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Applying a Framework of Epistemic Injustice to Understand the
Impact of COVID-19 on People with Intellectual and
Developmental Disabilities

Sarah Lineberry and Matthew Bogenschutz

Virginia Commonwealth University, Richmond, VA
Plain Language Summary

Epistemic injustice is a way of explaining why some people are not listened to or believed.
Epistemic injustice often occurs because of false beliefs about groups of people. These
beliefs can lead to people being mistreated or excluded. People with intellectual and
developmental disabilities (IDD) might experience epistemic injustice. We reviewed
research about COVID-19 to understand how the pandemic affected people with IDD. We
also looked at how epistemic injustice might have influenced these outcomes. We found
that people with IDD may have been more likely than people without IDD to get very sick
or die from COVID-19. We also found that many people with IDD experienced changes to
their daily routines and services. These changes may have caused negative mental health
outcomes. We can use epistemic injustice to understand these findings and make policies
that better include people with IDD.

Abstract

Epistemic injustice, the theory of unfairness related to knowledge, is a useful framework
for understanding the ways in which historic and ongoing marginalization and stereotypes
have shaped the ways that people with intellectual and developmental disabilities (IDD)
have been impacted by the COVID-19 pandemic. We conducted a scoping review of the
literature and divided findings into physical health (cases, hospitalization, and death) and
psychosocial outcomes (access to services, mental health symptoms, community
participation, etc.). Impacts were then analyzed using the key principles of epistemic
injustice. Findings suggest that people with intellectual and developmental disabilities
(IDD) experienced high rates of negative physical health and psychosocial outcomes from
the COVID-19 pandemic compared to people without disabilities and that epistemic
injustice could be used to understand these impacts in a broader context.

This paper was previously submitted as part of a dissertation completed in partial fulfillment for the degree of Doctor of
Philosophy at Virginia Commonwealth University.
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Introduction

Intellectual and developmental disabilities (IDD) refer to a range of conditions that begin
before adulthood and affect cognition and adaptive functioning (Developmental Disabilities
Assistance and Bill of Rights Act of 2000, 42 U.S.C. §1500; Schalock et al., 2019). Approximately
2.27% of people in the U.S. have an intellectual and/or developmental disability, totaling about
7.3 million people (Larson et al., 2020). Evidence suggests that people with IDD may be
particularly vulnerable in public health emergencies such as the COVID-19 pandemic, compared
to the general population. People with IDD may be at increased risk of contracting COVID-19
(Gleason et al., 2021), particularly if they live in congregate settings (Landes et al., 2020).
Furthermore, people with IDD who contract the virus may be at higher risk of hospitalization
(Gleason et al., 2021) and death (FAIR Health, 2020; Gleason et al., 2021; Landes et al., 2020;
Spreat et al., n.d.).

Despite these documented adverse outcomes, people with IDD were largely overlooked
or discriminated against in the U.S. response to the pandemic. For example, the Centers for
Disease Control (CDC) did not issue guidance related to group homes for people with IDD until
May 2020, more than 4 months after cases were first reported in the U.S., despite evidence that
these settings put people at heightened risk for contracting the virus (Landes et al., 2020). When
official guidance was developed, it often discriminated against people with disabilities and
chronic health conditions. For example, many state and medical system guidelines stated that
people with certain disabilities, support needs, or chronic health conditions should not be
prioritized for high-intensity care in the case of a shortage of resources (Center for Public
Representation [CPR], 2020).

In addition to discriminatory treatment allocation systems, research suggests that people
with IDD were rarely prioritized in state vaccination campaigns (Hotez et al, 2021). While people
living in congregate care settings, including group homes for people with IDD, and people with
some specific conditions, including Down Syndrome, were prioritized early (Hotez et al., 2021), a
review conducted in early 2021 found that only 10 states prioritized people with other physical,
intellectual, and/or developmental disabilities (Jain et al., 2021). This deprioritization may be
partially attributed to the lack of data about health outcomes for people with IDD and other
disabilities (Hotez et al., 2021; Wiggins et al., 2021).

Fricker’s (2007) theory of epistemic injustice, in combination with Bronfenbrenner’s
(1979) social ecological model can help to identify the marginalization of people with IDD in the
COVID-19 pandemic response at the interpersonal, organizational, and societal levels. This paper
uses the social ecological model to organize findings from a scoping review of the early literature
about the impact of COVID-19 on people with IDD and to apply the theory of epistemic injustice
as a guiding framework to better understand these findings.

Epistemic Injustice

The theory of epistemic injustice was proposed by Fricker (2007) as unfairness related to
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knowledge to make sense of the injustice they experience and the philosophical implications of
powerlessness (Fricker, 2017). This theory posits that some people are dismissed as knowers
because of some part of their identity which, by extension, limits the collective understanding of
their experiences. In this way, people with epistemic privilege control the topics of research and
knowledge, thereby perpetuating injustice and marginalization. Specifically, Fricker (2007)
divided epistemic injustice into two categories: testimonial injustice and hermeneutical injustice.
Testimonial injustice occurs when an individual is not considered a credible witness because of
some personal characteristic or membership in a marginalized group (Fricker, 2007; Young et al.,
2019). In instances of testimonial injustice, prejudice against a person leads them to be viewed
as unreliable and less likely to be listened to or believed (Fricker, 2007, 2017).

While testimonial injustice describes a situation where stereotypes and assumptions
prevent a person from being believed, hermeneutical injustice describes a difficulty in
understanding and sharing one’s experiences due to a gap in the collective knowledge (Fricker,
2007, 2017). Oftentimes, this knowledge gap exists because the experiences of marginalized
groups do not fit with existing concepts and are not considered appropriate subjects of research
(Bhakuni & Abimbola, 2021; Fricker, 2007). For example, research often prioritizes the interests
of funders or the perspectives of dominant social groups, rather than the interests and needs of
a marginalized community (Bhakuni & Abimbola, 2021). Research that does not center the voices
of the community may perpetuate prejudicial assumptions and marginalization (Bhakuni &
Abimbola, 2021). Bhakuni and Abimbola propose calling this type of wrong “interpretive
injustice” to be more accessible to a wider audience.

It should be noted that the theory of epistemic injustice has been critiqued by some
disability researchers. For example, Catala (2020) argues that the original conceptualization of
epistemic agency as “the ability to produce, convey, or use knowledge” is too narrowly defined
and excludes many people with IDD (p. 756). Specifically, Catala points out that Fricker’s (2007)
use of “speaker” and “hearer” to designate roles in the communication process centers verbal
communication and ignores people who do not communicate using spoken language. Similarly,
epistemic injustice overly emphasizes propositional knowledge and reasoning above other ways
of knowing (Catala, 2020). Despite these criticisms, epistemic injustice is a useful framework for
exploring the experiences of people with IDD during the COVID-19 pandemic specifically and
health disparities more broadly by explicitly naming the intellectual and moral wrongs that place
people with IDD at heightened risk (Fricker, 2007).

Social Construction of Intellectual Disability

In her examination of epistemic injustice, Fricker (2007) emphasizes the importance of
understanding the cultural and historical settings, social constructions, and prejudices of a group
to identify and correct for biases and gaps in knowledge. Before we can apply Fricker’s theory to
an examination of the existing research on the impacts of the COVID-19 pandemic on people with
IDD, we must first understand the historic, social, and structural factors that have shaped the
concept of intellectual disability in the U.S.
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From at least the 18th century, people with IDD have been considered less worthy of
study and care than people without disabilities (see Abbas, 2016; Goodey, 2001; Siebers, 2008;
Trent, 2016). These pervasive conceptualizations about disability may have made people with
IDD particularly vulnerable to a public health crisis like the COVID-19 pandemic (Hotez et al.,
2021; Wiggins et al., 2021). As Fricker (2007) points out, negative stereotypes do not need to be
believed to have an impact. Instead, these innate biases “more surreptitiously” discredit
marginalized groups and work to maintain the existing societal power structures (Fricker, 2007,
p. 98). While attitudes and policies towards people with IDD have shifted dramatically since the
1970s (Wehmeyer & Schalock, 2013), historical prejudices and models of disability continue to
inform policy and practices today (Guevara, 2021).

While Fricker’s original theory of epistemic injustice did not explicitly include people with
IDD, many of the concepts from her theory can be applied to the historical treatment and
conceptualization of people with IDD and other disabilities. Until recently, people with disabilities
were kept out of sight from most people, using institutional living arrangements completely
separated from the community (Wehmeyer & Schalock, 2013). This physical separation allowed
for people with disabilities to be kept out of sight epistemically as well, so that the experiences
and knowledge of people with IDD may not be considered important by the broader community
(Scully, 2018). Furthermore, people with IDD are often seen as having limited credibility and are
not given the opportunities to share their experiences as knowers and knowledge creators
(Kalman et al., 2016).

Epistemic Injustice and Healthcare

For this paper, understanding the relationship between epistemic injustice and health is
especially important. Medical providers are epistemically privileged in that they are experts by
virtue of their training and social position (Carel & Kidd, 2014; Pefia-Guzman and Reynolds, 2019).
While this privilege is clearly merited in clinical decision making, it can come at the expense of
patients’ own expertise (Carel & Kidd, 2014; lezzoni et al., 2021; Pefia-Guzman and Reynolds,
2019). For instance, epistemic injustice at medical appointments means that patients, particularly
people with chronic illnesses, psychiatric conditions, or disabilities, are frequently ignored as
unreliable, even when describing their own experiences, impeding effective communication
(Carel & Kidd, 2014; lezzoni et al., 2021; Pefia-Guzman and Reynolds, 2019). In contrast, Carel
and Kidd argue that epistemic justice in healthcare would respect the diverse epistemic privileges
of patients and providers, informed by social power and hierarchy in treatment settings, so that
providers are the experts in clinical assessments and diagnostics and patients are the experts in
their own experiences.

The harms of testimonial injustice in interactions between healthcare providers and
patients can be compounded by hermeneutical injustice. Research suggests that many providers
have insufficient knowledge of intellectual disabilities and associated health conditions, due to
both a lack of formal education about disabilities and a lack of exposure to people with IDD (Krahn
et al., 2006; Pelleboer-Gunnink et al., 2017; Wilkinson et al., 2012). In the absence of needed
information, providers may rely on stereotyped assumptions of patients with IDD (Krahn et al.,
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2006; Pelleboer-Gunnink et al., 2017; Wilkinson et al., 2012).

Beyond the epistemic harm of being ignored and excluded, epistemic injustice in medicine
can have dire consequences for patients’ health (Carel & Kidd, 2013; lezzoni et al., 2021; Pefia-
Guzmdn & Reynolds, 2019). Diagnostic overshadowing is a well-documented example of the
negative impact of testimonial injustice among doctors treating patients with IDD, wherein
symptoms and behaviors are ascribed to the disability, rather than to an unrelated medical
condition (Pefia-Guzman & Reynolds, 2019; While & Clarke, 2010). In these situations, a
provider’s overreliance on their own stereotyped beliefs about disability can delay treatment for
physical health conditions (Carel & Kidd, 2014; Pefia-Guzman & Reynolds, 2019; While & Clarke,
2010).

The theory of epistemic injustice has also been used to identify injustices in academic
global health research. Bhakuni and Abimbola (2021) argue that academic researchers have
historically excluded local experts from the process of knowledge creation. Again, this injustice
has both epistemic and practical implications. From a strictly epistemic perspective, local
researchers and practitioners are denied the opportunity to generate knowledge (Bhakuni &
Abimbola, 2021). From a practical and moral perspective, excluding local experts may lead to
prejudicial assumptions and ineffective interventions that perpetuate existing health inequities
(Bhakuni & Abimbola, 2021).

Research Questions
This study sought to answer two main research questions.

1. What were the physical health, mental health, and psychosocial impacts of COVID-19
on people with IDD during the first two years of the pandemic? This research question
was developed in accordance with the “PCC” mnemonic (population, concept, and
context) recommended by the JBI Scoping Review Methodology Group (Peters et al.,
2020).

2. How does Fricker’s (2007) theory of epistemic injustice present in and add meaning
to the literature about the impacts of COVID-19 on people with IDD?

Moving forward, equitable research and public health responses depend on critically
interrogating who is centered in and excluded from research and knowledge creation, and the
ways that such exclusion can perpetuate ongoing marginalization and poor health outcomes for
people with IDD.

Methods

This study was conducted in two stages. First, the authors conducted a scoping review to
better understand the impacts of this pandemic on the physical health, mental health, and
psychosocial outcomes of people with IDD, using methodology suggested by Peters et al. (2020).
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We then analyzed the identified articles using Fricker’s (2007) framework of epistemic injustice
to explain the marginalization and disproportionate impact of the pandemic on this population.

Given that this review was exploratory in nature and sought to understand the general
state of knowledge about the impact of COVID-19 on people with IDD, a scoping review was
deemed to be appropriate methodology (Peters, et al., 2020).

The search was conducted in April 2022 for articles published from January 2020 through
April 2022. Articles were identified through a search of Academic Search Complete, PubMed, and
the Cumulative Index to Nursing and Allied Health Literature (CINAHL) databases, using search
criteria developed to match the research question and the PCC mnemonic (Peters et al., 2020).
The search terms included “intellectual disability OR developmental disability” AND “covid-19 or
coronavirus or 2019-ncov or sars-cov-2 or cov-19” AND “prognosis OR outcome OR incidence OR
fatality.” The reference lists of articles that met inclusion and exclusion criteria (described below)
were reviewed for additional studies. Finally, the “cited by” feature of Google Scholar was used
to identify recent articles citing any included article. Google Scholar was needed to identify
articles that had not yet been indexed in the databases used in the search of the three major
indexes noted above.

Inclusion and Exclusion Criteria

Articles were included if they were published in English in a peer-reviewed journal and
described the outcomes of people with IDD in the U.S. during the COVID-19 pandemic.
International studies that included a U.S. sample were included in article selection, but data
extraction and analysis only considered results from the U.S. Given the rapidly changing
landscape and the relative paucity of research in this field, “outcome” was interpreted broadly
and included health (case rates, hospitalization, fatality, etc.) as well as mental health and
psychosocial impacts. Articles that only described changes to the service system were not
included. Additionally, gray literature, including dissertations, theses, conference proceedings,
and articles that appeared in sources that were not peer reviewed, as were articles that did not
have empirical findings, such as reviews or theoretical or conceptual papers. Finally, case studies
of only one individual were excluded.

Data Analysis Approach

Data extraction and analysis followed guidelines for directed content analysis suggested
by Hsieh and Shannon (2005). Directed content analysis is a deductive qualitative method
intended to validate, describe, or extend an existing theory (Hsieh & Shannon, 2005). Since
epistemic injustice has been well defined as a theory in prior literature but has not been applied
to the health inequities of people with IDD, directed content analysis was deemed appropriate
for this study since we were able to apply a well-defined theory in a novel way. Consistent with
this analytical approach, codes were determined and defined a priori based on existing research
on health equity for people with IDD and on Fricker’s (2007) core elements of epistemic injustice
(Hsieh & Shannon, 2005). These codes and definitions are presented in Table 1. Following
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guidelines suggested by Hsieh and Shannon (2005), we read each article and highlighted text that
related to the impact of COVID-19 on people with IDD and/or reflected the influence of epistemic
injustice. We then coded all highlighted passages using the previously defined codes (Hsieh &
Shannon, 2005).

Table 1

Directed Content Review Codes

Code Definition

Manifest Codes: COVID-19  Hospitalization and Mortality: findings related to COVID-19 case rates, treatment,
Impact hospitalization, intensive care/intubation, death

Mental Health: findings related to official mental health diagnoses (depression, anxiety, bipolar,
etc.) and reported symptoms of mental illness

Psychosocial: findings related to disruption in daily lives of people with IDD

Latent Codes: Epistemic Testimonial Injustice: The injustice that a speaker suffers in receiving deflated credibility from
Injustice the hearer owing to identity prejudice on the hearer’s part

Identity power: “a form of social power which is directly dependent upon shared social-
imaginative conceptions of the social identities of those implicated in the particular operation of
power” (Fricker, 2007, p. 4)

Identity prejudice: “prejudices against people qua social type” (Fricker, 2007, p. 4)

Testimonial sensibility: “a form of rational sensitivity that is socially inculcated and trained by
countless experiences of testimonial exchange, individual and collective” (Fricker, 2007, p. 5)

Testimonial justice: “a virtue such that the influence of identity prejudice on the hearer’s
credibility judgment is detected and corrected for” (Fricker, 2007, p. 5)

Epistemic objectification: “the subject is wrongfully excluded from the community of trusted
informants, and this means he is unable to be a participant in the sharing of knowledge (except
in so far as he might be made use of as an object of knowledge through others using him as a
source of information). He is thus demoted from subject to object...” (Fricker, 2007, p. 6)

Hermeneutical injustice: “a gap in our shared tools of social interpretation—where it is no
accident that the cognitive disadvantage created by this gap impinges unequally on different
social groups” (Fricker, 2007, p. 6)

Hermeneutical marginalization: marginalized groups “participate unequally in the practices
through which social meanings are generated; collective forms of understanding are rendered
structurally prejudicial in respect of content and/or style: the social experiences of members of
hermetically marginalized groups are left inadequately conceptualized and so ill-understood...”
(Fricker, 2007, p. 6)

Situated hermeneutical inequality: “social situation is such that a collective hermeneutical gap
prevents them in particular from making sense of an experience which it is strongly in their
interests to render intelligible” (Fricker, 2007, p. 7)

Hermeneutical justice: “hearer exercises a reflexive critical sensitivity to any reduced
intelligibility incurred by the speaker owing to a gap in collective hermeneutical resources.”
(Fricker, 2007, p. 7)
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Researcher Positionality

Because the positionality of the researchers can have an impact on the research process
and presentation of findings, the authors offer these statements to describe their own
positionality as pertinent to this work.

The first author identifies as a White queer female. She has over 10 years of experience
working with people with IDD in a variety of settings in the U.S. and abroad, including work on
inclusive research methods.

The second author identifies as a White male with a chronic health condition that affects
his daily living. Having grown up in a setting where he was surrounded by people with IDD, he
considers himself a lifelong disability advocate. He has 20 years of qualitative, quantitative, and
mixed methods research experience.

Results

Included Articles

Searches of the three initial databases yielded 197 articles after excluding duplicates.
Fifteen articles remained after screening the titles and abstracts for eligibility based on the above
criteria. For example, our initial search returned articles based outside of the U.S., articles that
did not explicitly focus on people with IDD, and case studies about individuals with specific
diagnoses, all of which could be determined through a review of the title and/or abstract.

Five articles were excluded after a full-text review because they contained only case
studies of individuals or service organizations (N = 3), did not focus on people with IDD (N = 1),
or were a scoping review that did not provide enough detailed results for data analysis (N =1). A
hand search of reference lists yielded one additional article that met inclusion criteria. Finally,
the Google Scholar “cited by" search yielded five articles. In total, 16 articles were retained for
content analysis that were published between July 2020 and April 2022.

Of the 16 studies included in the final analysis, only one used qualitative methods to
understand the experiences of people with IDD during the COVID-19 pandemic (Carey et al.,
2021). Three studies utilized surveys of adults with IDD that allowed for proxy-responses to some
or all questions (Fisher et al., 2022; Friedman, 2021; Rosencrans et al., 2021), and two studies
only surveyed caregivers (family members and paid staff; Hartley et al., 2022; Linehan et al.,
2022). The remaining 10 studies used secondary data analysis (Davis et al., 2021; Gleason et al.,
2021; Karpur et al., 2021; Koyama et al., 2022; Landes et al., 2020, Landes, Turk, Damiani, et al.,
2021; Landes, Turk, & Ervin, 2021; Landes, Turk, & Wong, 2021; Malle et al., 2021; Turk et al.,
2020). Included articles are presented in Table 2.
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Table 2

Articles Included in the Scoping Review

Reference

Research question/aim

Methods

Findings

Carey et al.
(2021)

Dauvis et al.
(2021)

Fisher et al.
(2022)

Friedman (2021)

Gleason et al.
(2021)

Hartley et al.
(2022)

Karpur et al.
(2021)

To capture and analyze adults’ lived
experiences with ID during the
COVID-19 pandemic.

To examine the impact of COVID-19
on the health of people with IDD at
both early (May 2020) and later
points (January 2021) in the
pandemic to examine how early
trends related to infection and
fatality rates have changed over
time.

To examine factors that predict
stress level and life satisfaction
among adults with intellectual or
developmental disabilities during
the COVID-19 pandemic and the
role of social support.

To explore the impact of the COVID-
19 pandemic on the quality-of-life
outcomes of PWIDD.

To understand the risk of
contracting COVID-19, being
admitted to the hospital, and being
admitted to the ICU for people with
IDD.

To understand how the COVID-19
pandemic has altered daily life
(including residence, employment,
and participation in adult disability
day programs) and influenced the
mood and behavior of adults with
Down syndrome.

Toillustrate the impact of COVID-19
infection on the health of
individuals ~ with  ASD  when
compared to their peers with other
chronic conditions.

Focus groups of graduates
and currently enrolled post-
secondary education students
(N=9)

Data on infection and
mortality obtained from IDD
organizations in California,
Colorado, Indiana, Maryland,
New Jersey, New York,
Pennsylvania, and Virginia
and from Johns Hopkins from
May 2020 and January 2021.

Online survey of adults with
and without disabilities (N =
2,028), 181 with IDD (or
proxy).

We conducted a secondary
analysis of Personal Outcome
Measures® interviews from
2019 to 2020 (n = 2,284).

Cross sectional study of 547
health care providers (N =
467,773 patients) with COVID
diagnosis from April 2020 to
August 2020.

Online or telephone survey of
caregivers of adults with DS (N
=171)in U.S. and UK.

Fair Health National Private
Insurance Claims database
Feb 1, 2020, through Sep 30,
2020 (N = 35,898,076).

Four themes (employment, daily living, social,
well-being) and eleven subthemes emerged
during the interviews. Participants described the
impact of COVID-19, such as learning, and
implementing new procedures in the workplace,
taking on increased responsibilities at home, and
the uncertainty of their future.

The infection rate in May 2021 was lower for
adults with IDD than for the general population
(.74). Fatality rates declined overall, but people
with IDD remained twice as likely to die from
COVID-19 (2.29)

92.8% of respondents reported negative impact
of the pandemic. Negative impact was related to
stress level, social support reduced stress. Stress
level and the negative impact of the pandemic
were inversely related to life satisfaction; social
support was positively related to life satisfaction.
Social support partially mediated the association
between stress level and life satisfaction.

There were significant differences in the
following quality of life outcomes of PWIDD
between 2019 and 2020: continuity and security;
interact with other members of the community;
participate in the life of the community; intimate
relationships; and choose goals.

This study found that those with developmental
disabilities were over 3 times as likely to die
following a diagnosis of Covid-19 and that those
with intellectual disabilities were 2.75 times as
likely to die following such a diagnosis,

The residence of 17% of individuals was altered,
and 89% of those who had been employed
stopped working during the pandemic. One-third
(33%) of individuals were reported to be more
irritable or easily angered, 52% were reported to
be more anxious, and 41% were reported to be
more sad/depressed/unhappy relative to pre-
pandemic.

Individuals with ASD + ID were nine times more
likely to be hospitalized following COVID-19
infection and were nearly six times more likely to
have an elevated length of hospital stay
compared to those without ASD + ID.

(table continues)
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Reference

Research question/aim

Methods

Findings

Koyama et al.

Landes, Turk,
Damiani, et al.
(2021).

Landes, Turk, &

Ervin (2021).

Landes et al.
(2020).

Landes, Turk, &
Wong. (2021).

Linehan et al.
(2022)

To evaluate the association
between intellectual and develop-
mental disabilities (IDDs) and
severe COVID-19 outcomes, 30-day
readmission, and/or increased
length of stay (LOS) using a large
electronic administrative database.

What individual and residential
characteristics are associated with
COVID-19 outcomes for people
with intellectual and develop-
mental disabilities receiving
residential services?

This study compared COVID-19
case-fatality rates among people
with IDD in 11 states and the
District of Columbia that are
publicly reporting data.

To describe COVID-19 outcomes
among people with IDD living in
residential groups homes in the
state of New York and the general
population of New York State.

To determine the impact of
residential setting and level of
skilled nursing care on COVID-19
outcomes for people receiving IDD
services, compared to those not
receiving IDD services.

What are family members’ and paid
staff’s perceptions of the impact of
the COVID-19 pandemic on
individuals with IDD and their
caregivers? Do differences exist in
the self-reported experiences of
those supporting individuals living
in different living arrangements and
in different international juris-
dictions?

Data from 900 hospitals from
Premier Healthcare Database
Special COVID-19 release.
COVID-19 discharge data
March 1, 2020, through June
30, 2021 (N = 643,765).

Cohort study of 543 people
with IDD receiving residential
services in NY from March 1 to
October 1, 2020. Data
obtained through case files.

Publicly reported data on
COVID-19 outcomes (cumu-
lative cases and deaths)
among people with IDD
March 31 - April 13, 2021,
from 12 jurisdictions, com-
pared to Johns' Hopkins data.

Data from 115 service
providers in NY from January
to May 28, 2020, including
case rates, fatality, and
mortality. Data from NY state
and city health departments.

Data from California depart-
ment of DDS compared with
data from California Open
Data Portal, as of May 2020.

International online survey of
family members, paid staff,
and case managers (N =
3,754).

Patients with any IDD were at a significantly
greater risk of at least 1 severe outcome, 30-day
readmission, or longer LOS than patients without
any IDD. Compared with those without any IDD,
patients with Down syndrome had the greatest
odds of ICU admission (odds ratio [OR] and 95%
confidence interval [CI]: 1.96 [1.73-2.21]), IMV
(OR: 2.37 [2.07-2.70]), and mortality (OR: 2.33
[2.00-2.73]). Patients with ASD and those with
Down syndrome both had over a 40% longer
mean LOS. Patients with intellectual disabilities
had a 23% (12-35%) increased odds of 30-day
readmission.

Age, larger residential settings, Down syndrome,
and chronic kidney disease were associated with
COVID-19 diagnosis. Heart disease was
associated with COVID-19 mortality

Comparison of case-fatality rates between
people with IDD and their respective jurisdiction
populations demonstrates that case-fatality
rates were consistently higher for people with
IDD living in congregate residential settings
(fifteen instances) and receiving 24/7 nursing
services (two instances). Results were mixed for
people with IDD living in their own or a family
home (eight instances).

People with IDD in residential settings had higher
case rates, fatality rates, and mortality rates
compared to the general population.

Compared to Californians not receiving IDD
services, in general, those receiving IDD services
had a 60% lower case rate, but 2.8 times higher
case-fatality rate. COVID-19 outcomes varied
significantly among Californians receiving IDD
services by type of residence and skilled nursing
care needs: higher rates of diagnosis in settings
with larger number of residents, higher case-
fatality and mortality rates in settings that
provided 24-h skilled nursing care.

Caregivers observed increases in depression/
anxiety, stereotyped behaviors, aggression
towards others and weight gain in the person(s)
they supported. They also reported difficulties
supporting the person(s) to access healthcare.
Families reported reducing or ceasing
employment and absorbed additional costs
when supporting their family member. Direct
support professionals experienced changes in
staff shifts, staff absences, increased workload
and hiring of casual staff. Caregivers’ wellbeing
revealed high levels of stress, depression, and
less so anxiety.

(table continues)
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Reference Research question/aim Methods Findings
Malle et al. To conduct an analysis of Retrospective, dual-center  Hospitalized individuals with DS are on average
(2021) individuals with DS who were study of 7246 patients ten years younger than patients without DS.

Rosencrans et al.
(2021)

Turk et al. (2020)

hospitalized with COVID-19 in New
York, New York, USA.

To explore mental health problems
and services in individuals with IDD
during the pandemic. We explored
whether number of mental health
problems differed by disability, age,
gender, living situation, physical
health, and access to services.

To compare COVID-19 trends
among people with and without
IDD, overall and stratified by age.

hospitalized with COVID-19,
we analyzed all patients with
DS admitted in the Mount
Sinai Health System and
Columbia University Irving
Medical Center. We assessed
hospitalization rates, clinical
characteristics, and
outcomes.

Online survey of adults with
IDD and caregivers in U.S. and
Chile. U.S. N = 404 (75% with
helper); completed July 2020.

TriNetX COVID-19 database:
electronic medical records
from 42  health care
organizations. Data from all
patients  with  COVID-19
diagnosis through May 14,
2020 (N = 30,282).

Patients with DS have more severe disease than
controls, particularly an increased incidence of
sepsis and mechanical ventilation

US sample reported difficulty accessing/changes
in services. 9% increased health problems, 15%
difficulty accessing healthcare, 29% feeling
scared to go to the doctor. 41% reported more
mental health problems since COVID began

People with IDD had a higher prevalence of
specific comorbidities associated with poorer

COVID-19 outcomes. Distinct age-related
differences in COVID-19 trends were present
among those with IDD, with a higher

concentration of COVID-19 cases at younger
ages. In addition, while the overall case-fatality

rate was similar for those with IDD (5.1%) and
without IDD (5.4%), these rates differed by age:
ages <17 —IDD 1.6%, without IDD < 0.01%; ages
18-74 — DD 4.5%, without IDD 2.7%; ages = 75—
IDD 21.1%, without IDD, 20.7%.

Outcomes

Results are presented in two sections. The first section presents manifest findings, which
describe the impact of COVID-19 on physical health, mental health, and psychosocial factors for
people with IDD that are directly stated in the articles included in the review. This section largely
corresponds to our first research question. The second section presents latent findings, which
are examples of epistemic injustice that may not be directly stated but can be inferred from the
more explicit findings.

Manifest Findings

COVID-19 Related Hospitalization and Mortality. Poor physical health outcomes for
people with IDD were documented in 10 of the articles identified in the scoping review (Davis et
al., 2021; Gleason et al., 2021; Karpur et al., 2021; Koyoma et al., 2022; Landes et al., 2020 Landes,
Turk, Damiani, et al., 2021; Landes, Turk, & Ervin, 2021; Landes, Turk, & Wong, 2021; Malles et
al., 2021; Turk et al., 2020). Of the studies that examined physical health outcomes, four studies
reported that people with IDD were more likely to be hospitalized, have longer hospital stays,
and/or be admitted to the ICU compared to patients without IDD (Gleason et al., 2021; Karpur et
al., 2021; Koyoma et al., 2022; Malles et al., 2021). Additionally, seven studies reported a higher
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mortality or case-fatality rate from COVID-19 for patients with IDD (Davis et al., 2021; Gleason et
al., 2021; Koyoma et al., 2022; Landes et al., 2020, Landes, Turk, & Ervin, 2021); Landes, Turk, &
Wong, 2021; Malles et al., 2021). One study (Turk et al., 2020) found that the overall case fatality
rate was similar between patients with and without IDD, but that people with IDD who died from
COVID-19 tended to be younger than people without IDD.

Mental Health and Psychosocial Outcomes. Six of the included studies reported on
mental health and/or psychosocial outcomes for people with IDD during the COVID-19 pandemic
(Carey et al., 2021; Fisher et al., 2022; Friedman, 2021; Hartley et al., 2022; Linehan et al., 2022;
Rosencrans et al., 2021). Overall, these articles reported negative outcomes from the COVID-19
pandemic. Studies suggest that participants were more worried, stressed, or anxious during
COVID-19 than before the pandemic (Carey et al., 2021; Fisher et al., 2022; Hartley et al., 2022;
Linehan et al., 2022; Rosencrans et al., 2022). Studies also reported high rates of changes in the
daily lives of people with IDD because of COVID-19 and the public health response, including
changes to employment or day programs (Carey et al., 2021; Fisher et al., 2022; Hartley et al.,
2022), social activities (Carey et al., 2021; Friedman, 2021), residence, support staff, and disability
services (Hartley et al., 20220; Linehan et al., 2022), and access to healthcare (Linehan et al.,
2022; Rosencrans et al., 2021).

Latent Findings

Unsurprisingly, none of the articles explicitly referenced epistemic injustice in their
analyses of the impacts of COVID-19 on people with IDD. However, instances of testimonial
and/or hermeneutical injustice can be applied to findings in this scoping review.

Testimonial Injustice. Testimonial injustice is most seen in an examination of the research
methods in this scoping review of the literature. As described previously, only one study used
gualitative methods with participants with IDD (Carey et al., 2021), while 10 studies used
secondary data analysis (Davis et al., 2021; Gleason et al., 2021; Karpur et al., 2021; Koyama et
al., 2022; Landes et al., 2020; Landes, Turk, Damiani, et al., 2021; Landes, Turk, & Ervin, 2021;
Landes, Turk, & Wong, 2021; Malle et al., 2021; Turk et al., 2020). Secondary data analysis is a
key tool for public health research, but the preponderance of secondary data at the exclusion of
studies actively involving people with IDD suggests the possibility of epistemic objectification in
research about COVID-19 and people with IDD (Fricker, 2007). In epistemic objectification, a
person or group is treated as a “mere object” rather than an active participant in knowledge
creation, amounting “to a sort of dehumanization” (Fricker, 2007; p. 133).

Fricker (2007) is also clear that exclusion does not have to be explicit to constitute
testimonial injustice. Instead, people from marginalized social groups “tend simply not to be
asked to share their thoughts” on issues that concern them (Fricker, 2007, p. 130). In this review,
two articles (Hartley et al., 2022; Linehan et al., 2022) only surveyed caregivers of people with
IDD, rather than soliciting opinions directly. This finding is particularly noteworthy as both articles
reported subjective impacts of COVID-19, including increased feelings of anxiety, although
people with IDD were not given the opportunity to share those feelings firsthand.
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Additionally, we identified several clear examples of testimonial justice in the identified
research methods. Carey et al. (2021) and Rosencrans et al. (2021) stated that materials were
written in plain language and checked for accessibility prior to beginning the study. Rosencrans
et al. also described the process by which proxy responses were allowed, specifying that
guestions were designed to be read aloud by a “helper” who supported the respondent with IDD.

Carey et al (2021) demonstrates one way in which people with IDD can be centered in the
research process. Researchers in this study developed focus group questions based on previous
literature on health inequities and COVID-19, ensuring that questions were written in a way that
participants would easily understand (Carey et al.,, 2021). An expert panel reviewed these
guestions for reading level and for comprehensiveness, leading researchers to add an additional
category of questions (Carey et al., 2021). Focus groups were then held over Zoom, with
researchers present to troubleshoot any technological issues that impeded full participation
(Carey et al., 2022).

Hermeneutical Injustice. Several examples of hermeneutical injustice can also be seen in
this review. Multiple authors describe a situated hermeneutical inequality wherein a gap in
collective knowledge disproportionately impacts a particular group by hampering research and
interventions (Fricker, 2007). In the context of COVID-19, a lack of robust data about the impacts
of the virus or general health outcomes for people with IDD may have contributed to inequitable
public health responses (Friedman, 2021; Landes et al., 2020; Landes, Turk, & Wong, 2021; Turk
et al., 2020). Specifically, Friedman (2021), Landes et al. (2020), Landes, Turk, & Wong (2021),
and Turk et al. (2020) all described inadequate surveillance of COVID-19 in people with IDD,
particularly for people who lived in congregate settings. Gleason et al. (2021) and Karpur et al.
(2021) used electronic health records in their research and reported that inaccurate or missing
diagnostic codes limited their research. Finally, Linehan et al. (2022) described how people with
IDD are often excluded from large, population-based health surveys, contributing to the poor
understanding of health outcomes for this population.

Landes, Turk & Ervin (2021) suggest that the lack of robust information about health
outcomes for people with IDD before and during the COVID-19 pandemic limited the public
health response for this population. For example, while many states prioritized people with IDD
who lived in congregate settings in their vaccine rollout, many did not include people with IDD
who lived in non-congregate settings (Landes, Turk, & Ervin, 2021). The authors propose that this
exclusion may have been due in part to a lack of data about the impact of COVID-19 on people
with IDD who live in the community (Landes, Turk, & Ervin, 2021). The situated hermeneutical
inequality, wherein very little robust public health data exists for people with IDD, contributed to
an exacerbation of existing inequities, further marginalizing this population.

Authors also suggest that people with IDD may have been excluded from the public health
response to COVID-19 because of hermeneutical marginalization, where the interpretation of a
particular issue is based on the experiences of more hermeneutically powerful groups, rather
than the group most directly impacted (Fricker, 2007). For example, Landes and colleagues (2020)
argue that the public health officials who determined COVID-19 policies did so without a robust
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understanding about group homes for people with IDD. This example clearly highlights how the
hermeneutical marginalization of a group can directly translate to policy decisions that
exacerbate inequities—public health officials do not understand how group homes work and so
implement policies that put people with IDD at increased risk (Landes et al., 2020).

Discussion

This scoping review of the literature supports the claim that people with IDD faced
significant difficulties during the first 2 years of the COVID-19 pandemic and highlights the ways
in which epistemic injustice, as described by Fricker (2007), may be shaping research and the
ways that people with IDD are considered in the COVID-19 pandemic response in the U.S. The
relationships between the manifest and latent findings of this review are presented in Figure 1.

Figure 1

Applying the Social Ecological Model to Epistemic Injustice and
the Impact of COVID-19

Societal
Exclusion from
research and policy

Interpersonal
Research Methods
Healthcare

Individual
Hospitalization and
Mortality
Mental Health
Disruptions to Daily
Life

This model draws from the social ecological model proposed by Bronfenbrenner (1977)
and centers individual-level manifest findings in the innermost of a series of nested circles.
Testimonial injustice is situated in the next circle, indicating the ways in which interpersonal
interactions in data collection or in healthcare settings may influence these outcomes. Finally,
hermeneutical injustice is depicted in the outermost circle, representing how the systemic
exclusion of people with IDD from research and policy impacts both interpersonal relationships
and individual-level outcomes.
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Individual Level: Manifest Findings

Literature suggests a range of poor physical health outcomes associated with COVID-19
for people with IDD, including higher rates of infection, hospitalization, and death compared to
people without IDD (Davis et al., 2021; Gleason et al., 2021; Karpur et al., 2021; Koyoma et al.,
2022; Landes et al., 2020; Landes, Turk, Damiani, et al., 2021; Landes, Turk, & Ervin, 2021; Landes,
Turk, & Wong, 2021; Malles et al., 2021; Turk et al., 2020). Additionally, people with IDD faced
disruptions to services, employment, and community integration due to COVID-19 and the public
health response (Carey et al., 2021; Fisher et al., 2022; Friedman, 2021; Hartley et al., 2022;
Linehan et al., 2022; Rosencrans et al., 2021). Several studies suggested that people with IDD
have higher rates of anxiety, stress, and depression (Carey et al., 2021; Fisher et al., 2022; Hartley
et al., 2022; Linehan et al., 2022; Rosencrans et al., 2022) than they did before the COVID-19
pandemic. These findings make claims that people with IDD were excluded from the COVID-19
response in the U.S. particularly concerning and highlight the implications of epistemic injustice,
as discussed in the following sections (CPR, 2020; Hotez, 2021; Jain et al., 2021; Landes et al.,
2020; Wiggins et al., 2021).

Interpersonal Level: Testimonial Injustice

Testimonial injustice is clearly seen in the reliance on secondary data and proxy reporters
in the studies identified in this review, which suggests that epistemic injustice may be built into
prevailing research methods for learning about people with IDD. As stated previously, negative
stereotypes about people or groups do not need to be believed by researchers to influence the
ways they conduct research (Fricker, 2007). The studies identified in this review highlight the
ongoing challenges in conducting research with people with IDD; only one study explicitly
centered on the lived experiences of people with IDD (Carey et al., 2021).

Some projects that include people with IDD as participants or co-researchers are not
approved by university ethics committees because of assumptions about capacity and disability
(Stack & McDonald, 2014). Once projects are approved, creating accessible research materials is
time consuming and costly (Stack & McDonald, 2014), particularly for participants who do not
read or communicate verbally (Scott & Havercamp, 2018). Taken as a whole, this combination of
practical challenges and negative stereotypes about people with IDD seems to have limited
opportunities for research with this population. A random survey of clinical trials found that only
2% of studies included participants with intellectual disabilities (Feldman et al., 2014).

Carey et al. (2021) offers both practical guidance for promoting testimonial injustice in
research with people with IDD and demonstrate the benefits of doing so. In developing questions
for their focus groups, researchers integrated both existing literature and the perspectives of
experts in the field to ensure that questions were easily understood and captured the full range
of experiences (Carey et al., 2021). Additionally, researchers met with participants to explain the
study verbally prior to the focus groups and were on hand to provide practical support during the
focus groups to support full participation (Carey et al.,, 2021). In intentionally balancing
established academic knowledge with the lived experiences of research participants, Carey et al.
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captured nuanced details about the impact of COVID-19 on the lives of people with IDD. The
researchers note that all participants in their study had previously participated in training on self-
advocacy and the use of technology, suggesting that including people with IDD in the research
process may be a long-term project.

Beyond research, testimonial injustice in interactions between healthcare providers and
patients with IDD may be related to the high rates of hospitalization and death reported in this
review. Prior to the COVID-19 pandemic, research suggested that testimonial injustice based on
negative social constructions can lead medical providers to rate patients with disabilities as
having a lower quality of life than patients without disabilities (Albrecht & Devlieger, 1999;
lezzoni et al., 2021; Pefia-Guzman & Reynolds, 2019). This example of testimonial injustice
reinforces the existing power structure wherein healthcare providers are believed and patients
with disabilities are denied the opportunity to act as experts in their own lives and experiences
(Albrecht & Devlieger, 1999; lezzoni et al., 2021; Pefia-Guzman & Reynolds, 2019) and is
particularly impactful in the context of understanding impacts of the COVID-19 pandemic on
people with IDD. While the U.S. Department of Health and Human Services Office for Civil Rights
(OCR) explicitly forbade treatment rationing protocols based on subjective measures of quality
of life, research from before the COVID-19 pandemic suggests that healthcare providers might
not be aware of their own biases in decision making (Pefia-Guzman & Reynolds, 2019).

Societal Level: Hermeneutical Injustice

While testimonial justice denies patients with IDD agency in healthcare settings,
hermeneutical injustice, or an exclusion from the process of knowledge creation for members of
less powerful groups, perpetuates this exclusion on a broader scale. Research on health
outcomes for people with IDD is limited by a lack of data (Havercamp et al., 2019; Krahn, 2019).
This lack of data was noted by researchers prior to the COVID-19 pandemic (Havercamp et al.,
2019; Krahn et al., 2019). Many population-level surveys make it impossible to identify people
with IDD because they lack disability identifiers, use broad language that does not distinguish
between conditions like intellectual disability, developmental disability, dementia, and traumatic
brain injury, or do not include people with IDD in their sampling frames (Havercamp et al., 2019;
Krahn, 2019). One study suggested that national health surveillance surveys only identify about
60% of adults with IDD who live in the community (Magana et al., 2016).

Again, these existing injustices were exacerbated during the COVID-19 pandemic. Several
studies noted that their own research was limited by a lack of robust data about health outcomes
for people with IDD prior to and during the COVID-19 pandemic (Friedman, 2021; Gleason et al.,
2021; Karpur et al., 2021; Landes et al., 2020, Landes, Turk, & Wong, 2021; Turk et al., 2020). This
exclusion from existing population-level research may have contributed to people with IDD being
largely left out of the COVID-19 response in the U.S. (Hotez et al., 2021). When knowledge is
unavailable, it cannot be used in data-driven decision making, leading to exclusion and
marginalization. As the subjects of study are often determined by epistemically and socially
privileged groups, these exclusions can perpetuate and exacerbate existing inequalities.
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Implications

This scoping review of the literature on the impacts of COVID-19 on people with IDD
supports Fricker’s (2007) claim that epistemic injustice is both a moral and an intellectual virtue,
serving “equally both justice and truth” (p. 121). Achieving epistemic justice and, in the context
of the COVID-19, equitable health outcomes, requires those with power to critically challenge
the prejudices and stereotypes they hold against less powerful groups and the ways that these
beliefs have shaped policy and practice. As the U.S. moves into the endemic phase of the COVID-
19 pandemic, confronting the underlying injustices in the response so far has important
implications for research, practice, and policy.

The first step to confronting epistemic injustice is to make people aware of its existence
and its impacts (Fricker, 2007). When people are silenced—in the doctor’s office or in the data—
the status quo continues unchallenged (Fricker, 2007). Developing robust and inclusive research
methods that capture the needs and experiences of people with IDD is essential to promoting
health equity. Researchers have suggested several practices to improve research for and with
people with IDD including using merged datasets, high quality psychometrics, and advanced
statistical analyses (Bogenschutz et al., 2022).

Beyond the lack of information, research about health outcomes for people with IDD does
exist rarely centers the experiences and needs of people with IDD and their families (Hotez et al.,
2021). Truly inclusive and epistemically just research involves people with IDD at all stages of the
research process, as active agents in the creation and dissemination of knowledge (Fricker, 2007;
Strnadova & Walmsley, 2018; Walmsley & Johnson, 2003). As noted previously, our review found
only one qualitative article that centered on the experiences of people with IDD (Carey et al.,
2021). Expanding inclusive qualitative research methods to elucidate the voices and perspectives
of people with disabilities, in concert with more robust data, would greatly benefit the field.

Expanding the data about the experiences and health outcomes of people with IDD,
particularly in the context of a global health emergency like the COVID-19 pandemic, serves to
address both the intellectual and moral failings described by Fricker (2007). It addresses the
pervasive testimonial injustice faced by people with IDD by explicitly soliciting their own opinions
and experience, especially using inclusive and qualitative research methods. Quantitative
methods and secondary data analysis that include disability identifiers and include people with
IDD in their sampling frames can move towards hermeneutical justice by expanding the available
knowledge about people with IDD that can be used in making policy and other decisions.
Together, these changes can help to contribute to more ethical and equitable healthcare and
policy for people with IDD.

Limitations

As with any study, this review has several limitations that should be noted. The literature
review took place at one point in time (April 2022) during a rapidly evolving global pandemic and
public health response. While the spring of 2022 was a relatively stable moment in the COVID-19
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pandemic in the U.S., when all but the youngest children were eligible for the vaccine and
between surges from Omicron variants, any information must be taken in the context of a
constantly evolving situation. Statements that were true in 2020, when COVID-19 was first
identified, may not hold over time.

Furthermore, the lack of a coordinated federal response to COVID-19 limited state
responses to the virus and the generalizability of this review. Of the studies that used secondary
data to examine the health impacts of COVID-19 on people with IDD, six used data from specific
geographic regions (Davis et al., 2021; Landes et al., 2020; Landes, Turk, Damiani, et al., 2021;
Landes, Turk, & Ervin, 2021; Landes, Turk, & Wong, 2021; Malle et al., 2021). Given the wide
variation in the spread of COVID-19 in the U.S. and in different states’ responses to the virus,
findings from these studies may not be generalizable to the U.S.

Conclusion

Considering the needs of people with IDD, other disabilities, and chronic health conditions
remains important as the U.S. exits the acute phase of the COVID-19 pandemic and relaxes public
health measures. Applying the framework of epistemic justice, addressing these inequitable
policies means continuing to amplify the voices of people with disabilities.
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