
Tools for the IDD Palliative 
Care Journey:

Specialized 
Intellectual/Developmental 
Disabilities (IDD) Palliative 

Care Toolkit for Ontario
September 2025

1
Dadu Shin NY Times Sept 2019





Co-Chair IDD PCN
Janet Elder, RN  BScN CHPCN(C)

Consultant
Palliative Care, Pain & Symptom Management 

Consultation (PPSMC)
West OH / Southwest Ontario Region

janet.elder@sjhc.london.on.ca  

Member, IDD PCN
Teresa Donaldson
Area Administrator

Community Living Dufferin
tdonaldson@cldufferin.ca 

mailto:janet.elder@sjhc.london.on.ca
mailto:tdonaldson@cldufferin.ca


Speaker Disclosure of Affiliations, Financial and In-Kind Support

Affiliations:

• I have no relationships with for-profit or not-for-profit organizations.

Financial Support:

• This session/program has not received financial or in-kind support.



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



Observation and 
     Assessment for 
     Dementia and Delirium

https://www.the-ntg.org/ntg-edsd



    Palliative Care

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



Distinct Palliative 
Needs of People Living 
with IDD



• 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.

 Unique Palliative Care Needs



  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)



Resulting in a fear 
of institutional 
settings 

History of Trauma

Being Separated 
from family

Recent 
History



• 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

Palliative Care Provider Confidence



Question 

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

a)Yes
b)No
c) Not sure



Role of the IDD Palliative Care Toolkit in 
Improving Shared Care



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



   IDDPC Toolkit Is A 3-STEP FRAMEWORK

IDENTIFY & SCREEN

• Who Would Benefit from a Palliative Care Approach

• Proactive approach to Early Identification

• Identify 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

• 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 
Care; Health Care Consent/ 
Supported Decision-Making 

Guidance

Capacity Breaking Bad News



• Supported Decision Making is a formal 
process, not just “something nice we 
do”

• 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

Supported Decision Making



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

Supported Decision Making TOOL

Supported Decision Making Tool

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





Module B: Norms of Practice

Early ID/ ER 
Aversion  

ID & Screen; 
Observe & 

Assess & TOOLS                           

Holistic 
Comprehensive 

Assessment 



   Standards & Norms of Practice

IDD SPECIFIC



Module C: Care Pathway & Cross Sector Collaborative Care 
Model

INTER-COLLABORATION TEAM 
APPROACH

PROVIDER & SYSTEM 
NAVIGATION

TRANSITIONS BETWEEN CARE 
SETTINGS (HOME TO ER; 

HOSPITAL TO HOME, ETC.) 

CARE TEAM 
COMMUNICATION



Collaborative Practice is Necessary for Success

Healthcare providers 
need DS providers 

experienced in IDD to 
guide practice

DS providers need 
healthcare/palliative 

providers experience to 
guide Early ID; Pain and 

Symptom ID

Early ID – enables time 
for informed 

choices/preferences

Pain and Symptom ID 
leads to management – 

resolves allowing 
unethical suffering





ORGANIZATIONAL POLICY & PROTOCOL GUIDANCE

Palliative 
Approach to Care

Pain Care Policy End of Life Policy
Expected Death in 
the Home/DNR/ 

Coroner 



Module D: Grief and Bereavement 

KEY CONSIDERATIONS                                   LINKING TO GUIDES & 
RESOURCES                           

CONGREGATE LIVING 
LOSS FOR ALL



Module E: Earlier Identification



SPICT-4ALL

• Encouraged to be used for education for

DS providers who typically are not clinical

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

• Aims to make it easier for everyone to recognize and 
talk about signs overall health may be declining so that 
those people and their carers get better coordinated care 
and support

• Uses non-medical words that makes sense to everyone 
and is similar to the SPICT tool for health professionals

• It can be used to help ask about more help from a 
doctor, a nurse or another professional



Module F: PAIN 

Pain in People Living with IDD
• Unidentified, neglected, diagnostically 

overshadowed and untreated pain

• Chronic pain is a significant problem



Pain Screening

https://ddprimarycare.surreyplace.ca/guidelines/gen

eral-health/pain-and-distress/ 

https://www.wamhinpc.org.uk/sites/default/file

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 
guides 

End of Life order sets



Module G: Symptom Management

Symptom ID and Screening

This Photo by Unknown Author is licensed under CC BY-NC-ND

Dyspnea

Seizures

Behaviours

Frailty

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/


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

(Cuthill et al., 2018)

Mood Screening



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 You!           
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Key Resources and Links
• 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://reaction4inclusion.com/2016/11/people-first-ontario-website-a-provincial-movement-of-self-

advocates/ 
– https://www.youtube.com/channel/UCO0Jw-fSMDt0uq4k2BAiBNQ 
– 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/ 
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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/zNPl_dXgbKA 

https://www.healthlinkbc.ca/pregnancy-parenting/pregnancy/alcohol-and-other-drug-use-during-pregnancy/alcohol-effects-fetus
https://www.healthlinkbc.ca/pregnancy-parenting/pregnancy/alcohol-and-other-drug-use-during-pregnancy/alcohol-effects-fetus
https://www.nice.org.uk/guidance/ng62
https://www.nice.org.uk/guidance/ng62
https://www.downs-syndrome.org.uk/for-professionals/health-medical/annual-%20health-check-information-for-gps/
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https://fragilex.org/understanding-fragile-x/fragile-x-syndrome/medical-issues/
https://fragilex.org/understanding-fragile-x/fragile-x-syndrome/medical-issues/
https://mybrainwaves.ca/hydrocephalus-in-adults
https://mybrainwaves.ca/hydrocephalus-in-adults
https://www.mayoclinic.org/diseases-conditions/rett-syndrome/symptoms-causes/syc-20377227
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https://www.eapcnet.eu/wp-content/uploads/2021/03/EAPC-White-Paper-ID_full-version_April-2015.pdf
https://www.eapcnet.eu/wp-content/uploads/2021/03/EAPC-White-Paper-ID_full-version_April-2015.pdf
https://www.nivel.nl/sites/default/files/bestanden/Handreiking-decisionmaking-palliative-care-disabilities.pdf
https://www.nivel.nl/sites/default/files/bestanden/Handreiking-decisionmaking-palliative-care-disabilities.pdf
https://www.nivel.nl/sites/default/files/bestanden/Handreiking-decisionmaking-palliative-care-disabilities.pdf
https://www.nivel.nl/sites/default/files/bestanden/Handreiking-decisionmaking-palliative-care-disabilities.pdf
https://www.nivel.nl/sites/default/files/bestanden/Handreiking-decisionmaking-palliative-care-disabilities.pdf
https://www.bl.uk/collection-items/living-and-dying-with-dignity-the-best-practice-guide-to-endoflife-care-for-people-with-a-learning-disability
https://www.bl.uk/collection-items/living-and-dying-with-dignity-the-best-practice-guide-to-endoflife-care-for-people-with-a-learning-disability
https://www.bl.uk/collection-items/living-and-dying-with-dignity-the-best-practice-guide-to-endoflife-care-for-people-with-a-learning-disability
https://www.bl.uk/collection-items/living-and-dying-with-dignity-the-best-practice-guide-to-endoflife-care-for-people-with-a-learning-disability
https://www.bl.uk/collection-items/living-and-dying-with-dignity-the-best-practice-guide-to-endoflife-care-for-people-with-a-learning-disability
https://www.bl.uk/collection-items/living-and-dying-with-dignity-the-best-practice-guide-to-endoflife-care-for-people-with-a-learning-disability
https://interrai.org/instrument-category/comprehensive-assessment-instruments/
https://interrai.org/instrument-category/comprehensive-assessment-instruments/
https://interrai.org/instrument-category/comprehensive-assessment-instruments/
https://web1.sph.emory.edu/users/cdckms/exact-midP-SMR.html
https://web1.sph.emory.edu/users/cdckms/exact-midP-SMR.html
https://waindividualisedservices.org.au/resources/supported-decision-making
https://waindividualisedservices.org.au/resources/supported-decision-making
https://waindividualisedservices.org.au/resources/supported-decision-making
https://waindividualisedservices.org.au/resources/supported-decision-making
https://waindividualisedservices.org.au/resources/supported-decision-making
https://waindividualisedservices.org.au/resources/supported-decision-making
https://youtu.be/zNPl_dXgbKA


Referenced Publications:

• Adam, E., Sleeman, K. E., Brearley, S., Hunt, K., & Tuffrey-Wijne, I. (2020). The palliative care needs of adults with intellectual 
disabilities and their access to palliative care services: A systematic review. Palliative medicine, 34(8), 1006-1018.

• Bekkema, N., de Veer, A. J., Wagemans, A. M., Hertogh, C. M., & Francke, A. L. (2014). Decision making about medical 
interventions in the end-of-life care of people with intellectual disabilities: A national survey of the considerations and beliefs 
of GPs, ID physicians and care staff. Patient education and counseling, 96(2), 204-209.

• Blair, E., Langdon, K., McIntyre, S., Lawrence, D., & Watson, L. (2019). Survival and mortality in cerebral palsy: observations to 
the sixth decade from a data linkage study of a total population register and National Death Index. BMC neurology, 19(1), 1-11.

• Carrasco, X., Castillo, S., Aravena, T., Rothhammer, P., & Aboitiz, F. (2005). Williams syndrome: pediatric, neurologic, and 
cognitive development. Pediatric neurology, 32(3), 166-172.

• Clute MA. (2016). “Before I Let Go”: Dying Parent’s Appeal for Grief Support for Adult Children with IDD. Austin Palliative Care, 
1(2): 1008.

• Dunkley, S., & Sales, R. (2014). The challenges of providing palliative care for people with intellectual disabilities: a literature 
review. International Journal of Palliative Nursing, 20(6), 279-284.

• Ellison, N. M., & Rosielle, D. (2008). Palliative care for adults with developmental disabilities# 192. Journal of palliative 
medicine, 11(9), 1262-1263.

• Ellison, N. M., & Rosielle, D. (2008). Decision making for adults with developmental disabilities near the end of life# 193. 
Journal of palliative medicine, 11(9), 1263-1264.

• Foo, B., Wiese, M., Curryer, B., Stancliffe, R. J., Wilson, N. J., & Clayton, J. M. (2021). Specialist palliative care staff’s varying 
experiences of talking with people with intellectual disability about their dying and death: A thematic analysis of in-depth 
interviews. Palliative Medicine, 35(4), 738-749.



• Friedman, S. L., Helm, D. T., & Woodman, A. C. (2012). Unique and universal barriers: hospice care for 
aging adults with intellectual disability. American journal on intellectual and developmental 
disabilities, 117(6), 509-532.

• Gilbert, T., Wilkinson, T., & Crudgington, S. (2007). Supporting people with intellectual disability in the 
cancer journey: the ‘Living with cancer’ communication pack. European Journal of Oncology 
Nursing, 11(4), 357-361.

• Gray, J. A., & Kim, J. (2020). Palliative care needs of direct care workers caring for people with intellectual 
and developmental disabilities. British Journal of Learning Disabilities, 48(1), 69-77.

• Gupta, R., Gupta, N., Nampoothiri, S., Mandal, K., Kishore, Y., Sharma, P., ... & Phadke, S. R. (2016). Smith-
Magenis syndrome: face speaks. The Indian Journal of Pediatrics, 83(6), 589-593.

• Hagberg, B. (2002). Clinical manifestations and stages of Rett syndrome. Mental retardation and 
developmental disabilities research reviews, 8(2), 61-65.

• Heslop, P., Blair, P. S., Fleming, P., Hoghton, M., Marriott, A., & Russ, L. (2014). The Confidential Inquiry 
into premature deaths of people with intellectual disabilities in the UK: a population-based study. The 
Lancet, 383(9920), 889-895.

• Hill, D. A., Gridley, G., Cnattingius, S., Mellemkjaer, L., Linet, M., Adami, H. O., ... & Fraumeni, J. F. (2003). 
Mortality and cancer incidence among individuals with Down syndrome. Archives of internal 
medicine, 163(6), 705-711.

• Hutton, J. L., & Pharoah, P. O. D. (2006). Life expectancy in severe cerebral palsy. Archives of disease in 
childhood, 91(3), 254-258.

• Jackson, S., Read, S., & Cartlidge, D. (2007). Palliative care and intellectual disabilities: individual roles, 
collective responsibilities. International journal of palliative nursing, 13(9), 430-435.

Referenced Publications:



• Jensen, K. M., & Bulova, P. D. (2014). Managing the care of adults with Down’s syndrome. BMJ, 349, 5596.

• Kirkendall, A. M., Waldrop, D., & Moone, R. P. (2012). Caring for people with intellectual disabilities and life-limiting illness: 
merging person-centered planning and patient-centered, family-focused care. Journal of social work in end-of-life & palliative 
care, 8(2), 135-150.

• Laurier, V., Lapeyrade, A., Copet, P., Demeer, G., Silvie, M., Bieth, E., ... & Jauregi, J. (2015). Medical, psychological and social 
features in a large cohort of adults with Prader–Willi syndrome: experience from a dedicated centre in France. Journal of 
Intellectual Disability Research, 59(5), 411-421.

• McKenzie, K. (2015). Aging with intellectual and developmental disabilities: the effect of frailty and health instability in home 
care users on admission to long-term care (Doctoral dissertation, Queen's University, Kingston, Canada).

• McLaughlin, D., Barr, O., McIlfatrick, S., & McConkey, R. (2014). Developing a best practice model for partnership practice 
between specialist palliative care and intellectual disability services: a mixed methods study. Palliative medicine, 28(10), 1213-
1221.

• McNeil, K., Gemmill, M., Abells, D., Sacks, S., Broda, T., Morris, C. R., & Forster-Gibson, C. (2018). Circles of care for people with 
intellectual and developmental disabilities: Communication, collaboration, and coordination. Canadian Family Physician, 64(Suppl 
2), S51-S56.

• Noorlandt, H. W., Korfage, I. J., Tuffrey‐Wijne, I., Festen, D., Vrijmoeth, C., van der Heide, A., & Echteld, M. (2021). Consensus on 
a conversation aid for shared decision making with people with intellectual disabilities in the palliative phase. Journal of Applied 
Research in Intellectual Disabilities 34(6), 1538-1548.

• Nordstrøm, M., Paus, B., Andersen, L. F., & Kolset, S. O. (2015). Dietary aspects related to health and obesity in Williams 
syndrome, Down syndrome, and Prader–Willi syndrome. Food & nutrition research, 59(1), 25487.

• Ouellette-Kuntz, H., Shooshtari, S., Temple, B., Brownell, M., Burchill, C., Yu, C. T., ... & Hennen, B. (2009). Estimating 
administrative prevalence of intellectual disabilities in Manitoba. Journal on Developmental Disabilities, 15(3), 69.

Referenced Publications:



• Pellikaan, K., Rosenberg, A. G., Kattentidt-Mouravieva, A. A., Kersseboom, R., Bos-Roubos, A. G., Veen-
Roelofs, J. M., ... & de Graaff, L. C. (2020). Missed diagnoses and health problems in adults with Prader-
Willi syndrome: Recommendations for screening and treatment. The Journal of Clinical Endocrinology & 
Metabolism, 105(12), e4671-e4687.

• Read, S., & Thompson-Hill, J. (2009). Palliative care nursing in relation to people with intellectual 
disabilities. International journal of palliative nursing, 15(5), 226-232.

• Regnard, C., Reynolds, J., Watson, B., Matthews, D., Gibson, L., & Clarke, C. (2007). Understanding distress 
in people with severe communication difficulties: developing and assessing the Disability Distress 
Assessment Tool (DisDAT). Journal of Intellectual Disability Research, 51(4), 277-292.

• Ryan, K. R., & McQuillan, R. (2005). Palliative care for disadvantaged groups: people with intellectual 
disabilities. Progress in Palliative Care, 13(2), 70-74.

• Ryan, K., Guerin, S., Dodd, P., & McEvoy, J. (2011). Communication contexts about illness, death and dying 
for people with intellectual disabilities and life-limiting illness. Palliative & supportive care, 9(2), 201-208.

• Sanders, B. S., Burkett, T. L., Dickinson, G. E., & Tournier, R. E. (2004). Hospice referral decisions: the role 
of physicians. American Journal of Hospice and Palliative Medicine, 21(3), 196-202.

• Satgé, D., Sasco, A. J., Vekemans, M. J., Portal, M. L., & Fléjou, J. F. (2006). Aspects of digestive tract 
tumors in Down syndrome: a literature review. Digestive diseases and sciences, 51(11), 2053-2061.

• Silverman, W., Zigman, W. B., Kim, H., Krinsky-McHale, S., & Wisniewski, H. M. (1998). Aging and 
dementia among adults with mental retardation and Down syndrome. Topics in Geriatric 
Rehabilitation, 13(3), 49-64.

• Skilbeck, J., & Seymour, J. (2002). Meeting complex needs: an analysis of Macmillan nurses’ work with 
patients. International Journal of Palliative Nursing, 8(12), 574-582.

Referenced Publications:



• Stein, G. L. (2008). Providing palliative care to people with intellectual disabilities: services, staff 
knowledge, and challenges. Journal of palliative medicine, 11(9), 1241-1248.

• Strauss, D., Shavelle, R., Baumeister, A., & Anderson, T. W. (1997). Mortality in persons with 
developmental disabilities after transfer into community care. American Journal on Mental 
Retardation, 102(6), 569-581.

• Sue, K., Mazzotta, P., & Grier, E. (2019). Palliative care for patients with communication and cognitive 
difficulties. Canadian Family Physician, 65(Suppl 1), S19-S24.

• Sullivan W.F., Heng J., Bach M. (2021). Promoting Decision Making Capabilities in the Healthcare of Adults 
with Intellectual and Developmental Disabilities: Ethics and Practice. In: Khemka I., Hickson L. (eds) 
Decision Making by Individuals with Intellectual and Developmental Disabilities. Positive Psychology and 
Disability Series. Springer, Cham: Springer International Publishing: Imprint: Springer

• Sullivan, W. F., Diepstra, H., Heng, J., Ally, S., Bradley, E., Casson, I., ... & Witherbee, S. (2018). Primary 
care of adults with intellectual and developmental disabilities: 2018 Canadian consensus 
guidelines. Canadian Family Physician, 64(4), 254-279.

• Sullivan, W. F., Heng, J., Abells, D., Perry, A., & Henze, M. (2019). Supporting adults with intellectual and 
developmental disabilities to cope and thrive through transitions to later-life phases. Canadian Family 
Physician, 65(Suppl 1), S30-S32.

• Tarquinio, D. C., Hou, W., Neul, J. L., Kaufmann, W. E., Glaze, D. G., Motil, K. J., ... & Percy, A. K. (2015). 
The changing face of survival in Rett syndrome and MECP2-related disorders. Pediatric neurology, 53(5), 
402-411.

• Thanh, N. X., & Jonsson, E. (2016). Life expectancy of people with fetal alcohol syndrome. Journal of 
Population Therapeutics and Clinical Pharmacology, 23(1).

Referenced Publications:



• Tuffrey-Wijne, I. (2003). The palliative care needs of people with intellectual disabilities: a literature review. Palliative 
Medicine, 17(1), 55-62.

• Tuffrey-Wijne, I., Bernal, J., Jones, A., Butler, G., & Hollins, S. (2006). People with intellectual disabilities and their need for cancer 
information. European Journal of Oncology Nursing, 10(2), 106-116.

• Tuffrey‐Wijne, I., Bernal, J., Butler, G., Hollins, S., & Curfs, L. (2007). Using Nominal Group Technique to investigate the views of 
people with intellectual disabilities on end‐of‐life care provision. Journal of advanced nursing, 58(1), 80-89.

• Tuffrey‐Wijne, I., & Davies, J. (2007). This is my story: I've got cancer: ‘The Veronica Project’: an ethnographic study of the 
experiences of people with learning disabilities who have cancer. British Journal of Learning Disabilities, 35(1), 7-11.

• Tuffrey-Wijne, I., McEnhill, L., Curfs, L., & Hollins, S. (2007). Palliative care provision for people with intellectual disabilities: 
interviews with specialist palliative care professionals in London. Palliative Medicine, 21(6), 493-499.

• Tuffrey-Wijne, I., & McEnhill, L. (2008). Communication difficulties and intellectual disability in end-of-life care. International journal 
of palliative nursing, 14(4), 189-194.

• Tuffrey-Wijne, I., McLaughlin, D., Curfs, L., Dusart, A., Hoenger, C., McEnhill, L., ... & Oliver, D. (2016). Defining consensus norms for 
palliative care of people with intellectual disabilities in Europe, using Delphi methods: A White Paper from the European Association 
of Palliative Care. Palliative medicine, 30(5), 446-455.

• Tuffrey-Wijne, I., Finlayson, J., Bernal, J., Taggart, L., Lam, C.K.K., & Todd, S. (2020). Communicating about death and dying with 
adults with intellectual disabilities who are terminally ill or bereaved: A UK-wide survey of intellectual disability support staff. 
Journal of Applied Research in Intellectual Disabilities, 33(5), 927-938.

• Vinchon, M., Rekate, H., & Kulkarni, A.V. (2012). Pediatric hydrocephalus outcomes: a review. Fluids and Barriers of the CNS, 9(1), 
18.

• Vrijmoeth, C., Echteld, M. A., Assendelft, P., Christians, M., Festen, D., van Schrojenstein Lantman‐de Valk, H., ... & Groot, M. (2018). 
Development and applicability of a tool for identification of people with intellectual disabilities in need of palliative care 
(PALLI). Journal of Applied Research in Intellectual Disabilities, 31(6), 1122-1132.

• Wagemans, A. M., Van Schrojenstein Lantman-de Valk, H. M., Proot, I. M., Metsemakers, J., Tuffrey-Wijne, I., & Curfs, L. M. (2013). 
End-of-life decisions for people with intellectual disabilities, an interview study with patient representatives. Palliative 
medicine, 27(8), 765-771.

Referenced Publications:


	Slide 1:                          Tools for the IDD Palliative Care Journey: Specialized Intellectual/Developmental Disabilities (IDD) Palliative Care Toolkit for Ontario September 2025     
	Slide 2
	Slide 3
	Slide 4
	Slide 5
	Slide 6: Question 
	Slide 7:      Observation and       Assessment for       Dementia and Delirium
	Slide 8:         Palliative Care 
	Slide 9: Distinct Palliative Needs of People Living with IDD
	Slide 10
	Slide 11:      Inequitable Access to Palliative Care
	Slide 12
	Slide 13
	Slide 14: Question 
	Slide 15: Role of the IDD Palliative Care Toolkit in Improving Shared Care
	Slide 16
	Slide 17:        IDDPC Toolkit Is A 3-STEP FRAMEWORK
	Slide 18: Module A: Essential Conversations
	Slide 19
	Slide 20
	Slide 21
	Slide 22: Module B: Norms of Practice
	Slide 23:       Standards & Norms of Practice
	Slide 24: Module C: Care Pathway & Cross Sector Collaborative Care Model
	Slide 25: Collaborative Practice is Necessary for Success
	Slide 26
	Slide 27: ORGANIZATIONAL POLICY & PROTOCOL GUIDANCE 
	Slide 28: Module D: Grief and Bereavement 
	Slide 29: Module E: Earlier Identification
	Slide 30: SPICT-4ALL
	Slide 31: Module F: PAIN 
	Slide 32:    Pain Screening
	Slide 33: Pharmacology Guidance & Considerations
	Slide 34: Module G: Symptom Management
	Slide 35
	Slide 36: Module H: Metrics 
	Slide 37: Developmental Service Agencies 
	Slide 38:   Developmental Service Agencies, Resources and Links  
	Slide 39: Concluding Remarks Reflection & Evaluation
	Slide 40:          
	Slide 41:          
	Slide 42:     Key Resources and Links
	Slide 43:     Key Resources and Links
	Slide 44:     Key Resources and Links
	Slide 45: Referenced Publications:
	Slide 46: Referenced Publications:
	Slide 47: Referenced Publications:
	Slide 48: Referenced Publications:
	Slide 49: Referenced Publications:
	Slide 50: Referenced Publications:

