immunologic function 
monitoring 

 

Measure: Proportion of eligible 
patients with CD4 testing performed 
every eligible 6-month period 

 

 

Outcome: Increase the percentage of patients 
who had viral load suppression 
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Ryan White Part B Implementation Plan 

Grantee:  Health Research, Inc. / New York State DOH        Fiscal Year: 2012 

Page 2 of 12 
a. Provide ambulatory care to the uninsured 
and underinsured through ADAP Plus 

New Enrollment 3,000 3,000 
12 months $4,953,901 Total Enrollment 20,000 20,000 

Claims 17,500 225,000 
b. Provide ambulatory care through 
contracts 

Visits 2,085 4,526 12 months $1,564,337 

Outcome: Ensure that uninsured and 
underinsured PLWHAs have access to HIV 
medical care. 

Measure: Number of individuals 
enrolled in ADAP Plus. 

Target: 3% increase in the number of 
uninsured and underinsured individuals 
accessing HIV medical care. 

Source: HIV Uninsured Care 
Program 

Outcome: Increase the percentage of patients 
who had ongoing viral load suppression 
monitoring. 

Measure: Proportion of eligible 
patients with viral load testing 
performed every eligible 6-month 
period 

Target: 93% of patients with 2 HIV 
primary care visits in ambulatory care 
clinics across NYS will have viral load 
testing performed every eligible 6-month 
period during the calendar year 

Source: HIVQUAL performance 
data based on the review of 184 
ambulatory care 

Target: 93% of patients with 2 HIV 
primary care visits in ambulatory care 
clinics across NYS will receive CD4 
counts every eligible 6-month period 
during the calendar year 

Source: HIVQUAL performance 
data based on the review of 184 
ambulatory care clinics 

Measure: Proportion of patients Target: 55% of patients with 2 HIV Source: HIVQUAL performance 
whose viral load remained 400 or primary care visits in ambulatory care data based on the review of 184 
below throughout the annual review clinics across NYS will have an ambulatory care 
period and were on ARV with at least undetectable viral load 
two VLs in the calendar year 

Service Priority Name: Total Priority Allocation:  $90,000 

Service Goal:  Ensure that care systems statewide address the needs of 
all infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a. Provide home care services to the 
uninsured and underinsured through the 

New Enrollment 100 100 
12 months $90,000 

Total Enrollment 280 280 



                                                                

 

 

 

 

    

 

 

 

 

 

 
 

    

Outcome: Increase the percentage of patients 
who had a comprehensive annual mental 
health screening 

 
 

 

 
 

 
Outcome: Increase the percentage of mental 
health clients with access to primary care. 
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Ryan White Part B Implementation Plan 

Grantee:  Health Research, Inc. / New York State DOH        Fiscal Year: 2012 

Page 3 of 12 HIV Home Care Program. Claims 265 3,000 
Outcome:  Ensure that uninsured and 
underinsured PLWHAs have access to 
necessary home care services.   

Measure: Number of clients enrolled 
in the Home Care Program. 

Target: Serve 100 people through the 
Home Care Program. 

Source: HIV Uninsured Care 
Program 

Service Priority Name: Total Priority Allocation:  $3,226,324 

Service Goal:  Ensure that care systems statewide address the needs of 
all infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a. Provide Mental Health Services Encounters 3,447 47,156 12 months $3,226,324 

Measure: Proportion of patients who 
received all required components of a 
mental health screening (cognitive 
functioning, depression, anxiety, 
sleeping habits, appetite, psychiatric 
history and psychosocial issues) 

Target: 55% of patients with 2 HIV 
primary care visits in ambulatory care 
clinics across NYS will receive a 
comprehensive mental health screening 
during the calendar year 

Source: HIVQUAL performance 
data based on the review of 184 
ambulatory care clinics that 
access HIV-specific 
reimbursement rates or care for 
more than 30 patients (approx. 
sample size > 10,000) 

Measure: Proportion of clients who 
received mental health services and 
had at least one HIV primary care visit 
during the calendar year 

Target: 75% of patients receiving mental 
health services will have at least one 
primary care visit during the period. 

Source: AIRS database for clients 
receiving mental health services 
and are also enrolled in a primary 
care program. 

Service Priority Name: Total Priority Allocation:  $280,583 

Service Goal:  Ensure that care systems statewide address the needs of 
all infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 2. Service Unit 3. Quantity 4. Time Frame: 5. Funds: 



                                                                

 

 

 
 

 

 

 

    

Outcome: Clients will be retained in care. 
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Ryan White Part B Implementation Plan 

Grantee:  Health Research, Inc. / New York State DOH        Fiscal Year: 2012 

Page 4 of 12 List quantifiable time-limited objectives 
related to the service priorities listed above 

Definition: 
Define the service 
unit to be provided 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

Provide the approximate 
amount of funds to be used to 
provide this service. 

a. Provide Medical Nutrition Therapy Encounters 741 3,187 12 months $280,583 

Outcome: Clients will receive a nutritional 
assessment 

Measure: Proportion of clients who 
received a nutritional assessment 

Target: 85% of clients will receive a 
nutritional assessment. 

Source: AIRS database for clients 
receiving food/nutrition services. 

Measure: Number of clients active in 
the food/nutrition program during the 
first six months and the second six 
months. 

Target: 85% of clients who received a 
service in the program in the first six 
months will also receive a service in the 
second six months. 

Source: AIRS database for clients 
receiving food/nutrition services. 

Service Priority Name: Total Priority Allocation:  $4,508,919 

Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a. Provide Medical Case Management Encounters 2,394 6,742 12 months $4,508,919 

Outcome: Clients will receive a comprehensive 
case management assessment 

Measure: Proportion of clients of case 
who have a comprehensive case 
management assessment within 30 
days of initial client contact 

Target: 90% of clients will receive a timely 
assessment. 

Source: AIRS database for clients 
receiving case management 
services. 

Outcome: Clients receiving case management 
services will access primary care 

Measure: Percentage of clients who 
received case management services 
and had at least one HIV primary care 
visit during the period. 

Target: 85% of clients receiving case 
management services will also have a 
primary care visit within the period. 

Source: AIRS database for clients 
receiving case management 
services and are also enrolled in 
a primary care program. 



 

                                                                

 
 

    

 

 

 

 

 

 
 

 
 

 
 

Outcome:   Increased adherence to Medical 
protocols 
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Ryan White Part B Implementation Plan 

Grantee:  Health Research, Inc. / New York State DOH        Fiscal Year: 2012 

Page 5 of 12 Service Priority Name: Total Priority Allocation:  $222,586 

Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a. Provide Substance Abuse Services Encounters 70 945 12 months $222,586 

Outcome: Increased access to and 
maintenance in HIV primary care 

Measure: Number of PLWH/As that 
have attended 2 HIV primary care 
visits at least 3 months apart. 

Target: 90% PLWH/A will have attended 
2 HIV primary care visits at least 3 
months apart. 

Source: AIRS database for clients 
receiving substance abuse 
services. 

Measure: Number of PLWH/As that 
have lab work completed to assess 
their viral load and CD4 counts at 
least once every six months. 

Target: 90% of PLWH/A will have lab 
work completed to assess their viral load 
and CD4 counts at least once every six 
months. 

Source: AIRS database for clients 
receiving substance abuse 
services. 

Service Priority Name: Total Priority Allocation:  $6,234,747 

Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a. Provide Non-Medical Case Management 
Services Encounters 2,867 42,258 12 months $6,234,747 

Outcome: Clients will participate in 
developing/completing a service plan.  

Measure: Percentage of clients with a 
completed service plan. 

Target: 80% of clients receiving case 
management services will have a 
completed service plan. 

Source: AIRS database for clients 
receiving case management 
services. 



                                                                

 

 

 
Outcome: Clients will be retained in care. 

 
  

 

    

 

 

 

 

 

 
 

 

Outcome:  Increased access to emergency 
medications. 

 
  

Outcome:  Stabilization of living conditions. 
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Ryan White Part B Implementation Plan 

Grantee:  Health Research, Inc. / New York State DOH        Fiscal Year: 2012 

Page 6 of 12 
Measure: Number of clients active in 
the case management program 
during the first six months and the 
second six months. 

Target: 85% of clients who received a 
service in the program in the first six 
months will also receive a service in the 
second six months. 

Source: AIRS database for clients 
receiving case management 
services. 

Service Priority Name: Total Priority Allocation:  $31,633 

Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a. Provide Emergency Financial Assistance Encounters 50 120 12 months $31,633 

Measure: Number of clients provided 
emergency assistance for utilities, 
medications and other specified 
emergencies (as provided by 
standard of care). 

Target: 100% of clients provided with 
assistance will report medication was 
accessed. 

Source: AIRS database for clients 
receiving emergency financial 
assistance. 

Measure: Number of clients provided 
emergency housing funds to prevent 
homelessness. 

Target: 100% of clients will report the 
assistance has ameliorated crisis living 
conditions. 

Source: AIRS database for clients 
receiving emergency financial 
assistance. 

Service Priority Name: Total Priority Allocation:  $1,402,003 

Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 

List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 

Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 

of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 



                                                                

 

 

     

    

Outcome: Clients will be retained in care. 

 
  

 

    

 

 

 

 

 

 
 

    

Outcome: Increase the percentage of patients 
receiving HIV education 

 

Measure: Proportion of eligible 
patients who received general HIV 
education during the calendar year 

 

Target: 85% of patients with 2 HIV 
primary care visits in ambulatory care 
clinics across NYS will receive an annual 
general HIV education during the 
calendar year 

 

 
 

 
Outcome: Clients receiving health education 
will access primary care. 

 

Measure: Number of clients receiving 
health education and also receiving 
primary care within the period.  

 

Target: 75% of clients receiving a health 
education service will also have a primary 
care visit within the period. 
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Page 7 of 12 
a. Provide Food / Home Delivered Meals Meals 1,294 122,980 12 months $1,402,003 

Outcome: Clients will receive a nutritional 
assessment 

Measure: Proportion of clients who 
received a nutritional assessment 

Target: 85% of clients will receive a 
nutritional assessment. 

Source: AIRS database for clients 
receiving food/nutrition services. 

Measure: Number of clients active in 
the food/nutrition program during the 
first six months and the second six 
months. 

Target: 85% of clients who received a 
service in the program in the first six 
months will also receive a service in the 
second six months. 

Source: AIRS database for clients 
receiving food/nutrition services. 

Service Priority Name: Total Priority Allocation:  $2,583,264 

Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a. Provide Health Education / Risk 
Reduction Services 

Encounters 1,775 9,491 12 months $2,583,264 

Source: HIVQUAL performance 
data based on the review of 184 
ambulatory care clinics that 
access HIV-specific 
reimbursement rates or care for 
more than 30 patients (optional 
indicator) 
Source: AIRS database for clients 
receiving health education 
services and are also enrolled in 
a primary care program. 

Service Priority Name: Total Priority Allocation:  $1,401,649 



                                                                

 

 

 

 

 

 

 

 
 

     

 
  

 

 
 

 
 

    

 

 

 

 

 

 
 

    

Outcome: Clients receiving linguistic services 
will be retained in care. 

 
  

 

Outcome: Clients receiving linguistic services 
will access primary care. 
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Page 8 of 12 Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a. Provide Housing Services Encounters 430 28,087 12 months $1,401,649 

Outcome: Clients will maintain stable housing 
and remain in care. 

Measure: Number of clients receiving 
emergency assistance to prevent loss 
of housing. 

Target: 90% of clients receiving 
emergency housing assistance will 
maintain stable housing. 

Source: AIRS database for clients 
enrolled in housing program. 

Outcome: Clients will obtain stable housing and 
remain in care. 

Measure: Number of clients receiving 
housing placement and referral 
services to obtain stable housing. 

Target: 75% of clients receiving housing 
placement and referral services will obtain 
stable housing. 

Source: AIRS database for clients 
enrolled in housing program. 

Service Priority Name: Total Priority Allocation:  $75,292 

Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a. Provide Linguistic Services Encounters 67 355 12 months $75,292 

Measure: Percentage of clients with 
an active status at the end of the 
period. 

Target: 80% of clients receiving a 
linguistic service will have an active status 
at the end of the period. 

Source: AIRS database for clients 
receiving linguistic services. 

Measure: Number of clients receiving 
linguistic services and also receiving 
primary care within the period. 

Target: 75% of clients receiving linguistic 
services will also have a primary care visit 
within the period. 

Source: AIRS database for clients 
receiving linguistic services and 
are also enrolled in a primary care 
program. 



                                                                

 

    

 

 

 

 

 

 
 

    

Outcome: Clients receiving transportation 
services will access primary care. 

 

 
 

    

 

 

 

 

 

 
 

    

Outcome: Clients receiving psychosocial 
support services will access primary care. 

 

Measure: Number of clients receiving 
psychosocial support services and 
also receiving primary care within the 
period.  

 

Target: 75% of clients receiving 
psychosocial support services will also 
have a primary care visit within the period. 
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Page 9 of 12 Service Priority Name: Total Priority Allocation:  $485,426 

Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a: Provide Transportation Services Trips 127 962 12 months $485,426 

Measure: Number of clients receiving 
transportation services and also 
receiving primary care within the 
period.  

Target: 75% of clients receiving 
transportation services will also have a 
primary care visit within the period. 

Source: AIRS database for clients 
receiving transportation services 
and are also enrolled in a primary 
care program. 

Outcome: Clients receiving transportation 
services will be retained in care 

Measure: Percentage of clients with 
an active status at the end of the 
period. 

Target: 80% of clients receiving a 
transportation service will have an active 
status at the end of the period. 

Source: AIRS database for clients 
receiving transportation services. 

Service Priority Name: Total Priority Allocation:  $1,589,887 

Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a: Provide Psychosocial Support Services Encounters 1,327 6,836 12 months $1,589,887 

Source: AIRS database for clients 
receiving psychosocial support 
services and are also enrolled in 
a primary care program. 



                                                                

 

 
 

 

 
   

    

 

 

 

 

 

 
 

 
    

   
  

Outcome: Clients will be assessed for 
adherence. 
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Page 10 of 12 Outcome: Clients receiving psychosocial 
support services will be retained in care. 

Measure: Percentage of clients with 
an active status at the end of the 
period. 

Target: 80% of clients receiving a 
psychosocial support service will have an 
active status at the end of the period. 

Source: AIRS database for clients 
receiving psychosocial support 
services. 

Service Priority Name: Total Priority Allocation:  $1,603,633 

Service Goal: Ensure that care systems statewide address the needs of all 
infected communities and populations. 

Reference Current Comprehensive Plan: 

1. Objectives: 
List quantifiable time-limited objectives 
related to the service priorities listed above 

2. Service Unit 
Definition: 
Define the service 
unit to be provided 

3. Quantity 4. Time Frame: 
Indicate the 
estimated duration 
of activity relating 
to the objective 
listed. 

5. Funds: 
Provide the approximate 
amount of funds to be used to 
provide this service. 

3a) Number 
of people to 
be served 

3b) Total 
Number of 
service units to 
be provided 

a: Promote and Support Adherence to 
Therapies 

Encounters 1,888 18,057 12 months $1,603,633 

Outcome: Clients will receive a timely 
adherence plan. 

Measure: Number of clients receiving 
a treatment adherence plan. 

Target:  75% of clients enrolled in a 
treatment adherence program will receive 
a timely adherence plan.  

Source: AIRS database for clients 
enrolled in a treatment adherence 
program. 

Measure: Number of clients receiving 
a quantitative assessment of 
adherence. 

Target: 85% of clients enrolled in a 
treatment adherence program will receive 
a quantitative assessment of adherence. 

Source: AIRS database for clients 
enrolled in a treatment adherence 
program. 

Service Priority Name:  Minority AIDS Initiative - Education Total Priority Allocation:     $732,612 

Service Priority Number: 

Service Goal:  Provide increased access to disproportionately impacted low-income 
minority individuals with HIV disease to HIV/AIDS treatment/medications available 
through comprehensive health care coverage including the Part B HIV Uninsured 
Care Programs (ADAP/ADAP Plus). 

Reference Current Comprehensive Plan:  Same 

1. Objectives: 2. Service Unit 3. Quantity 4. Time Frame: 5. 
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Page 11 of 12 During the period of April 1, 2012 through March 31, 2013, MAI funded 
agencies will conduct 1,430 education services targeting 8,350 individuals 
that either provide medical and/or case management services for or self-
identify as a part of a minority population at high HIV risk/incidence; 
informing them of ADAP/ADAP Plus and other available health care 
coverage options (Medicaid, Medicare, private insurance); providing 
education on the importance of early HIV/AIDS care and treatment; and 
building a foundation of knowledge in the community.   

Definition: 
1 unit = 1 Group 
Encounter 
(described as a 30 
minute presentation, 
group discussion, or 
agency meeting) 

3a) 
8,360 

3b) 
1,430 

12 Months: 
April 1, 2012 - 
March 31, 2013 

Funds: 
$732,612 

Agencies will establish linkages with medical providers and 
organizations providing case management services to minority 
population at high HIV risk/incidence. Referrals will be provided to 
supportive services necessary for uninsured or underinsured 
minority HIV+ individuals to enter into and retain care. 

Measure: 
Number of referrals 
made. 

Target: 
700 referrals will be made. 

Source: 
AIRS Database 

Agencies are expected to provide assessment services to screen 
700 minority individuals for health care benefit programs and 
complete the applications to successfully enroll 440 new individuals 
in ADAP/ADAP Plus or other comprehensive health coverage 
programs. 

Measure: 
Successful enrollment 
in ADAP and/or other 
health care coverage. 

Target: 
440 successful 
enrollments. 

Source: 
HIV Uninsured Care 
Programs 



                                                                

 

    

    

 

 
 

 

 

 

 

 

 
   

 

 

 

   

  
 

� �
 

Ryan White Part B Implementation Plan 

Grantee:  Health Research, Inc. / New York State DOH        Fiscal Year: 2012 

Page 12 of 12 Service Priority Name:  Minority AIDS Initiative - Outreach Total Priority Allocation:    $1,098,919 

Service Priority Number: 

Service Goal:   Provide increased access to disproportionately impacted low-
income minority individuals with HIV disease to HIV/AIDS treatment/medications 
available through comprehensive health care coverage including the Part B HIV 
Uninsured Care Programs (ADAP/ADAP Plus). 

Reference Current Comprehensive Plan:   Same 

1. Objectives: 
During the period of April 1, 2012 through March 31, 

2. Service Unit 
Definition: 

3. Quantity 4. Time Frame: 
12 Months: 

5. Funds: 
$1,098,9193a) 3b)

2013, MAI funded agencies will conduct 1,600 outreach I unit = 1 Group 13,750 1,760 April 1, 2012 - 
service events targeting 13,500 individuals at high HIV 
risk/incidence who are part of a minority demographic 
population.  Targeted outreach activities will be 
conducted at times and in places where there is a high 
probability that HIV-infected, minority individuals will be 
reached; informing them of ADAP/ADAP Plus and other 
available health care coverage options (Medicaid, 
Medicare, private insurance). 

Encounter (Described 
as a community-level 
group meeting, 
resource table, or  
street level walk/parade 
) 

March 31, 2013 

Agencies will establish linkages with medical providers and organizations 
providing case management services to minority population at high HIV 
risk/incidence. Referrals will be provided to supportive services necessary for 
uninsured or underinsured minority HIV+ individuals to enter into and retain 
care. 

Measure: 
Number of referrals made. 

Target: 
1,050 referrals will 
be made. 

Source: 
AIRS Database 

Agencies are expected to provide assessment services to screen 1050 
minority individuals for health care benefit programs and complete the 
applications to successfully enroll 660 new individuals in ADAP/ADAP Plus or 
other comprehensive health coverage programs. 

Measure: 
Successful enrollment in 
ADAP and/or other health 
care coverage. 

Target: 
660 successful 
enrollments. 

Source: 
HIV Uninsured 
Care Programs 



           
                   

 

  
                                                                                        

   
  

     
  

 

                                                                                  

  

 
  

 
  

   
 

 
 

                                                                                     

  
   

     

    
 

  

    

     

  
     

 
 

 
   

    
    

 
    

  
 

   

  
 

 

  
 

  
 

  
 

     
       

Appendix F-2

FY 2012 Implementation Plan - Highest Funded Core and Non-Core Base and MAI Services - New York, NY 

Time frame for all objectives is 3/1/12– 2/28/13 Service Unit Definitions 
Planned # 

Service 
Units 

Planned 
# Clients 

FY 2012 
Funds 

Core Service Priority: AIDS Drug Assistance Program (ADAP) Base: $12,506,098 

Service Goal/s:  Improve health outcomes of uninsured and underinsured PLWHA. 

Objective/s: 
1. Increase access to medications through NYS ADAP 

for treatment of HIV/AIDS and opportunistic 
infections. 

One prescription claim 35,598 914 $12,506,098 

Core Service Priority:  Medical Case Management (48 programs)    Base: $28,329,672 

Service Goal/s:  Ensure that PLWHA are promptly linked to medical services at time of diagnosis and are provided with all 
support needed to access lifelong, regular health care. Reduce premature and excess morbidity and mortality by ensuring 
engagement in primary care and other HIV related care. 

1. Objective/s: 
Re-establish client engagement with HIV primary 
care provider upon release from correctional facility. 

One visit to assess need and develop 
discharge plan for inmates 4,527 2,157 $2,109,572 

One accompaniment/escort to 
appointment 4,527 2,157 $2,109,572 

2. Ensure that PLWHA are assisted with linkage to and 
maintenance in primary medical care. 

One appointment for intake, medical 
and social service need assessment, 
treatment planning or follow-up 

  115,492 6,129 $6,848,100 

3. Support engagement in primary care by facilitating 
adherence to scheduled appointments. 

One accompaniment to appointment 
by patient navigator 23,284 4,212 $1,007,741 

4. Provide individualized health promotion and 
adherence support including interdisciplinary 
medication management support. 

One treatment adherence education, 
coaching, health promotion and/or 
Directly Observed Therapy visit 197,846 6,174 $16,221,666 

5. Train new medical case management staff in Care 
Coordination and health promotion protocol. One training session for staff 12 266 staff $33,021 

New York, NY H89A00015         
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FY 2012 Implementation Plan - Highest Funded Core and Non-Core Base and MAI Services - New York, NY 

Time frame for all objectives is 3/1/12– 2/28/13 Service Unit Definitions 
Planned # 

Service 
Units 

Planned 
# Clients 

FY 2012 
Funds 

Core Service Priority: Substance Abuse Services – Outpatient (26 programs)              Base: $10,056,883 

Service Goal/s:  Provide accessible harm reduction and substance use services, reduce negative impact of alcohol and drug use, 
promote access to and maintenance in HIV primary care and improve ARV treatment adherence. 

Objective/s: 
1. Link clients to HIV primary care and support 

engagement in care. 
One medical outreach visit in SRO 756 504 $631,812 

2. Link clients to substance use services based on need 
and readiness for engagement. 

One harm reduction counseling or 
education session 31,208 2,601 $5,940,636 

3. Help clients reduce HIV risk behaviors, and reduce 
substance abuse behaviors. 

One low threshold AOD counseling 
session 36,065 3,006 $3,484,435 

Core Service Priority: Early Intervention Services (47programs)             Base:  $9,519,068 

Service Goal/s:  Reduce the number of HIV+ individuals unaware of their status, and reduce HIV related morbidity and 
mortality by effectively linking clients to and engaging them in medical care. 

Objective/s: 
1.   Provide outreach and HIV testing to clients who are 

unaware of their status, and effectively link to HIV 
primary care both those individuals who test positive 
and those who are known to be HIV+ but not in 
care. 

One successful outreach with HIV 
rapid test performed or referral made 63,239 60,767 $5,602,464 
One linkage to medical care 613 606 $1,762,520 
One successful outreach with HIV 
rapid test performed or referral made 
in harm reduction programs 

12,229 12,229 $1,764,207 

2. Improve performance and knowledge on care 
engagement, treatment adherence, and risk behavior 
among PLWHA. 

One multi-day training session 15 700 $389,877 

Non-Core Service Priority: Housing Services (16 programs)                 Base: $10,619,505 

Service Goal/s:  Reduce homelessness, and improve housing access for PLWHA. Reduce HIV-related morbidity for homeless 

New York, NY H89A00015         
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  FY 2012 Implementation Plan - Highest Funded Core and Non-Core Base and MAI Services - New York, NY 

Time frame for all objectives is 3/1/12– 2/28/13 Service Unit Definitions 
Planned # 

Service 
Units 

Planned 
# Clients 

FY 2012 
Funds 

or unstably housed PLWHA. Increase access and engagement in medical care for target population. 

Objective/s: 
1. Provide housing placement assistance and 

transitional housing for PLWHA who are unstably 
housed or homeless so they can access and remain 
engaged in HIV primary care. 

One transitional housing placement 297 297 $2,109,277 

2. Placement in permanent housing for those 
individuals who request it. One permanent housing placement 509 509 $3,614,783 

3. Provide emergency rental start-up assistance, short-
term rental assistance, and emergency utility 
payments for PLWHA who are not eligible for any 
other rental assistance. 

One payment for rental and utility 
assistance 8,911 750 $4,895,445 

Non-Core Service Priority: Food Bank/Home-Delivered Meals (14 programs ) Base:  $6,740,002 

Service Goal/s:  Promote access to and maintenance in HIV medical care, provide nutritious food and/or nutrition services to 
PLWHA in need and enhance treatment adherence. 

Objective/s: 
1. Provide nutritional screening and periodic 

reassessment of nutritional status and nutritional 
counseling. 

One visit for intake and nutritional 
screening, service plan development, 
reassessment or nutrition counseling 4,612 1,439 $603,311 

2. Address food and nutrition related needs of 
PLWHA by facilitating access to adequate and 
appropriate nutrition using home delivered meals, 
congregate meals, pantry bags and/or supplemental 
food vouchers. 

One pantry bag 31,087 2,712 $1,181,739 
One client meal 322,856 6,964 $4,784,952 

One food voucher 13,631 242 $170,000 

New York, NY H89A00015         
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  FY 2012 Implementation Plan - Highest Funded Core and Non-Core Base and MAI Services - New York, NY 

Time frame for all objectives is 3/1/12 2/28/13 Service Unit Definitions 
Planned # 

Service 
Units 

Planned 
# Clients 

FY 2012 
Funds 

MAI Core Service Priority:  Medical Case Management (6 programs)     MAI: $5,256,000 

Service Goal/s:  Ensure that PLWHA are promptly linked to medical services at time of diagnosis and are provided with all 
support needed to access lifelong, regular health care. Reduce premature and excess morbidity and mortality by ensuring 
engagement in primary care and other HIV related care. 

Objective/s: 
1.   Ensure that PLWHAs are assisted with linkage to 

and maintenance in primary medical care. 

One appointment for intake, medical 
and social service need assessment, 
treatment planning or follow-up 

26,008 1,281 $1,357,571 

2. Support delivery of primary care to PLWHA by 
facilitating adherence to scheduled appointments. 

One accompaniment to 
appointment by patient navigator 5,373 972 $232,555 

3. Provide individualized health promotion and 
adherence support including interdisciplinary 
medication management support. 

One treatment adherence education, 
coaching, health promotion and/or 
Directly Observed Therapy visit 

45,253 1,291 $3,665,874 

MAI Core Service Priority: Early Intervention Services (10 programs)    MAI: $2,179,461 

Service Goal/s:  Reduce the number of HIV+ individuals unaware of their status, and reduce HIV related morbidity and 
mortality by effectively linking to and engaging clients in medical care. 

Objective/s: 
1.   Provide outreach and HIV testing to clients who 

are unaware of their status, and effectively link to 
HIV primary care both those individuals who test 
positive and those who are known to be HIV+ 
but not in care. 

One successful outreach with HIV 
rapid test performed or referral made 18,112 17,404 $1,647,326 

One linkage to medical care 198 196 $532,135 

New York, NY H89A00015         
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