Value Based Payment Outcomes & Measures
1. Home: Outcome- Support individuals to live in the most
integrated setting possible that can meet their needs.
Measures: Establish baseline of settings where individuals currently live
Assess change in settings in 1 year, 2 year and 3 year time frame for existing
people; and
Assess settings of new persons in each year receiving residential supports
as compared to baseline.

2. Meaningful Activities including work: Outcome- Support
individuals to maximize their potential doing their choice of
activities in the most integrated community based settings that
can meet their needs.
Measures: Establish baseline of settings (where services occur) and
activities (i.e. volunteering, employment, senior activities, etc.) that
individuals are supported through various day services.
Assess change in settings and activities in 1 year, 2 year and 3 year time
frame; and
Assess settings and activities of new persons in each year receiving day
services as compared to baseline.

3. Health: Outcome- Individuals should have access to and be
supported to have a healthy lifestyle.
Measures: Establish baseline of Chronic Health Care Bundle;
Establish baseline of Preventive Health and Dental Care (using
a checklist); and
Establish baseline of Medication Regimen and Utilization.
Assess annually the changes in the chronic health care bundle, the
preventive health and dental care and medication regimen and utilization.
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Value Based Payment Outcomes & Measures
4. Control of Supports and Services: Outcome- Individuals have the
ability to control and make choices of their supports and services
as much as they desire.
Measures: Establish baseline of HCBS settings checklist compliance; and
Establish baseline of providing self-directed support/service
opportunities (agency and individual directed).
Assess annually HCBS settings compliance and provision of self-directed
support/service opportunities.

5. Access to Supports and Services: Outcome- Individuals are able to
get access to the supports and services in accordance with their
life plan all within a reasonable timeframe (i.e. 30-60 days).
Measures: Establish reasonable benchmarks for individuals gaining both
access to their supports and services and timeframes for receipt of those
supports and services.
Assess annually the comparison of agency performance to benchmarks.

6. CQL and/or NCI survey performance: Outcome- Agency is CQL
certified and/or completes NCI data metrics annually to examine
overall agency performance.
Measures: Establish baseline of CQL (POM’s) and/or NCI survey
performance.
Assess annual agency improvement of overall performance compared to
both itself and, after a period of time, to other agencies.
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Comment on New York State Department of Health "Value Based Payment Arrangements for
Adults with Intellectual or Developmental Disabilities"
The Centers of Excellence in the care and treatment of children with autism spectrum
disorders and other complex disabilities offer the following comments/suggestions in response
to the DOH paper on value based payment arrangements for adults with intellectual or
developmental disabilities. While part of the work done by the Centers of Excellence has
focused on the development of measures for children, each of the Centers has experience in
providing supports for adults with developmental and other significant disabilities.
Given the stated goals of Value Based Payments (VBP), being to “reduc[e] avoidable hospital
use by 25 percent, and improv[e] the financial sustainability of New York State’s safety net,”
it’s important to note the intersection of providers and supports and services will play in
effectively contributing to New York’s success in meeting that goal. Many of the people we
support are high users of health services and it will only be through improved integration with
other components of the health delivery system that the objectives of the VBP initiative will be
met. Moreover, the various processes and outcomes measures that are discussed in the DOH
paper raise some concerns due to the lack of integration (acknowledged in the report by CAG
members) in health system networks by the disability service provider community. This is a
critical point that must be recognized as disabilities providers move forward at a different pace
across the State implementing care management activities and care coordination with other
providers in the health delivery system.
Another broad comment is that the value based outcomes must incorporate metrics that truly
align with the outcome identified. Once the metrics are identified, they must continuously be
re-evaluated for their appropriateness and alignment with the outcome – we can’t assume that
the metrics initially identified will in fact demonstrate the “value” they were expected to
assess. While value-based payment arrangements offer the opportunity to better align the
interests of patients, providers, and payers, it is important that they be designed in such a way
so as to avoid unintended consequences. Agencies that provide services to individuals with
disabilities often have small patient panels, making it difficult to determine whether poor
performance on outcome measures reflects poor quality, unreasonable expectations or simply
bad luck. Because individuals with complex medical and / or behavioral conditions vary so
much in terms of their physical and mental functioning, incentive arrangements that do not
account for differences in patient characteristics between agencies will discourage agencies
from treating those individuals who are anticipated to cost more. This is why we believe a
reliable acuity measure must be further proven and developed before many of the outcome
measures are used to compare “value” – we believe many of the process measures will lend
themselves more quickly to such use, but caution on implementing incentives based on
outcomes that truly do not reflect acuity differences across providers.
Additionally, VBP measures must be provider-centered, rather than patient-centered, because
they are designed to incentivize providers to take active steps to better manage care and
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reduce cost. Use of "process of care" measures versus "quality outcome" measures can reduce,
but does necessarily eliminate the problems. For example, measuring BMI is a process
measure, which will capture whether the provider is measuring this metric. However, stating
that the individual served should be within normal limits for a BMI measure provides for an
outcome that conceptually should improve the individual’s health outcome. Providers may
find it easier to achieve process of care standards for patients that have higher levels of
functioning, for patients in the community, and families with more resources, but there is no
guarantee that health costs will be lower or that the individual will be healthier.
Outcome measures, such as many of the POMs, do not take into account unreasonable
expectations of patients or their families, or cognitive limitations that impair the ability of the
patient to make rational choices or evaluate wants and needs on an informed basis. Because of
this inherent variability, the POMs process measures need to be commensurate with the
individuals' functioning level. In general, we do not support the use of POMs measure in any
way other than from a process perspective – is POM’s being implanted, to what degree do staff
use POMs in supporting people, etc. The “outcomes” in POMs are too subjective and will be
almost impossible to quantify in any statistically reliable way for VBP measures.
We also encourage the identification and development of safeguards to be built into the VBP
system to protect providers from being penalized or rewarded unfairly. For example,
performance measures in Medicare's Nursing Home Value Based Purchasing Demonstration
were risk-adjusted to reflect patient acuity/complexity, which is routinely reported in the longterm care Minimum Data Set. Risk-sharing was one-sided, and performance was measured by
comparing outcomes between participating facilities and non-participating facilities with
similar characteristics. We understand the use of corridors will accomplish this to some
degree, but ask that ongoing review of impacts on providers be part of the development
process.
Similarly, when measuring hospital quality, Medicare uses statistical methods that account for
the fact that outcomes are more variable for facilities that treat smaller numbers of patients.
The NYS Department of Health should consider to what degree these approaches can be
adopted for value-based payment schemes for agencies that provide care for individuals with
developmental disabilities, including those with Autism Spectrum Disorders (ASD) and related
complex medical co-morbidities.
As has been noted in various presentations by DOH on this topic, decisions about calculating
system cost prevention and details about member attribution will need to be determined
before any reasonable decisions about VBP for the adult population can be made.
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Finally, we provide suggestions previously submitted by CP of NYS regarding the specific
measures and our recommendations for honing in on the outcomes identified in an
appropriate and acceptable manner:
1. Home: Outcome- Support individuals to live in the most integrated setting possible
that can meet their needs.
Measures: Establish baseline of settings where individuals currently live
Assess change in settings in 1 year, 2 year and 3 year time frame for existing people;
and,
Assess settings of new persons in each year receiving residential supports as compared
to baseline.
2. Meaningful Activities including work: Outcome- Support individuals to maximize their
potential doing their choice of activities in the most integrated community based
settings that can meet their needs.
Measures: Establish baseline of settings (where services occur) and activities (i.e.
volunteering, employment, senior activities, etc.) that individuals are supported
through various day services.
Assess change in settings and activities in 1 year, 2 year and 3 year time frame; and
Assess settings and activities of new persons in each year receiving day services as
compared to baseline.
3. Health: Outcome- Individuals should have access to and be supported to have a healthy
lifestyle.
Measures: Establish baseline of Chronic Health Care Bundle;
Establish baseline of Preventive Health and Dental Care (using a
checklist); and
Establish baseline of Medication Regimen and Utilization.
Assess annually the changes in the chronic health care bundle, the preventive health
and dental care and medication regimen and utilization.
4. Control of Supports and Services: Outcome- Individuals have the ability to control and
make choices of their supports and services as much as they desire.
Measures: Establish baseline of HCBS settings checklist compliance; and
Establish baseline of providing self-directed support/service
opportunities (agency and individual directed).
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Assess annually HCBS settings compliance and provision of self-directed
support/service opportunities.
5. Access to Supports and Services: Outcome- Individuals are able to get access to the
supports and services in accordance with their life plan all within a reasonable
timeframe (i.e., 30-60 days).
Measures: Establish reasonable benchmarks for individuals gaining both access to
their supports and services and timeframes for receipt of those supports and services.
Assess annually the comparison of agency performance to benchmarks.
6. CQL and/or NCI survey performance: Outcome- Agency is CQL certified and/or
completes NCI data metrics annually to examine overall agency performance.
Measures: Establish baseline of CQL (POM’s) and/or NCI survey performance.
Assess annual agency improvement of overall performance compared to both itself
and, after a period of time, to other agencies.

4

RESPONSE TO DOH ON VBP ARRANGEMENT FOR ADULTS WITH I/DD PROGRESS REPORT
As a provider of OPWDD services to individuals with developmental disabilities since 1991, we would
like to make the following comments on the IDD VBP progress report issued by the Department of
Health on December 20, 2016. Our comments address the potential arrangement of provider networks
serving individuals with I/DD who, based on a predetermined set of measures, would share in costsavings as a group.
1. OPWDD services are not just in the arena of health care services. Coordinating OPWDD services
involves really knowing the person and an understanding not necessarily of medical conditions
and available treatments, but primarily of individual abilities, dreams, aspirations, the
availability or lack of family support and a host of other factors. These are services that speak to
the individual’s culture, community, preferences and individuality. Some are habilitative but
many are not.
It follows naturally that outcomes for OPWDD services cannot be objectively measured in the
same way health outcomes are measured. Measurement of many of these items (particularly
the POM’s) are quite subjective and may be influenced by the perspective of the person taking
the “measurement.” It can also depend on the mood of the individual on the day he or she is
questioned to determine whether a certain outcome was “met.” This puts both OPWDD
providers and their network partners at a disadvantage if measures such as these are used to
determine payments.
2. Unbalanced contribution to the outcomes makes it unfair for each provider type in these
networks to equally share in savings resulting from the VBP arrangements. In many cases,
OPWDD providers have scant influence on outcomes directly related to health such as avoidable
hospitalizations. Conversely, health care providers have very little influence on the personal
choices of individuals with I/DD regarding where to live, work, relationships and the like (the
POM’s). The success (or lack thereof) of one type of provider may not indicate success of the
group as a whole and the inability of one provider type to influence the outcomes of another
may potentially lead to frustration and little motivation for improvement.
3. In some cases, the measures can diametrically oppose each other. For example, Topic #23
“People exercise rights” would conceivably include an individual’s “right” to make personal
lifestyle choices such as smoking and eating unhealthy foods. At the same time, per Topic #38,
having a BP <140/90, is likewise considered a valued outcome, even if a higher BP is likely a
result of the patient’s poor lifestyle choices. The result is that rather than working together with
a common set of goals, network providers may unwittingly be pitted against each other in trying
to achieve differing, though equally laudable, outcomes.
Based on the above factors, the DOH should consider carving out OPWDD services from the VBP
network arrangements that are currently being considered for this subpopulation.

Comments provided by YAI regarding the Interim Recommendations made by the CAG for IDD
Value Based Payments
Thank you for the opportunity to comment. With nearly 60 years of experience, YAI is one of the
largest IDD providers in New York State and has embraced the person-centered philosophy and
Personal Outcome Measures (POMs). In addition to providing long-term services and supports
(LTSS), YAI is affiliated with Premier HealthCare which has five Article 28s throughout NYC.
These health care clinics are recognized by NCQA as patient-centered medical homes and offer
Article 16 services. We offer the following comments based on our long history of providing
LTSS and health care to people with IDD as well as our recent experiences with POMs.
First, although we are pleased to see POMs included as a quality measure, we strongly support
the development of a standardized instrument that directly assesses the services that are
received through the anticipated Care Coordination Organizations (CCOs). The collection of
objective data within this realm is especially needed since only a few CCOs are expected to be
funded regionally. We also recommend that quality measures include social determinants of
health (such as housing, employment, and transportation).
Second, it is important to recognize that the implementation of POMs is both labor intensive and
financially costly. If the field moves in the direction of administering this tool with Certified
Interviewers (in order to produce reliable data), the State needs to factor in what resources are
needed to ensure successful implementation.
Third, the POMs outcomes listed in Category 1 do not include “people with disabilities exercise
their rights”. We strongly encourage the State to incorporate this outcome into Category 1. CQL
has noted that the opportunity to exercise choice and rights is a strong and positive indicator of
overall quality of life.
Fourth, a technological solution is needed to support the integration of health care and LTSS
information as well as POMs data. To collect evidence-based data across multiple providers
requires a robust exchange of information.
Lastly, although there has been some preliminary discussion related to attribution and people
with IDD with regards to DSRIP PPSs, this issue needs to be considered more thoroughly as
OPWDD starts the development of Care Coordination Organizations.

From:
To:
Subject:
Date:

doh.sm.delivery.system.reform.incentive.payment.program
Jones, Kimberly N (HEALTH)
FW: IDD CAG VBP Comments
Tuesday, April 04, 2017 3:35:20 PM

From: Maggie Hoffman Susan Platkin [mailto:nyselfd@gmail.com]
Sent: Friday, January 20, 2017 2:28 PM
To: doh.sm.delivery.system.reform.incentive.payment.program <dsrip@health.ny.gov>
Subject: IDD CAG VBP Comments
ATTENTION: This email came from an external source. Do not open attachments or click on links from unknown
senders or unexpected emails.

As members of the IDD Clinical Advisory Group, we are happy to have the chance to offer
our comments on the draft interim report.
Control of Supports and Services
Self- Directed Services: the gold standard
The number of people using Self-Direction with budget and employer authority should be a
Category One Quality Measure, as by definition it allows people to most fully control their
lives and be part of the community, without the obstacles that congregate and other agency
services create. Further, it is clearly an outcome, not a process. (We were surprised that
although we discussed this measure multiple times at committee meetings it was not included
in the list of those considered by the committee):
We recommend the following Quality Measures that we believe are “clinically relevant,
reliable, valid and feasible”
· How many people self-direct with employer and budget authority?
· How many people have changed from other services to employer and budget authority?
These questions will show the outcome both for people entering the system and for those who
are already involved with traditional services; the distinction is helpful as there are different
issues involved in each transition.
Using POMS as quality measures in VBP
It seems premature to use the POMs indicators as quality measures. In our understanding,
when they’re used as part of a formal POMS assessment, the questions are answered by the
individual through an open-ended conversation with a trained examiner. If a few of them are
extracted and used as a checklist to look at quality, that’s a different application, and can’t be
considered as a valid measure. In addition, we would be concerned that examiner bias, or even
subtle coercion could easily affect the results.

As supporters of the use of Value Based Payments to move the system forward, we would
appreciate the opportunity to discuss these issues in more depth in the future.
Susan Platkin
Maggie Hoffman
NY Self-Determination Coalition
The Coalition is an ad hoc group of parents and professionals dedicated to promoting selfdetermination as an option for persons with developmental disabilities who require support
through the New York State Office for People with Developmental Disabilities. The Coalition
works to promote positive system change to bring about public policy reform, financial
integrity, and ultimately, increased satisfaction for people with intellectual/developmental
disabilities. NYSELFD members also mentor parents who have questions about self-directed
services.
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I am not sure you received my original email after going to your response site.
Sorry if this is a duplicate but I have no record on myhcomputer that it was sent to
you. I am the Co-chair of OPWDD's Task Force on Special Dentistry, Carl H.
Tegtmeier, DMD:
In Category 1, #8--Annual Dental Visit: NCQA is out of step and at odds with
standards of dental care and the current literature. First and foremost, the standard
of care in dentistry for the general public is two examinations per year. In the "Caries
Risk Assessment" Tables published by the American Dental Association, people with
IDD by virtue of their diagnosis places them at "Moderate Risk" for caries (cavities).
In a recent study of 4,732 individuals with IDD at the Tufts Dental Facilities in
Massachusetts, the most comprehensive study to date on the oral health status of
people with IDD and published in the Journal of the American Dental Association, the
study showed those with IDD who were being seen by the Tufts Facilities up to four
times per year, had a cavity incidence of 33%. The incidence of cavities in the
general public is 22% per the Surgeon General's Healthy People 2020 Report. The
study also showed that 98% of those individuals had periodontal (gum)
inflammation. There are numerous studies in both the medical and dental journals
showing a link between gum inflammation and cardiovascular disease and diabetes.
Four commercial insurance carriers have shown a decrease in medical expenditures
of 20% for cardiovascular disease and 10% decrease in expenditures for diabetes
when there is good gum health and no inflammation which results from good home
care. Based on current literature and standards of dental care, the visits should be
biannual.
In Category 3 under Preventive Health, there should be a category that all individuals
with IDD have an Oral Health Plan that covers all facets of dental care and focuses
on home care. You cannot have the "best possible health" if you don't have good oral
health and there is gum inflammation. Even seeing a dentist 4 to 6 times a year
cannot change the outcome of gum inflammation if home care is not done properly on
a daily basis. Without this measure no meaningful changes in health outcomes
for dental disease, cardiovascular disease and diabetes will occur, with dollar savings
to the system of care, which negatively impacts the goals of managed care and Value
Based Payments.
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January 20, 2017

To: dsrip@health.ny.gov
Comments on Intellectually/Developmentally Disabled Clinical
Advisory Group Recommendation Report: IDD Report 12.20.16

We write, on behalf of the 2,699 living Willowbrook class members who are the
clients of the New York Civil Liberties Union (“NYCLU”) and New York Lawyers for the
Public Interest, co-counsel in the Willowbrook litigation,1 to offer comments and observations
with respect to the Intellectually/Developmentally Disabled Clinical Advisory Group
Recommendation Report: I/DD Report 12.20.16, published for a 30-day comment period on
December 20, 2016 (“I/DD CAG Report”).
You may be aware that Willowbrook class members range in age from 42 to 100+ and
live in each and every region of New York State from the tip of Long Island to the North
Country and west to Western New York. The Willowbrook class members receive services in
both state-operated settings and in the voluntary-operated settings. The Willowbrook litigation
was in the vanguard of the civil rights movement for people with disabilities. Well before the
Olmstead decision issued by the United States Supreme Court in 1999, the Willowbrook
consent judgment mandated that individuals with intellectual disabilities be afforded the “least
restrictive and most normal living conditions possible.” This represented a seismic move
away from a medical model of care with a robust focus on active treatment, community
inclusion, and true quality of life for people with I/DD.
The I/DD CAG Report purports to contain the recommendations provided by the
Intellectually/Developmentally Disabled CAG, specific to the Value Based Payment Reform
1
In 1972, the NYCLU, with others, commenced the Willowbrook case, a class action litigation in the United
States District Court for the Eastern District of New York in 1972, charging that the State of New York had
violated the constitutional rights of the residents of the Willowbrook State School. That action, bearing the
caption New York State Assoc. for Retarded Children v. Carey, Nos. 72 Civ. 356/7, 393 F. Supp. 715 (E.D.N.Y.
1975) (hereinafter the “Willowbrook litigation”), is still pending in the United States District Court before the
Hon. Raymond J. Dearie.
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program (“VBP”) arrangement definition and quality measures. We understand that VBP
models have the dual aim of reducing costs and improving quality of care. A typical VBP
approach identifies potential savings by establishing baseline health care costs for specific
conditions or populations. The model assumes that the potential for sharing savings generated
against the baseline costs will incentivize providers within the network to use more effective
treatments and improve outcomes. A key challenge is to document that providers are in fact
offering better quality of care and are being paid for value, as opposed to generating shared
savings by limiting access to services. To do this, VBP arrangements incorporate performance
measures that document health care processes and outcomes, with the proviso that providers
can share savings only if specific performance measure thresholds are met.
We believe that it is entirely counterproductive to formulate any VBP
recommendations at this point in time, without clarification as to the managed care system
that will serve New Yorkers with I/DD that is actually under contemplation or to be
implemented.
New York State’s inexorable march towards a system of managed long term care
services has been a long one and has taken many turns since it was first contemplated by the
New York State Department of Health (“NYSDOH”) back in the mid-1990’s. Indeed, the
recently issued FY 2018 Executive Budget Briefing Book Mental Hygiene Chapter indicates
that New York State now anticipates that the “OPWDD system will transition to managed
care in phases ... Enrollment on a voluntary basis in managed care is expected to begin in
2019, and the transition to managed care is planned to be completed within a five year
period.” The naming convention for the I/DD managed care system seems to have morphed
from a “DISCO” to a “CCO.”
No further information has yet been made available to the over 125,000 New Yorkers
with I/DD and their families and advocates who will be impacted by any redesign of the
services delivery system operated under the auspices of the New York State Office for People
with Developmental Disabilities (“OPWDD”). Questions have gone entirely unanswered for
the past six years about the redesign process and the end product managed care service
delivery system for the I/DD population served by New York State. In several important
ways, the basic concepts underlying managed care conflict with the principles of consumer
choice and control that lie at the heart of self-directed services. Managed care attempts to
achieve system-wide efficiencies by consolidating decision-making authority in a single
management entity, restricting consumer choice to network-approved providers, and
substituting lower-cost interventions for higher-cost interventions wherever possible. The
self-direction model, in contrast, vests decision-making authority with the individual
receiving supports, with or without the assistance of a designated representative(s). The
paucity of specifics on managed care for the I/DD population remains, even as NYSDOH
moves ahead designing a statewide Medicaid managed care system.
We also have concerns that the process undertaken in order to developing data driven
VBP I/DD quality measures was not, in fact, guided by stakeholders because the data metrics
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recommended in the I/DD CAG Report are not appropriate to people with I/DD.2 The quality
recommendations contained in the I/DD CAG rest on almost purely health-oriented
requirements, which do little to improve the quality or appropriateness of I/DD supports. The
use of a medicalized set of VBP quality measurements simply fail to give adequate weight to
the well-developed quality of life measures in which the entire I/DD system and OPWDD’s
vast array of providers have invested for so many years. The VBP model proposed in the
I/DD CAG Report not only fails to “value” quality of life markers but also creates the very
real danger that “costly” individuals, such as people with I/DD who require more than
minimal care and who will not “improve” or need fewer hours of care over time, will be
relegated to nursing homes and other agencies that are not required to provide enough staffing
or programming because the rates are not designed to reward agencies that provide a better
quality of life for consumers as opposed to simply a reduction of Medicaid costs for New
York State. Absent any connection between OPWDD quality assurance/quality improvement
data and the recommended measures set forth in the I/DD CAG Report, agencies that provide
bad care that does not result in hospitalization and/or other medical utilization could wind up
achieving high monetary VBP compensation than agencies that provide quite good “total
population care” but whose consumers have higher rates of medical utilization.
It is important to note that because of their often-complex health needs, individuals
with I/DD3 have unique service utilization patterns that differ significantly from the general
and Medicaid-specific populations. These health and functional needs, as well as service
utilization characteristics, are important differentiators from other populations and should be
considered when developing effective and appropriate ways to assess quality of life and
monitor the quality of care received. Equally important as this “medical model” is the “social
model,” which considers individual preferences for where to live, education, employment,
recreation, and more.
We offer these cautions to you from a thoughtful and comprehensive white paper
published by United Healthcare/Community and State in connection with their series
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As but one example, even with respect to the medical standards invoked in the recommendations, it is
inexplicable that certain clinical markers that are prime markers of poor care delivered to people with I/DD, ie
urinary tract infections, sepsis, pneumonia, pressure/ulcer sores, and dehydration, are deemed to fall into I/DD
CAG Group Category 3 as “insufficiently relevant, valid, reliable, and/or feasible” measures.
3
Even though individuals with I/DD are often discussed together as a group, there are nuances to each condition
that are important to differentiate.
• Individuals with intellectual disabilities have impaired
cognitive ability caused by injury, genetic disorder, or
neurological challenges. They also have adaptive
limitations such as difficulties with self-care and
communication.
• Individuals with developmental disabilities have
impaired mental, sensory, and/or physical ability and
functional limitations in three or more areas (e.g.,
language, mobility, learning, and self-care), which likely
require long-term services and supports (LTSS) or home
and community-based services (HCBS).
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exploring Quality: Measuring the Quality of Medicaid Services for People Who Are Aging or
Disabled:
“There are inherent challenges with adapting quality measures for this population
beyond the lack of consensus on core measures.
• Current quality measures widely used with other Medicaid populations do not
easily translate and address the more complex health care and social needs of
individuals with ID/DD.
• Current Medicaid quality measures are generally focused on structure and
process and are not more widely focused on individual outcomes and personal
experiences, which are the basis for specialized services such as LTSS.
• Quality of life and individual experience perspectives are difficult to quantify
consistently given the need to gather data through interviews, surveys, etc. and
the subjectivity involved with topics such as quality of life.
• Goals, outcomes of care, and supportive services are personalized and can
mean different things to individuals with complex conditions, which makes the
use of standardized metrics and tools challenging.”4

Finally, the I/DD CAG Report artificially has stacked the deck against utilization of
the CQL/POMS measurement standards,5 by classifying them as process measures when they
could easily be outcomes, if stated differently and focused less on the individual’s outcomes
and more on the agency’s outcomes with respect to the people those agencies serve. In doing
this, NYSDOH would be able to measure and reward the transformation of the OPWDD
system while ensuring the agencies are focusing on outcomes for the people they support.
***
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See Quality Improvement for Individuals with Intellectual & Developmental Disabilities: A Proposed
Framework, May 2016 available at https://www.uhccommunityandstate.com/content/dam/community state/PDFs/NAB_ID_DD_Whitepaper.pdf.
5
While the I/DD CAG Report notes that the standards are not “mandatory” within the OPWDD system,
providers and people with I/DD and their families and advocates believed that the the CQL/POMS quality
measures were, in fact, mandated for utilization in the OPWDD systembased, in large part on the
representations that “OPWDD has embraced the Council on Quality and Leadership’s (CQL) Personal Outcome
Measures (POMs) as the person centered quality of life measurement that will be used as a critical quality
measure. Personal outcome measures enhance the system to focus on quality from the perspective of the
individual receiving services.”
See, e.g. https://opwdd.ny.gov/opwdd_services_supports/person_centered_planning/personal-outcomemeasures.
While we do not endorse or embrace the CQL/POMS measures, those standards have been nationally normed
and are deemed entirely “relevant, valid, reliable, and/or feasible” quality measures.
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In closing, we note for the record that there has been significant and well-grounded
opposition, across the country and in New York State, to the introduction of managed care
for the I/DD population since the early-mid 1990s, among disability advocates as well as
many I/DD professionals. In the 1990’s as is in fact the case today, media was full of reports
recounting the excesses of managed health care, including refusals of necessary services.6
Commercial health plans, back in the 1990s [and it would appear today] also
discovered that successful cost avoidance strategies in the health care and behavioral health
sectors (e.g., minimizing the use of hospital emergency rooms; requiring preauthorization of
referrals to medical specialists; and limiting the need for hospital admissions through
improved access to out-patient care) were not likely to yield the same savings in the I/DD
service sector. With funding tied to wrap-around capitated payment rates, behavioral health
plans, for example, had and have strong incentives to minimize the number and length of
inpatient admissions to mental hospitals and psychiatric units in general hospitals by investing
in expanded outpatient services and using pro-active medication management techniques. But
the long-term support needs of persons with intellectual and developmental disabilities are far
less episodic in nature than those of individuals with recurring mental illnesses and,
consequently, less susceptible to such cost-avoidance strategies.
The development of a valued based payments system to the delivery of long term
supports and services on a 24/7/365 basis to people with I/DD must be guided by stakeholders
who help develop data driven quality measures. While it is challenging to quantify many of
the quality of life measures most important over the lifetime of an individual with I\DD, much
work has been done in that area and progress has been made. OPWDD and its stakeholders
have made substantial efforts over the years to emphasize person-centered, social support
principles when redesigning the system for paying for and delivering services. It is
discouraging to see that the I/DD CAG Report does not make better use of all the work
OPWDD has done to develop metrics that are outcome based. Those efforts will be for
naught if, a managed care service delivery system grounded in cost avoidance strategies
appropriate in the medical model is imposed while ignoring measures to improve the quality
or appropriateness of I/DD supports. That certainly appears to be so based on the I/DD CAG
Report.
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See, e.g., Medicaid Matters: Mis-Managed Care, Fair Hearing Decisions on Medicaid Home Care Reductions,
available at https://assets.documentcloud.org/documents/2996191/Report-on-Medicaid-Home-Care-Reductionsin-New.pdf. This detailed report was prepared by a coalition of more than 100 nonprofit groups who found that
since January 2015, Senior Health Partners of Healthfirst and at least two other companies have been
systematically cutting the hours of home care to their disabled clients, typically without proper notice or legal
justification. By law, only a change in a client’s medical condition or circumstance is supposed to allow a
reduction.
See also Lives Upended by Disputed Cuts in Home-Health Care for Disabled Patients, Nina Bernstein, New
York Times, July 20, 2016 available at https://www.nytimes.com/2016/07/ 21/nyregion/insurance-groups-innew-york-improperly-cut-home-care-hours.html?rref=collection%2Fbyline%2Fn inabernstein&action=click&contentCollection=undefined&region=stream&module=stream_unit&version=latest&c
ontentPlacement=7&pgtype=collection&_r=0; and Medicaid Shift Fuels Rush for Profitable Clients , Nina
Bernstein, New York Times, May 8, 2014 available at https://www.nytimes.com/2014/05/09/nyregion/medicaidshift-fuels-rush-for-profitable-clients.html
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Accordingly, we strongly urge the recommendations set forth in the I/DD CAG Report
be deferred until such time as the New York State I/DD managed care system is in fact
established, or at least explicated, or the recommendations set forth in the I/DD CAG Report
be revised in their entirety.
Thank you for your consideration of our comments.
s/ Beth Haroules

Beth Haroules
Senior Staff Attorney, NYCLU
s/ Roberta Mueller
Roberta Mueller
Senior Supervising Staff Attorney,
NYLPI

CONSUMER ADVISORY BOARD
WILLOWBROOK CLASS
1050 Forest Hill Road
Staten Island, New York 10314
(718) 477-8800

January 20, 2016
On behalf of the Consumer Advisory Board for the Willowbrook Class, thank you for the opportunity to
provide comments on the Value Based Payment [VBP] for Adults with Intellectual and/or Developmental
Disabilities [I/DD].
During the past decade, there have been various changes in the OPWDD delivery system and even more
discussion on proposed changes - some have gone to the wayside and others continue to garner
discussion. Managed care for people with I/DD is one of the conversations that continues to grow.
Change does not have to viewed as a bad thing, yes, it is a challenge to everyone that it presents itself to,
but with proper planning and engagement it is more readily accepted. However, as OPWDD and NYS in
conjunction with CMS moves towards conflict free care coordination and managed care, there has been a
disconnect with the true stakeholders - the men and women who live the lives that we discuss everyday
and their advocates. The most recent oversight is that of the VBP for adults with I/DD - less than 10% of
the advisory group membership consisted of people who have I/DD or their advocates. Per Alice Lind
and Nancy Archibald, in “Structuring New Service Delivery Models for Individuals with Intellectual and
Developmental Disabilities” [CHCS 2013 Policy Brief], stakeholder engagement is a “core structural
element” when proposing changes to a delivery system. How then can the VBP Advisory Group present
their recommended quality measures with confidence while lacking this core element?
It is undeniable that people want to choose where they live, who they live with, what they eat, etc., but
without a healthy being, without respect from others and without protection from neglect and abuse - the
other categories are irrelevant in a person’s life.
The fact that the CAG did not put that both respect and freedom from neglect and abuse in Category 1 is
alarming [the notes section reflect a subset was selected that better met overall care]; we respectfully
disagree and request that this be reconsidered - without those core qualities in one’s life, the others are
meaningless. If the question remains as to how this would be measured, data is generated by the New
York State Justice Center that could be accessed to determine allegations of abuse and neglect. This same
information would reflect on a provider agency and their approach to dignity and respect via the
employees they recruit and retain as well as their training modules.
The CAG has adopted recommendations for measurement from our health care system that assist us as we
age and our health characteristics change [this is true whether you have I/DD or not] including preventive
medical care, blood pressure screenings and colorectal cancer screenings; however, only an annual dental
visit is recommended and screenings such as cervical and mammograms are relegated to category 3. It is
a standard recommendation that dental visits occur twice a year and as needed, therefore the question has
to be asked why would the standard be lower for a person with and intellectual and/or developmental
disability? Dental health is crucial to our overall health including but not limited to our cardiac status as
we age. Furthermore, cervical screenings and mammograms are both necessary screening tools for
women who are sexually active, have familial history of cancer, as well as for the aging female. Perhaps

the decision was based on the fact that these are identified as a “process” vs an outcome, but for a
meaningful life, one’s overall health must be evaluated and maintained.
Furthermore, we would like to take this opportunity and stress to the CAG that this is the opportunity to
address the unnecessary visits to emergency rooms as well as unnecessary hospital stays and prolonged
hospital stays. In 2010 NYS ranked 50th in the country for avoidable hospital use [Value Based
Payments in a I/DD Context, Presentation for UCP Annual Conference, The Movement, The Mission, The
Magic Betsy Lynam, KPMG, October 17, 2016, www.cpofnys.org]. Having to visit emergency rooms,
for non-emergency medical purposes, then have to wait due to emergency rooms triaging, must be made a
priority. Time spent in this untenable situation has the potential to lead to behavioral episodes that would
otherwise not occur as well as exposure to illness that may have otherwise been avoided. This is not only
a health measurement, but is also a quality of life issue.
To achieve these goals while realigning the Medicaid system we are told that the first step will be to
establish conflict free case management - yet there is little public information available on development
for this crucial aspect of managed care from either OPWDD or NYS DOH. Nor is there a measurement
for this particular aspect of value based payments [notes indicate requires development]. The question
must be asked will the care coordinating organization [CCO] be exempt from value based payments
although they are the responsible party to manage the person’s life and care? It is our recommendation
that the CCOs be held to standards that will ensure quality life factors are developed per the person’s
request, ensure that the person has a life whereby they are respected and protected, and ensure that the
person is healthy through the use of annual assessments and medically recommended screening tools
while decreasing unnecessary visits to hospitals and unnecessary hospital stays. This will be the
beginning of a meaningful, healthy life whereby choices made will only be enhanced because they can be
enjoyed to their fullest.
We appreciate the opportunity to comment and look forward to the next steps of this vital process as
OPWDD with the NYS DOH and CMS continue to propose changes.
Sincerely,

Antonia Ferguson
Antonia Ferguson, Executive Director
Consumer Advisory Board for the Willowbrook Class

cc:

CAB

