Our program will begin
promptly at 3:30 p.m. ET.

We will start

Until then, please sit back
shortly.... and enjoy a moment of quiet
solitude!

Bridging Aging & Disability Annual CoP Meeting (September 2024) C
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Maximizing
Your Webinar
Participation:

Zoom Tips, 1/2

Audio Settings: You can change your audio
settings. You can also click the upward arrow (")

next to the microphone icon at the lower-left of
the Zoom window to change your speaker.

Captioning: Available in a separate browser
window by clicking the following page on
Captioned Text.

Questions: If you have a question for today’s
presenters, please type it in the Q&A box at any
time during the presentation. You do not have to
wait for the Q&A discussion to begin. Open the
Q&A window, type in your question, and then
press “send”. You can also include questions in
the chat box. You will receive a reply back via
text in the Q&A window or the question will be
answered live.


https://support.zoom.us/hc/en-us/articles/201362623
https://support.zoom.us/hc/en-us/articles/201362623
http://www.captionedtext.com/client/event.aspx?CustomerID=2067&EventID=4664304
http://www.captionedtext.com/client/event.aspx?CustomerID=2067&EventID=4664304

* During the Interactive Discussion

* Raise Hand: Raise your hand when the
interactive discussion begins if you would like
to provide feedback or make a comment

Maximizi Ng regarding a specific question that has been
: asked of the participants.
Your Webinar batri=ib

4l ) * Unmute/Mute: Once the host acknowledges
Particl patlon : you, you can unmute by pressing the

) “Mute/Unmute” button at the task bar at the
Zoom Tips, 2/2

bottom of your screen, and then provide your
comments. All participants will be able to
hear you during this time. Be sure to mute
yourself again after you have made your
comments.
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* Leave meeting: Click Leave meeting to leave the
webinar at any time. You can rejoin if the webinar
is still in progress.



https://support.zoom.us/hc/en-us/articles/205566129

What is the Bridging Aging &
Disability Networks Initiative?

* The Bridging Aging & Disability Networks Initiative
supports States to enhance and improve services
and supports available to aging individuals with
|/DD and their families

* Brings together state government entities, federally-
funded aging & disability networks, and other external
partners through State Alliance Teams (SATs).

* Provides seed funding and technical support to SATs to
accelerate efforts for supporting aging adults with I/DD and
their families.

* From our shared learnings and promising practices, we
then support scaling, sustaining and replicating these
efforts nationally.

* Participating State Teams receive:
* Small cash grants
» State-specific technical assistance
e Quarterly National COP Meetings + Quarterly TA Events
* Annual In-Person CoP Meeting

Bridging Aging & Disability CoP TA Meeting (Sept 2025)




Today’s Agenda

Exploring the Topic of End of Life with People with IDD: National & International Perspectives

e Strategies and Resources for Supporting and Encouraging Thoughtful Engagement of Individuals with IDD in Topics
surrounding End-of-Life Care

e Dr. Jacqueline McGinley, PhD, LMSW, FAAIDD]
e Exploring End of Life Care Preferences with People with ID: A Case Study in Ireland

¢ Dr. Marissa Andréah Diaz
e Resource Spotlight: An Overview of the "Talking End of Life" Curriculum and Online Toolkit from Australia

Speaker Q&A

BADN State Highlights

e Promising Approaches to Improving Inclusion and Access of People with IDD into End-of-Life Planning, Strategies, and
Grieving Supports

Interactive Discussion

Bridging Aging & Disability CoP TA Meeting (Sept 2025) 6



Strategies and Resources for
Supporting and Encouraging
Thoughtful Engagement of

Individuals with IDD in Topics
Surrounding End-of-Life Care
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Jacqueline McGinley, PhD, LMSW, FAAIDD
Associate Professor & MSW Program Director
Binghamton University




AGENDA

® Overview: Advance Care Planning

® Macro-level Considerations: Policy
o Integrating advance care planning into the person-
centered planning process
® Mezzo-level Considerations: Organizations
o Implementing an integrative care model to support
aging and end-of-life care.
® Micro-level Considerations: Individuals & Families
o Resources for facilitating engagement around end-of-
life care

® (Question & Comments




Advance Care Planning (ACP)

e “..Learning about the types of decisions that might need to be
made, considering those decisions ahead of time, and then
letting others know—both your family and your healthcare

providers—about your preferences” (National Institute on Aging
[NIA], 2022, p. 1).



https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care
https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care
https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care
https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care
https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care
https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care
https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care
https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care
https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care
https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care

Macro-level Considerations: Local, State, Federal Policies

« State-level person-centered plans
often articulated at least one Adva n GB Ca I'B Pl a n n | ng
dimension of advance care planning.

However, few states articulated these STATE-LEVEL PERSON-CENTERED PLANS
specific to aging and end-of-life.

o Findings from this study suggested e
opportunities for the integration of
content specific to aging and end-of-
life care within person-centered plans o .
and the semi-regular meetings that Y AR
often accompany these plans. N e

. 5-7 Dimensions

o “Exemplar” plans can inform
strategies for integrating tenets of ACP
within existing person-centered
planning processes throughout the
United States and internationally. Do R ackcborgdocsefeul-source/efaul-documert-lbraryincgine-sdvance-care latning for ividals Wit

|ntc~||c~ctu |d|SEIbI|ItIE‘ -a- t te by state cr‘ltent n=||»_. is ofp rson-=¢ ent led plar‘lspdf’ ‘r\.fr sN=9¢c3 4'%5L1 O

8-10 Dimensions




Mezzo-level Considerations: Organizational Programs

The Mercy Doula & Life Transitions Program offers integrative care
with an interdisciplinary focus:

® Proactive - initial diagnosis, assessment of current supports,
services and needs, team discussions, build trust and rapport

e Active - direct support to the person/support network, care
planning needs and updates

e Reactive - bereavement and after care supports, celebration of
life, 1:1 opportunities to work through grief and loss

Establish Program
Model

identify Program
Afminstration within
Organization Sthattum

idenmty ing Financa |
Suppart gr Frogram

Update Podicies &
Procedures

Create Doousmentation to
Support nplemendatan

Frogram Bladel

Acwanoe Care Flanning

Train Mercy Doulas

Legacy & Vigd Mlanning

Implement Mercy | |

Doula Program

Aftercare Support:
Bereavement & Coping

Spedal Considerat kans:
Supporting Peopke with 10D
& Organizational $wructure

Taa= & Fasily Sugper

Advertise Acrons Agency

11 SEal Famity Maslyer
il e s Szt

Respond to Referraks

Bt Seoppcn'|

Deliwer Program Services

G ni ] Barw i | Suspart

Prawide Ongaing

Supervsion B Training

[t adioen om the Doeng Procsis

D e cof o L il bt




Micro-level Considerations: Individual & Family Supports

Organizations of Note Clinical Resources and Tools

® American Academy of Developmental Medicine & e Coalition for Compassionate Care
D H . .
Dentistry of California

® American Association on Intellectual and
Developmental Disabilities e Talking End of Life ... with people

with intellectual disability

e Alliance for Disability in Healthcare Education

e National Task Group on Intellectual Disabilities and P The ARC'S Center fOr Futu re
Dementia Practices PIanning

e Palliative Care for People with Learning Disabilities

(PCPLD) e The Victoria & Stuart Project



https://www.aaidd.org/home
https://www.aaidd.org/home
https://www.aaidd.org/home
https://www.aaidd.org/home
https://www.aaidd.org/home
https://www.aaidd.org/home
https://www.adhce.org/
https://www.adhce.org/
https://www.the-ntg.org/
https://www.the-ntg.org/
https://www.the-ntg.org/
https://www.pcpld.org/
https://www.pcpld.org/
https://www.pcpld.org/
https://coalitionccc.org/CCCC/CCCC/Our-Work/People-with-Developmental-Disabilities.aspx
https://coalitionccc.org/CCCC/CCCC/Our-Work/People-with-Developmental-Disabilities.aspx
https://coalitionccc.org/CCCC/CCCC/Our-Work/People-with-Developmental-Disabilities.aspx
https://www.caresearch.com.au/tel/
https://www.caresearch.com.au/tel/
https://www.caresearch.com.au/tel/
https://futureplanning.thearc.org/
https://futureplanning.thearc.org/
https://futureplanning.thearc.org/
https://www.victoriaandstuart.com/
https://www.victoriaandstuart.com/
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Jackie McGinley, , (315) 460-0585
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Exploring End of Life Care
Preferences with People with
ID: A Case Study in Ireland

Dr. Marissa Andréah Diaz
Postdoctoral Research Associate
Department of Disability and Human Development, College of Applied

Sciences, University of lllinois Chicago




About Me

 PhD (Dr. Sci) Health Sciences from the
University of Lucerne

* LLM International Law from the University
of Kent's Brussels School of International
Studies

« Sibling of woman with ID




Perceived barriers and facilitators to good end of life
care: Focusing on people with intellectual disabilities

Published in the Journal of Applied Research in
Intellectual Disabilities in December 2023

Presented 17th World Congress of the International
Association for the Scientific Study of Intellectual and
Developmental Disabilities (IASSIDD), focusing on

online methods
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ORIGINAL ARTICLE e WILEY

Perceived barriers and facilitators to good end of life care:
Focusing on people with intellectual disabilities

Marissa ADiaz' © | Fionn Crombie Angus® | Jerome E Bickenbach'*
"Smiss Paraphesic Rescanch, Nottw,
Switzertand Abstract
Tinchrive Rescarch Networ limerick belnd | Background: People with intcllectual disabilities are often left out of rescarch on
¥ ity of Heslth Sciences and Mestcine, i ics. This — S 5 i
p——— - important topics. This exploratory study investigated their views on barriers and facil-
itators to accessing care at end of life, both at home and in a hospice setting.

Corrmprandersr

e et Method: This qualitative study used refiexive thematic analysis. Two focus groups
Gidlo A, Fich-Strarme 4, 6207 Notiwd, were held via Zoom with a total of four participants.
Switzeriand. Results: Three themes were produced: Unsettling Transitions, Maintaining Familiar-

ity, and Respecting People's Wishes. Kocping things as unchanged as possible at end
' of life was highlighted as an ideal. Respecting people’s wishes and education were
Grang/Award Mumber: 814247 highlighted as facilitators to good end of life carc.

Conelusions: The themes identified in this stuy highlight the fears and wishes of this
population with regards to recciving quality end of ife care. Training for staff and
familics, as well as advanced care planning. could focus on enhancing fadilitators and
decreasing barriers for this population.

KEYWORDS
death, dying. end of e, intellectual disababity, qualitative methods, thematic analyss

1 | INTRODUCTION

People with intellectisal disabsities comprise roughly 1% of the global
population (McKenzie et al, 2016) and there is evidence that this pop-
ulation s bing longer than before [Coppus, 20113; Dolan ef al, 2015
Population 3ging has obwious impcations for the generl population,
but these implications. are argusbly more complex for people with
inteflectual disabibties. They are nol only likely to lose their key
supporterfs) and speciaist disabity serdices a5 they age
[Bighy. 1997}, but they are now out-fiving thewr parents (Kamstra
et al, 2017; Kruithof et al, 2022; Zambrino & Hedderich, 2021). As
this population continues o age. accessing end of Ble care wil
Deecome increasingly crucial, in part because: ihey are living with mone
et al. 2020; Wark ct al. 2017}

When it comes to accessing healthcare services generally, there
are a number of barriers that impede access for people with intellec
taal dsabalities, inchuding 3 poucity of financial resources, inapprope
ate physical barriers, and a lack of preventive care opportunities

lack of flexible administrative procedures and awareness of transpor
tation issues that contribute Lo systemic bamiers to healthcare for this
popubation (Awan & Chauhan, 2017).

Palistive cace aims to alleviate pain and suffering in order to
improve quality of e and well-being. Tocusing nol onky on physical
pymptoms b el nd spis a0 well (World
Health Organization, 20201 Palliative carc focuses on symptom

This s oo s, artice urades the besmes of Use Creathve Comemnns.

which permit . e——

rovided the original work B propery dled.

© 2023 The Authors. Jourmal of ublishe by Jobe Wikey & Sos Lid.

3 Appl Res intellect Disobsl, 20243713186,
hetpe/ fdoions/ 101111/ 13186
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« lIreland as a Case in Point @
« Study Objectives

* Method

« Data Collection

« Data Analysis

* Results

 Theme Discussions

 Preferences Derived from Focus
Groups

« (Conclusions

AGENDA
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Background Information on Ireland

« National palliative care policy since 20011

* People with intellectug\l disabilities account for 1.4% of
Ireland's population

« Living longer but st?EII dying at younger age than the
general population

* Inequities in health care access in Ireland; people with mild
intellectual disabilities, those who live independently or
with a family carer, and those associated with smaller
agencies without healthcare professionals4have a greater
risk of limited or no health care access

« There is evidence that in Ireland both intellectual disability
services and palliative care services lack the confidence
needed to deliver end of life care to this population,
although they are willing to collaborate with each other®

Projected population aged 65 years and over, 2016-2051

2016 - I
AL - == | Best case
2026 . Mid-case @
2031 — Worstcase @
2036 S
2041 |
2046 S I
2051 I
0 500 1,000 1500 2,000 2500 3,000 3500 4,000 4500 5000

(,000s)

Credit: Wall and Hogan-Jones 2019 / The Irish Times



Study Objectives

* Investigate this population's perceptions on barriers and facilitators to getting good end of life care
at home and at hospice

» Explore if there are differences between their perceptions of receiving care at home versus
receiving care at a hospice

 |Investigate their perceptions so we have evidence informed from service users that leads to better
policy and practice that enhances facilitators and removes barriers

» Test out the use of Zoom for conducting qualitative research with people with intellectual
disabilities, specifically on death and dying



Method Part 1

Due to COVID-19, Zoom was chosen to facilitate focus groups and
meet with co-researchers.

TRN kessn

IRELAND Network

Reached out to Inclusive Research Network to recruit researchers with
intellectual disabilities to either work on the project with me or be a
participant later on.

« 3 people volunteered to be part of pilot study, 2 of these 3 wished to
conduct the focus groups with me.

We decided to call our group the Researching Life’s End Group and What it is “ké fof’peome with

met 1-2 times a month learning disabilities to go to the
doctor in Ireland

e



Method Part 2

« Participants had to....
 ldentify as having an intellectual disability
 Be 18 years old or over
» Be able to communicate in English
 If a participant was non-verbal or had verbal communication difficulties, their supporter,
interpreter, or assistive device had to be able to communicate in English.
* Not currently live in a residential community

* In line with Article 12 of the United Nations' Canvention on the Rights of Persons with Disabilities,
capacity to consent in the study was assumed
« The Conventi70n asserts that everyone enjoys legal capacity, regardless of their decision-
making sKills



Data Collection Part 1

“Colm”

lllustrations by Emer Hyde



Data Collection Part 2

What do you think would help
Mary get good end of life care at

home?

What would get in the way of

Mary getting good end of life care

at home?




Data Analysis

» Reflexive thematic analysis
« Familiarization with the data was facilitated in part by making notes

 Initial themes were generated by me after undertaking a process of analyzing and re-
analyzing the transcripts and generating codes

 Initial themes were discussed with Fionn before finalizing, with themes being presented via
Zoom using PowerPoint for accessibility

« Validity
» Reflexive journal before, during, and after data analysis

* Pilot study

« Section written by co-researcher, Fionn



Results

Focus groups took place in March and April 2022, respectively (~60 minutes long)

4 participants participated in 2 focus groups (3 women and 1 man)

None of the participants brought along a supporter to the Zoom calls

One group had two participants in their 20’s and the other group had two participants in their 50’s

Discussing the "Mary" and "Colm" situations elicited reflection from
participants on their own experiences with end of life and what they would
want for themselves.

A variety of barriers and facilitators were highlighted and can be grouped
into three broad themes: Unsettling Transitions, Maintaining
Familiarity, and Respecting People’s Wishes.




Theme 1 - Unsettling Transitions

» Participants did not focus much on what "Mary" or "Colm" might be experiencing in the physical
sense as they were dying (e.g. physical weakness), but rather on the surrounding environment.

Financial resources were highlighted as an important factor by participants. Hospice was generally perceived to be
more expensive to participants in comparison to staying at home

* There was a perception that family alone decides when one goes to hospice, or at least are a factor
that affects decisions that are made

« Lack of family support was acknowledged to be a barrier to good end of life care, specifically with
regard to Mary and Colm being able to make informed decisions.

At least if you're at home, people would
know you. And then people in a hospice,
a hospital, they wouldn't know you as
good as family and friends would. So, |
would prefer to die at home.

“Anne”



Theme 2 - Maintaining Familiarity

Participants highlighted the importance of having
people, surroundings, and routines as unchanged
as possible

One's surroundings were considered an important
aspect of getting good end of life care

+ Settings that were not reflective of the dying person's
wishes and preferences were inferior

Participants suggested that "Colm" could bring
things from home such as magazines to read and
art to decorate the walls

« Despite these suggestions, hospice was in general not
perceived to be as comfortable as one's home

This is Colm in his room at the
hospice.

...It'd be great to stay in touch online. And also,
if their family visit[s] maybe more often, then
that’d be great support, actually. | think it’s [a]
good idea. Because they might miss...because
they might miss their family now.

“Rita”




Theme 3 - Respecting People’s Wishes

All participants voiced the opinion that one's wishes must be respected when they are dying
and discussed barriers and facilitators to achieving this aim

The person’s family and medical staff may affect one's wishes being respected at end of life

Knowledge of end of life services as an important asset in helping people make sure their choices
were heard.

* Writing down last wishes and selecting a next-of-kin

They should have a system set up where they
can be allowed to make their rights before
dying and let somebody that ... Like, have an
advocate that would talk up on behalf of them
if they were too sick ... the advocate could read
out what choice they made before they die.
“Deirdre”



Themes with Barriers & Facilitators

Theme Name

Unsettling Transitions

Barriers [to good end of life

care]

-Financial resources
-Lack of family support

Facilitators [to good end of life
care]

-Having hospice physically close by
your home

Maintaining Familiarity

-Overcrowded hospice facilities
-Unfamiliar staff

-Using technology to stay in touch
-Keeping personal effects (décor,
mementos, etc.)

Respecting People’s Wishes

-Medical staff making choices for you
-Family making choices for you

-Selecting next-of-kin
-Completing a will
-Family making choices with you




@

Preferences Derived from Focus Groups

« Family support was perceived as crucial, but ultimately participants wanted a say in their end of
life experiences

» Participants wanted to know more about end of life care planning

+ Some participants wanted more specific information on next steps to take

» Preferences were largely derived from previous experiences with the deaths of their parents,
spouses, or friends



Conclusions

« People with intellectual disabilities will inevitably experience end of life and it is important that they
are informed of what will happen to them and their right to make choices

» Accessible advanced care planning that responds to the wishes of the dying must be seen as an
essential part of end of life care for this population

» Accessible and thorough information must be delivered to people with intellectual disabilities and their carers

* There is potential for using Zoom to capture the view of people with intellectual disabilities, but
researchers should take certain issues into consideration such as recruiting online, establishing
rapport, and maintaining privacy
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Thank you!

Dr. Marissa Andréah Diaz
Postdoctoral Research Associate

marissad@uic.edu




Questions?

Please share your questions with us by either:

* Raising your hand and coming of mute to
ask your question or share your thought.

* Writing your question or comment in the
Group Chat or Q&A Feature on Zoom.

35 ‘ Bridging Aging & Disability CoP TA Meeting (Sept 2025)



Another Interesting International Model:
Australia’s Talking End-of-Life Program

* 12 modules designed around a suite of 3
topics:

* How do | do this? Any or all of these 5
modules will help if you're unsure about your
role, how to teach about the end of life, or
how to manage cultural beliefs or feelings.

* Teaching how to understand end of

life: Any or all of these 3 modules will help you
to teach about dying, death, and loss, grief
and mourning.

e Teaching the planning options: Any or all of
these 4 modules will help if you want to teach
about how to plan for dying and death.

Managing
feelings

Cultural
beliefs

Why is this
important?

Bequeathing

Handy

teaching skills
Your role

as a DSP

How do |
do this?

Teaching how
to understand
EOL

Loss, grief,
mourning

Teaching
the planning
options

Organ
and tissue
donation

Care when
dying
Funeral
wishes

Bridging Aging & Disability Annual CoP Meeting (July 2024) 36



How do | do
this?

Bridging Aging & Disability Annual CoP Meeting (July 2024)

How do | do this?

5 modules which help you understand your role as a disability support worker.

Why is this
important?

Cultural
beliefs

Managing
feelings

Facilitator's guide - Why is this important
(1.2MB pdf

Your role
as a DSP

Facilitator's guide - Cultural beliefs
(960kb pdf)

Handy | |
teaching
skills =

Facilitator's guide - Your role as a DSP
(1.7MB pdf)

Facilitator's guide - Handy teaching skills
(1.2MB pd%

Facilitator's guide - Managing feelings
(1.3MB pdf)

37



Teaching how
to understand

End-of-Life

Bridging Aging & Disability Annual CoP Meeting (July 2024)

Teaching how to understand end of life

3 modules covering the key issues about dying and death.

e EENEER 0 - LSRR -
- Loss, grief
Dying ' and
/ mourning
Facilitator's guide - Dying Facilitator's guide - Death Facilitator's guide - Loss, grief and mourning
(1.2MB pdf) (1.4MB pdf) (1.5MB pdf)
38



Teaching the
Planning
Options

Teaching the planning options

4 modules about the things people with intellectual disability might want to plan for regarding their own end of life.

i
Funeral Care when 3]
wishes dyin ol
ying =l
Facilitator's guide - Bequeathing Facilitator's guide - Funeral wishes Facilitator's guide - Care when dying
(172MB pdf) (1.4MB pdf) (1.1MB pdf)

Organ and
tissue
donation

Facilitator's guide - Orga
(911kb

Bridging Aging &

n and tissue donation
pdf)

Disability Annual CoP Meeting (July 2024)

39



Learn More about Australia’s Talking
End-of-Life Program: Resources

" = >p
Home Site Resources Videos
https://www.caresearch.com.au/te https://vimeo.com/260006132?fl=
I/ pl&fe=sh

Bridging Aging & Disability Annual CoP Meeting (July 2024) 40


https://www.caresearch.com.au/tel/
https://www.caresearch.com.au/tel/
https://www.caresearch.com.au/tel/Resources
https://vimeo.com/260006132?fl=pl&fe=sh
https://vimeo.com/260006132?fl=pl&fe=sh

* Promising Approaches to Improving Inclusion
and Access of People with IDD into End-of-
Life Planning, Strategies, and Grieving
Supports

BADN S » Kansas: Exploring Palliative/Hospice Care for
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Eddie and Kaye’s Story: The Origin of the Hospice and Palliative
Care + IDD Project
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Lived Experience Survey Results
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e 11 Caregivers with lived experience with a loved one with I/DD that received hospice or palliative care

responded to the survey
e The survey was sent out to the KCDD Health Equity Coalition, shared with providers and disability organizations,

and on various social media channels



Lived Experience Survey Results cont’d

“Hospice nurse and aides welcomed questions “Support for the caregivers so that they didn't
and offered solutions” feel alone.”

“Actually the support and care for the staff and

comfortable but also kept the staff and family B

apprised of the situation at all times so nothing

was a surprise.” W

What was most beneficial from your experience?

ol B

“‘Have access to a doctor 24/7 for orders to “Assisting with orders to ensure person served
provide comfort” can remain in our facility care, support to staff,
support to person served, communication with
providers, guidance on end of life expectation,
what to look for, assistance with setting up
DNR.”

“Information, options, care, safety”




More Lived Experience Survey Results

“Working with the insurance, doctors and
facilities to get them the services they need.”

L

“We need to provide more education on the
paperwork that we need from our agency.”

_

“In Florida, Hospice did not come out at the time
of death. This was very challenging for the
family.”

B! T

“Not knowing anything BEFORE we
needed it.”

What were some of the challenges you or your loved one

experienced utilizing hospice or palliative care?

L

“Perceptions of end-of-life care vary—some
approaches go too far, while others honor a
client’s dignity. No one should endure extreme
measures like 90 minutes of CPR simply due to
guardianship rules requiring two doctors to
declare death. While rare abuses exist, they
shouldn’t justify stripping decision-making
power from most guardians and clients. It's
about dignity.”

I

“Some counties does not have a nurse
extremely close. It does take time for a nurse to
arrive onsite sometimes however they are
available immediately by phone. Truly amazing
people that we have experienced w/using
Hospice.”




Educational Component — Families and Individuals with I/DD

@ How These Services Can Help:

Kansas Council on
Developmental Disabilities

§)KCDD

« Pain Relief: Doctors and nurses help manage pain and discomfort.

« Emotional Support: Counselors and social workers help with feelings and fears.
« Help for Families: Caregivers get support and guidance.

« Comfort and Respect: The person's choices and dignity are honored.

Understanding Hospice
and Palliative Care

@ How to Get Hospice or Palliative Care:

Talk to Your Doctor

,/"7?
%Y

Serious illnesses can be hard for Ask if these services are right for you or your loved one.

people with intellectual and

developmental disabilities. Hospice
and palliative care can provide
support and comfort. These services
help manage pain, emotions, and

Choose a Provider

Get assistance in finding a hospice or palliative care team
that understands people with I/DD.

daily needs, making sure people get

the care they deserve. Make a Care Plan

Work with the team to make a plan that meets your needs.

Palliative Care:

+ Helps people feel better while
they are sick.

control pain and stress.

Examples: Cancer, heart disease,
lung disease, kidney failure, and
neurological conditions like
Parkinson’s.

Hospice Care:

+ Helps people who are near the
end of life.

caregiver(s).

Examples: Advanced cancer, late-
stage heart failure, late-stage
dementia, ALS, terminal illnesses

@ Things to Think About:

knows how the

pain.

schedule can

understanding

. R ti 1 Ad
+ Can be given at any time during + Focuses on comfortinstead of Pain & Comfort outine Emotional Needs vocacy

an illness. curing the illness. Make sure the Keeping a The person may Caregivers can
+ Works with other treatments to » Supports the person and their support team familiar need help speak up to

make sure the

* Canbe provided by a variety of ¢ Medical equipment may be person shows help the what is happening. | person’s wishes
different professions. provided. and person feel are followed.
communicates safe.

A Guide Created by Whit Downing, VP of Policy and Programming,

KCDD- whit@kcdd.org




Provider Experience Survey Results

v QU nmnes

i e NEBRASKA

0 50 Hm A \

St. Joseph
MISSOURI
.Goodland \
. Manhattan
. A @ne e
H Tovek pe / Independence
COLORADO ays opeka
® 8 Lawr@ce
Salina ;
KANSAS -
Emporia
Lamar Garden City Hutchinson o
@
Wichita
Dodge City
Coffeyville ®
_® Joplin
.Guymon OKLAHOMA Ponca City °
Bartlesville

e 7 Hospice and Palliative Care providers completed the survey — all respondents have specifically provided care to

someone with n IDD
e The survey was sent out to the KCDD Health Equity Coalition, shared with providers and disability organizations, sent

to the KS state network of hospice and palliative care providers, and on various social media channels



Provider Experience Survey Results

“‘Rely on staff to get to know pt's preferences,
“listen, talk, understand the underlying issue ST, (A1 [0 FEL D LIMENS IS Shenify 12

and not take that as the reason for the hospice aulltel b el LR BENeling

care. Down syndrome is not the reason for 7

hospice but dementia is. Cerebral palsy is not
the reason, but chronic pain, multiple fractures,
and "withering" are reasons” “Having frequent communication with family.”

—% L

What strategies have you found most effective in providing compassionate and appropriate care to

individuals with IDD?

“Incorporating the team that provides care to
the individuals-- becoming part of the whole
team for the pt”

“Providing staff training is imperative.

A Working with the hospice company providing

“listening skills, along with discernment, and the care is a great way to bridge any gaps
empathy” that may exist, since hospice/palliative care is

not something that is provided often.”




More Provider Experience Survey Results

What challenges have you encountered when providing hospice or palliative care to individuals with

-

r
L

IDD?

“patient difficulty to fully understand circumstances”

“if DNRs are not supported in the group home”

“Number of staff requiring communication and receiving communication
by email that is difficult to access.”

“Billing and staff education/training.”

“Facilities not honoring DNR to allow pts to die peacefully.”

“people kicked out of hospice for not dying fast enough, physical therapy
not being approved because it is palliative, not curative when a patient has
physical therapy to treat pain as a baseline problem. taking PT away is not
a way to treat people for pain”



KCDD Hospice and Palliative Care for Individuals with IDD Webinar

<« Palliative Care Continuum Timeline

Palliative Focus:
Comfort/Supportive
Treatments

Health v lliness

The Palliative Care “Umbrella”

» Resources in print:
« Five Wishes

= Voicing My Choices
* My Wishes

----------

Voicing My CHOICES

Speakers: Dr. Jane Chargot, the University of
Michigan and Dr. Taylor Jersak, Children’s Mercy
Kansas City

Topics covered:

- Review of Palliative Care and Hospice
- Barriers to Palliative Care for individuals with
IDD
- Special Considerations for Palliative Care for
the IDD population
- Advance Care Planning (ACP): what is it, and
how to approach ACP in the IDD populations
- Palliative Care in special populations:
Adolescents and Children
Attendees: 344 total viewers
Recording up on the KCDD website:
https://www.kcdd.org/hospice-and-palliative-care-
webinar
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Barriers to Palliative Care

- Access to care

- Provider education regarding Palliative Care a
a resource for patients with disabilities.

- Communication barriers between health care,
providers, loved ones, caregivers, and pati

Continue to publish and distribute educational
materials

Work with the Kansas Dept for Health and
Environment and Kansas State Nurses
Association to increase awareness and
education around hospice and palliative care
for individuals, families, clinical providers, and
home healthcare workers

Potentially a webinar on more specific topics
related to hospice and palliative care for
individuals with IDD



BADN State
Highlights

(continued)

* Promising Approaches to Improving Inclusion
and Access of People with IDD into End-of-
Life Planning, Strategies, and Grieving
Supports

* Kansas: Exploring Palliative/Hospice Care for
Individuals with IDD

* New Jersey: Intentionally Embedding End-of-Life
Preparation into Futures Planning

 California: Resource Spotlight — “Thinking
Ahead: My Life at the End”
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[ ° ,
a | O I | . I a S The following resources were developed to address the needs of the intellectually and developmentally disabled community THIN KlN‘

when preparing for the end of life. AHEA,
\

My Wy,
My Choice,

developmental disabilities to advocate for themselves and stay in control of their lives through the very end.

o The Thinking Ahead: My Life at the End (PDF) workbook contains words, symbols, and pictures that facilitate discussion with and decision making by persons
o with developmental and intellectual disabilities regarding their values, goals, and treatment preferences at the end of life. The video (below) serves as an
o instruction manual, containing vignettes that illustrate in simple, graphic format the purpose and use of the materials.

Thinking Ahead was made possible through a Wellness grant by the California Department of Developmental Services and reflects collaboration among Alta

California, Golden Gate, and Eastern Los Angeles Regional Centers, Board Resource Center, and CCCC. Thinking Ahead was updated in 2022 as part of a
a ! ! e n grant project funded by the WITH Foundation with assistance from Alta California Regional Center and Valley Mountain Regional Center staff and clients.

Thinking Ahead: My Life At The End Workbook

. . Advance Care Planning: Workbook and Videos Mt ot he LG
Many of the conversations that surround end-of-life care include concepts and language that are challenging to follow, especially for
people with developmental or intellectual disabilities. Together with our partners, CCCC created a guide that enables people with

« English

« Korean*

« Chinese*

*The Spanish, Korean, and Chinese translations are based on the 2007 version.

Peo p I e W i t h D eve | O p m e nta I Thinking Ahead Videos+ (see below)

« Thinking Ahead: My Way, My Choice, My Life at the End (English)

Disabilities Resources i A iy oy by Chce, by L 5 £ s

« Thinking Ahead: Betty & Connie

« Remembering Donald Roberts

« Thinking Ahead: The Importance of End-of-Life Planning

+The videos are based on the 2007 version.
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Discussion

Please share your reflections & questions
with us by either:

* Raising your hand and coming of mute to
ask your question or share your thought.

e Writing your question or comment in the
Group Chat or Q&A Feature on Zoom.

56 ‘ Bridging Aging & Disability CoP TA Meeting (Sept 2025)



Thank Youl!

Please take a few moments to complete today’s
survey — we appreciate your feedback!

://uic.cal.qualtrics.com/jfe/form/SV 1QPMnCX
Cizn .9NACDD

National Association of Councils
on Developmental Disabilities

For a copy of today’s presentation, please check out
the launch of our updated website (to be launched in
October 2025).

https://nacdd.org/bridging-aging-disabilit

Bridging Aging & Disability CoP TA Meeting (Sept 2025)
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