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Early studies

Buono et al (2021) report that within 
20 days of case zero in a research 
centre and clinical hospital in Italy, 109 
patients were diagnosed with Covid-
19, six of whom later died (CFR 5.5%)

Mills et al (2020) described significant 
efforts of a provider supporting 
11,000 individuals in the first 100 days 
of the pandemic. 66 people were 
diagnosed, 15 were hospitalized and 
three died. 



Elevated mortality and morbidity 

Population-based and health register-based studies of almost 65 million 
individuals revealed people with intellectual and developmental 
disabilities (128,000) reporting higher rates of:
- Diagnosis (3.1% vs 0.9%)
- Hospitalization if diagnosed (63.1% vs 29.1%)
- Intensive care unit stays (14.5% vs 6.3%)
- Mortality (8.2% vs 3.8%)



ID was strongest risk factor for contracting COVID-
19



ID was strongest risk factor other than age for 
mortality due to COVID-19



Highest risk of mortality in congregated settings

Californian study comparing mortality rates from population-
based datasets of developmental disability services and general 
population (Landes et al, 2021)



Contributors to elevated risk

• Higher incidence of somatic and mental health conditions
• Cramped living arrangements
• Living with vulnerable and elderly family members
• Requiring high level of personal care and staff contact
• Challenges with disruption to routine
• Challenges in sourcing information and self-advocacy



Rationale for present study

United Nations Convention on the Rights of Persons 
with Disabilities (UNCRPD).

UNCRPD affirms the rights of people with disabilities 
to full inclusion and participation in all aspects of 
life.

Article 26 requires signatories to ‘organise, 
strengthen and extend support services’. 



Rationale for study

American Association for Intellectual and Developmental 
Disabilities (AAIDD).

Support needs models argues that “people with 
intellectual disability are people who require the 
provision of ongoing, extraordinary patterns of support”.

“if supports were removed, people with ID would not be 
able to function as successfully in typical activities and 
settings”



Rationale for study

COVID-19 caused disruption to ‘ongoing 
extraordinary patterns of support’ received 
by people with IDD.

Our study aimed to document this disruption 
and its impact on individuals with intellectual 
and developmental disabilities and their 
caregivers. 



Who we are:

This research was undertaken by a 
group of researchers who are 

members of IASSIDD’s Comparative 
Policy and Practice SIRG.

Others joined and we 
are hopeful to continue 
our global network into 

future studies.

(if you’d like to join the Comparative Policy and Practice SIRG email 
christine.linehan@ucd.ie – we are global and going places J)

mailto:christine.linehan@ucd.ie
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A funding opportunity 

In May 2020, the Irish 
Government allocated funding 
for Covid-19 research to the 
three largest funding bodies in 
Ireland. 

350 ‘rapid applications’ of 
which 26 were funded in 
Round 1. 



Data management and open publishing



Study Protocol
https://hrbopenresearch.org/
collections/coronavirus



Research Questions

What are the experiences 
of caregivers, family and 

staff, and the people they 
support during the 

pandemic?

Do these experiences 
differ by living 

arrangement and 
jurisdiction?



Bespoke survey

Back-translated into 15 languages and hosted on a 
server in Ireland.Language

Survey piloted and launched September 2020. Launch

Participants could access via any digital device; 
phone, iPad, laptop etc. Take Part

Brazilian Portuguese, Czech, 
Dutch, English, French Canadian, 
German, Greek, Hebrew, Hindi, 
Italian, Mandarin, Norwegian, 
Nyanja, Spanish, Sweden



Survey sections

Section 1: 
Demographics – you and 

the person(s) you 
support

Section 2: 
Organisational Practices 

in your workplace 
(management only)

Section 3: 
Local Practices in your 
workplace (local/unit 

staff only)

Section 4: 
Local Practices for family 
caregivers (family only) 

Section 5: 
Access to information 

and training

Section 6: 
Experiences of Covid 19 

– caregiver and 
supported person

Section 7: 
Impact of Social 

Distancing

Section 8: 
Standarised scales on 

anxiety/depression and 
impact of events



Participating 
sample: a 
study 
limitation

We did not seek the participation of individuals with disabilities

At the time of grant submission and data collection, contact with 
advocacy groups and disability support services was extremely 
limited for most partners. 

We agreed this survey would include input from international 
advocates at Inclusion International.

We also agreed that many of the partners would be following up 
with research projects directly seeking the views of people with 
intellectual and developmental disability – two such projects 
have been conducted in Ireland.



https://mapchart.net/world.html



Survey 
Response 
Rate: Useable 
Data



Participants

3,754 overall 1,912 family 
members

1,329 direct 
support 

professionals

513 
management



Participants

 Family  Unit Staff Organisational Staff Total 
 N % N % N % N % 
Respondent Type 1912 50.9% 1329 35.4% 513 13.7% 3754 100.0% 
         
 Respondents’ Country         

Sweden 340 17.8% 507 38.1% 72 14.0% 919 24.5% 
Netherlands 255 13.3% 209 15.7% 30 5.8% 494 13.2% 
Canada  261 13.7% 110 8.3% 88 17.2% 459 12.2% 
USA 152 7.9% 58 4.4% 72 14.0% 282 7.5% 
Hong Kong SAR 208 10.9% 47 3.5% 14 2.7% 269 7.2% 
India 98 5.1% 77 5.8% 81 15.8% 256 6.8% 
Ireland 167 8.7% 51 3.8% 35 6.8% 253 6.7% 
Norway 92 4.8% 116 8.7% 11 2.1% 219 5.8% 
Italy 106 5.5% 76 5.7% 22 4.3% 204 5.4% 
Israel 75 3.9% 36 2.7% 49 9.6% 160 4.3% 
Australia 78 4.1% 21 1.6% 28 5.5% 127 3.4% 
UK 80 4.2% 21 1.6% 11 2.1% 112 3.0% 

 



Restrictions

83% restrictions to and from family 
and friends

85% closures or reductions in day 
services, social and exercise 
activities

75% closures or reductions in 
educational programmes



2.5% of caregivers

13.4% of caregivers







Outcome: 
experiences 
of Covid for 
supported 
persons

3% observed a 
decline in seizures

17% observed an 
increase in 

seizures

9% observed a 
decline in 

behaviours that 
challenge

63% observed an 
increase in 

behaviours that 
challenge

Observed 
outcomes for 
supported 
persons with 
particular needs



Impact on direct staff working practices





Predictors of depression, anxiety & stress in 
direct support workers

Reorganisation
of staff shifts

Increase in 
new staff

Dissatisfaction 
with timing of 

PPE



Impact on family caregivers





Predictors of depression, anxiety & stress in 
family caregivers

Observed mood 
change in 

person with IDD

Person living in 
family home

Restricted visits 
with family and 

friends

Dissatisfaction 
with level of 

support



Experiences in different jurisdictions – too 
skewed for analysis



Experiences in different living arrangements



Outcome: 
Caregiver 
well-being 
during 
Covid

Overall,  we found high 
rates of stress (62%), 
depression (40%) and 
lower rates of anxiety 

(21%).

Those supporting someone in 
the family home or own home 

compared with those 
supporting someone in a 

community group home or 
residential campus setting are:

more likely to be 
moderately or severely 

stressed

more likely to be 
moderately or severely 

depressed

more likely to be 
moderately or severely 

anxious



Outcome: 
Caregiver 
experience
s of Covid

Those supporting someone in the family home or 
own home compared with those supporting 

someone in a community group home or 
residential campus setting are:

Are those in service 
settings more likely to 
have routine testing?

less likely to be tested 
for Covid

less likely to self-
report symptoms

Same rates of 
diagnosis across both 

types of settings



Outcome: 
observed for 
persons with 
particular 
support 
needs

Those supporting someone in the family home or 
own home compared with those supporting 

someone in a community group home or 
residential campus setting observed:

We found no 
differences in these 
observations across 

settings

Similar odds of 
increased challenging 
behaviour (64%-60%)

Similar odds of 
increased seizures 

(19%-15%)

Similar odds of sleep 
problems (42%-36%)



Outcome: 
experiences 
of Covid for 
supported 
persons

People with ID supported in the family home or 
own home compared with people supported in a 

community group home or residential campus 
setting are:

Suspect differential 
awareness and access 
to testing & diagnosis

less likely to be tested 
for Covid (19.7%-

44.5%)

less likely to be 
observed to 

experience symptoms 
(12.8% - 30.8%)

less likely to be 
diagnosed (15.5% -

26.6%)



Practices 
during Covid

Physical restraints is defined as any manual method 
or physical or mechanical devise, material or 

equipment attached or adjacent to the person’s body 
that the individual cannot easily remove that restricts 

freedom of movement or normal access to one’s body

2.6x less likely to observe an increase in the 
use of physical restraint during the pandemic



Practices 
during Covid

Environmental restraint is defined as intentional restriction of a 
person’s normal access to their environment, with the intention of 

stopping them from leaving, or denying a person their normal 
means of independent mobility, means of communication or 

intentional taking away of ability to exercise civil and religious 
liberties.

3.4x less likely to observe an increase in the 
use of environmental restraint during the 

pandemic



Issues for 
consideration

Considerable focus on older persons in congregated 
settings during COVID-19 – ID not acknowledged.

Observed behaviours indicating distress, including 
behaviours that challenge and seizure activity.

Family members impacted via employment and 
finances.

Testing and diagnostic practices in service settings 
not matched in family homes.

Reliance on new casual staff may be across multiple 
settings.



Some 
broader 
questions

What needs to happen to address issues of 
wellbeing?

What supports could be provided?

How do we respond to reduction in behaviours and 
seizures?

How do we respond to the exclusion of people in 
RCT for vaccines?

How do we ensure people with intellectual and 
developmental disabilities are identifiable in 
population-based monitoring systems?



Continuation 
of research

Exploring the lived experiences of adults with 
intellectual disabilities during the COVID-19
pandemic in Ireland

Sadhbh Ni Chuanachain, Louise Farrelly, Christine 
Linehan

Interviews with 14 Irish adults with ID about their 
experiences during COVID-19 pandemic.



Theme Quote

Boredom “No, I didn’t like it at all. It’s very boring, like the same things every 
day. Watching telly or just going for a walk . . . it’s been very hard 
on me.”

Regulations at personal cost “Nobody enjoys having to wear masks every time they’re out, but 
it has to be done. I suppose it’s for the greater cause, they’re doing 
it for a reason and… it’s annoying, like.”

Frustration at other flouting 
the rules

“Selfish! They want to go on holidays, and they don’t care if 
anybody lives or dies.”

Choice to vaccinate? “Ah, I didn’t want it at first. I was nervous with it. . . . In case you 
get sick with it, in case you get a virus with it.” 

Preliminary findings – paper under review



International qualitative comparison

Irish team 
26 interviews
• Michael Tully
• Eilis Rojack 
• Aoife Fennelly 
• Catherine Jackman
• Tracy Jones
• Karen Henderson
• Christine Linehan

Swedish team
34 interviews
• Helena Taubner
• Jenny Aspling Fredriksson
• Magnus Tideman 



International qualitative comparison

Two jurisdictions with very differing public policies to lockdown.

Did individuals with ID experience the pandemic differently?



Sample of recommendations



Sample of recommendations



Sample of recommendations



Thank you
To all our participants and partners 

christine.linehan@ucd.ie


