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I’m interested in this topic 
primarily because I’m a/an
q self-advocate with IDD 
q family member
q support worker 
q family (GP) physician or nurse 
q medical specialist 
q allied healthcare provider
q ethicist 
q spiritual care provider
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Objectives

After actively engaging in this webinar, participants will be able to…
1. Analyze and apply research on Covid-19 and describe knowledge 

gaps. 
2. Develop care plans and adapt them to changes in patient needs, 

services, and healthcare provider roles.
3. Promote decision-making capabilities of adults with IDD.
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Vulnerabilities of people with IDD

• High prevalence of co-existing high-risk physical health conditions
• High risk of significant exposures to “super-transmitters” 
• High prevalence of mental health conditions
• Changed or decreased supports
• Challenges adjusting to change or loss
• High prevalence of neglect or abuse
• Limited prior involvement in healthcare decision making

Courtenay K, Perera B. COVID-19 and people with intellectual disability: impacts of a pandemic. Irish 
Journal of Psychological Medicine 2020 [preprint]
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Case: Fatimah
• 17 years old
• mild intellectual disability
• Down syndrome
• Lives with mother & frail grandmother
• Hyperthyroidism and poor immune regulation
• Some ASD-associated behaviours
• Recently experiencing fatigue

(COVID-19? Thyroid? Other?)
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Case: Fatimah

Mother makes appointment for Fatimah with endocrinologist for a 
long-overdue annual assessment and review of medications at the 
hospital clinic. Should Fatimah’s mother take her to the appointment?
q Yes
q No
q Unsure
q Ask Fatimah
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1. Research
“Not everything that can be counted counts, and not everything 
that counts can be counted.”  - William Bruce Cameron
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Knowledge Gaps

• Limited specific empirical research (still early; prior knowledge gap)
• COVID-19 open research dataset (259/26,055) - Tummers J, et al. Coronaviruses and 

people with intellectual disability: an exploratory data analysis. JIDR 2020 July; 64(7): 475-481

• Oxford COVID-19 Evidence Service (0/230)

• Generic empirical studies might be useful but require review 
considering issues for people with IDD

• Need for various types of knowledge: experiential, expert, ecosystem, 
framing
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Empirical knowledge
Age effect

Distribution of COVID-19 cases by age group 

without IDD                          with IDD

Turk MA et al. (2020), Intellectual and developmental disability and COVID-19 case-fatality trends: TriNetX
analysis, Disability and Health Journal [pre-print]

75 + yo

18-74 yo

0-17 yo

Without IDD With IDD
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75 + yo

18-74 yo

0-17 yo

overall

without IDD with IDD
Turk MA et al. (2020), Intellectual and developmental disability and COVID-19 case-fatality trends: TriNetX analysis, 
Disability and Health Journal [pre-print]

Possible causes?

Earlier frailty and aging?

Higher rates of high-risk 
physical & social conditions?

Ecosystem considerations?

Empirical knowledge 
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Empirical knowledge

• DS-specific 
• Limited case series 
• Immune dysregulation and 

increased cytokine 
production renders 
patients with DS vulnerable 
to succumbing to both RSV 
and Covid-19 infections
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Expert knowledge

• IDD-specific guidance
• integrated approach 
• being prepared

• Info for hospital
• adapted care plan
• advance care plan

• Tools to implement?
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Experiential knowledge

• Families struggle with 
the balance between 
preventing infection and 
other issues

• Will people with IDD be 
valued? Will their needs 
be recognized and 
accommodated?
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Applying the knowledge 
• In assessing risk of infection:

• consider factors not generally considered (younger age; cause)

• additional risks of infection now that public measures are being relaxed?

• Plan to manage overall health
• What is urgent, what is not?

• What can be managed at home?

• By whom? Who coordinates?

• Communicate and address needs to be accommodated
• Be prepared
• Is there a hospital transfer package

• advance care plan?
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Applying the knowledge 
• Good care involves not only clinical but also ethical considerations:

• How to be person- and family-centred for each patient

• How to involve patient in decision making

• What are benefits relative to risks and burdens?

• Where do people with IDD stand in queue for resources?

• Consider also existential and spiritual questions:

• Adjusting to change

• Coping with different kinds of losses

• Fears about death and dying

• Think long term!
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2. COVID-19 Care Plan
PLANNING FOR COMPREHENSIVE AND INTEGRATED HEALTH CARE
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Why is a care plan important?
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Example of a template for care 
plan health care plan
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St Michael’s 
Hospital/Surrey 
Place Transition 
Youth with IDD 
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Adapting health care plans 
during the pandemic
• Addressing changing needs, services, roles (caregiver, family 

physician, support professional)
• Telehealth – merits and difficulties
• Maintaining health habits during lockdown
• Being prepared for contingencies
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3. Promoting decision-
making capabilities
TOOLS FOR HEALTH CARE DECISIONS AND ADVANCE CARE PLANNING
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Promoting decision-making 
capabilities
• Trend towards paternalism during pandemic?
• Identifying and engaging decision-making supports
• Advance care planning
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DOWNLOAD TOOLS FROM 
ddprimarycare.surreyplace.ca
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COVID-19 Advance Care Plan

A. Identify the person’s substitute decision maker and a backup
B. Discuss a person’s present values and goals
C. Discuss a person’s preferences for future care in the COVID-19 

context
D. Share the plan with the patient, substitute decision maker(s) and 

other relevant persons
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Objectives

After actively engaging in this webinar, participants will be able to…
1. Analyze and apply research on Covid-19 and describe knowledge 

gaps. 
2. Develop care plans and adapt them to changes in patient needs, 

services, and healthcare provider roles.
3. Promote decision-making capabilities of adults with IDD.
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