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RESEARCH NOTE

Limitations in representative 
sampling of unpaid caregivers 
from minority ethnocultural backgrounds 
in a population‑based survey
Husayn Marani1,2*   

Abstract 

Objective:  Historically, persons from minority ethnic, religious and linguistic backgrounds have been un- or under-
represented in population-based research studies. Emerging scholarship suggests challenges in representative sam-
pling, particularly of minority ethnocultural groups, has been exacerbated by the COVID-19 pandemic. This research 
note offers additional insights concerning these challenges in the context of a population-based survey of unpaid 
caregivers conducted in Ontario, Canada, between August and December, 2020, the analysis of which is currently 
underway.

Results:  Beyond limitations intrinsic to study design, including time and budget constraints, the study sample under-
represents unpaid caregivers from minority ethnocultural backgrounds due to differences in conceptions of caregiv-
ing across minority cultures, the time-consuming nature of caregiving that disproportionately affects minority groups, 
and a propensity to avoid research which is rooted in tokenism. These hypotheses are non-exhaustive, speculative 
and warrant further empirical investigation.
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Introduction
In settings where there is variation across population 
demographics, aiming to obtain a representative sam-
ple in population-based studies is important to establish 
both internal and external validity [1]. However, emerg-
ing health services research suggests that the COVID-19 
pandemic may be compromising representative sampling 
in studies involving participant-facing primary data col-
lection [2], and clinical trials [3]. The abrupt pivot to digi-
tal formats to both recruit and collect data from research 

participants (e.g. through web-based surveys and video 
interviews) could be widening the digital divide between 
those with and without access to internet, thereby pre-
cluding historically harder-to-reach demographic groups 
like ethnocultural minorities, from participating in 
research on the impacts of the pandemic.

One research population this may implicate is unpaid 
caregivers, who have recently garnered research and pol-
icy attention, largely in high-income Western settings, 
due to an increase in responsibilities caused by pan-
demic lockdowns and restrictions in the health system 
[4]. Unpaid caregivers provide medical, emotional, and/
or psychological support for a family member, friend or 
neighbour living with a health condition or limitations in 
activities of daily living [5]. Historically, unpaid caregiv-
ers from minority ethnocultural backgrounds have been 
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underrepresented in population-based studies on car-
egiving due to the time-consuming nature of caregiving 
and, consequently, a propensity among researchers to 
rely on convenience sampling which excludes harder-to-
reach populations like minority ethnocultural groups [6, 
7].

Although research on the impacts of the pandemic on 
unpaid caregivers continues to unfold, as of yet there is 
relative dearth in recent scholarship describing chal-
lenges, if any, in representative sampling of unpaid car-
egivers. In this research note, we aim to substantiate early 
suggestions that the pandemic is exacerbating challenges 
in representative sampling of minority ethnocultural 
groups by sharing insights from our experiences sam-
pling unpaid caregivers to participate in an original pop-
ulation-based survey, the development of which has been 
described elsewhere [8]. Based on these challenges, we 
offer three reasons why minority ethnocultural caregiv-
ers may be underrepresented in our study and other pop-
ulation-based studies on caregiving conducted over the 
pandemic. We hope caregiving researchers in applicable 
settings may find these insights useful should pandemic-
constraints continue to shape data collection approaches.

Main text
Overview of survey and sampling approach
An anonymous and voluntary web-based survey [8] 
was conducted between August and December 2020 to 
understand the financial impacts of caregiving on unpaid 
caregivers in Ontario, Canada. Ontario has the highest 
number of unpaid caregivers in Canada at 3.3 million 
[5], 30% of whom are visible minorities (non-white), and 
nearly half of whom were born outside Canada or are 
first-generation Canadians [9]. Next to British Columbia, 
Ontario is also the most ethnically diverse province in 
Canada, with three in ten Ontarians identifying as a vis-
ible minority, of which the main groups are South Asian 
(29.6%), Chinese (19.4%), and Black (16.2%) [10]. 30% of 
all Ontarians speaking a primary language other than 
English [11].

Due to pandemic constraints that prevented the distri-
bution of paper surveys, the survey was web-based, but 
participants had the option to complete the survey over 
the phone with the principal investigator if they pre-
ferred. The survey was in English and took, on average, 
20 min to complete.

A brief description of this study consisting of a link 
to the survey as well as a promotional flyer was emailed 
by the principal investigator to over 100 organizations 
across Ontario, including arms-length government car-
egiver agencies, non-profit charities, provincial chapters 
of health condition-specific societies, respite and adult 
day programs, provincial community health centres, 

homecare service provider organizations, and patient 
and family/caregiver advisory councils at hospitals and 
regional health networks across Ontario. Word-of-mouth 
and social media were also used extensively, including 
Twitter, Facebook, Instagram, LinkedIn, and Reddit.

Although our sampling approach incorporated strat-
egies described in scholarship on engaging ethnically 
diverse caregivers in research [6, 12], the final study 
sample underrepresents Ontario’s ethnic, religious and 
linguistic (“ethnocultural”) diversity. From a raw data 
sample of 302 participants sampled over a five-month 
period, only < 19% were non-white, < 8% spoke a lan-
guage other than English, and < 16% were born outside 
Canada. Looking at ethnic background specifically, these 
results are not wholly representative of the proportion of 
visible minorities across Ontario. This underrepresenta-
tion is consistent with other population-based caregiver 
research utilizing survey methods conducted during the 
pandemic, in which, despite being conducted in ethni-
cally diverse settings (Canada and United States), less 
than 30% of respondents are non-white [4, 13–15].

Limitations in sampling approach intrinsic to study design
Several factors intrinsic to study design including a short 
recruitment timeline, budget constraints, and a small 
study team may have precluded participation of unpaid 
caregivers from minority ethnocultural backgrounds. For 
example, though lay in language, recruitment material 
and the survey itself were in English as translation ser-
vices were not financially feasible. Further, budget con-
straints prevented us from compensating participants 
for their time, which has been noted to improve response 
rate among ethnocultural minorities in electronic sur-
veys during the pandemic [4]. However, participants 
were invited to enter a raffle to win monetary prizes.

Pandemic-specific constraints also hindered in-person 
recruitment in areas with a high density of unpaid car-
egivers, including adult day programs, hospitals, and 
long-term care facilities. This meant the survey and 
recruitment materials were fully online, excluding anyone 
without a broadband internet connection, and poten-
tially deterring ethnocultural minorities who, overall, 
are more inclined to complete paper-based surveys over 
web-based surveys [16]. This may explain why participa-
tion in an ongoing population survey in the United States 
dropped among ethnic minorities (Hispanic-Americans) 
at the start of the pandemic [17].

These limitations are agnostic to caregivers and may 
explain the underrepresentation of minority ethnocul-
tural groups across a range of population-based surveys. 
In the following section, we update previous scholar-
ship [6] and offer new ideas to explain why caregiv-
ers from minority ethnocultural backgrounds may be 
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underrepresented in population-based surveys, specifi-
cally in the context of pandemic research.

Hypotheses
Cultural understanding of caregiving
Recruitment material sought participation from “unpaid 
caregivers”, a term commonly used in the literature. How-
ever, this term may not be ubiquitous across ethnocul-
tural groups. There is growing understanding that, for 
some Asian, Latin American, and African diasporas, per-
ceptions of activities that may otherwise constitute care 
may not be perceived as care, but an inherited familial 
expectation rooted in tradition and family hierarchy [18, 
19]. Relatedly, care recipients from minority ethnocul-
tural backgrounds, particularly older adults, may live in 
multigenerational households. In such cases, care-related 
activities may be diffused across a greater number of 
family members from younger generations, who may not 
consider their activities as caregiving [18, 20].

Hence, individuals who may not self-identify as a car-
egiver for these reasons may not have come across online 
recruitment material for this study, or may not have felt 
eligible to participate. In such cases, determining eligi-
bility cannot be at the sole discretion of the study par-
ticipant, and researchers should engage in purposive 
sampling, or exercising judgement about who may be a 
caregiver based on heuristics techniques, for example, 
observing interactions between a patient and their pos-
sible caregiver at locations such as hospitals [21]. Given 
pandemic restrictions, caregiving researchers may need 
to consider alternative approaches to purposive sampling 
to recruit minority ethnocultural groups.

It is also possible that those who do self-identify as a 
caregiver living in a multigenerational setting were con-
cerned about privacy issues in participating in this study, 
whether online on a shared computer or over the phone. 
This is common in studies with sensitive or personal top-
ics [22]. Moving forward, caregiving researchers should 
offer participants multiple modes of survey completion 
[16]; for example, the option to receive a paper survey by 
mail.

The nature of caregiving (lack of time)
Unpaid caregiving is a time-consuming activity that 
sometimes necessitates working caregivers to exit the 
workforce to provide care full- or part-time. It is also 
physically and emotionally exhausting [23]. Caregiv-
ers may receive respite when their care recipient is at an 
adult day program, or being cared for by a paid support 
worker, during which time they may be able to partici-
pate in other activities such as research studies. How-
ever, factors such as the cost of adult daycare and paid 
home support, along with challenges in finding culturally 

and linguistically competent paid support workers, may 
be barriers to respite for unpaid caregivers from lower 
income and/or minority ethnocultural backgrounds. 
This exacerbates already limited time to participate in 
research.

These barriers to respite have been further exacerbated 
by the pandemic. Although the boredom and restless-
ness of increased time spent at home due to pandemic 
lockdowns may have encouraged research participation 
[24], this may not be generalizable to unpaid caregivers, 
particularly those from minority ethnocultural groups 
who are more likely to be working on the frontlines, and 
have been disproportionately more affected by COVID-
19 [25]. Ruppel (2020) notes that requesting participants 
to take part in social research during a pandemic is chal-
lenging, especially if those participants are directly expe-
riencing the effects of the pandemic [26]. With adult day 
programs closed and paid support paused, opportunities 
for respite dwindled [9], and unpaid caregivers in Canada 
and elsewhere found themselves taking on more respon-
sibilities during the pandemic than before [4, 27].

Given the above challenges, research interest in unpaid 
caregiving has grown during the pandemic, with caregiv-
ers being inundated with research requests at the start 
of the pandemic. This may have led to research fatigue 
among caregivers already burned out by their daily 
activities. This was confirmed by several organizations 
(specifically those who serve a minority ethnocultural 
population) we contacted to help with recruitment, who 
refused on account of having received too many requests 
to promote such research, and concerns about exploit-
ing their caregiver networks. Caregiving researchers may 
therefore want to consider shorter web-based surveys 
that are not cognitively demanding, which may improve 
response rates among ethnocultural minorities and oth-
erwise [28, 29].

Propensity to avoid research rooted in tokenism
Conversations with managers of community health 
organizations that provide health and social services to 
minority ethnocultural groups often told us they would 
promote this study, but to be aware that “these com-
munities do not participate in these things”. Further 
empirical work should be conducted to validate this; 
however, we know the roots of this sentiment. Histori-
cally, persons from minority ethnocultural backgrounds 
are sometimes, but not always, marginalized or vulner-
able, defined as groups that experience exclusion, dis-
advantage, or struggle economically, socially, politically 
or health-wise [2]. Those who are advantaged in these 
regards are more likely to access digital health services, 
and by extension, participate in online research dur-
ing the pandemic due to their material wealth, social 
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capital and access to health information (now digital) 
[30], resulting in research outcomes, including policy 
changes, that are informed by the insights of an advan-
taged few. Accordingly, gaps in needs based on users’ 
experiences are based on a limited pool of users [31]. 
In the context of minority ethnocultural caregivers, 
it stands to reason, then, that this elicits feelings of 
tokenism; they may be unable to discern how their par-
ticipation in research on how to improve policies and 
strategies could contribute to meaningful changes that 
benefit them directly, thus contributing to a propensity 
to avoid research altogether.

To reduce the risk of tokenism that has historically 
deterred minority ethnocultural groups from partici-
pating in research studies [32], caregiving researchers 
conducting research during the pandemic should help 
participants discern how their involvement in research 
could benefit them [33], enable involvement through 
ample and equitable opportunities to participate, spe-
cifically translating research materials in different lan-
guages [34], and compensate participants [35]. Given 
ongoing pandemic restriction on in-person networking, 
researchers should also allot ample time to build rela-
tionships with gatekeepers (e.g. coordinators at adult day 
programs) who may be able to facilitate trust between 
researchers and caregiver groups from minority back-
grounds [36].

Reflections and conclusion
Pragmatically speaking, it is unlikely that any popula-
tion-based research on unpaid caregiving will be wholly 
representative of all caregiving experiences, particularly 
during a pandemic and when constraints around time, 
budget, and human resources exist. Witt & Schnabel 
(2020) note that “in time sensitive research […], circum-
stances may have changed considerably by the time the 
research proceeds, meaning it may be impossible to col-
lect important empirical materials” [37]. For this reason, 
the study team felt compelled to cap recruitment at five 
months given the rapidly changing landscape of the pan-
demic, and because prolonging data collection meant 
relying on participant recall, which, given the nature of 
some study questions, may not have yielded as accurate 
responses [31].

As pandemic-related challenges in primary data collec-
tion will likely last long after the pandemic ends, insights 
from this research note may help caregiving researchers 
in applicable settings understand what to consider if aim-
ing for a representative sample, and how to adapt data 
collection approaches to improve response rates among 
ethnocultural minorities specifically.

Limitations
Ideas presented in this note on why unpaid caregivers 
from minority ethnocultural backgrounds are underrep-
resented in our study are largely hypothetical and non-
exhaustive. Further empirical work should be conducted 
to validate these hypotheses.
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