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Learning Objectives

1. Outline the key elements of the new palliative care framework for individuals with

IDD.

2. Use the framework to identify palliative care needs in patients with IDD.

3. Apply the framework and resources to address the palliative care needs of patients with

IDD



Question

How comfortable are you in the delivery of IDD specific
palliative care?

a) Not comfortable at all
b) Some comfort

c) Comfortable

d) Very comfortable




bservation and NTG-EDSD

The NTG-Early Detection Screen for Dementia, adapted from the DSQIID,* can be used for the early detection screening of
those adults with an intellectual disability who are suspected of or may be showing early signs of mild cognitive impairment or
dementia. The NTG-EDSD is not an assessment or diagnostic instrument, but an administrative screen that can be used by staff

and family caregivers to note functional decline and health problems and record information useful for further assessment, as
well as to serve as part of the cognitive impairment assessment that is part of the Affordable Care Act’s annual wellness visit
for Medicare recipients. This instrument complies with Action 2.B of the US National Plan to Address Alzheimer’s Disease.

It is recommended that this instrument be used on an annual or as indicated basis with adults with Down syndrome beginning
with age 40, and with other at-risk persons with intellectual or developmental disabilities when suspected of experiencing
cognitive change. The form can be completed by anyone who is familiar with the adult (that is, has known him or her for over

[}
six months), such as a family member, agency support worker, or a behavioral or health specialist using information derived by
e I I I e I l I a a I I e observation or from the adult’s personal record.

The estimated time necessary to complete this form is hetween 15 and 60 minutes. Some information can be drawn from the
individual’s medical/health record. Consult the NTG-EDSD Manual for additional instructions (www.the-ntg.org/ntg-edsd).

WFile #: 2 pate:
Name of person: 3)First @) Last:
h tt . t h t t d d ) Date of birth: ©) pge:
ps://www.the-ntg.org/ntg-eds
) sex:
Female Instructions:
Male For each question block, check the item that

best applies to the individual or situation.

) Best description of level of intellectual disability

No discernible intellectual disability
Borderline (IQ 70-75)

Mild ID (IQ 55-69)

Moderate ID (1Q 40-54)

Severe ID (1Q 25-39)

Profound ID (1Q 24 and below)
Unknown Current living arrangement of person:

O Lives alone

Lives with spouse or friends

Lives with parents or other family members
Autism Lives with paid caregiver

Cerebral palsy Lives in community group home, apartment,
Down syndrome supervised housing, etc.

Lives in senior housing

Lives in congregate residential setting

Lives in long term care facility

Lives in other:

) Diagnosed condition (check all that apply)

oo on

Fragile X syndrome
Intellectual disability
Prader-Willi syndrome
Other:

0o oo o




Palliative Care

How people die remains the memory of those that live on
-Cicely Saunders




Distinct Palliative
Needs of People Living
with IDD




Unique Palliative Care Needs

* People living with IDD are not always in family homes; they live in a
variety of unique circumstances and settings (e.g., SIL,
group/congregate living, etc.,) different to general population
(Frances)

* The diverse living arrangements and support needs create challenges
that don’t exist for the general population.

* Take-home message is that this can be done in Developmental
Services, and the goal of this toolkit is to bridge the gap and make the
process smoother for everyone.



Inequitable Access to Palliative Care

People with IDD lack equitable access to quality palliative care

« Most IDD etiologies are life-limiting

« Healthcare disparities result in high use of Emergency Department

« More likely to make 30-day repeat ED visits; late identification and pre-mature death

- PwIDD would benefit from a palliative approach to care, opportunity to positively
impact their experiences
« Provider competency in IDD-focused palliative care
« Intentional PC Team design combining Developmental Services, Healthcare and
PC specialists

(Balogh et al., 2018; Durbin et al., 2019; York et al., 2022)



Recent
History

Resulting in a fear
of institutional
settings

History of Trauma

Being Separated
from family



Palliative Care Provider Confidence

Limited providers with competency in IDD palliative care

Existing palliative care guidelines and tools not directly transferable to
PwIDD

Knowledge-to-Action Frameworks requires collaborative practice to meet needs of
PwIDD

Big Dot aims of provincial palliative care strategy not in view
Population invisible to PC providers
Under-serviced by community-based PC providers
Hospital deaths, but preferred death in home with team who knows them best



Question

Do you use any IDD specific palliative care tools in your
practice or organization?

a)Yes
b)No
c) Not sure
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IDD PALLIATIVE CARE RESOURCE GUIDE AND TOOLKIT

Executive Summary and Introduction
How to Use this Toolkit

Module A- Essential Conversations

Module B- Domains of Care Needs_Norms of Practice
Module C- CarePathway_HDSF_Integrated Team
Module D- Loss, Grief and Bereavement

Module E- Earlier Identification

Module F- Pain

Module G- Symptom Identification

Module H- Metrics

Glossary of Terms
IDD Specific Tools Summary
Key Resources Link
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IDDPC Toolkit Is A 3-STEP FRAMEWORK

1. Identify | Screen

2. Observe | Assess

3. Plan | Manage

IDENTIFY & SCREEN

* Who Would Benefit from a Palliative Care Approach
* Proactive approach to Early Identification

* |dentify Needs using validated screening tools

OBSERVE & ASSESS

* Holistic Assessment the person’s current and future needs and
preferences across all domains of care

* Screen for Pain and Symptoms using IDD validated screening tools

* Explore symptoms and needs across all domains in more detail
through history; assessment and physical examination

* Continue to screen regularly for distress and other needs
e Conversation and Consent Tools

PLAN & MANAGE
* Integrated care planning to meet current and future needs

* This includes prompt management of symptoms and coordination
between IDD sector and Healthcare sector providers into formal
collaborative team



Module A: Essential Conversations

Advance Care Planning; Goals of Capacity Breaking Bad News
Care; Health Care Consent/
Supported Decision-Making
Guidance



Supported Decision Making

Supported Decision Making is a formal

process, not just “something nice we
dOH

Seeks to use abilities and resources to
facilitate participation in decision
making

Acknowledges the dignity and worth of
each person we work with and care for




What is the
decision?

Be clear about the
actual decision.

— Assume | can make
decisions & involve
me

— Tell me the truth

— Let me make one
decision at a time

— Give me time to think

about it

— Ask & understand my

preferences
— | have the right to
learn from trying

Supported Decision Making Tool

Who are the
right people to
assist? Where

is the right
place?

What knowledge of
the person and hias
do they oring?

—Who | want involved &
they want to be
involved too help me

— Who make sure my
voice is heard

— People closest to me
& know me best

—Who have a positive
relationship with me

—Who | trust & rely on

— Who understand me

— Who think about
problems that might
come up

What’s the
right way to
talk about the
decision?

What do we know
ahout the: cerson’s
preferred way of
communicating?

Communicating may be
in a way that:

me well understand
By:

— Micro expressions

— Objects or Photos
— Drawings or Symbols

What’s the
right way to
present the
information?

What works best
for the person, for
example photos,
real experiences?

— Plain language

—In away | can
understand

— | may be able to
understand only a
little bit of information
at a time

— Visuals

— Photos

— Videos

How can we
assist the
person to

weigh it up?

For example, using
scales, listing what’s
important to and for
the person, having a
short term trial.

— Remember that if’s up
to me

— Let me change my
mind

How will it affect:

— My life and dreams?

— What is important to
me?

— My life now and how
could it change?

— What good things can
happen and what
could go wrong?

How do we
hear the
person’s

decision?

What verbal
and non-verbal
communication will
you be looking for?

— Hear me in the way |
communicate

is right for me

— Understand why it is
important to me

— Respect my decision

©2020 Western Australia's Individualized Services. All rights reserved

How do we
support the
person to
act on their
decision?

Who will observe
how the person is
responding and for
how long?

— Understand what | am
trying to achieve

— My beliefs

— What needs to be put
in place

— What needs to be
completed

— What needs to be
planned for

— Get help from my
Family (if involved),
My Direct Support
Worker and
Developmental
Specialist Team

https://waindividualisedservices.org.au/resources/supported-decision-making




IDD — PALLIATIVE CARE APPROACH PROCESS & DECISION-MAKING

STEP 1 STEP 2 STEP 3 STEP 4 STEP 5 STEP 6 -

DECISION 1 DECISION 3 WHAT IS THE ILLNESS SCREEN WITH TOOLs to SCREEN & ASSESS NEEDS GOALS of CARE/ CONSET ng?t care -
TRAJECTORY? support Earlier ID ToOLS o forstage ofillness
Would the individual Who knows the person L o All8 Domains
benefit from a palliative best? o DD etiology o HELP Ensure results of Right Place
care approach? S o Neurodegenerative o SPICT-4 ALL & screening & assessment o Primary care as
i f RO frailty - e \ TEAM COMPOSITION R i
i o : -
o Life-limitingIDD o Organ failure o NTG \ o ‘Whoisthe team discussions about o Specialist Clinic
etiology o Cancer involved? o wishes, values, hopes, o ER/Hospital as
o Progressive, life- e s beliefs appropriate
limitingillness DECISION 4 SCR CHANGES ° !s thed|:|gl.\tlfmx of o understanding of o Pfepfer:,ed location EOL
Acute serious or life- P LA E Ok ; i wellnessand an
S e AVOID ILLNESS? NTG (dementia) members involved fror| Lo ANCARNY,
threateningillness o Diagnostic TOP & WATCH both IDD and illnesses Right Time
overshadowing o Acute, new diagnosisQ % PALLI-Tool Healthcare? o goalsfor currentand o Earlier
o Unintentionalbias o Controlled chronj o CORETEAM future care o Proactive vs crisis
DECISION 2 o Advanced chr: o EXTENDED TEAM Toolsto Support management
o End-stage
Are you aware of their RO ? ”.i \ N TUREANE o PALLATIVE CARE Right T
AT o s Planiand] o Assume capacity until o Endo } SYMPTOMS SPECIALISTS GOC/Consent gaLicam )
e PROVEN otherwise T o If NO, Refer 6 Supportive Dedsion- o \E;;evekl?pmt_etr:al Services
; i 5 orking wi
o NO: Conduct ACP o UsekSupportlve Decisior A'Q:&E CHANGES? o DS NAID B.DISDAT Making Tools Healthci:e
2 Making
conversation 2
o YES: Ensure ACP o Dignity in Care Model tis the pattern of o DOLOPLUS ASSESSMENT
X dedi | ecline from baseline? o PAGSIAC These conversations are Right Communication
recorded in care plan ) © Expl;)re Symptoms & ongoing and revisited o Unimpaired between
o Stable progressive Needs ina more regularly, conducted Developmental Services
: SCREEN FAMILY & : ot i
decline CAECEE detailed assessment o directlywith the person and Healthcare
o Unstable, erraticdecling o By most appropriate livingwith 1DD o SBAR/SBOR
o Frequent exacerbations 2O discipline & provider o theirchosen person(s) o ConnectingOntario
) R‘ef:urrent E_R and SUEFORENEEDS who know them best; o Shared Chart
| D D visits/Hospital Biirden Scale for Famil SDM o Proactive ADP
admission < &u(n:' o .ca MG o GOC with supportive
aregivers e :
PALLIATIVE CARE o FAMCARE decision making
COMMITTEE oF CH Distress REPEAT STEPS 3 - 6
Th t
RUIDELer All along the illness
journey




Module B: Norms of Practice

Early ID/ ER
Aversion

ID & Screen;
Observe &
Assess & TOOLS

)

Holistic
Comprehensive
Assessment




Standards & Norms of Practice

Figure #3: Essential and Basic Steps During a Therapeutic Encounter

ASSESSMENT

* History of active and potential
issues, opportunities for growth,
associated expectations, needs,
hopes, fears

 Examine with assessment scales,
physical examination, laboratory,
radiology, procedures

INFORMATION
SHARING

* Confidentiality limits

 Desire and

readiness for information

* Process for sharing information

« Translation

* Reactions to information
 Understanding
* Desire for additional information

SIX
STEPS

DECISION-MAKING

* Capacity

* Goals for care

« Issue prioritization

« Therapeutic options with potential
for benefit, risk, burden

« Treatment choices, consent

* Requests fo
- withholding, withdrawing therapy
- therapy with no potential for

benefit

- hastened death

* Surrogate decision-making

* Advance directives

* Conflict resolution

CONFIRMATION

« Understanding

o Satisfaction

© Complexity

o Stress

* Concerns, other issues, questions
« Ability to participate in the plan of

care

IDD SPECIFIC

CARE DELIVERY
* Careteam
= Composition

- Leadership, coordination,
facilitation

= Education, training
= Support

* Consuftation

= Setting of care

= Essential services

= Patient, family, extended network

support.
* Therapy delivery
- Process
- Storage, handling, disposal
- Infection control
= Errors

CARE PLANNING

* Setting of care

* Process to negotiate and develop
plan of care that:

+ Addresses issues and
opportunities, delivers chosen
therapies

= Includes plan for:

- Dependents

- Backup coverage

- Respite care

- Emergencies

- Discharge planning
- Bereavement care

© Canadian Hospice Palliative Care Association, Ottawa, Canada, 2013

A MODEL TO GUIDE HOSPICE PALLIATIVE CARE

page 11

- ReGogrize who woulH benest \om a palkatie aparoach fo care
- ReGOgrize penpie w1 IDD have soditonal, Speckal, and unigue paliathe care reeds
- Proaciive approsch ko identify: Soreen; Observe; Assess; Plan & Marage

= Bealerl fo ine sigrs of change that may be Indicators of decline, serious lness, or
tranzitione fnward end of i

- Aezess needs aoruss he B Domaine of |ssues associabed with Ife-imiling condiions

- Screening and Asseszment of Pain and Sympéoms requires Increased vigllance as
M3y be Masked Of expressed I Wonventional ways €0, DERos

= Uz Screening Tooks valldated for uEe In peoplz wiln 100 &9 CPS-KAD

= Agzessactive and potential issues uEing @ combination of 0D speciic and paliatke
care guid standard Took

+ Aol dkignostic overshadawing’, whers Ihe symptoms of physical Ikhealtn are
alfrituded ko Ihe presence of 10D, puting at risk of lale dlagnosiz, under treatment,
and lale referrals

= Providers and Garers Snoud be informed 1o recogrise fain and symptoms speciic
o ine Inclviduzl

- Recogrize pain and sympiom mar=gement may be mare complex due o the
comeination of 100 etioogy and sssockted comornidies ana tne pererk of tmely
referraic fn speciailst teams

= Infegration and collaboration between ID0 providers woo know de person well and
healtncare providers Is crucial

- Timely referrals and engagement of palliative care expert eame k= atvised

INFORMATION SHARING

= tomicl assLEEion unablz fo underskand and pariciée In directing thel care

»  Heakhcare providers nave are In understand e communication of people iiving weh
10D, Leverage D0 providers expertke, and seek cross educabion opporunilies

= Support bo communisale Inelr needs wheier verbal or non-veral

= Awnidl and explore wishes (o prolect ang winhol imormation ano GISCUESONS 300UE
heakh, lingss, desi and dying

= Prcess for smuring Information, reactions o information, processing Informtion, smd
confinming understanding may be unigue bk does not negated the Imporknce of
dicugsing Niness, death and dyig wilh the Individual directly

- Fecogrized DD providers assks In processing “bed neve” wsing epeclal apgroaches
EMEresure (e 10D DWICET ShOLSD be INCIL0E I Mecicsl povioer Conversatons

= Familes and carers should be given tecigues and suppart In naving essentsl
comerEalions:

- Wnen speaking with ine person, do ok speak quickly, = concrele Bnguage, sharl,
impe phrases. D12 PErsOn's W Irame of rekerence. ‘chunk’ Information, sllow ime
o prucess:

- Buth 10D and Medical provider feame should have Himely and Gomgrenensive access fn
Indnerration In order £ ensure continuly of care, Inciuding during fransitions between
care selfings (lo Home: ko Hospkal; b Hospice)

= Use of Transker Formis)/Theck LEL ks advied e.g. Sumey Flace Hospill Tramsder
Fom

- Aesume capacky o make declsions around care, preferences amd treatment, uniess

demansirated otherwise

Inciude In Advance Care Planning: Goals of Care: Needsfssue prioriiation:

Therapeulic oplions and Treafment Chokoes nciuging consent to vihdrawing

therapies and understanding when theraples offer no potential for beneflt

= End of ife decklon making ks compley. regardiess of whether or mot ine person s
Wing with 100 and Iherefore not justiNcation ko bypass Inciusion In declzion making

Ematilz supporiive decision making faciikated oy those ety o know himiner best
& It tamily are Aok directly Invoker, ID0 providers Rave the bingest relsfionships
and know the Individisl the ezt

Igentiy Importart refabonships (signifcant olhers’) Family, pariners, rends, Carers
{ineluing paid care staff). People wih D0 Shousd be Invoived In eriiying these
signcant olners.

The person's wisnes amund Involdng thelr famikes at the end of e shoud be
sought and respecied

Family bunds may be cruclall mporant even where Inese bonds have been brokan
tnrougn isck of contact

= Heallncare providers should recognize and comgrehensively Invlve (D0 providers
a5 expert care pariners

(1)

CONFIRMATION

Iz Gonkinuous and ongaing part of ihe inerapeutic proces= by the cirsle of cars

Ungerstanding, ity o parlicipate In the pian of care, and desie for adibonal
Insormation

The plan meets the person iving with 100 and tamily's goals, values, wishes and
salisfaction

Flan of care, Implementalion, responslveness, and effectiveness |5 revislled reguéarly
SatisTaction with the process snd quailly of Gare provision 1s sougnt
ANy GONCEMS, WOrTes, 3Ad questions ar: sddressed In-a fmely manner

Effective communication across ine care feam. beéh writlen and veral

CARE DELIVERY

- Apply Digniky Conserving Care praclices
+ Selfing of care prefermed by the person iving wilh DD, where carers ko them
best

« Care team composition shouid conskt of 100 providers win Reafhears provilers

= Shared communkcation psonm readlly accessibie for continuy of care |
arvised e.g. shared chart or Blecioni Healln Record (EHR)

»  EMSUTE SBVICes i SUpport ana Care for Fammly ane Inciuoen

= Ensure access to support circie for both Indiidual/ tamily e g 100 counseling
services and malrtalning sockal nztwark wilh Triends who may have speclal
support needs themeeles

= Many people with |00, Incuding those wilh severe and profound 10D, are st the
senire of ihel Tamily's and carer' ife, inerefore koss, grief and bereavement
experenced Is offen profound

= DD providers form deep attachments fo the paopie they support. given ne
unique nakure and length or reltionznips, and should e supporéed in inelr gried
‘when thelr client s dyihg

= Encoursge heally grieving ribuals for ciosing the therapeutic relationsnip e.g
sonducting Horor Gusrds, 3tending funerake, conducting memorials

PERSON DIRECTED CARE PLANNING

Have the right o lite-and recogrition of the value of tneir lives; Assumplions of
Inanlity o folerate or adhere to treatment snould be svolded

Cinzely Integrated care feams of both 100 provkders and Hesfncare providers
=huwdd be tne norm

= Incorporale palllalive care expers due lo wigue and complex needs.

INCILSION I AQVANCE Care PISNNING SN 3 [IECE 85 ey 38 poSSIbie. A
record of wishes, vaiugs, Ropes, chalges and preferences for end of 1B care.
IUnEral WENES 3N WIS STOLSD Le InGorporaien

WWIERE the NIRIDUa] CONSKRTS NOME & (N8 WElErmed care Galion wWhenesver
pustlbie, Including end-of-lite care wilh e 3npropriale wrap sround of services
anid providers In order |o avold distress and decompensalion.

Early Ioertincation of cnanges may 3ssist avoicalle ER ransfersHosplial
admiszion and therefore Ine sssockied distress and decompensation

Address current needs and antkipale e needs, Including poteriial palisive
Care emergencies

Eslimating the lzst yvear of We andior transkion to end of Be stage should be
idenlifled 25 early 2= possible In the care patimasy. Ooserving for Indicators of
stalue transitionesAeciine should be Included In Indiidusl Support Pane (ISPS)
Traneltions petween care szitings be aware of common Bnguage diferences:
.. “trameition” has a different meaning Infhe 100 sector from heancare




Module C: Care Pathway & Cross Sector Collaborative Care
Model

INTER-COLLABORATION TEAM CARE TEAM
APPROACH COMMUNICATION



Collaborative Practice is Necessary for Success




IDD — PALLIATIVE CARE - COLLABORATIVE CARE TEAM COMPOSITION

Team evolves as needs change, as illness progresses, acute events, exacerbations, or emergencies that may occur

TEAM MEMBERS | CHRONIC ILLNESS STAGE ADVANCED CHRONIC ILLNESS STAGE END-STAGE ILLNESS STAGE END OF LIFE STAGE
CARE SETTING Home/ Congregate living (preferred | Home/ Congregate living (preferred setting) Home/ Congregate living (preferred setting) Home/ Congregate living (preferred setting)
setting) Long-term Care Long-term Care 24/7 in residence hospice
ER/ Hospital for acute event/exacerbation ER/ Hospital for acute event/exacerbation \Palliative Care Unit (PCU)
DEVELOPMENTAL | CORE TEAM MEMBERS CORE TEAM MEMBERS CORE TEAM MEMBERS CORE TEAM MEMBERS
SERVICE Person living with IDD, Family, Person living with IDD, Family, SDM/Chosen Person living with IDD, Family, SDM7Chosen person to Person living with IDD, Family, SDM/Chosen person
PROVIDER SDM/Chosen person to assist with person to assist with decision making with: assist with decision making wit: to assist with decision making with:
decision making with: o Direct Support Care Team (DSP, DSW, CSW) o Direct Support Care Team (DSP, DSW, CSW)
o Direct Support Care Team (DSP, o Supported Living Services Supervisor and o Supervisor; Manager
DSW, CSW) Manager EXTENDED TEAM MEMBERS
o Supported Living Services EXTENDED TEAM MEMBERS o DS Special Services (e.g., Community Networks of
Supervisor/Manager o Special Services (e.g., Community Networks of Specialized Care; Complex Care Coordinators)
EXTENDED TEAM MEMBERS Specialized Care, Complex Care Coordinators) o DS Social Workers for grief and bereavement care
o Special programs (e.g., respite, o Therapists (Behavioral, Occupational) o Bioethicists as appropriate
day programs) o Psychiatrists; Psychologists, Social Workers
o Service Coordination o Speech-Language Pathologists
o Therapists (Behavioral, o Service Coordination (Family Suppg
Occupational, Physical) Workers, SWs)
o Social Worker Special programs (e.g., respf © Bioethicist as appropriate
HEALTHCARE or CORE TEAM CORE TEAM CORE TEAM
PALLIATIVE o MRMP (Primary Care MD; NP) o MRMP (Primary Care MD; NP) o MRMP (Primary Care MD; NP)
CARE o Specialized IDD Health Care o Specialized IDD Health Care Providers EXTENDED TEAM MEMBERS
PROVIDER Providers o Pharmacists o HCCSS Care Coordinator

o Pharmacists

EXTENDED TEAM MEMBERS

o Care Coordinators; Case
Managers

o Specialists Care (neurdlogy,
psychiatry, cardh
respirology, r
acute care/ER,

o Nurses; PSWs

o Allied Health profes¥ionals, (e.g.,
dietitians, physical, occupational,
recreational therapists)

’

Care
SpecialistgCare (neurology, psychiatry,
cardjelogy, respirology, renal, geriatrics, acute
re/ER, etc.)

Nurses; PSWs

Allied Health Professionals, (e.g., dietitians,
physical, occupational, recreational therapists)

EXTENDED TEAM MEMBERS

o Care Coordinators; Case Managers

o Specialists Care (neurology, psychiatry, cardiology,
respirology, renal, geriatrics, acute care/ER, etc.)

o Nurses; PSWs and Allied Health Professionals, (e.g.,
dietitians, physical, occupational, recreational
therapists)

PALLIATIVE SPECIALISTS

o Palliative Physician/NP (tertiary, home visiting)

o Palliative Nurses (RN, RPN), PSWs

o PPSMCs (Pain & Symptom Management Consultants)

o Hospice (Intake, Inpatient, Outreach, Community

programs, volunteers)

Grief & Bereavement Care; Spiritual Care

(o}

o Respiratory Therapist

PALLIATIVE SPECIALISTS

o Physician (home visiting, PCU)

o Palliative Nurse Practitioners (HCCSS home-
visiting)

Pharmacist/ HCCSS Pharmacy provider
End-of-life home-visiting nursing team
End-of-life home-visiting PSW support
Hospice (Inpatient or Community)
PPSMCs (Pain & Symptom Management
Consultants)

0O 000 O




ORGANIZATIONAL POLICY & PROTOCOL GUIDANCE

Expected Death in
the Home/DNR/
Coroner

Palliative

Approach to Care End of Life Policy

Pain Care Policy

J




Module D: Grief and Bereavement

v/ %o ~

KEY CONSIDERATIONS LINKING TO GUIDES & CONGREGATE LIVING
RESOURCES LOSS FOR ALL




Module E: Earlier Identification

al Disabilities
Program

SURREY.. PLACE

Pall

People with IDD vary in their capacity to communicate to others that they are experiencing physical discomfort

or are in pain. Many medical conditions present atypically in people with IDD, for example as a change in

behaviour or daily functioning.
» Perform a complete review of systems, physical examination, and necessary investigations to determine

Name(s) and position(s) of the person(s) who complete the PALLI: ...... AR S S R

Date of completion: BECY PPN whether emotional distress and concerning behaviours might be related to a medical conditioq

HEALTH

Stop and Watch
Early Warning Tool

Name person with ID B P

Date of birth of person: INTERACT

People with IDD are much more dependent on their environments for safety, security, meaning Resident Name:

of life. A mismatch between a person’s unique developmental needs, supports and services prov]
provider understanding and expectations, can result in behaviours that challenge. Enabling envi

Date:

Level of ID (if known):
Nature or cause ID (if known):

meet unique needs can diminish i distress and eliminate concerning i includi Time:

that challenge.?® If you have identified a change while caring for or observing a resident, please circle the change
ENVIRONMENT  » Identify and address a person’s needs with input from an Occupational Therapist, Speech-Lanll | and notify the appropriate Care Team Member
AND SUPPORTS Pathologist, Behaviour Therapist, ideally working in an interprofessional team.
» Some IDD conditions (e.g., autism) are associated with very specific needs. Consult syndrome M | How Worried You Are is How Urgent It Is
— Watch Tables. !
1. Does the person have a worse physical condition or is the person tired more quickly? OYES O
Progressive change(s) over time example(s) Sudden or Urgent change(s) example(s)

Physical

How are things going at the moment, when compared with the previous 3-6 months?

2. Does the person spend more time in bed? CYES O Adversity and traumatic life experiences are common in the lives of people with IDD. These migl Seems different than usual Individual Specific add here:
3 Is ! i 5 ovEsS o ongoing emotional distress and remain unrecognized unless specifically identified.? Systems intei
3. Is the person more sleepy or drowsy’ N e

pers sleepy SY o= = trauma-informed supports) and individual treatments (e.g., psychological therapies) need to be ¢ Talks or Communicates Less

» Identify everyday stressors and investigate a person’s lived experiences.

4. Is the person less able to move? “YES O
f ] SR » Seek input from a social worker or similarly trained professional experienced in trauma and th, Overall needs more help

population. Pain or symptom — new or worsening or

Participating less in Activities

Other (please specify)...

A review of physical health, environments and life events, and implementation of needed intervg

diminish emotional and behavioural concerns, unless these are associated with psychiatric disord Ate less

Assess remaining emotional and behavioural concerns and determine any change from baseli
If these changes from baseline suggest a psychiatric disorder, a diagnosis-specifc intervention No bowel movement in 3 days; or Diarrhea

Activities medication, psychological therapies) might be tried.

Drank less

How are things going at the moment. when compared with the previous 3-6 months? PSYCHIATRIC » If still concerned, make a referral to a developmental disability specialty service or use.
5. Does the person take less initiative or is it more difficult to motivate him/her? OYES O RISORDERS » Using the HELP approach, consider whether previous psychiatric diagnoses are still valid and

. appropriate.?®
6. Does the person more frequently decline to do or undertake things? e 2} )

? g e CYES O Weight change
7. Is the person less able to perform activities in daily living (ADL) himself/herself. as a result of  _ YES ON g4 Agitated or nervous more than usual
which daily caregivers need to do more?
8. Are there any signs that the person does not manage daily activities or routines, work or other  _ YES © Tired, weak, confused, or drowsy
activities as well as before. as a result of which daily caregivers need to assist more? c o -

Change in skin color or condition

Other (please specify)...

Help with walking, transferring, or toileting more than usual

O Check here if no change noted while monitoring high risk resident

Print Name | si ignati [ Initials




SPICT-4ALL

D5 Supportive and Palliative Care 1
FIIE UNIVERSITY Indicators Tool (SPICT-4ALL™) '

. The SPICT™ helps us to look for people who are less well with one or more health problems.

o E n CO u ra ge d to be u S e d fO r e d u Cat | O n fo r These people need more help and care now, and a plan for care in the future. Ask these questions:
Does this person have signs of poor or worsening health?

* Unplanned (emergency) admission(s) to hospital.

DS p rOVi d e rS W h O ty p i Ca I Iy a re n Ot CI i n i Ca I = General health is poor or getting worse; the person never quite recovers from being more unwell.

(This can mean the person is less able to manage and often stays in bed or in a chair for
more than half the day)

Needs help from others for care due to increasing physical and/ or mental health problems.
The person’s carer needs more help and support.

Has lost a noticeable amount of weight over the last few months; or stays underweight.

e Carers and family members can often see that a person
is getting less well with one or more health problems

Has troublesome symptoms most of the time despite good treatment of their health problems.

The person (or family) asks for palliative care; chooses to reduce, stop or not have treatment;
or wishes to focus on quality of life.

Does this person have any of these health problems?
Cancer Heart or circulation problems  Kidney problems
Less able to manage usual Heart failure or has bad attacks of Kidneys are failing and general

* Aims to make it easier for everyone to recognize and Sl s i il it s bt o s g s a2

Not well enough for cancer fow stepe. Stopping kidney dialysis or

Please register on the SPICT website (www.spict.org.uk) for information and updates.

1 H H treatment or treatment is to choosing supportive care
talk about signs overall health may be declining so that e oo critonne (s s
H . Dementia/ frailty Liver problems
h I h - Lung problems 2 -
those people and their carers get better coordinated care e gk g UV vt e
d t Eating and drinking less; rpo':l?ng ;oih:qd:'::::\: a few I-lk":lu-d building up in the belly
a n S u p p O r difficulty with swallowing. Steps even when the chect + being confused at times
Has lost control of bladder is at its best. » kidneys not working well
and bowel. Needs to use oxygen for * infections

* bleeding from the gullet

Not able to communicate by most of the day and night.
speaking; not responding Fids nesded treatment with'a A liver transplant is not
much to other people breathing machine in the hospital. possible.

* Uses non-medical words that makes sense to everyone || Froaueniatesfactreste. O otmer contions

People who are less well and may die from other health problems or
and is similar to the SPICT tool for health professionals Nervous system p < Trae o et avarioe o i o o vl
(eg Parkinson's, MS, stroke,
p e Aarons dassa What we can do to help this person and their family.
Physical and mental health = Start talking with the person and their family about why
are getting worse. making plans for care is important.
* Ask for help and advice from a nurse, doctor or other professional
who can assess the person and their family and help plan care.

More problems with speaking
and communicating;
swallowing is getting worse. = We can look at the person's medicines and other treatments to

* It can be used to help ask about more help from a st octormopraenona (5 | Tk 8 e ars g thm the bt care o ot acce rom

breathing problems. M

* We need to plan early if the person might not be able to

doctor, a nurse or another professional S decide inge i th s

disability. * We make a record of the care plan and share it with people
who need to see it.

SPICT4ALL™, June 2017




Module F: PAIN

Pain in People Living with IDD

* Unidentified, neglected, diagnostically
overshadowed and untreated pain

* Chronic pain is a significant problem



Pain Screening

With Intellectual Disa

Edmonton Symptom Assessment System: Chronic Pain Scale for Nonverbal Adults Distress and Discomfort D 35 p S
(revised version) (ESAS-R)
Assessment Tool i’ n1

Please take some time fo think about and observe the individual under your care, especially their appearancq
and behaviours when they are both content and distressed. Use these pages to document these.

Please circle the number that best describes how you feel NOW: B B R — - -
Please indicate how often this person has shown the signs referred to in ftems 1-24 in the Jast 5 minutes.

No Pain 0 1 2 3 4 5 6 7 8 9 10 Worst Possil Please drcle a number for each item. If an item does not apply to this persen (for example, this person cannot reach with his/her hands),
i then indicate "not applicable” for that item.

We have listed words in each section fo help you to describe the signs and behaviours. You can circle the word

N o= Mot present at all during the observation period. (Mote if the item is not present because the person is not capable of A - 8 !
No Tiredness 0 1 2 3 4 5 6 7 8 Worst Possi performing that act, it should be scored as "NA"). or words that best describe the signs and behaviours when they are content and when they are distressed.
(Tiredness = lack of energy) L. . . . ) . .
1= saen or heard rarely (hardly at all}, but is present. Your descriptions will provide you with a clearer picture of their ‘language’ of distress.
NoDrowsiness O 1 2 3 4 5 2= Seen or heard a number of times, but net continuous [not all the time). COMMUNICATION LEVEL * ing) their level when well unwell
(Drowsiness = fesiing sieepy) oss 3= Seen or heard often, almost continuous (almost all the time); anyone would easily notice this if they saw the person for a ilsldrdial slinabilto ESTEEES Eevell] i
) few moments during the observation time. This individual is able to show that they like or don't like something Level 1 Level 1
No Nausea Worst Possible
Nausea Not applicable. This person is not capable of performing this action. This individual is able to show that they want Level 2 Level 2
O=Notatall | 1=Justalite | 2= Fairly Often m NA = Not Applicable 4 Level 3 Level 3
Worst Possible == T

Lack of Appetite e detai. qualify, specify a‘r indicate opinions

unster Cumiculam for Chidren and Aduts with (dones, 1994, Natonal Py

Worst Possible
Shortness of Breath

0 10 Worst Possible the words that Fa
(Depression = feeling sad) Depression facial ap;::rt fit he d? Grimace Startied
your word vant. ®  In your own In your own words:
No Anxiety 4] 1 2 3 4 5 [ 7 8 9 10 Worst Possible
(Anxiety = feeling nervous) Anxiety
Best Wellbeing 0 1 2 3 4 5 6 7 8 9 10 Worst Possible Movement when content Movement when distressed
(Wellbeing = how you feel overail) Wellbeing the words that Relaxed Drooping Grinding | Relaxed Drooping Grinding
best fit the ro - 5 = ;o o
No 0 1 2 3 a 5 6 - 8 9 10 Worst Possible jaw or tongue Biting Rigid Shaking = Biting Rigid Shaking
Other Problem (for example constipation) Tg;i“}e;éh .:\gdmyour In your own words: In your own words:
Appearance of eyes
let heck =
Patient's Name %)r;p;:ia:n? by (check one) What to do Appearance when content Appearance when distressed
Date Time E Family caregiver t:evlvurr;islghat Good eye contact Little eye contact ~ Good eye contact Little eye contact
floalo . i est fit the - o
egiver appearance of the eyes. Avoiding eye contact Closed eyes Avoiding eye contact Closed eyes
4 Point Pain Scale it::t!_fﬁw words if you Staring Sleepy eyes Staring Sleepy eyes
DE Smiling’ Winking Vacant  ‘Smiling’ Winking Vacant
ESAS-
Revisad: N;E 1 1 1 1 Tears Dilated pupils Tears Dilated pupils
I 1 I 1 In your own words: In your own words:
No Mild Moderate Severe
1 n
What to do Appearance when content rance when distressed
Pain score Severity of pain SCORING:
. . 1. add up the scores for each item to compute the Total Score. Items marked “NA” are scored as “07 (zero). tz::ﬁ-{;j:htehat fomal Roe R ] &= ERshed
) Noﬂf None No pain 2. check whether the score is greater than the cut-off score. describe the Sweaty Clammy Sweaty Clammy
Little bit  Mild Pain reported in response to questioning only, A score af 10 or greater means that there is @ 94% chance that the person has pain. appearance of the skin. I your own words: In your own words:
without any behavior signs A score of 9 or lower means that there is an §7% chance that the person does not have pain. Add your words if you ) .
More than little bit Moderate Pain reported in response to questioning and e soa Bk, Braas ot o, QXH]. P want.
accompanied by a behavioral signs, or pain reported rumal of Pein Menagamsent, 2{11. CF-MAID € 2000 Sreau, Burkl. Saiman, Sarsfield-Tume, Mular.
ly without q
Really bad  Severe Suong verbal response accumpnmed by facial
grimacing, withdrawal of the hand, or tears . 1 1 1 . H H H
https://ddprimarycare.surreyplace.ca/quidelines/gen https://www.wamhinpc.org.uk/sites/default/file

eral-health/pain-and-distress/ s/Dis%20DAT Tool.pdf



https://ddprimarycare.surreyplace.ca/guidelines/general-health/pain-and-distress/
https://ddprimarycare.surreyplace.ca/guidelines/general-health/pain-and-distress/
https://ddprimarycare.surreyplace.ca/guidelines/general-health/pain-and-distress/
https://ddprimarycare.surreyplace.ca/guidelines/general-health/pain-and-distress/
https://ddprimarycare.surreyplace.ca/guidelines/general-health/pain-and-distress/
https://ddprimarycare.surreyplace.ca/guidelines/general-health/pain-and-distress/
https://ddprimarycare.surreyplace.ca/guidelines/general-health/pain-and-distress/
https://ddprimarycare.surreyplace.ca/guidelines/general-health/pain-and-distress/
https://www.wamhinpc.org.uk/sites/default/files/Dis%20DAT_Tool.pdf
https://www.wamhinpc.org.uk/sites/default/files/Dis%20DAT_Tool.pdf

Pharmacology Guidance & Considerations

IDD considerations Linking pain & symptom End of Life order sets
guides



Module G: Symptom Management

Head and neck symptoms’*
(bulbar)

Symptom ID and Screening

+ Difficulty swallowing Respiratory symptoms’

« Lack of emotiona
contro

Behaviours Upper body symptoms™?
Dyspnea

* Hand weakness

+ Limited range of

maotion
* Upper body muscle spasms

Lower body symptoms®?

« Trouble with

dressing/hygiene

* Frequent tripping

* Impaired handwriting - Difficulty on stairs
+ Difficulty preparing food . Weak feet



https://loonylabs.org/2020/02/19/motor-neuron-disease/
https://creativecommons.org/licenses/by-nc-nd/3.0/
https://creativecommons.org/licenses/by-nc-nd/3.0/
https://creativecommons.org/licenses/by-nc-nd/3.0/
https://creativecommons.org/licenses/by-nc-nd/3.0/
https://creativecommons.org/licenses/by-nc-nd/3.0/

Mood Screening

asgow Anxiety Scale.

( score of 15 or above indicates anxiety).

Glasgow Depression Scale for
people with a Learning Disability (GDS-LD)

APPENDIX 2

Prompts

Faalwnind 1in aat .

Glasgow Depression Scale

Do you worry

What is the name of the person you look after?
[referred to as X' in the following questions]

In the last week . . . Carer Supplement to the Glasgow

Have you felt sad?
Have you felt upset!
Have you felt miserable!

Depression Scale for people with a
Learning Disability (GDS-CS)

What is your relationshipto X? |
The following questions ask about how you think X has be]
answer. Please circle the answer you feel best describes X in

Have you felt depressed?
Have you felt as if you are in a bad mood?

In the last week . . .

( score of 13 or over indicates depression).

Do you have lof
thoughts in you|

Have you felt bad-tempered?
Have you felt as if you want to shout at people?
Have you enjoyed the things you have done?
Have you had fun?
Have you enjoyed yourself!
Have you enjoyed talking to people and being with other people?

V0NV AW N —

Have you liked having people around you!

Have you enjoyed other people’s company!
Have you made sure you have washed yourself, worn clean clothes, brushed you teeth

Have you taken care of the way you look!

=3

Have you looked after your appearance?
Have you felt tired during the day?
Have you gone to sleep during the day?
Have you found it hard to stay awake during the day?
Have you cried?
Have you felt you are a horrible person?
Have you felt others don't like you?
Have you been able to pay attention to things (such as watching TV)?
Have you been able to concentrate on things (like television programmes)!
What is your favourite [television programme]? Are you able to watch it from start]

Has X appeared depressed?

Has X been more physically or verbally aggressive than usual?

Has X avoided company or social contact?

Has X looked after his/her appearance?

Has X spoken or communicated as much as he/she used to?

Has X cried?

Has X complained of headaches or other aches and pains?

Has X still taken part in activities which used to interest him/her?

Has X appeared restless or fidgety?

Has X appeared lethargic or sluggish?

Has X eaten too little/too much?
If no problem, score 0. (A positive answer to either question means it should be scored. Please tick whic|

response is relevant, beside the question.)

Has X found it hard to get a good night’s sleep? Please also tick which one of the following options is releva
Has X had difficulty falling asleep when going to bed at night? (]
Has X been waking in the middle of the night and finding it hard to get back to sleep again? [J
Has X been waking very early in the morning and finding it hard to get back to sleep? [J

Has X been sleeping during the day?

Has X said that he/she does not want to go on living?

Has X asked you for reassurance?

Have you noticed any change in X recently? Please explain what changes you have noticed, in either mood
behaviour.

In the last week...

Prompts

Do you worry a
your familiy or f

Have you felt sad?

Have you felt upset,
depressed, miserable, fed
up, low?

N

Do you worry
the future?

Have you beenin a
bad mood?

Have you felt bad
tempered, wanted to
shout at people?

Do you worry th
something bad

Have you enjoyed
doing things?

Have you had fun?

happen?

Do you worry

Have you enjoyed
talking and being with
people?

Have you liked having
people around?

being ill?

Do you worry a

Have you had a
bath/shower and
changed your clothes?

Have you taken care of
the way you look /
appearance?

doing somethin

Do you worry a

Have you felt tired
during the day?

Have you gone to sleep
during the day, found it
hard to stay awake?

what you are d
tomorrow?

Have you cried?

What made you cry?

Can you stop
yourself worry|

Have you found it hard to make decisions?

Have you found it hard to decide what to wear, or what you would like to eat, or d| Thank you for answering these questions.

Have you found it hard to choose between two things! [Give concrete example if required.]

(Cuthill et al., 2018)

Have you felt people
don't like you?

Have you felt you are a
horrible person?

Do you worry
dying?

Have you been able to
concentrate, such as
watch TV?

What is your favourite TV
programme? Are you
able to watch it all?

Have you found it hard to
choose things?

Have you found it hard to
decide what to wear, eat
or do?

o N O OO N | NN o | o

N O NN DM OO |OoO | N




Module H: Metrics

Incorporate
OPCN/ HQO
metrics

Quality
measures of
success

Caregiver
Voice Survey

)




Developmental Service Agencies




Developmental Service Agencies, Resources and Links

HCCARD (Health Care Access Research and Developmental Disabilities)

* Multidisciplinary research team led out of CAMH Azrieli Adult Neurodevelopmental Centre that

* studies and monitors the health and healthcare of adults with IDD.

* Provides online resources for PWIDD and their caregivers as well as toolkits/ best practices/ tips for healthcare providers to improve access and health outcomes.
*  https://www.camh.ca/en/professionals/professionals--projects/hcardd

OPADD/ CRPADD (Ontario Partnership on Aging & Developmental Disabilities/ Central Region Partnership)

* OPADD is an informal partnership of service providers across sectors dedicated to enriching the quality of life for older adults with IDD.

* Ontario regional committees, including Central Region share common values to improve cross-sector communication, advocacy and engagement with a goal to identify service gaps/
trends/needs and to build system capacity across sectors (e.g. DS and LTC).

» https://pclkw.org/crpadd-resources/

Surrey Place
* Greater Toronto agency providing a wide range of services and programs to children and adults with IDD, autism and visual impairments.

*  Provide training, consultation and assessment to outside partners/ organizations.
* Extensive online resource library for families and professionals including articles, recordings and tool kits in multiple areas of care.
» Developmental Disabilities Primary Care Program (DDCP) Primary care guidelines, tools and templates for medical professionals.

* https://www.surreyplace.ca/ https://ddprimarycare.surreyplace.ca/

DSO (Developmental Services Ontario)

* Access point for all adult developmental services funded by the Ministry of Children, Community and Social Services (MCCSS). Individuals with IDD are eligible for services at the age of
18. There are nine DSO locations across Ontario.

* https://www.dsontario.ca/



https://www.camh.ca/en/professionals/professionals--projects/hcardd
https://www.camh.ca/en/professionals/professionals--projects/hcardd
https://www.camh.ca/en/professionals/professionals--projects/hcardd
https://pclkw.org/crpadd-resources/
https://pclkw.org/crpadd-resources/
https://pclkw.org/crpadd-resources/
https://pclkw.org/crpadd-resources/
https://www.surreyplace.ca/
https://www.surreyplace.ca/
https://ddprimarycare.surreyplace.ca/
https://www.dsontario.ca/
https://www.dsontario.ca/

Concluding Remarks
Reflection &
Evaluation




Thank Youl!

INTELLECTUAL & DEVELOPMENTAL DISABILITIES
PALLIATIVE CARE NETWORK
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Key Resources and Links

e Canadian Hospice Palliative Care Association (CHPCA)
— CHPCA Home Page
— A Model to Guide Hospice Palliative Care
* Developmental Disabilities Primary Care Program (DDPCP) DDPCP Home Page:

— Adaptive Functioning and Communication in Adults with Intellectual and Developmental Disabilities: Fact Sheet

— Communicate CARE: Guidance for person-centred care of adults with intellectual and developmental disabilities

— Decision Making in Health Care of Adults with Intellectual and Developmental Disabilities: Promoting Capabilities

— Health Watch Table: Angelman Syndrome (AS)

— Health Watch Table: Down Syndrome

— H.E.L.P. Tool When Behaviours Communicate Distress from Anthony Levinson on Vimeo.

— Publication Canadian Family Physician special issues 1 (Vol 64: S1-78, April 2018) and 2 (Vol 65, S1-66) on Primary care of adults
with intellectual and developmental disabilities: HELP for behaviours that challenge in adults with intellectual and developmental
disabilities

* Health Care Access Research and Developmental Disabilities (H-CARDD)

— H-CARDD Home Page

— Prevalence of adult Ontarians with developmental disabilities higher than expected

— Aging Profiles of Adults With and Without Developmental Disabilities

* Health Quality Ontario (HQO):

— HQO Quality Standards related to Palliative Care

— HQO Quality Standard: Palliative Care

— HQO Quality Standard: Palliative Care Recommendations for Adoption



https://www.chpca.ca/
https://www.chpca.ca/
https://www.chpca.ca/wp-content/uploads/2019/12/norms-of-practice-eng-web.pdf
https://www.chpca.ca/wp-content/uploads/2019/12/norms-of-practice-eng-web.pdf
https://ddprimarycare.surreyplace.ca/
https://ddprimarycare.surreyplace.ca/wp-content/uploads/2019/06/2.2-Adaptive-Functioning-and-Communication-Fact-Sheet.pdf
https://ddprimarycare.surreyplace.ca/wp-content/uploads/2019/06/2.2-Adaptive-Functioning-and-Communication-Fact-Sheet.pdf
http://ddprimarycare.surreyplace.ca/wp-content/uploads/2019/03/1.1CommunicateCare.pdf
http://ddprimarycare.surreyplace.ca/wp-content/uploads/2019/03/1.1CommunicateCare.pdf
http://ddprimarycare.surreyplace.ca/wp-content/uploads/2019/03/1.1CommunicateCare.pdf
http://ddprimarycare.surreyplace.ca/wp-content/uploads/2019/03/1.1CommunicateCare.pdf
http://ddprimarycare.surreyplace.ca/wp-content/uploads/2019/03/1.1CommunicateCare.pdf
https://ddprimarycare.surreyplace.ca/wp-content/uploads/2020/11/Decision-Making-Approaches.pdf
https://ddprimarycare.surreyplace.ca/wp-content/uploads/2020/11/Decision-Making-Approaches.pdf
http://ddprimarycare.surreyplace.ca/wp-content/uploads/2018/03/HWT_Angelman.pdf
http://ddprimarycare.surreyplace.ca/wp-content/uploads/2018/03/HWT_Angelman.pdf
http://ddprimarycare.surreyplace.ca/wp-content/uploads/2018/03/HWT_Down-Syndrome.pdf
http://ddprimarycare.surreyplace.ca/wp-content/uploads/2018/03/HWT_Down-Syndrome.pdf
https://vimeo.com/161779320
https://vimeo.com/161779320
https://vimeo.com/161779320
https://vimeo.com/161779320
https://vimeo.com/machealth
https://vimeo.com/
https://www.cfp.ca/content/64/Suppl_2/S23
https://www.cfp.ca/content/64/Suppl_2/S23
https://www.cfp.ca/content/64/Suppl_2/S23
https://www.cfp.ca/content/64/Suppl_2/S23
https://www.porticonetwork.ca/web/hcardd
https://www.porticonetwork.ca/web/hcardd
https://www.porticonetwork.ca/web/hcardd
https://www.porticonetwork.ca/web/hcardd
https://www.porticonetwork.ca/documents/38160/99698/Snapshot+2/d6ba814d-9ec0-406b-9f59-d7402543000e#:~:text=What%20did%20the%20researchers%20find,previously%20used%20rate%20of%200.5%25.
https://www.porticonetwork.ca/documents/38160/99698/Snapshot+2/d6ba814d-9ec0-406b-9f59-d7402543000e#:~:text=What%20did%20the%20researchers%20find,previously%20used%20rate%20of%200.5%25.
https://www.porticonetwork.ca/web/hcardd/kte/applied-health-research-questions/test/ahrq-aging
https://www.porticonetwork.ca/web/hcardd/kte/applied-health-research-questions/test/ahrq-aging
https://www.hqontario.ca/evidence-to-improve-care/quality-standards/view-all-quality-standards/palliative-care
https://www.hqontario.ca/evidence-to-improve-care/quality-standards/view-all-quality-standards/palliative-care
https://www.hqontario.ca/portals/0/documents/evidence/quality-standards/qs-palliative-care-clinical-guide-en.pdf
https://www.hqontario.ca/portals/0/documents/evidence/quality-standards/qs-palliative-care-clinical-guide-en.pdf
https://www.hqontario.ca/Portals/0/documents/evidence/quality-standards/qs-palliative-care-recommendations-for-adoption-en.pdf
https://www.hqontario.ca/Portals/0/documents/evidence/quality-standards/qs-palliative-care-recommendations-for-adoption-en.pdf

Key Resources and Links

« |IDD Advocacy

— People First of Ontario, https://www.peoplefirstofcanada.ca/

— https://reactiondinclusion.com/2016/11/people-first-ontario-website-a-provincial-movement-of-self-
advocates/

— https://www.youtube.com/channel/UCO0Jw-fSMDt0Ouq4k2BAIiBNQ

— IRIS Institute (Toronto) https://irisinstitute.ca/resource/implementation-blueprint-for-community-based-
pilots-for-supporting-decision-making

— Palliative Care for People with Learning Disabilities (PCPLD) PCPLD Home Page
— Delivering High Quality End of Life Care for People who have a Learning Disability

« Ontario Palliative Care Network (OPCN) OPCN Home Page

— Declaration of Partnership and Commitment to Action: Advancing High Quality, High Value Palliative Care in
Ontario (December 2011)

— Framework on Palliative Care in Canada
— The Ontario Palliative Care Competency Framework
— OPCN Palliative Care Toolkit
— OPCN Palliative Care Health Services Delivery Framework
« Surrey Place
— https://ddprimarycare.surreyplace.ca/tools-2/general-health/capacity-for-decision-making/

— https://www.surreyplace.ca/resources/webinar-advance-care-planning-for-adults-with-developmental-
disabilities-during-covid-19/



https://www.peoplefirstofcanada.ca/
https://reaction4inclusion.com/2016/11/people-first-ontario-website-a-provincial-movement-of-self-advocates/
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Key Resources and Links

* Web-based Diagnostic Information:
— Alcohol Effects on a Fetus
— Cerebral palsy in under 25s: assessment and management
— Down's Syndrome Association Annual Health Check Information for GPs
— Fragile X syndrome and FMR1-Related Disorders: Information for Health Care Providers
— Fragile X Syndrome Medical Issues: Birth to Adolescence
— Understanding Hydrocephalus in Adults
— Rett Syndrome
— Smith-Magenis Syndrome

* Web-based Reports Related to Palliative Care for People with IDD:

— Consensus norms for palliative care of people with intellectual disabilities in Europe: EAPC White Paper

— Decision-making about the best place of palliative care for people with intellectual disabilities: a guide for care staff and
healthcare professionals providing palliative care for people with intellectual disabilities

— Living and dying with dignity: the best practice guide to end-of-life care for people with a learning disability
* Web-based Resources, Others:
— interRAI Comprehensive Assessment Instruments
— Standardized Mortality Ratios (SMR) Calculator
* Western Australia’s Individualised Services (WAIS) ca
— https://waindividualisedservices.org.au/resources/supported-decision-making
— Involving people with intellectual disabilities in end-of-life decisions. Available at: https://youtu.be/zNP| dXgbKA
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