S

ELS

Since January 2020 Elsevier has created a COVID-19 resource centre with
free information in English and Mandarin on the novel coronavirus COVID-
19. The COVID-19 resource centre is hosted on Elsevier Connect, the

company's public news and information website.

Elsevier hereby grants permission to make all its COVID-19-related
research that is available on the COVID-19 resource centre - including this
research content - immediately available in PubMed Central and other
publicly funded repositories, such as the WHO COVID database with rights
for unrestricted research re-use and analyses in any form or by any means
with acknowledgement of the original source. These permissions are
granted for free by Elsevier for as long as the COVID-19 resource centre

remains active.



Annals of Epidemiology 75 (2022) 10-15

journal homepage: sciencedirect.com/journal/annals-of-epidemiology

) : ; : { Annals
Contents lists available at ScienceDirect . B

Annals of Epidemiology

Original article

COVID-19 precautions experienced by a sample of adults with
intellectual and developmental disabilities

L)

Check for
updates

Rebecca Hansford, MA, BCBA, PhD (candidate)®", Héléne Ouellette-Kuntz, PhD*",
Anna Koné Péfoyo, B-Eng, MSc, PhD¢, Lynn Martin, PhD &%+

2 Queen’s University, Kingston, ON

b MAPS, Lakehead University, Thunder Bay, ON

¢Lakehead University, Thunder Bay, ON

dInterRAI, Lakehead University, Thunder Bay, ON

ARTICLE INFO

Article history:

Received 16 February 2022
Revised 10 August 2022
Accepted 17 August 2022
Available online 27 August 2022

Keywords:

Intellectual and developmental disability
COVID-19

Precautions

Adults

Home care

ABSTRACT

Purpose: This study describes factors associated with COVID-19 precautions (i.e., self-isolation and the
use of personal protective equipment) among a sample of adults with intellectual and developmental
disabilities (IDD) in Ontario, Canada.

Methods: The sample included 756 home care recipients with IDD who did not test positive for COVID-19
between March 2020 and July 2021. Among these, some received COVID-19 precautions. Precaution data
were obtained from a large metropolitan organization serving persons with IDD in Ontario, and linked
to home care assessment data. Unadjusted and adjusted odds ratios with 95% confidence intervals were
calculated using logistic regression models to examine the association between COVID-19 cautions and
demographic and clinical factors. Effect modification and interactions were explored.

Results: One hundred twenty-seven (16.8%) home care clients experienced precautions. After adjustment,
congregate setting, aggression, and limited mobility were significantly associated with COVID-19 precau-
tions. Age modified the relationship between congregate setting and precautions.

Conclusions: Pandemic responses need to recognize the impact on subgroups of adults with IDD, such as
those living in congregate settings (including younger individuals) or engaging in responsive behaviors.
How these precautions impacted individuals-in the short and long term-warrants further investigation.

© 2022 Elsevier Inc. All rights reserved.

Introduction

The COVID-19 pandemic has had a significant impact on
persons with intellectual and developmental disabilities (IDD).
Multiple studies have reported an increased risk of COVID-19 di-
agnosis and mortality among those with IDD [1-5], and IDD status
was one of the most significant predictors of COVID-19 mortality

Abbreviations: COVID-19, severe acute respiratory syndrome coronavirus 2; IDD,
Intellectual and developmental disability; interRAI HC, inter Resident Assessment
Instrument Home Care; ID supplement, Intellectual disability supplement; CPS, Cog-
nitive Performance Scale; ABS, Aggressive Behaviour Scale; ADL, Activities of daily
living; OR, Odds ratio; CI, Confidence intervals; SAS, Statistical Analysis System;
MCAR, Missing Completely at Random; FET, Fisher’s Exact Test; RERI, Relative Excess
Risk due to Interaction; RERIOR, Relative Excess Risk due to Interaction (calculated
with odds ratios).
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in the United States [1]. Increased age (OR = 1.04 per year; 95%
Cl, 1.02-1.06), Down syndrome (OR = 2.91; 95% CI, 1.49-5.69),
chronic kidney disease (OR = 4.17; 95% CI, 1.90-9.15) [3], living in
a congregate setting (OR = 3.01; 95% CI 1.49-6.09) [2], and living
in settings with a higher number of residents (OR = 1.07; 95% (I,
1.0-1.14) [3] have been associated with COVID-19 diagnosis among
adults with IDD. Heart disease (OR = 6.59, 95% CI 4.51, 9.62)
and Down syndrome (OR = 10.60, 95% CI, 2.68-41.90) were also
risk factors for COVID-19 mortality [3]. While these studies have
helped to understand COVID-19 diagnosis, risk factors, and out-
comes among adults with IDD, the experience of COVID-19-related
precautions and quarantine has yet to be fully explored.

Isolation and precaution-related challenges among persons with
IDD have been reported, including increased mental stress from
restricting usual activities and missing social contact and close-
ness with others [6-9]. The restriction of usual activities may also
lead to responsive behaviors and subsequent overreliance on psy-
chotropic medication, and placement breakdowns [7]. Studies have
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also reported on how COVID-19 precautions present challenges to
families and providers who support adults with IDD [6,7,10]. Over-
all, these studies emphasize the importance of understanding the
impact of COVID-19 precautions on individuals with IDD and the
increased demands and subsequent stress that could arise for those
supporting them. However, to date, no studies have reported on
the proportion of adults with IDD who experience COVID-19 pre-
cautions, or on who is most likely to be affected. Given the hetero-
geneity of persons with IDD and their living arrangements, under-
standing potential interactions among risk factors is critical to in-
form risk identification and development of effective interventions.

While precautions play an important role in reducing the
impacts of COVID-19, there is a sense that adults with IDD may
have been at higher risk of experiencing precautions than other
groups even when not testing positive for the infection. This study
describes the demographic and clinical profiles of adults with
IDD who did not test positive for COVID-19, and assesses the
proportion of those who were still placed under COVID-19-related
precautions (i.e., self-isolation and personal protective equipment
(PPE) use requirements). It also identifies factors associated with
precautions and explores their interaction.

Materials and methods

An observational cross-sectional design analyzing secondary
anonymized data was used. Exemption from ethical review for sec-
ondary analysis of anonymized data was granted by the Research
Ethics Board, as per the Tri-Council Policy Statement [11]. Data
were linked and anonymized by the organization, and made avail-
able to the researchers.

Study population

The study population is based on a sample of home care users
with IDD (>18 years of age) within a large metropolitan area in
Ontario (Canada) (n = 756). In Ontario, and elsewhere in Canada,
home care services are provided to both people living in their own
homes (alone, or with others), as well as in community-based resi-
dences (such as group homes) (Canadian Institute for Health Infor-
mation (CIHI), 2022 [12]). Services provided include those over the
short term (e.g., post-surgical recovery) or the longer-term (e.g.,
personal support and health care services to help people remain
in the community; end-of-life care) [12]. A recent study found
that home care users with IDD received a variety of services—from
homemaking and meal support to therapies and nursing care [13].

Home care users were tested for COVID-19 between March
2020 and July 2021 if they exhibited relevant symptoms or had
close contact with another person who tested positive. For the pur-
poses of this study, those who tested positive for COVID-19 were
ineligible. As such, the sample includes 756 home care users with
IDD who had not received a COVID-19 diagnosis (tested = 127; not
tested = 629).

Data and variables

All demographic and clinical variables used in this study came
from two assessments conducted as part of regular practice: the
interRAI Home Care (HC) instrument and the Intellectual Disabil-
ity (ID) supplement. The interRAI HC is a comprehensive assess-
ment used to plan home care services and supports, and contains
over 200 items that includes demographic and clinical information
related to key life domains (e.g., cognition, functioning, physical
health, mental health, and service use) [14]. The ID supplement is
based on the interRAI ID assessment [15] and provides key infor-
mation specific to individuals with IDD (e.g., nature and severity
of IDD). The assessments are conducted by clinicians (e.g., nurse,

1

Annals of Epidemiology 75 (2022) 10-15

social worker) who rely on interviews with the person, family, and
other professionals involved in the person’s care, as well as medi-
cal records and their own observations. The information from the
assessment is then used to support care planning. Note that 141 HC
assessments pre-dated the start of the pandemic (March 11, 2020),
and ID supplement data were not available for 291 individuals.

Basic demographic variables included: age (<30 years; 30<45
years; 45<60 years; >60 years), sex (male, female), and living
setting (congregate; private or assisted living). Functioning is de-
scribed using items related to receptive communication (usually
and/or often understands; never and/or sometimes understands),
mobility (walking with or without assistive device; mobile de-
vice or bed-bound), and independence in activities of daily liv-
ing (ADLs) (i.e., bathing, personal hygiene, dressing, toilet use, bed
mobility, and eating). Two categories were created that reflected
whether physical contact was needed to help the individual com-
plete the ADL tasks (no physical contact=independent, set-up, or
supervision; physical contact = limited physical assistance to total
dependence). Note that the “dressing” variable combines two items
on dressing (upper and lower body), and used the most depen-
dent score. Scores on the Cognitive Performance Scale (CPS) were
categorized into: intact to mild impairment (0-2), moderate im-
pairment (3-4), and severe impairment (5-6) [16]. The Aggressive
Behavior Scale (ABS) is based on four items (verbal abuse, physical
abuse, resistance to care, and socially inappropriate disruptive be-
havior), with scores ranging from 0 (no signs of aggression) to 12
(more severe aggression) [17]. A LOESS curve was used to assess
the linearity of ABS with COVID-19 precautions [18]. Based on the
LOESS curve, a viable cut-off score at one was used (no aggression:
0; any signs of aggression: >1). Both the CPS and ABS have been
validated in individuals with IDD [15]. The ID supplement provided
details regarding the nature of IDD (e.g., Down syndrome, autism).

Precautions were assigned to individuals by the organization
using standard coding rules. Here, “C19 caution” resulted in notifi-
cation for self-isolation and use of PPE.

Analyses

Descriptive statistics were used to inform on the characteris-
tics of the total sample (n = 756), and by receipt of COVID-19
precautions (yes vs. no). Associations with precautions were ex-
plored using Chi-Square tests (X?). Logistic regression models were
conducted to determine the adjusted influence of relevant demo-
graphic and clinical variables on precautions. The nature of the
missing data was examined with Little’s MCAR Test resulting in the
use of complete case analysis and reporting of the extent of miss-
ing data [19,20]. Unadjusted and adjusted odds ratios (OR) with
95% confidence intervals (CI) are reported. Manual backwards se-
lection with a liberal P-value of .25 was used to calculate the ad-
justed ORs (in addition to the inclusion of age and sex). Residuals
and outliers, goodness-of-fit, and multicollinearity were assessed.

Effect modification and interaction were considered in separate
terms; effect modification considered the causal effect of one ex-
posure within the strata of another exposure, while interaction ex-
amined the causal effects of the two exposures together [21]. Po-
tential effect modifiers and interactions were identified a priori
(effect modifiers = age*congregate setting; sex*aggression; interac-
tion = congregate*aggression). Log likelihood-ratio tests were used
to test for interaction and effect modification. The —2 Log L for
models with and without the interaction terms were compared,
with o = 0.05 set as the significance level. For interactions and
effect modifiers with a significant p-value, multiplicative and ad-
ditive effects were explored. Multiplicative effects were considered
based on stratum-specific ORs. The relative excess risk due to in-
teraction (RERI) and 95% CI were also calculated [22-24]. As the
OR was found to approximate the RR in this sample (Supplemen-
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tary file), the following formula was used to calculate the RERIgg
[22,24]:

RERIog = OR(AB) — OR(AB) — OR(AB) + 1
Where:

OR(AB)= 0Odds ratio of the outcome if both factors A and B are
present

OR(AB)= 0dds ratio if factor A is present but not B

OR(AB)= 0dds ratio if factor B is present but not A

Coding for the RERIgg and 95% CI were conducted using Ap-
pendix 1 in VanderWeele and Knol [23]. As age had multiple cate-
gories, the RERIpg was only calculated for the youngest and oldest
age groups. Analyses were completed using SAS (SAS, 2013) [25].

Results

Table 1 displays the characteristics of the full sample, as well
as by receipt of precautions. The mean age of the sample was
43.36 years (SD = 16.46), there were more males, and most lived
in private or assisted living settings. Among those with an ID Sup-
plement, about half had an unspecified nature of intellectual im-
pairment, about 15% had an autism or Down syndrome diagno-
sis, and the remainder had other genetic diagnoses. Just under a
third had no or mild cognitive impairment, whereas approximately
30% and 40% had moderate or severe impairment, respectively;
fewer than half had severely impaired receptive communication.
Just over two-thirds of individuals walked (with or without assis-
tive devices), and over one third exhibited aggression. Over 80%
of the sample required physical assistance in bathing and personal
hygiene, whereas this was true for about three quarters for dress-
ing and two-thirds for toilet use. The majority of the sample did
not require physical assistance for bed mobility and eating. Ap-
proximately 17% of the sample received precautions.

Factors that differed significantly based on receipt of COVID-
19 precautions were further examined in bivariate and multivari-
ate models (Table 2). Before adjustment, all factors included in
Table 2 were significantly associated with receipt of precautions
(in addition to dependence in hygiene, OR = 1.86; 95% CI 1.03,
3.36; toilet use, OR = 1.97; 95% CI 1.24, 3.14; and bed mobility,
OR = 1.71, 95% CI 1.15, 2.53). Following adjustment, age, sex, con-
gregate setting, aggression, limited mobility, and dependence in
bathing and dressing remained in the model. Congregate setting,
aggression, and limited mobility were found to be significantly
associated with precautions in the adjusted model. These esti-
mates were also similar across the unadjusted and adjusted mod-
els. No issues were identified with model fit (Hosmer-Lemeshow
test; P = .051), residuals, outliers, or multicollinearity.

Effect modification was explored for age and congregate set-
ting, sex and congregate setting, and sex and aggression. The in-
teraction between aggression and congregate setting was also con-
sidered. The log-likelihood ratio test was significant for age and
congregate setting (P = .04). Further, the pseudo R2 for the model
with age*congregate setting was higher than the model without
the product term (With product term: pseudo RZ = 0.073; With-
out product term: pseudo R? = 0.067). Non-significant tests were
identified for congregate setting and sex (P = .32), aggression and
sex (P = .051), and congregate setting and aggression (P = .15). As
such, only the influence of age on congregate setting was explored
further.

Table 3 provides the single and joint effects, along with the dis-
tribution of persons with precautions and no precautions across
the various age groups and living settings. For the single effects,
those living in congregate settings had 2.13 increased odds of ex-
periencing a precaution, while ORs were not significant across age.
When considering joint effects, the combined risk for precautions
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varied but was only significant and the highest for those residing
in congregate settings and under 30 years of age compared to in-
dividuals living in private settings and over the age of 60 years
(OR = 3.44; 95% CI 1.18, 10.08).

To explore effect modification on the multiplicative scale, age-
specific ORs comparing congregate and private settings are re-
ported (Table 4). There were increased odds of experiencing pre-
cautions associated with congregate setting for those under the age
of 30 (OR = 4.64; 95% CI 1.84, 11.69); similar to joint effects, other
ORs were not significant.

Effect modification was also explored on the additive scale.
Table 5 displays the ORs for a logistic regression with only the
youngest and oldest age groups (n = 359), as well as the RERIgg
and 95% ClIs. Since RERIgg >1, a positive additive interaction
was demonstrated. However, this finding was not significant (95%
CI-0.79, 6.03), and thus cannot confirm that the combined impact
is greater than the addition of the individual effects of age and
setting. It is rather a multiplicative effect, as demonstrated by the
age-specific ORs.

Discussion

Living in a congregate setting, aggression, and limited mobility
were significantly associated with experiencing COVID-19 precau-
tions in the sample of home care users with IDD who did not have
a COVID-19 diagnosis. Our study suggests that the increased risk of
living in congregate setting applies not only to COVID-19 diagnoses
and mortality, but also to precautions. Factors potentially resulting
in increased contact with others were associated with COVID-19
precautions. Those living in congregate settings, engaging in ag-
gression, and with limited mobility may have increased contact
with others due to environmental, behavioral, and adaptive func-
tioning factors, respectively. Similarly, those who require physical
assistance with bathing and dressing may also be at increased risk
for experiencing precautions, though these findings were not sig-
nificant in the adjusted model. Attention should be paid to aggres-
sion, limited mobility, and residence in congregate settings as they
were associated with precautions.

Age modified the relationship between congregate setting and
COVID-19 precautions on the multiplicative scale. It was hypoth-
esized that older individuals would be at an increased risk com-
pared to those younger living in congregate settings. However, the
opposite effect was observed. Younger individuals residing in con-
gregate settings may have higher odds of receiving precautions
than older individuals living in congregate settings for various rea-
sons, including responsive behaviors that subsequently lead to in-
creased physical contact with others and potential need for precau-
tions. In addition, most individuals under 30 years of age do not
reside in congregate settings. As such, younger adults in congre-
gate settings may have more complex medical and behavioral pro-
files that require increased interaction and proximity with support
workers. Lastly, those who tested positive for COVID-19 were not
eligible, in order to focus on those experiencing precautions with-
out a COVID-19 diagnosis. An earlier study identified that older age
was associated with testing positive for COVID-19 [2]. It is possi-
ble that most of the older home care clients residing in congregate
settings tested positive for COVID-19 and thus not included in this
study. These findings emphasize that certain age groups residing in
congregate settings may be at risk for different COVID-19 impacts.
Such factors speak to the complexity of this population and should
be considered when exploring the effect of COVID-19 precautions
on adults with IDD residing in congregate settings.

Considering the impact of COVID-19 precautions is essen-
tial when supporting individuals with IDD during the pandemic.
Courtenay and Perera (2021) emphasized that social distancing,
quarantine requirements, and precautions including restrictions to
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Table 1
Demographic and clinical characteristics of adults with IDD in the sample
All (n = 756) C-19 precautions (n = 127) No C-19 precautions (n = 629) X2 (P)
n % n % n %

Age (years)
<30 years 211 27.91 42 33.07 169 26.87 0.2265
30<45 years 212 28.04 30 23.62 182 28.93
45<60 years 185 2447 26 20.47 159 25.28
> 60 years 148 19.58 29 22.83 119 18.92

Sex
Male 415 54.89 74 58.27 341 54.21 0.4022
Female 341 45.11 53 41.73 288 45.79

Living setting
Private or assisted 546 72.22 74 58.27 472 75.04 0.0001
Congregate 210 27.78 53 41.73 157 24.96

Nature of impairment’
Cause unspecified 225 29.76 37 29.13 188 29.89 0.308
Down syndrome 68 8.99 13 10.24 55 8.74
Autism 72 9.52 16 12.6 56 8.9
Other 100 13.23 25 19.69 75 11.92
Missing 291 38.49 36 28.35 255 40.54

Cognitive Performance Scale
Intact to mild 226 29.89 39 30.71 187 29.73 0.6096
Moderate 234 30.95 43 33.86 191 30.37
Severe 296 39.15 45 3543 251 39.9

Receptive communication
Never or rarely understands 329 43.52 54 42.52 275 43.72 0.8034
Usually, often, or always understands 427 56.48 73 57.48 354 56.28

Mobility
Walking w/wo assistive device 530 70.11 74 58.27 456 72.5 0.0014
Mobility devices or bed-bound 226 29.89 53 41.73 173 27.5

Aggressive behavior
No aggression 463 61.24 65 51.18 398 63.28 0.0107
Any aggression 293 38.76 62 48.82 231 36.72

Bathing
Supervision or independent 77 10.19 - - - - 0.0021
Assistance to total dependence 679 89.81 - - - -

Personal hygiene
Supervision or independent 132 17.46 14 11.02 118 18.76 0.0362
Assistance to total dependence 624 82.54 113 88.98 511 81.24

Dressing (combined)
Supervision or independent 179 23.68 16 12.6 163 2591 0.0013
Assistance to total dependence 577 76.32 111 87.4 466 74.09

Toilet use'
Supervision or independent 234 30.95 26 20.47 208 33.07 0.0037
Assistance to total dependence 480 63.49 95 74.8 385 61.21
Missing 42 5.56 6 4.72 36 5.72

Bed mobility'
Supervision or independent 516 68.25 73 57.48 443 70.43 0.0076
Assistance to total dependence 237 31.35 52 40.94 185 29.41
Missing 3 0.4 2 1.57 1 0.16

Eating'
Supervision or independent 503 66.53 77 60.63 426 67.73 0.1054
Assistance to total dependence 250 33.07 50 39.37 200 31.8
Missing 3 0.4 0 0 3 0.48

* Not available for n = 291 (n = 36 for those tested; n = 255 for those not tested).
T Missing data: n = 42 for toilet use, n = 3 for bed mobility and eating- Suppressed due to small cell count.

Table 2
Association between independent variables and COVID-19 precautions: unadjusted and adjusted odds ratios
(OR) with 95% confidence intervals (CI)

Unadjusted* Adjusted’
Variable vs. Reference OR 95% Cls P OR 95% Cls P
Congregate vs. private 2.15 1.45, 3.20 0.0001 213 1.36,3.34 0.001
Any aggression vs. none 1.64 1.12, 2.41 0.011 1.76 1.16, 2.68 0.008
Limited mobility vs. mobile 1.89 1.27,2.80 0.002 1.64 1.06,2.55 0.028

Dependence in bathing vs. independent 4.04 1.45,11.26 0.008 247 077,798 0.13
Dependence in dressing vs. independent ~ 2.43 1.40, 4.22 0.002 1.67 0.89,324 0.13

* All models n = 756.
T Final model also adjusted for age and sex; n = 756.
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Table 3
Descriptive summary across age groups and settings and ORs for single and joint effects
Precautions (n)  No precautions (n)  Estimate 95% CI
ORs for single effects
Private 74 472 1.0 (reference)
Congregate 53 157 2.13 1.36, 3.34
>60 years 29 119 1.0 (reference)
45<60 years 26 159 0.69 0.37, 1.26
30<45 years 30 182 0.75 0.41, 1.37
<30 years 42 169 1.10 0.61, 1.99
ORs for joint effects
Private and >60 years 11 63 1.0 (reference)
Congregate and >60 years 18 56 1.41 0.59, 3.36
Private and 45<60 years 13 105 0.63 0.26,1.53
Congregate and 45<60 years 13 54 0.95 0.38, 2.38
Private and 30<45years 19 147 0.57 0.25, 1.29
Congregate and 30<45years 11 35 1.28 0.49, 3.37
Private and <30 years 31 157 0.74 0.34, 1.61
Congregate and <30 years 11 12 3.44 1.18, 10.08

Note. Adjusted for sex, aggression, limited mobility, dependence in bathing, and dressing.

Table 4
Effect modification via multiplicative effects: Strata specific ORs
for congregate versus private at each age group

Congregate vs. private by strata OR 95% Cls
Congregate vs. private at <30 years  4.64 1.84, 11.69
Congregate vs. private at 30<45 2.26 0.97, 5.26
Congregate vs. private at 45<60 1.51 0.64, 3.56
Congregate vs. private at >60 141 0.59, 3.36

Note. Adjusted for sex, aggression, limited mobility, dependence
in bathing, and dressing.

Table 5
Examining only the oldest and youngest age group to obtain RERIpg
Private Congregate
OR 95% Cls OR 95% Cls
>60 years 1 (reference) NA 130 0.52,3.24
<30 years  0.66 030,148 358 1.17, 10.96

Note. Measure for RERIog = 2.62 (95% CI-0.79, 6.03).

Calculated using coding by VanderWeele and Knol [23].

Model adjusted for sex, aggression, limited mobility, dependence in
bathing and dressing; n = 359.

usual activities may impact mental health and that such precau-
tions may trigger responsive behaviors, which could have long-
term consequences, including the use of psychotropic medications
[7,8]. Given the potential for increased aggression among those
who already display this type of behavior, the addition of pre-
cautions could potentially lead to staff burnout or other prob-
lems, such as placement breakdowns [7]. Overall, our study reveals
the complexity inherent in supporting a diverse population and
should be used to inform COVID-19-related planning moving for-
ward (e.g., vaccination and booster prioritization; behavioral and
mental health supports, etc.).

A strength of this study is that it provides an in-depth examina-
tion of potential effect modification present in social relationships
and considers both additive and multiplicative effects. Studies ex-
ploring individuals with IDD tend to focus on risk factors and not
explore potential effect modification, which could be pivotal to in-
clude given the heterogeneity of this population for required sup-
ports, and living situations. While the use of routinely collected
home care assessment data allowed for examining a wide array of
personal, functional, and clinical characteristics, missing ID supple-
ment data and the timing of interRAI HC assessments present po-
tential limitations. First, only a subset of home care clients had an
ID supplement, meaning that there were limited data to inform on

the relationship between precautions and the nature of IDD. Sec-
ond, specific information regarding the number of residents living
in each setting was not available; therefore, the difference between
private and congregate settings could not be characterized by the
number of residents. Some individuals also had their interRAI HC
and ID supplement assessments before the start of the pandemic,
and so modifiable variables (such as the presence of aggression)
may have changed between the assessment and COVID-19 testing
or timing of the precautions.

Future studies will include ongoing monitoring of this group,
which will be essential for understanding longitudinal changes in
COVID-19 precautions among adults with IDD in Ontario. Over
time, a larger sample and longer follow-up will be possible and
could consider the impact of precautions on mental health, ag-
gression, and the use of psychotropic medication, for example. As
the interRAI HC also includes items related to the distress of infor-
mal caregivers, the mental health and capacity of such supports to
continue supporting home care users with IDD in private settings
over time could be examined. It would also be important to con-
sider studies examining distress among paid caregivers supporting
adults in congregate settings to fully understand the impact of the
precautions on caregivers.

Conclusion

The large number of home care clients who experienced COVID-
19-related precautions despite not receiving a COVID-19 diagnosis
are concerning. While precautions, including self-isolation and PPE,
are beneficial in decreasing the spread of COVID-19, they should be
used judiciously given that individuals with IDD already face de-
creased opportunities to interact with others. These findings could
be used to inform strategies to reduce the risk of precautions-
for example, prioritizing individuals with IDD living in congregate
settings, including younger individuals, for vaccinations and other
health mental health, and behavioral supports.
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