
               

  

 

 

      

 

    

  

• k• d The Heart of Car Ing In Alzheimer's Caregiving 

Why Comfort Matters: Seeing Dementia 

through a Palliative Care Lens 

ALZHEIMER’S DISEASE PROGRAM 
ANNUAL CONTRACTORS MEETING 

Jed Levine 

Executive Vice-President, Director of Programs & Services 

Ann Wyatt 

Manager, Palliative and Residential Care 

May 24, 2018 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 
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How We Got to Comfort 

• Rethinking how organizationally we can be of 

most assistance to LTC facilities 

• 75% of people with dementia will spend time in a 

nursing home, most typically in the moderate 

and advanced stages 

• Dementia is progressive and eventually terminal 

• The average time between diagnosis and death 

is 8 to 10 years; extreme variability with some 

dementias lasting up to 20 years or more 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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How we got to comfort (continued) 

• Typically, about 40% of time spent living with 
dementia means living in the advanced 
stages 

• Someone who reaches the age of 80 and 
does not have dementia has an 
approximately 5% chance of spending time in 
a nursing home 

• Someone who reaches the age of 80 and has 
dementia has an approximately 80% chance 
of spending time in a nursing home 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Treatment & Caregiving 

• There are some treatments available that will 

help some people with Alzheimer’s for a period 

of time. There is no treatment yet that will 

prevent, modify or cure the disease. 

• In the absence of an effective therapy to prevent, 

treat or cure Alzheimer’s disease and related 

dementias, the best medicine is good care. 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               

      

  

  

    

• k• d The Heart of Car Ing In Alzheimer's Caregiving 

Therefore: 

There can be no more important role for long-term 

care providers than that of bringing comfort to 

people with advanced dementia, and by extension, 

to their families and friends 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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How We Got to Comfort Matters® 

• Review of literature, efforts around the country 

• Finding Beatitudes Campus and Comfort 
Matters® 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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What Comfort Matters® Does 

• Delivers a comfort-focused model of care for 
people with dementia which can be used in any 
setting 

• Targets necessary change in individual staff/ 
family practice and organizational systems to 
ensure individualized comfort for each person 

• Bringing comfort is a combination of (1) adoption 
of specific care practices, and (2) the process 
used for assessment and implementation for 
specific individuals 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Evidence-Based 

Comfort Matters® Assumptions 

• Comfort is a benefit to people with dementia 

• People with dementia are experts on their personal 

comfort 

• People with dementia communicate comfort and 

discomfort through their actions 

• Everyone with dementia can be comfortable 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

• Comfort is NOT just for end-of-life circumstances 

“Cure sometimes, treat often, comfort always.” 

Hippocrates 
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Beatitudes Campus 

Care Evolution 

Traditional Model 
• All people used physical restraints 

• All people received antipsychotic 

and anxiolytic medications 

• 25-40% of population lost weight 

every month 

• Strict adherence to therapeutic diets 

• Spent $30,000 annually on 

supplements 

• Most people rejected care 

• Sleep/wake were staff-driven 

• Everyone showed Sundown 

symptoms 

• Total focus on medical needs 

Comfort Model 
• No physical restraints 

• Antipsychotic & anxiolytic 

medication use in minimal 

• Weight loss is rare 

• NO therapeutic diets 

• NO supplements used 

• Resisting care/service is rare 

• People sleep, wake & eat as they 

desire 

• NO ONE exhibits Sundown 

symptoms 

• Total focus on mind, body, spirit 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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What the Comfort Matters® 
model looks like 

People with dementia: 

• Sleep when they’re tired and wake when 
refreshed 

• Eat what they enjoy when they’re hungry 

• ADLs delivered on each person’s terms 

• Participate in engagement events as they wish 

• Experience an environment which meets their 

needs at every level 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Results include: 

• Liberalized diets contributing to stable weights (almost no use of 
supplements) 

• Increased toileting and reduced incontinence 

• No use of physical restraints (including alarms) 

• Almost no anti-psychotic, anxiolytic and sedative medications 

• Increase in pharmacologic and non-pharmacologic methods for 
treating pain 

• Decrease in total number of medications prescribed 

• Elimination of ‘sun-downing’ symptoms 
• Residents receiving active comfort and even enjoyment from 

meaningful engagement 

• Decreased hospitalizations 

• Increased family engagement and satisfaction 

• Greatly improved staff satisfaction 

• Almost no typical staff turnover 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Debunking Descartes 

“Each individual has social, emotional and 

spiritual elements which are at least as 

important as the intellectual.  Spending time 

with people who have dementia challenges 

us as persons to develop in new ways.” 

John Killick and Kate Allan 

www.dementiapositive.co.uk 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
http:www.dementiapositive.co.uk


               • k• d The Heart of Car Ing In Alzheimer's Caregiving 24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               

 
     

     

   

  

  

  

 

• k• d The Heart of Car Ing In Alzheimer's Caregiving 

Palliative Care & Comfort: 
Definition of Palliative Care from the 

World Health Organization 

“Palliative care is an approach that improves the 
quality of life of patients and their families facing 

the problems associated with life-threatening 

illness, through the prevention and relief of 

suffering by means of early identification and 

impeccable assessment and treatment of pain and 

other problems, physical, psychosocial and 

spiritual.” 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Palliative Care 

Death and 
Bereavement 

Conceptual Shift for Palliative Care 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Why do we need to look at palliative care through 

a dementia lens? 

• Behavior is communication: it is not the dementia that causes the 
behavior, it is the dementia which prevents the person from 
expressing the cause of their distress 

• Anti-psychotics may remove the person’s only means of 
communication (and not be responsive to the underlying problem) 

• Care settings/providers tend to want the person to conform to the 
needs of the setting, which means not only that the person’s needs 
may not be met adequately or in a timely manner, but that the setting 
itself may be causing the person’s distress 

• Comfort will often not reach people with dementia unless 

dementia-specific adaptations are made in how care is delivered 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Behavior vs. Distress 

• Use the word ‘distress rather than ‘behavior’ 

• ‘Behavior’ suggests the person has control over 

their actions and can change if we tell them to 

• ‘Distress’ suggests we should seek the reason 
for the person’s discomfort and address it on 
their behalf (do for them what they cannot do for 

themselves) 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Bringing Comfort Matters® to NYC 

Project Overview 

• 30-months (starting 7/1/12 through 12/31/14) 

• Nursing Homes: Cobble Hill Health Center; Isabella Geriatric 
Center; The New Jewish Home (Manhattan) 

• Hospice Programs: Calvary Hospital Hospice; MJHS Hospice 
and Palliative Care of Greater New York, and Visiting Nurse 
Service of New York Hospice and Palliative Care 
(VNSNYHPC) 

• Four phases initially: Training; Piloting; Sustaining & 
Spreading;  Final Document (“Palliative Care for People with 
Dementia: Why Comfort Matters) 

• Final (fifth) phase: All three homes accredited by Comfort 
Matters® (and all have been re-accredited at this point) 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Project Components 

• Training/Education (initial and ongoing) 

• Weekly Meetings 

• Evaluation 

• Care Practices 

• Communication with Families 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Care Practices 

• Pain 

• Environment 

• Sleep/rest (sundowning) 

• Food/Nourishment 

• Balance/Stimulation 

• Meaningful Engagement (Use of Day Rooms) 

• Heat/Cold 

• Toileting 

• Ambulation 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Pain 

• Pain is what the person says it is 

• People experience pain differently 

• Pain does affect cognition 

• Research indicates people with dementia more 

likely not to have pain identified/treated 

• Person with dementia who is experiencing pain 

may (1) deny pain, and (2) express their distress 

through their behavior. 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               

Pain Assessment in Advanced Dementia (PAINAD) Scale 

items~ 0 1 2 ls,core, 

Brea.th ing No11nal Oc.casiiorml labored breathing .. Noisy labored lbreathii rig1 ... Lo11g 
indeperndent O'f Short period of hyperventilation. period of hyperVientii lauion. 
voca I izatio rn Cheyne-Stokes respirations. 

Negaitive, None Oc.casiiorml moan or groan_ Low- Repeated troubled calling out. 
vocalizatiorn llevell speech with a negative or Loud moaning or groaning. 

disapproviing qualiity .. Cirying. 

Facial expression Smiling or Sad. Frightened. Frown. Fadal griimacing. 
. . 
inexpressive 

Body langua.ge R.eaxed Tense. Distressed pacing. mgid. Fists dlenched. Knees 
Fiidgeti ng .. pullled up. Pullling or pushing 

away. Str1king out. 

Co rns.olability No need to Distraoted or reassured by voioe Unable to ronsole, distract or 
console or toudh. reassure. 

Total" I 

*Five-item observatio ml mot (see the description of each item be.low). 

uTotal scores range from Oto 110 (based on a sea e of Oto 2 for five items) with a h:igh,er score indicating more severe pain (O="'no pain"' 
to 1n='"severe pain"). 

• k• d The Heart of Car Ing In Alzheimer's Caregiving 24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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The Care Environment 

• Noise 

• Activities, shift-change, etc. 

• Comfortable Places to Be 

• Uncomfortable Places to Be 

• Visitor Experience 

• Sundowning 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Making the Most of Meals 

• We are more likely to eat food we enjoy 

• A comfortable dining environment makes a big 

difference 

• The Importance of snacks 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Rest and Sleep/Wake Routines: The 

Importance of Resting When Tired 

• Customary routines 

• Changes in routine 

• Frequency 

• Finding what works for someone 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Rethinking Activities: Meaningful Engagement 

for People with Advanced Dementia 

• People with advanced dementia can still feel 

lonely, bored or frustrated 

• Every interaction holds the potential for 

meaningfulness (or its absence) 

• Importance of one-on-one and small groups 

• All staff involved 

• Music & Memory, Inc. 

(www.musicandmemory.org) 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
http:www.musicandmemory.org


               • k• d The Heart of Car Ing In Alzheimer's Caregiving 24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               • k• d The Heart of Car Ing In Alzheimer's Caregiving 24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               

 

 

 

 

  

   

• k• d The Heart of Car Ing In Alzheimer's Caregiving 

Non-Pharmacological Approaches 

• Reposition the resident 

• Check temperature in the environment; change clothes if 

necessary 

• Decrease noise level 

• Provide rest-nap in bed 

• Toilet or hygiene care 

• Redirect resident to another area 

• Empathize with resident; simple hug or smile 

• Know a familiar meaningful name to resident and 

mention it. 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               

Staff Knowledge 
I Time 1 I Time 2 

16.2 

Knowledge Test Score (possible range 0-23)* 
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Staff Commitment 
•Timel • Time2 

1.56 

-1.27 -1.31 

Will Look for Often Think Recommend Care Recommend Job 
Different Job About Quitting at My Facility* at My Facility* 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               

CNA Absenteeism 
ITimel 1 Time2 

4.7% 

3.2% 

Percent of Shifts Absent 

• k• d The Heart of Car Ing In Alzheimer's Caregiving 

49% 

Rejection of 
Care* 

Resident Outcomes 

36% 36% 

Physical 
Behavioral 
Symptoms 

Directed Toward 
Others 

53% 50% 
45% 

Verbal Behavioral Other Behavioral 
Symptoms Symptoms Not 

Directed Toward Directed Toward 
Others Others 

I Time 1 

I Time 2 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               

Use (% of Resident Days on Therapy) 

67.1% 
62.3% 

58.6% 

47.8% 

32.1% 
25.1% 

4.1% 8.1% ll 
Opioids Antidepr. Non-Opioid Bowel Care 

Analg. 

• k• d The Heart of Car Ing In Alzheimer's Caregiving 

78.5% 

68.2% 

28.8% 

II 
25.2% 

19.4% 

22.6% 
21.7% 

22.5% 
18.1% 

2.6% 2.3% 

Dietary Dementia Antipsych. Anticonv. Sedatives Antibiotics 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Processes 

• Weekly interdisciplinary meetings on-unit 

• At time of admission, comprehensive 

assessment of care needs, habits, and comforts 

• Education for families (Advance Directives) 

• Care Plans (What Comforts Me) 

• Roadmaps for Distress 

• PaindAD 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               

 

    

Campus Comfort Road Map 

Dement ia-rebted Beb.n·ior 

DacriM. Jrha! Ult pr.son fr acr-.ial,!1 
dair.a, ll'iOJd tU]!l,9 :rrt1td1 !UCb as 

a9itaWll.lrro:a!latfrt 

• k• d The Heart of Car Ing In Alzheimer's Caregiving 

ComfortMatters-
~""'a..~~c.,,mg... 

Wvin,g Getter wit!\ Ocment.ei 

""hat is the Person 

Communicat ing 

p,mor,'surti,onr 

Possible Rem edie s 

ConriCa all pom!llt optiom that 

couldlltlp 

Road Map to Comfort: 

Eliminating Rejection of Care & Distress 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               

 

caring kind 

('-:~-==:~ What Caregivers Should Kno·w About Persons ·with Dementia 
J!: mmi i11J.:u-.cmi:!c i:l.....,, ur dlis;.-a-.,:;, ci th:: cl&IS"I tar~r.i: ~oist :r,:,_ci .:w.21: .hhr~c Clll'L 04- 111:c llll!:S'ff ;l!Uti= L!:,n w"ui'ci ri:i'au pr.t1'11Cj. 

Nillm e: 

Binhpb.ce (city and stare): 

P,u ents' names: 

Parenr.s' occupation.(s): 

Names of brorhe.n: 

Names of -sisters: 

llllponam information about brothers/ sisten: 

N.1me of -spou s.e / parcn-er: 

Special memoties of wedding day/ honeymoon: 

Childn..u' s na.mi:-s: 

Grand· / great gr andcb.i.ldre..n' s n.imes: 

Places Un d: 

Educational accompli.:!ihments: 

O ccupation(s): 

Favorite job (s): 

Leisure ac:cit"irie.s: 

Spiritual affiliation/ practice.s: 

FaYoritea spiritual s.,ongs-: 

Faxorite holiday: 

Favor ite ncation actil"ity/ loc,ation: 

Favorite music: 

Fa.Yorite pet: 

Speci.J.I rinials ob1.ened: 

Faxorite food and dr ink: 

Faxor ite smelh: 

Tobacco use- typ-e: 

Wine or spirits use: 

Food d~slike:5.: 

·coffee/ tea use: served 'lrith: 

·special food preferences whHe ill: 

Preferred for ms of comforting touch: 

E.a:Sily subject to temperanll'e chan_ges: cold/ hot 

PreferenC'e for bathi:n_g : 

Clothin_g preference{s): 

Footwear preferenc-e(s) : 

Bea.ury/ b.uba-shop us.age: 

Manicur e/ pedic,ur e u:5.age: 

Sha.vin_g needs a.nd razor type: 

·usual bse d time and wake up time: 

·Mor ning routines: 

Afternoon routines : 

The Heart of 
Alzheimer's Caregiving 

PreferTed name: 

freque.ncy: 

frequ~ y: 

frequl:ll.Cy: 

time of day: 

frequmcy, 

frequency: 

time of day for ili.a.ving·: 

What We Need to Know 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Some other considerations 

• Anticipation of Need 

• Slow Down 

• Consistent Assignment (replacement staff) 

• Risk 

• Falls 

• Day Rooms 

• QAPI 

• Policies and Procedures 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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QAPI and the Usefulness of Data 

• Implementation Strategies 

• Accessibility 

• For use by managers and by direct care staff 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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-~ 

Rejection of Care & PAINAD 
100% 

90% 

80% 

70% 

60% 

50% 

40% 

30% 

20% 

10% 

0% 

Rejection of Care 

PAINAD 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Care Planning & Advocacy 

• Resistance to Care 

• Verbal behavioral symptoms directed to others 

• Physical behavioral symptoms directed to others 

• ‘Other’ behavioral symptoms not directed to others 

Avoid using ‘agitation’ and ‘combative’---instead, find 
out specifics about potential contributing factors to 
the distress 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Put it in the Care Plan 

• Not just problems 

• Comforts: Frank Sinatra; peanut butter; Mets 

games; the color pink; walking up and down the 

hall holding hands; naps after lunch; hot tea first 

thing in the morning; lollipops; pizza; walk 

around the block; sitting somewhere besides day 

room; wearing make up every day; hugs; 

memory books 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org


               

ESIDENT'S NAME; Ms, A 
.RESIDFNT'S STRENGTH; Involved Dam>hter a nd Son 

PROBLEMS/NEEDS GOALS/EXPECTED 
DATE /STRENGTHS OUTCOME 

LJ I have difficu lty 01 wi ll t,e spoken to 
03/14/14 bearing so I like it face co face by others 

when people look over 11.ie next 90 days.. 

d irectly at me when 
speaking to me. 

01 will have my 

01 like to have a cup of c.offee and 

cup of c.offee with donut every day as 

a donut every day iodicated over the 

and I like to drink a next 90 days. 

lot of water. 0 1 will be assisted 

DI like to be well 
with dressing in the 

groomed each day. 
clothes I prefer 
everyday over the 
next 90 days. 

DI am very soc ial D I wi ll hear music as 
and like to be with indicated and be 
people and like to encouraged co enwage 
listen to music. with my peers as 

appropriate over the 
next 90 days.. 

OJ like to walk or will be engaged around the unit and 
like when J>eople 

with by staff as I walk 
on the unit over the 

let me hold their next 90 days. 
arm and talk to me 
as we walk. 

DI need help D I will be redirected 
being redirecte{J as needed to my room 
back to my room as to lay down over the 

I tend to want. to Ii e next 90 days. 

down in bed 
throughout the day. 

01 will get as much 
0 r like lake naps sleep as I need over 
throughout the day. the next 90 days. 

DATE 

03/14/14 

COBBLE HILL HEAL TH CENTER 
COMPREHE SIV.E CARE PLAN 

What B1·ings Me Co11fort Care Plan 

U IT: BS 

INTERVENTIONS DI SC. DATE 
0Staff will look directly at T 
Ms. A when speaking to her. 

0Staffwill o ffer Ms . . A . 
coffee and donuts as indicated N,TR, 
as well as water on a daily D 
basis. 

0Staffwill groom and dress 
Ms. A as she likes on a dai ly N 
oasis. 

0Staffwill engage Ms. A in 
TR programs with her peer5 TR, 
and play music she likes on a N,SW 
dai ly bas is. 

0Staffwi ll socialize w ith 
Ms. A. as she wa lks on tlie T 
unit on a daily basis .. 

0Staffwil l red irect Ms. A. 
back to her room as indicated T 
on a daily basis . 

0Staffwill encourage 
resident lo s leep in her own T 
bed as appropriate on a d ail~· 
basis. 

ROOM# 

EVALUATION/ OUTCOME 

.. N=Nurs mg MD =Phys1e1an D= D1etary SW--=Socia l Work TR=Tilerapeut1c Reereat1oa PT/OT/ST=Phys1cal/Occupat1011 al/SpeCA:h Therapy T=Team 

• k• d The Heart of Car Ing In Alzheimer's Caregiving 24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Palliative Care Decision Points: 

Maximizing Comfort 

• Artificial Nutrition 

• Antibiotic therapy 

• Antipsychotic medications 

• Cardiopulmonary Resuscitation (CPR) 

• Screening Tests 

• Hospitalizations 

• Medications 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Hospice and End-of-Life Care 

• Last six months 

• Can be difficult to predict with dementia 

• Need for palliation arises well before last six 

months in most cases 

• Care plan considerations in residential care 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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“You matter because you are you and you 

matter to the end of your life.” 

-Dame Cicely Saunders, Nurse, Physician, 

and founder of the hospice movement 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

http:www.CaringKindNYC.org
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Palliative Care for People 
with Dementia: 

caring kind 
__ .,, ___ 
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Contact Information 

• jlevine@caringkindnyc.org 

• awyatt@caringkindnyc.org 

• caringkindnyc.org/palliativecare 

• talonzo@beatitudescampus.org 

• www.musicandmemory.org 

24-hour Helpline 646-744-2900 www.CaringKindNYC.org 

mailto:awyatt@caringkindnyc.org
mailto:awyatt@caringkindnyc.org
http://caringkindnyc.org/palliativecare
mailto:talonzo@beatitudescampus.org
http://www.musicandmemory.org/
http:www.CaringKindNYC.org



