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R E V I E W

Exploring the Mental Health Needs of Persons With 
Autoimmune Diseases During the Coronavirus Disease 
2019 Pandemic: A Proposed Framework for Future 
Research and Clinical Care
Kathleen­S. Bingham,1 ­Nathalie Rozenbojm,2­Mariah Chong-East,3­and­Zahi Touma4

Although the coronavirus disease 2019 (COVID-19) pandemic has been associated with increased psychological 
distress globally, it poses unique challenges to persons who are potentially more vulnerable to its effects, including 
patients with autoimmune disease. In this article, we review the published literature and media reports to determine 
factors that may contribute to mental health challenges in persons with autoimmune disease. We then explore existing 
mental health interventions that have been developed for use in COVID-19 and in patients with autoimmune disorders 
in general. We identified several potential contributors to psychological distress in patients with autoimmune disease 
during the pandemic, as follows: feelings of discrimination related to societal response to COVID-19, fear of infection 
and uncertainty related to immunosuppressive medication, diminished access to usual care and resources, previous 
health-related trauma, and the exacerbating effect of social isolation. Drawing from existing literature, we synthesize 
the identified evidence to develop a proposed framework for researching and managing mental health challenges in 
autoimmune disease during the pandemic and its aftermath.

INTRODUCTION

In addition to the illness-specific burden of coronavirus dis-
ease 2019 (COVID-19), the pandemic has been found to be 
associated with high levels of psychological distress. A survey 
conducted of the general population in China following the out-
break identified that of 1210 respondents, 53.8% rated the psy-
chological impact of the pandemic as being moderate or severe, 
reporting symptoms of depression, anxiety, and stress (1). In 
addition to other clinical and demographic factors, poor self-rated 
health status was associated with higher psychological distress.

Thus, although devastating at a global level, COVID-19 pre-
sents unique challenges to people living with chronic illness such 
as autoimmune disease, particularly with regard to mental health. 
Autoimmune disease increases vulnerability to depression and 

other mental health challenges in general for biological, psycho-
logical, and social reasons (2-8). Individuals living with autoimmune 
disease may be more vulnerable to mental health difficulties during 
COVID-19 because of factors related directly to the pandemic and 
its associated social effects, factors related to their autoimmune 
disease, and societal factors. Conversely, many people living 
with chronic disease have developed coping strategies over their 
illness course that may assist with managing COVID-19–related 
stress, both from a psychological and instrumental perspective.

Although papers have been published regarding clini-
cal management of autoimmune disease during the COVID-19 
pandemic (9) and although it has been speculated that persons 
with immune dysfunction are at risk of mental health challenges 
during the pandemic (10), little attention has been paid thus far to 
factors that may contribute to mental health challenges of patients 
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with autoimmune disease in the setting of COVID-19. Elucidating 
these factors will allow clinicians, researchers, and patients with 
autoimmune diseases to develop strategies to manage mental 
health challenges during the COVID-19 pandemic and its after-
math. Thus, the aims of this paper are to 1) describe the existing 
evidence regarding the effect of the COVID-19 pandemic on men-
tal health in patients with autoimmune disease, 2) discuss factors 
that may contribute to mental health in persons with autoimmune 
disorders, 3) explore existing mental health interventions that 
have been developed for use in COVID-19 and in patients with 
autoimmune disorders in general, and 4) synthesize the identi-
fied evidence to develop a proposed framework for researching 
and managing mental health challenges in autoimmune disease 
during the pandemic and its aftermath. This article relies on the 
published literature for evidence when available, but given the lim-
ited research in this area and the evolving situation, we have also 
drawn from the grey literature, primarily media reports.

MATERIALS AND METHODS

We used a narrative review framework for this manuscript 
(11). The first author (KSB) conducted three searches to identify 
1) peer-reviewed articles and grey literature relevant to mental 
health and autoimmune disease during the COVID-19 pandemic, 
2) peer-reviewed articles relevant to mental health generally dur-
ing the COVID-19 pandemic and during previous pandemics, 
and 3) randomized controlled trials regarding mental health inter-
ventions in autoimmune disease in general. The primary data-
base used to capture peer-reviewed publications was PubMed, 
complemented by a Google search to identify relevant articles 
and sources from the grey literature for articles relevant to mental 
health in persons with autoimmune disease and chronic illness 
during COVID-19. We modified search terms used in a review of 
chronic illness and COVID-19 by the Centre for Evidence-Based 
Medicine (12). Bibliographies were searched for additional poten-
tially relevant articles. In addition, we searched the resources listed 

on the American Autoimmune Related Diseases Association, Inc, 
website (https://www.aarda.org/aarda -covid -19/) to investigate 
resources compiled specifically for the autoimmune disease com-
munity, and we searched ClinicalTrials.gov for registered clinical 
trials investigating mental health interventions or related studies 
regarding management of patients with autoimmune disease dur-
ing the COVID-19 pandemic. The initial searches were done in 
April 2020 and updated on September 16, 2020. Search terms 
are shown in Table 1.

Mental health challenges in patients with auto­
immune disease during COVID­19: published literature. 
In a cross-sectional study comparing survey responses in May 
2020 from 134 patients systemic lupus erythematosus (SLE) in 
Poland with those from a control group of 589 people without SLE 
but with other chronic diseases (eg, hypertension and diabetes), 
Wankowicz et al showed that patients with SLE showed signifi-
cantly more symptoms of anxiety, depression, and sleep disorders 
(13). This finding was true even when controlling for age, gender, 
and chronic disease diagnoses. As a cross-sectional study, these 
findings are not able to establish a causal link between  COVID-19 
and mental health challenges in persons with autoimmune dis-
ease. However, they support elevated levels of distress in this 
patient group and the need for further research on this topic. This 
study did not examine potential contributors to increased distress 
in persons with SLE.

Ziade et al investigated the impact of COVID-19 on patients 
with autoimmune disease in 15 Arab countries via a web-based 
survey of 2163 patients (14). The survey was developed by 
rheumatologists in the Arab Adult Arthritis Awareness group to 
specifically assess the impact of COVID-19 on a variety of out-
comes, including treatment factors and impacts on personal 
life, relationships, and mental health. This study found that 73% 
of participants described a negative impact of COVID-19 on 
their mental health, with decreased rheumatology visits, medica-
tion interruption, decreased access to hydroxychloroquine, use of 

Table 1. Search terms

PubMed Google Comment
Search 1 (autoimmune disease OR rheumatic disease OR lupus OR 

rheumatoid arthritis) AND (mental health OR depression 
OR anxiety OR stress OR distress) AND (COVID-19[ti] OR 
COVID[ti] OR coronavirus OR pandemic*[ti] OR 
epidemic*[ti] OR outbreak*[ti])

(“mental health”) AND 
(“COVID” OR “pandemic”) 
AND (“autoimmune 
disease” OR “rheumatic 
disease” OR “chronic 
illness” OR “disability”)

PubMed search was sorted by 
date of publication, from 
February 2020 to Sept 16, 
2020. Google search was 
conducted in Toronto, Ontario, 
Canada.

Search 2 (mental health OR depression OR anxiety OR stress OR 
distress) AND (COVID-19[ti] OR COVID[ti] OR coronavirus[ti] 
OR pandemic*[ti] OR epidemic*[ti] OR outbreak*[ti])

N/A Sorted by date of publication

Search 3 (autoimmune disease OR rheumatic disease OR lupus OR 
rheumatoid arthritis) AND (mental health OR depression 
OR anxiety) AND (treatment* OR intervention* OR 
management OR psychotherapy OR psychological 
treatment* OR cognitive behavior* therapy OR 
mindfulness) AND (randomized controlled trial OR 
controlled trial OR RCT OR meta-analysis)

N/A Sorted by date of publication

COVID-19,­coronavirus­disease­2019;­N/A,­not­applicable;­RCT,­randomized­controlled­trial.

https://www.aarda.org/aarda-covid-19/
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precautions, mask use, isolation, and financial stress, and COVID-19  
infection was negatively related to mental health on multivariate 
analysis.

Elran-Barak and Mozeikov used an online self-report survey to 
investigate the impact of 1 month of Israeli near-lockdown meas-
ures on subjective health, health behaviors, and loneliness in 
persons with chronic disease (N = 315), including those with auto-
immune disease (n = 64 persons with cancer or an autoimmune 
disease) (15). They found that 50.5% of people reported worsen-
ing mental health during the pandemic and, whereas one-third 
reported feeling lonely before lockdown measures, two-thirds 
reported loneliness after. Loneliness was a significant contributor 
to decline in self-reported health. Decline in mental health was 
found to be associated with female gender, crowded housing 
conditions, and higher body mass index. Persons with orthopedic 
or pain conditions were also more likely to report a decline in men-
tal health.

Louvardi et al examined the effect of time spent in quarantine 
in 163 participants with chronic health conditions (including 37 
with autoimmune diseases) on distress, anxiety, depression, and 
somatization compared with healthy control subjects (16). They 
found that patients with autoimmune disease exhibited higher 
levels of somatization (physical symptoms with no clear organic 
cause, which are often related to psychological distress) than 
healthy control subjects. They did not find a difference in anxiety 
and depression scores between patients and control subjects.

An internet-based cross-sectional survey of Turkish patients 
with rheumatic disease (N = 771) during the first month of the 
COVID-19 pandemic revealed a relatively high prevalence of anx-
iety (20%), depression (43%), and post-traumatic stress symp-
toms (28%) (17). These levels were comparable with those of a 
comparison group of people working in the academic sector and 
significantly lower than rates observed in hospital staff. The survey 
also identified that most patients with rheumatic disease (86%) 
were not willing to go to the hospital (or were asked to postpone 
their visits), and 22% stopped their disease-modifying medica-
tions or reduced their dose.

Contributors to mental health challenges. Based on 
the published literature cited above, complemented by evidence 
from the grey literature (primarily media reports), we summarize 
potential contributors to mental health challenges in persons with 
autoimmune disease during the COVID-19 pandemic below.

Societal response to COVID-19. When news of a novel 
coronavirus reached the media in early 2020, there was substan-
tial uncertainty as to the potential nature and scale of the illness, 
with some, including political leaders, downplaying the serious-
ness of the illness, particularly for younger, healthy people (18). 
The World Health Organization and Centers for Disease Con-
trol and Prevention (CDC) provided education on populations at 
highest risk from COVID-19 infection, mainly persons over the 
age of 65 years and those of any age with pre-existing medical 

conditions (19,20). Social media users took such statements to 
indicate that authorities were minimizing the risk of COVID-19, 
indicating that societal fear of the virus is overblown and that 
“only” older people or those with pre-existing medical conditions 
need worry (21). According to media reporting, such statements 
led people living with chronic disease, including autoimmune 
conditions, to feel devalued and isolated (21).

The downplaying of COVID-19 among healthy people can 
be conceptualized as a form of social discrimination, whereby the 
lives of individuals with chronic illness are viewed as less valu-
able than those of other members of the population. Perceived 
discrimination is a known correlate of mental health difficulties 
(22). Furthermore, the tension between relaxing strict physical 
distancing measures to aid in economic recovery while ensur-
ing adequate protection for people who are vulnerable to serious 
illness may add to the distress and uncertainty that people with 
autoimmune disease are experiencing.

Fear of infection and treatment uncertainty. Fear of infec-
tion is a normative response to a serious pandemic. However, 
this response is exacerbated in vulnerable groups, in whom per-
ceived life threat is known to be associated with negative mental 
health outcomes during epidemics (23). Persons with chronic 
disease often live with health-related anxiety in general (24), 
and the threat of COVID-19 infection has the potential to ex-
acerbate this anxiety. According to the CDC, persons taking 
immunosuppressant medication (such as many patients with au-
toimmune diseases) might be at increased risk of severe illness 
from  COVID-19 infection (19). Although evidence is emerging 
regarding the impact of COVID-19 on persons with autoimmune 
disease, much remains uncertain (9). Autoimmune disease is as-
sociated with a higher risk of infection generally, likely because 
of primary disease-related factors, comorbidities, frequent use of 
glucocorticoids, and immunosuppressive medications (25). This 
situation leads to the potential for substantial uncertainty.

Uncertainty is a common feature of chronic illness, and 
higher levels of uncertainty are associated with increased difficulty 
coping (26). Although there is no literature specifically regarding 
the impact of uncertainty on emotional distress and coping in the 
setting of chronic illness during a pandemic, uncertainty around 
the circulating disease is known to be associated with psycholog-
ical distress generally in an epidemic setting (23). Thus, it is not a 
logical leap to infer that the current heightened uncertainty has the 
potential to increase distress for patients with autoimmune dis-
ease, likely over and above that of the general population. Media 
reports have highlighted the anxiety that people with autoimmune 
diseases are experiencing because of COVID-19, with individuals 
reporting fear of dying from COVID-19 or becoming seriously ill 
and not fully recovering and describing the stressful uncertainty 
associated with the current situation (27,28).

Compounding this uncertainty is the potential shortage in 
disease-modifying medication that patients with rheumatic dis-
eases are facing (29), which was identified by Ziade et al as being 
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negatively related to mental health in patients with rheumatic dis-
ease (14). Despite limited evidence for efficacy and safety from 
in vitro (30) and small uncontrolled trials (31), many patients with 
COVID-19 are being prescribing hydroxychloroquine, a medica-
tion commonly used for autoimmune diseases such as lupus and 
rheumatoid arthritis (32). Resulting medication shortages have 
caused significant anxiety for patients with autoimmune diseases, 
causing some to report rationing their own supply (33). How-
ever more recent, larger studies did not show benefit of hydrox-
ychloroquine in COVID-19 (34,35), leading to the Food and Drug 
Administration’s withdrawal of its emergency use authorization 
for chloroquine and hydroxychloroquine (36). These develop-
ments may reduce the demand for hydroxychloroquine and, 
hopefully, the associated stress for patients with autoimmune dis-
orders taking this medication.

Reduced access to usual care and resources. Substantial 
health care resources have been devoted to reducing the bur-
den of COVID-19 on the health care system. In an attempt to 
increase capacity for patients with COVID-19, particularly those 
requiring critical care, as well as to reduce the virus’ transmission, 
hospitals canceled nonemergency surgeries, postponed inves-
tigations, and canceled clinics. Compounding this issue is the 
fear associated with seeking emergency care during the COV-
ID-19 pandemic, forcing patients to weigh the risk of morbidi-
ty or mortality from a non–COVID-19–related condition against 
the risk of potentially contracting COVID-19 while seeking care. 
As discussed in the literature review, Ziade et al described re-
duced access to usual care as being negatively related to mental 
health in patients with rheumatic disease (14), and Seyahi et al 
reported high rates of clinic avoidance in patients with rheumatic 
disease during the pandemic (17). Additional case reports from 
the literature indicate that people with potentially serious acute 
conditions are avoiding seeking care because of fear of expo-
sure to  COVID-19 (37). In general, persons with chronic health 
conditions are known to be at risk for morbidity and mortality 
during major disruptions to the health care infrastructure, such 
as times of natural disaster (29).

Fortunately, modern technology has allowed many patients 
with autoimmune diseases to continue to access care virtually, 
for instance, via telemedicine. Although this shift is certainly better 
than being left without care, we do not know the emotional impact 
that virtual (versus in-person) care has on patients who are receiv-
ing treatment for serious illness. This may be particularly true for 
patients who are being newly diagnosed with a life-altering condi-
tion. In general, patients report a variety of emotional responses to 
receiving bad news, including shock, fear, sadness, acceptance, 
and confusion (38,39).

Even if the diagnosis is made in person, many patients may 
be alone without family support because of visitor restrictions. Evi-
dence for best practices in delivering difficult health-related news 
suggests the importance of an adequate environment, clinicians’ 
awareness of patient’s nonverbal cues such as facial expression 

and body posture, and the provision of support and resources 
after breaking difficult news (40). Virtual care can affect all of these 
factors, and evidence suggests that the way difficult diagnoses 
are initially discussed can have a significant effect on patients’ 
psychological adjustment after receiving bad news (41). Further-
more, many patients benefit from having a support person present 
when discussing health care decisions generally or when receiv-
ing treatment, both for emotional support and to assist in tak-
ing in and carrying out ongoing management recommendations. 
This is particularly true for persons who are vulnerable, such as 
those with cognitive impairment, psychiatric conditions, or sen-
sory impairments. Time will tell how the COVID-19–related restric-
tions to chronic care and caregiver support will impact the mental 
health of persons with autoimmune disease.

Previous health care experience. Serious and critical 
illness is associated with symptoms of anxiety, depression, and 
post-traumatic stress (42,43). Evidence from the health psy-
chology literature suggests that patients with serious illness may 
experience anxiety and distress when exposed to reminders 
of their illness (44). Such reminders could include experiences 
such as entering hospitals for appointments, seeing depictions 
of illness in the media, or experiencing physical symptoms remi-
niscent of a previous illness experience.

Given this evidence, one might predict that persons who are 
vulnerable to anxiety and have experience with serious illness, such 
as some patients with autoimmune disease, might experience 
heightened distress related to the media coverage of COVID-19  
and associated severe illness. This may be particularly true for 
persons who have previously required hospitalization, which is 
perceived as a traumatic experience by many patients (45).

Social isolation and quarantine. Social isolation, a consequence 
of the physical distancing measures enacted in many populations 
to reduce the burden of COVID-19 on health care systems, is chal-
lenging for many people. Quarantine (defined as separation and re-
striction of movement of those who have potentially been exposed 
to a contagious disease) (46) may be particularly challenging and has 
been found to be a predictor of psychological distress during a pre-
vious pandemic (23). Quarantine has also previously been found to 
be specifically associated with emotional disturbance, depression, 
low mood, stress, insomnia, irritability, post-traumatic stress symp-
toms, anger, and emotional exhaustion (46).

Researchers in the United Kingdom examined the relation-
ship between psychological factors and a variety of mental health 
outcomes in the general population during the COVID-19 lock-
down from March to May of 2020. They found that the character-
istics of psychological flexibility (the ability to recognize and adapt 
to situational demands) to be associated with greater wellbeing 
and avoidant coping style (tendency to distract or disengage 
from stress) to be associated with poorer wellbeing and greater 
distress during the lockdown (47). In previous pandemics, quar-
antine has been found to be associated with psychological dis-
tress for a number of reasons, including fear of illness, frustration 
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and boredom, inadequate supplies, inadequate information, and 
financial stress and stigma (46). Social isolation related to physi-
cal distancing additionally has the potential to affect mental health 
via reduced access to typical social supports and change in 
daily mental health–promoting routine (eg, sleep and exercise).

Therefore, pandemic-related isolation does not affect all indi-
viduals and population groups equally, depending on biological, 
psychological, and social factors. Persons with autoimmune dis-
ease may be particularly isolated from their communities because 
of the potential for higher-risk infections and the associated need 
for extra caution. Further, physical distancing requirements have 
the potential to increase the distress of family members and other 
close contacts of people who are at higher risk of serious COVID-
19 infection. Families and other people who cohabitate may have 
to make difficult choices about levels of contact in order to pro-
tect members who are potentially vulnerable. Further research 
specific to mental health in persons with autoimmune disease 
during the pandemic will illuminate these challenges in more detail.

Resiliency and coping. Although COVID-19 will likely have 
a significant impact on the mental health of many individuals, peo-
ple with autoimmune disease are often uniquely equipped to deal 
with COVID-19–related stressors. For instance, people who are 
immunocompromised typically have developed personal hygiene 
practices and other infection control strategies to reduce their risk 
of infection, which they can continue during the pandemic. People 
who have experienced chronic illness may have had to develop 
strategies to cope with isolation due to illness or effects of treat-
ment, such as fatigue. For example, online communities provide 
a source of connection for many people with chronic illness (48). 
These communities also serve as sites for peer support, peer 
expertise, self-management strategies (48), and opportunities for 
advocacy (49). Such communities may be invaluable during the 
physical distancing associated with COVID-19.

Further, although serious illness has many challenges, some 
people with chronic or serious illness experience post-traumatic 
growth, in which struggle with adversity leads to the develop-
ment of new coping skills, reappraisal of life’s priorities, personal 
development, and increased connection to one’s physical self 
(50). Therefore, from a psychological perspective, previous health- 
related challenges may actually help some individuals with autoim-
mune disease to adjust better to major life challenges, such as the 
COVID-19 pandemic, than those without similar experiences. For 
example, when external factors such as social events, finances, 
and political decisions are not in one’s control, the ability to focus 
on and appreciate meaningful priorities in life, such as relation-
ships or current health, is highly valuable.

Evidence for mental health interventions during the 
COVID­19 pandemic. There is no evidence regarding mental 
health interventions specific to patients with autoimmune disease 
during the COVID-19 pandemic. Thus, in order to formulate a 

clinical and research framework for managing mental health con-
cerns in patients with autoimmune disease during the pandemic, 
we summarized the literature regarding 1) mental health interven-
tions during COVID-19 in general and 2) mental health interven-
tions for patients with autoimmune disease in general.

Existing mental health interventions during 
 COVID­19 pandemic. At this point, there are no targeted inter-
ventions developed for persons with autoimmune disease during 
the pandemic, at least in the published literature. However, this is 
likely to change in the coming months and years. Thombs et al 
published a protocol for a randomized controlled trial evaluating 
the efficacy of recreational activities delivered via videoconference 
in managing anxiety in persons with scleroderma from a subgroup 
of the Scleroderma Patient-Centered Intervention Network (51). 
So et al registered a clinical trial evaluating the impact of telemed-
icine on a number of outcomes in patients with lupus, including 
anxiety and depression, on ClinicalTrials.gov (52).

Although they are not yet supported by a robust evidence 
base, individual autoimmune disease patient groups have devel-
oped educational materials and are providing updates online rele-
vant to those living with autoimmune disease, including strategies 
to manage stress and wellbeing. These resources are compiled 
on the American Autoimmune-Related Diseases website (https://
www.aarda.org/aarda -covid -19/). A number of community men-
tal health and national health agencies have provided access to 
online education regarding coping strategies for the general pop-
ulation. For example, in the United States, the Substance Abuse 
and Mental Health Services Administration has a number of edu-
cational resources and links regarding response to mental health 
challenges and crises in the setting of disasters (https://www.
samhsa.gov/disas ter-prepa redness), and the National Alliance on 
Mental Health has provided a comprehensive guide with strategies 
to manage COVID-19–related distress and practical resources for 
those with, for instance, financial challenges or who are at risk of 
domestic violence (https://www.nami.org/covid -19-guide).

Suggested strategies to manage psychological distress during 
the COVID-19 pandemic generally involve controlling consumption 
of stressful media content, maintaining social connections via tele-
phone or virtual means, maintaining a routine that includes good 
sleep hygiene and physical exercise, practicing mindfulness and 
relaxation, focusing on factors that are within one’s control, and 
connecting with virtual peer support programs when indicated (eg, 
for persons with mental health or addiction challenges).

In Germany, a COVID-19–specific stepped-care algorithm 
has been developed that involves initial contact with provision 
of accurate information, triage, mental health support from vari-
ous mental health professionals (via telephone or videoconferenc-
ing), and aftercare (53). Systematic research into this and related 
care pathways will help to illuminate their efficacy and utility.

Based on a systematic review of psychological distress during 
previous quarantines, Brooks et al made several population-level 

https://www.aarda.org/aarda-covid-19/
https://www.aarda.org/aarda-covid-19/
https://www.samhsa.gov/disaster-preparedness
https://www.samhsa.gov/disaster-preparedness
https://www.nami.org/covid-19-guide
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suggestions for reducing the distress associated with quarantine, 
including providing individuals who are quarantined with accurate 
information in a timely manner, providing general and medical 
supplies, keeping the quarantine period as short as possible, and 
having leaders emphasize that quarantine is an altruistic act (46).

General evidence for mental health interventions 
for individuals with autoimmune disease. Outside of the 
pandemic, a number of randomized controlled trials have been 
done regarding psychological management strategies for patients 
with autoimmune disorders. Findings from controlled clinical tri-
als in SLE suggest that cognitive behavioral therapy (with a focus 
on stress management) is effective in reducing depression, anx-
iety, and stress (54), that mindfulness-based cognitive therapy is 
effective in improving psychological symptoms and health-related 
quality of life (55), and that peer-led self-management education 
is effective in improving physical health-related quality of life (56). 
Meta-analytic data have shown cognitive behavioral therapy to be 
effective in reducing psychological symptoms, such as depression, 
in rheumatoid arthritis (57). Mindfulness-based interventions (pri-
mary mindfulness-based stress reduction and mindfulness-based 
cognitive therapy) have also been shown to reduce depression in 
this patient population in meta-analysis (58).

RECOMMENDATIONS FOR FUTURE RESEARCH 
AND CLINICAL CARE

In a recent position paper, mental health experts advocated 
for research priorities for the COVID-19 pandemic (59). Suggested 
priorities are grouped according to individual and population lev-
els. At an individual level, the authors suggest investigating the 
risk of COVID-19 on mental health outcomes, including anxiety, 
depression, and suicide, and determining how to optimize mentally 
healthy lifestyles after COVID-19 and associated social and phys-
ical distancing. At a population level, they promote 1) researching 
the mental health consequences of social isolation on vulnerable 
groups, 2) examining the effect of traditional and social media con-
sumption related to COVID-19 on mental health, and 3) examining 
optimal methods for promoting adherence to COVID-19–related 
restrictions while maintaining mental health. The goal of this research 
is to develop evidence-based interventions and strategies aimed at 
optimizing mental health at a population and individual level. When 
discussing vulnerable groups, the authors specifically mention 
those with pre-existing physical health issues, which means that 
patients with autoimmune diseases should be considered a priority 
group when it comes to COVID-19–related mental health research, 
according to this framework.

When setting research priorities regarding the effect of 
COVID-19 on patients with autoimmune disorders, mental health 
issues should be included. The first step in future studies would be 
to characterize the effect of COVID-19 on mental health in persons 
with autoimmune disease. This may involve questionnaires aimed 

at evaluating general distress, quality of life, depression, anxiety, 
and post-traumatic stress. One research group based in British 
Columbia, Canada, is conducting such an online study (Under-
standing the Experiences of Individuals With Rheumatic Diseases 
During the COVID-19 Pandemic [UNIFIED-rheum]) assessing the 
effect of the pandemic on individuals with rheumatic diseases 
(https://www.unifi edcov id.com/rheum atic-disea se-survey). This 
study includes specific questions regarding the effect of the pan-
demic on mental health and will provide valuable information for 
further research and interventions.

Potential contributors to emotional distress, as described 
above, include feelings of discrimination related to societal 
response to COVID-19, fear of infection and uncertainty related 
to medical treatment (particularly immunosuppressive treatment), 
diminished access to usual care and resources, previous health 
care experiences, and the exacerbating effect of social isolation. 
These may be explored further, for instance, with observational 
and qualitative research methods, which can elicit additional 
themes. Resiliency and effective coping strategies should also 
be included in research to explore factors that may be helpful in 
developing interventions.

Once the scope and quality of psychological distress in per-
sons with autoimmune disease has been determined (or in con-
cert with this work), research and clinical programming should 
focus on interventions. For persons with autoimmune disease, 
effective mental health interventions may be similar to those sug-
gested for the general population described above. Mental health 
treatments such as cognitive behavioral therapy and mindful-
ness-based interventions have evidence for patients with auto-
immune disease but must be studied in virtual form and may 
benefit from being tailored to address factors that are specific to 
COVID-19. Further research should examine the efficacy of multi-
component interventions aimed at optimizing care for persons 
with autoimmune disease and including factors aimed at improv-
ing mental health and reducing distress. Such studies should 
include mental health–related outcome measures with validity evi-
dence for different autoimmune diseases (5).

Table 2 summarizes potential clinical interventions and 
research foci tailored for persons with autoimmune disease and 
aimed at addressing issues described in this review, as follows: 
identifying mental health challenges, addressing emotions related 
to society’s response to COVID-19, gaps in usual care and 
uncertainty, increasing social support, and making use of exist-
ing coping strategies. These interventions are intended for use in 
settings such as primary care and autoimmune disease specialty 
clinics. However, although they are based on the related literature 
cited above, these interventions are not evidence-based for use 
during the COVID-19 pandemic, hence, our inclusion of potential 
research foci and methodology to study these items.

In conclusion, individuals with autoimmune disease may 
be uniquely vulnerable to mental health challenges during the 
 COVID-19 pandemic because of COVID-19–specific, autoimmune 

https://www.unifiedcovid.com/rheumatic-disease-survey
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disease–specific, and societal factors. Research and clinical inter-
ventions should take into account all of these variables. The pan-
demic and its aftermath are likely to be a long road, and the mental 
health of persons with autoimmune disease must be addressed 
during this process in order to provide high-quality person- 
centered care.
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Table 2. Framework of potential mental health interventions and research foci for persons with autoimmune disease during COVID-19

Concept Potential Clinical Intervention
Potential Research Focus and 

Methodology
Identifying mental health 

challenges in patients with 
autoimmune disease during 
the pandemic and referring 
to appropriate resources

Screening for common mental health challenges during routine 
clinical encounters. Consider using screening instruments with 
validity evidence for autoimmune diseases (5) 
Referral to mental health resources when indicated

Part of multicomponent intervention 
studies examining provision of 
clinical care to patients with 
autoimmune disease during 
COVID-19 and its aftermath 
Controlled intervention trials 
examining provision of evidence-
based mental health care virtually, 
potentially with components 
addressing COVID-19–specific 
factors (eg, uncertainty and 
isolation)

Exploring emotions related to 
societal response to 
COVID-19

Openly inquiring as to the effect that societal response to 
COVID-19 has had on patients with autoimmune disease 
Validating feelings of discrimination and devaluation and offering 
emotional support.

Observational/qualitative studies 
exploring the mental health impact 
of COVID-19 on persons with 
autoimmune disease and the 
contributing factors

Addressing gaps in usual care 
and resources

Ensuring that patients are able to maintain connection with their 
usual care providers, and that they know how to access help for 
any urgent issues. May be facilitated by electronic resources, 
such as telemedicine and clinic websites 
Using virtual care or telephone to involve patients’ usual support 
system in appointments when indicated 
Investigating the psychological impact of virtual care for serious 
illness, particularly for those who are newly diagnosed

Quality improvement or health 
services research investigating 
optimal service delivery during the 
pandemic 
Observational/qualitative studies 
investigating the effect of virtual 
care on the illness experience

Addressing disease-related 
uncertainty

Providing accurate and disease-specific information, including 
realistic information about fatality rates, updates regarding 
medication availability, and guidance about safety of 
immunosuppressant and related medications during the 
pandemic (suggest referring to the American College of 
Rheumatology guidance document for up-to-date and evidence-
based information: https://www.rheum atolo gy.org/Porta ls/0/
Files/ ACR-COVID -19-Clini cal-Guida nce-Summa ry-Patie nts-with-
Rheum atic-Disea ses.pdf). 
Providing education about public health guidance and infection 
control strategies. 
Keeping relevant information up to date and communicating 
information quickly to patients using reliable sources, for 
instance via the websites of patient groups or of autoimmune 
disease clinics (refer to https://www.aarda.org/aarda -covid -19/ 
for a compendium of patient-centered resources)

Part of multicomponent intervention 
studies examining provision of 
clinical care to patients with 
autoimmune disease during 
COVID-19 and its aftermath

Exploring impact of previous 
health care experience

Discussing how previous health experiences may contribute to 
patients’ current feelings about the pandemic in both positive 
and negative ways

Observational/qualitative studies 
exploring the risk factors for 
heightened distress during COVID-19

Exploring impact of social 
isolation and promoting 
social connection

Assessing the impact of physical distancing on persons with 
autoimmune disease and their families/support systems 
Encouraging maintaining regular social connections via virtual 
means or in person within public health guidelines when 
appropriate 
Encouraging interested patients to connect with online peer-
support communities

Observational/qualitative studies 
exploring the impact that COVID-19 
restrictions have had on the mental 
health and social relationships of 
persons with autoimmune disease 
Controlled intervention studies 
investigating the benefit of virtual 
peer support communities

Building on resilience Reflecting on coping skills that patients have developed in 
response to adversity and how they may be able to make use of 
these during the pandemic

Observational/qualitative studies 
exploring how persons with 
autoimmune disease have coped 
with COVID-19–related stress

COVID-19, coronavirus disease 2019.

https://www.rheumatology.org/Portals/0/Files/ACR-COVID-19-Clinical-Guidance-Summary-Patients-with-Rheumatic-Diseases.pdf
https://www.rheumatology.org/Portals/0/Files/ACR-COVID-19-Clinical-Guidance-Summary-Patients-with-Rheumatic-Diseases.pdf
https://www.rheumatology.org/Portals/0/Files/ACR-COVID-19-Clinical-Guidance-Summary-Patients-with-Rheumatic-Diseases.pdf
https://www.aarda.org/aarda-covid-19/
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