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State of the Science on COVID-19 and People with IDD

Introduction

The purpose of this brief is to provide an overview of what the
research to date reveals about people with intellectual and
developmental disabilities (IDD), COVID-19, and vaccination.

The research to date indicates that people with IDD (a) are more
likely to be exposed to COVID-19 and have poorer COVID-19-related
health outcomes than the general public; (b) are as likely as the
general population to engage in preventive health strategies; and (c)
have experienced massive disruption in health, home, and
community services, exacerbating existing inequities in health care,
and putting additional pressure on already over-taxed formal and
informal support networks.

People with IDD and COVID-19 Risk

People with IDD are more likely to be exposed to COVID-19 and have
poorer outcomes than the general public. People with IDD who live
in congregate settings or with older family members are in
particularly precarious positions.

e  Roughly 7.38 million people in the U.S. (2.28% of the
population) have IDD (Residential Information Systems Project,
2020).

e  Only 10% of people with IDD in the U.S. live in a supervised
residential setting; the majority of people with IDD (72%) in the
U.S. live with family members. Of the estimated 5.35 million
family caregivers in the U.S., 24% are over the age of 60 years
(Tanis et al., 2020), a high-risk group for contracting COVID-19.

e  People with IDD who are Black, Asian, Hispanic, or Native
American have a greater positivity rate of COVID-19 as
compared to their White, non-Hispanic counterparts
(Chakraborty, 2020).

e  People with IDD who live in congregate settings, such as
institutions, nursing homes, and group homes, are at higher risk
of exposure to COVID-19 than the general population
(Desroches et al., 2020; Landes, Turk, & Ervin, 2020), with their
increased risk directly related to the number of people living
together (Landes, Turk, & Wong, 2020); however a survey by
Drum et al. (2020) found that only 2% with people with IDD
reported receiving a COVID-19 test.

e  People with IDD and COVID-19 in congregate settings are more
likely to have severe cases (Turk et al., 2020), poorer outcomes
in general (Landes, Turk, & Wong, 2020), and are more likely to
die from the condition (Landes, Formica, et al., 2020).

e  People with IDD have a higher incidence of COVID-19-related
deaths than the general population (Cuypers et al., 2020; with
dramatically greater rates of COVID-19-related deaths among
adults 70 and older with IDD (West Health Institute & Makary,
2020) and adults over 40 with Down syndrome (Hills et al.,
2020).
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People with IDD and Vaccines

Most people with IDD have received prior vaccinations and currently
engage in preventive health strategies.

In general, people with IDD engage in preventive health measures:
a recent survey of adults with IDD revealed that 93% reported
compliance with public health recommendations (Drum et al.,
2020).

Children with and without IDD are equally likely to receive routine
childhood vaccinations (Smith et al., 2015), and among adults with
IDD who receive services through their state agencies, 74%
reported having received a flu vaccination in the last 12 months
(National Association of State Directors of Developmental
Disabilities Services and Human Services Research Institute, 2020).

Health, Home, and Community Services

Most people with IDD who had received in-person supports prior to the
COVID-19 pandemic have since experienced substantial changes in the
type and duration of their services, which has had negative effects on
their well-being.
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Physical distancing from health and other direct service providers
is not possible for people with IDD who require direct personal
assistance (Kavanagh et al., 2020; Drum et al., 2020).

During the pandemic, access to health, mental health, and
education services has been seriously disrupted for people with
IDD who live in the community. One study found that more than
70% of people with IDD living in the community experienced a loss
of at least some health services stemming from COVID-19 with
24% reporting a loss of critical care services; however, only 2%
reported a disruption in prescription access (Drum et al., 2020).

Another survey revealed that 74% of people with IDD had lost one
or more services entirely, with only 39% reporting that at least one
of their services had been delivered virtually (Jeste et al., 2020).

Some support services can and have been successfully provided
virtually (Zaagsma et al, 2020; Taddei & Bulgheroni, 2020);
however, there are real concerns about the impact of greater
screen time on adolescents with Autism Spectrum Disorder (Garcia
et al., 2020) and the long-term impact of service reductions related
to COVID-19 on families of young children with IDD (Neese et al.,
2020).

A survey of national disability organizations regarding COVID-19
lockdowns revealed significant concerns about its impact on the
mental health and challenging behaviors of those they serve
(Tromans et al., 2020). Access to mental health services for people
with IDD has been disrupted by the pandemic, which has further
exacerbated inequities already present in these systems (Sheehan
et al., 2020).
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A comparison of pre- and post-COVID-19 incident
reports of a large residential service provider revealed
that against a background of generally lowered level
of incidents—both actual and near-miss—aggressive
behaviors rose during the lockdown period (Schnegel
et al., 2020).

Caregivers and COVID-19

COVID-19-related disruptions in services has resulted in
greater pressure on a workforce that was already thinly-
stretched and an increased reliance on family members to
deliver necessary supports, which has taken a toll on both
paid and unpaid caregivers.

Among adults with IDD, disruptions in or loss of
services has resulted in greater reliance on family
members for supports (Redquest et al., 2021). Family
members providing supports to both children and
adults with IDD report significantly greater levels
anxiety and depression when compared to both their
pre-pandemic levels and the families of children and
adults without IDD (Willner et al., 2020).

The COVID-19-related loss of routine educational and
therapeutic supports has introduced new stressors
and challenges to daily life among all families with
young children with IDD, with greater inequities likely
experienced among Hispanic families, whose children
with IDD are more likely to be underserved (Neece et
al., 2020).

A survey of direct service providers revealed that in
addition to their fear of getting infected themselves—
and possibly transmitting COVID-19 to their own
families—those surveyed reported both a decreased
ability for coping with life stressors and increased
isolation (Embregts et al., 2020).

Hewitt et al. (2020) reports that 74% of workers who
directly support people with IDD are the primary
wage earners in their households, with a pre-COVID-
19 median wage of $13.63/hour. Their survey
revealed that only about a quarter of those workers
received any increase in hourly compensation due to
COVID-19 risks, and of those who received such
“hazard pay” the majority received an increase of two
or less dollars an hour.

Conclusion

Research to date underscores that people with IDD are
(a) at higher risk for poor outcomes and have a higher
incidence of COVID-19-related deaths than the general
population, (b) just as likely as the general public to get
childhood and adult vaccinations, and (c) undergoing

substantial disruptions in crucial services which exacerbate

existing inequities in health care and other supports and
are further straining already overburdened paid and
unpaid caregivers.

References

Alexander, R., Ravi, A, Barclay, H., Sawhney, 1., Chester,
V., Malcolm, V., Brolly, K., Mukheriji, K., Zia, A.,
Tharian, R., Howell, A,, Lane, T., Cooper, V., &
Langdon, P. E. (2020). Guidance for the treatment
and management of COVID-19 among people with
intellectual disabilities. Journal of Policy and
Practice in Intellectual Disabilities, 17(3), 256-269.
https://doi.org/10.1111/jppi.12352

Chakraborty, J. (2020, September 18). Social inequities in
the distribution of COVID-19: An intra-categorical
analysis of people with disabilities in the U.S.
Disability and Health Journal. Advance online
publication: https://doi.org/10.1016/
j.dhjo.2020.101007

Cuypers, M., Schalk, B.W.M., Koks-Leensen, M.C.J.,
Nagele, M. E., Bakker-van Gijssel, E. J.,
Naaldenberg, J., & Leusink, G. L. (2020). Mortality of
people with intellectual disabilities during the
2017/2018 influenza epidemic in the Netherlands:
Potential implications for the COVID-19 pandemic.
Journal of Intellectual Disability Research, 64(7),
482-488. https://doi.org/10.1111/jir.12739

Desroches, M. L., Ailey, S., Fisher, K., & Stych, J. (2020,
November 4). Impact of COVID-19: Nursing
challenges to meeting the care needs of people
with developmental disabilities. Disability and
Health Journal. Advance online publication: https://
doi.org/10.1016/j.dhjo.2020.101015

Drum, C. E., Oberg, A., Ditsch, J., Cooper, K., & Carlin, R.
(2020). COVID-19 & adults with serious difficulties
concentrating, remembering, or making decisions
due to an intellectual disability, autism, epilepsy, or
brain injuries: Online survey report. Rockville, MD:
American Association on Health and Dlsablllty
https://aahd.us/wp-content/uploads/2020/06/
COVID-19_DCRM_ Intellectual-

Disability _Autism_Epilepsy_or_Brain_
InjuryBMSF_508.pdf

Embregts, P.J.C.M., Tournier, T., & Frielink, N. (2020,
September 21). Experiences and needs of direct
support staff working with people with intellectual
disabilities during the COVID-19 pandemic: A
thematic analysis. Journal of Applied Research in
Intellectual Disabilities. Advance online publication:
https://doi.org/10.1111/jar.12812

Embregts, P.J.C.M., van den Bogaard, K.J.H.M., Frielink,
N., Voermans, M.A.C., Thalen, M., & Jahoda, A.
(2020, October 5). A thematic analysis into the
experiences of people with a mild intellectual
disability during the COVID-19 lockdown period.
International Journal of Deve/opmenta/ Disabilities.
Advance online publication: https
doi.org/10.1080/20473869.. 2020 1827214

Garcia, J. M., Lawrence, S., Brazendale, K., Leahy, N., &
Fukuda, D. (2020, November 5). Brief report: The
impact of the COVID-19 pandemic on health
behaviors in adolescents with Autism Spectrum
Disorder. Disability and Health Journal. Advance
online publication: https://doi.org/10.1016/
j.dhjo.2020.101021

Hewitt, A., Pettingell, S., Kramme, J., Smith, J., Dean, K., &
Kleist, B. (2020). Results of the Direct Support
Workforce and COVID-19 National Survey 2020.
Minneapolis: Institute on Community Integration,
University of Minnesota. https://ici-s.umn.edu/
files/iJphkG6fcN/dsp-COVID-19-survey-results.pdf

Hils, A., Costa, A.C.S., Dierssen, M., Baksh, R
Bargagna S., Baumer N.T., Brandao A C Carfi, A.,
Carmona- Iragul M., Chlcome B.A, Ghosh S.,
Lakhanpaul, M., Manso, C., Mayer, M.—A, Ortega,
M. C., Real de Asua, D., Rebillat, A.-S., Russell, L. A.,
Sgandurra, G., . .. Strydom, A. (2020, November 5).
An international survey on the impact of COVID-19
in individuals with Down syndrome. medRxiv.
https://doi.org/10.1101/2020.11.03.20225359

Jeste, S., Hyde, C., Distefano, C., Halladay, A., Ray, S.,
Porath, M., Wilson, R. B. & Thurm, A. (2020).
Changes in access to educational and healthcare
services for individuals with intellectual and
developmental disabilities during COVID-19
restrictions. Journal of Intellectual Disability
Research, 64(11), 825-833. https://
doi.org/10.1111/jir.12776

Kavanagh, A., Dickinson, H., Carey, G. Llewellyn, G.
Emerson, E., Disney, G. & Hatton, C. (2020,
December 2). Improving health care for disabled
people in COVID-19 and beyond: Lessons from
Australia and England. Disability and Health Journal.
Advance online publication: https://
doi.org/10.1016/j.dhjo.2020.101050

Landes, S. D., Turk, M. A., & Ervin, D. A. (2020). COVID-19
Case-Fatality Disparities among People with
Intellectual and Developmental Disabilities
[Manuscript submitted for publication].
Department of Sociology and Aging Studies
Institute, Maxwell School of Citizenship and Public
Affairs, Syracuse University.

Landes, S. D., Turk, M. A., Formica, M. K., McDonald, K. E.,
& Stevens, J. D. (2020). COVID-19 outcomes among
people with intellectual and developmental
disability living in residential group homes in New
York State. Disability and Health Journal, 13(4),
Article 100969. https://doi.org/10.1016/
j.dhjo.2020.100969

Landes, S. D., Turk, M. A., & Wong, AW.W.A. (2020,
December 5). COVID-19 outcomes among people
with intellectual and developmental disability in
California: The importance of type of residence and
skilled nursing care needs. Disability and Health
Journal. Advance online publication: https://
doi.org/10.1016/j.dhjo.2020.101051

Mills, W. R., Sender, S., Lichtefeld, J., Romano, N.,
Reynolds, K., Price, M., Phipps, J., White, L., Howard,
S., Poltavski, D., & Barnes, R. (2020). Supporting
individuals with intellectual and developmental
disabilitl during the first 100 days of the COVID-19
outbreak in the USA. Journal of Intellectual Disability
Research, 64(7), 489-496. https://doi.org/10.1111/
jir.12740

National Association of State Directors of Developmental
Disabilities Services and Human Services Research
Institute. NCI Charts 2017-18 [Online Report
Generator]. http://www.nationalcoreindicators.org/
charts/

Neece, C., Mcintyre, L. L., & Fenning, R. (2020). Examining
the impact of COVID-19 in ethnically diverse families
with young children with intellectual and
developmental disabilities. Journal of Intellectual
Disability Research, 64(10), 739-749. https://
doi.org/10.1111/jir.12769

Redquest, B. K., Tint, A., Ries, H., & Lunsky, Y. (2021).
Exploring the experiences of siblings of adults with
intellectual/developmental disabilities during the
COVID-19 pandemic. Journal of Intellectual Disability
Research, 65(1), 1-10. https://doi.org/10.1111/
jir.12793

Residential Information Systems Project (2020). How many
people with intellectual or developmental disabilities
live in the United States? University of Minnesota,
RISP, Research and Training Center on Community
Living, Institute on Community Integration.

Retrieved from: https://publications.ici.umn.edu/
risp/2017/infographics/people-with-idd-in-the-
united-states-and-the-proportion-who-receive-
services

Schuengel, C., Tummers, J., Embregts, P.J.C.M., & Leusink,
G. L. (2020). Impact of the initial response to COVID-
19 on long-term care for people with intellectual
disability: An interrupted time series analysis of
incident reports. Journal of Intellectual Disability
Research, 64(11), 817-824. https://doi.org/10.1111/
jir.12778

Sheehan, R., Dalton-Locke, C., Ali, A, Totsika, V., San Juan,
N. V., & Hassiotis, A. (2020, September 2). Mental
healthcare and service user impact of the COVID-19
pandemic: Results of a UK survey of staff working
with people with intellectual disability and
developmental disorders. medRxiv. https://
doi.org/10.1101/2020.09.01.20178848

Smith, M., Peacock, G., Uyeki, T. M., & Moore, C. (2015).
Influenza vaccination in children with neurologic or
neurodevelopmental disorders. Vaccine, 33(20),
2322-2327. https:, //d0| org/10.1016/
j.vaccine.2015.03.050

Taddei, M., & Bulgheroni, S. (2020). Facing the real time
challenges of the COVID-19 emergency for child
neuropsychology service in Milan. Research in
Developmental Disabilities, 107, Article 103786.
https://doi.org/10.1016/j.ridd.2020.103786

Tanis, E. S., Lulinski, A. & Wu, J., Braddock, D. & Hemp, R.
(2020). The State of the States in Intellectual and
Developmental Disabilities [Online Report
Generator]. Department of Psychiatry, University of
Colorado. https://stateofthestates.org/wp-content/
uploads/2020/05/UnitedStates.pdf

Tromans, S., Kinney, M., Chester, V., Alexander, R., Roy, A.,
ander JLw., Dudson H., & Shankar R. (2 0).
Priority concerns for people with intellectual and
developmental disabilities during the COVID-19
pandemic. BJPsych Open, 6(6), e128. https://
doi.org/10.1192/bjo.2020.122

Turk, M. A, Landes, S. D., Formica, M. K., & Goss, K. D.
(2020). Intellectual and developmental disability and
COVID-19 case-fatality trends: TriNetX analysis.
Disability and Health Journal, 13(3), Article 100942.
https://doi.org/10.1016/j.dhjo.2020.100942

West Health Institute & Makary, M. (2020, November 11).
Risk factors for COVID-19 mortality among privately
insured patients: A claims data analysis [White
paper]. Fair Health, Inc. https://s3.amazonaws.com/
media2.fairhealth.org/whitepaper/asset/Risk%
20Factors%20for%20COVID-19%20Mortality%
20among%20Privately%20Insured%20Patients%20-
%20A%20Claims%20Data%20Analysis%20-%20A%
20FAIR%20Health%20White%20Paper.pdf

Willner, P., Rose, J., Stenfert Kroese, B., Murphy, G. H.,
Langdon, P. E., Clifford, C. Hutchings, H., Watkins, A.,
Hiles, S., & Cooper, V. (2020). Effect of the COVID-19
pandemic on the mental health of carers of people
with intellectual disabilities. Journal of Applied
Research in Intellectual Disabilities, 33(6), 1523—
1533. https://doi.org/10.1111/jar.12811

Zaagsma, M., Volkers, K. M., Swart, E.AK., Schippers, A. P.,
& Van Hove, G. (2020). The use of online support by
people with intellectual disabilities living
independently during COVID-19. Journal of
Intellectual Disability Research, 64(10), 750-756.
https://doi.org/10.1111/jir.12770

Suggested citation: Nygren, M.A. & Lulinski, A. (2020, December). State of the Science on COVID-19 and People with IDD
[Research brief]. American Association on Intellectual and Developmental Disabilities.

AAIDD Research Brief

| December 2020 | Page?2


https://doi.org/10.1111/jppi.12352
https://www.sciencedirect.com/science/journal/19366574
https://doi.org/10.1016/j.dhjo.2020.101007
https://doi.org/10.1016/j.dhjo.2020.101007
https://doi.org/10.1111/jir.12739
https://doi.org/10.1016/j.dhjo.2020.101015
https://doi.org/10.1016/j.dhjo.2020.101015
https://aahd.us/wp-content/uploads/2020/06/COVID-19_DCRM_Intellectual-Disability_Autism_Epilepsy_or_Brain_InjuryBMSF_508.pdf
https://aahd.us/wp-content/uploads/2020/06/COVID-19_DCRM_Intellectual-Disability_Autism_Epilepsy_or_Brain_InjuryBMSF_508.pdf
https://aahd.us/wp-content/uploads/2020/06/COVID-19_DCRM_Intellectual-Disability_Autism_Epilepsy_or_Brain_InjuryBMSF_508.pdf
https://aahd.us/wp-content/uploads/2020/06/COVID-19_DCRM_Intellectual-Disability_Autism_Epilepsy_or_Brain_InjuryBMSF_508.pdf
https://doi.org/10.1111/jar.12812
https://doi.org/10.1080/20473869.2020.1827214
https://doi.org/10.1080/20473869.2020.1827214
https://doi.org/10.1016/j.dhjo.2020.101021
https://doi.org/10.1016/j.dhjo.2020.101021
https://ici-s.umn.edu/files/iJphkG6fcN/dsp-covid-survey-results.pdf
https://ici-s.umn.edu/files/iJphkG6fcN/dsp-covid-survey-results.pdf
https://doi.org/10.1101/2020.11.03.20225359
https://doi.org/10.1111/jir.12776
https://doi.org/10.1111/jir.12776
https://doi.org/10.1016/j.dhjo.2020.101050
https://doi.org/10.1016/j.dhjo.2020.101050
https://doi.org/10.1016/j.dhjo.2020.100969
https://doi.org/10.1016/j.dhjo.2020.100969
https://doi.org/10.1016/j.dhjo.2020.101051
https://doi.org/10.1016/j.dhjo.2020.101051
https://doi.org/10.1111/jir.12740
https://doi.org/10.1111/jir.12740
https://doi.org/10.1111/jir.12793
https://doi.org/10.1111/jir.12793
https://doi.org/10.1111/jir.12778
https://doi.org/10.1111/jir.12778
https://doi.org/10.1101/2020.09.01.20178848
https://doi.org/10.1016/j.ridd.2020.103786
https://doi.org/10.1192/bjo.2020.122
https://doi.org/10.1016/j.dhjo.2020.100942
https://s3.amazonaws.com/media2.fairhealth.org/whitepaper/asset/Risk%20Factors%20for%20COVID-19%20Mortality%20among%20Privately%20Insured%20Patients%20-%20A%20Claims%20Data%20Analysis%20-%20A%20FAIR%20Health%20White%20Paper.pdf
https://s3.amazonaws.com/media2.fairhealth.org/whitepaper/asset/Risk%20Factors%20for%20COVID-19%20Mortality%20among%20Privately%20Insured%20Patients%20-%20A%20Claims%20Data%20Analysis%20-%20A%20FAIR%20Health%20White%20Paper.pdf
https://s3.amazonaws.com/media2.fairhealth.org/whitepaper/asset/Risk%20Factors%20for%20COVID-19%20Mortality%20among%20Privately%20Insured%20Patients%20-%20A%20Claims%20Data%20Analysis%20-%20A%20FAIR%20Health%20White%20Paper.pdf
https://s3.amazonaws.com/media2.fairhealth.org/whitepaper/asset/Risk%20Factors%20for%20COVID-19%20Mortality%20among%20Privately%20Insured%20Patients%20-%20A%20Claims%20Data%20Analysis%20-%20A%20FAIR%20Health%20White%20Paper.pdf
https://s3.amazonaws.com/media2.fairhealth.org/whitepaper/asset/Risk%20Factors%20for%20COVID-19%20Mortality%20among%20Privately%20Insured%20Patients%20-%20A%20Claims%20Data%20Analysis%20-%20A%20FAIR%20Health%20White%20Paper.pdf
https://s3.amazonaws.com/media2.fairhealth.org/whitepaper/asset/Risk%20Factors%20for%20COVID-19%20Mortality%20among%20Privately%20Insured%20Patients%20-%20A%20Claims%20Data%20Analysis%20-%20A%20FAIR%20Health%20White%20Paper.pdf

