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Objective: To understand the effects of the coronavirus pandemic on the health and participation of people with mobility disabilities living in the community.

Methods: Participants responded to a survey designed to assess the effects of the coronavirus pandemic on their health and access to health care. Participants identified if various life situations were worsened, unchanged, or improved during the pandemic. Participants could provide further information on their improved or worsened lived experience in open-ended questions.

Results: A total of 39 people with mobility disabilities responded to the survey. Results indicate that many experienced a worsening of life situations related to health, including access to medications, health care services, and transportation.

Conclusions: Results show that many experiences were caused by the lack of appropriate policies, rather than the pandemic itself. Therefore, there is a need to modify pandemic preparedness plans and other policies to meet the needs of people with disabilities.
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INTRODUCTION

The coronavirus outbreak was formally named as a pandemic by the World Health Organization in the spring of 2020 (1). Although the pandemic continues to have an impact on all people living in the United States, research shows that people with disabilities are disproportionately affected by the pandemic and the subsequent social distancing orders across the country (2). Despite this fact, the experiences of people with disabilities are regularly disregarded by public health experts and policymakers (3). The disproportional effects on health and health care that people with disabilities are experiencing may very well represent the most prominent and least publicly recognized crisis that Americans are facing at this time (4).

For people with disabilities who rely on social supports for daily care needs, social distancing was never a realistic choice. Even so, social distancing mandates and widespread panic resulted in many community-dwelling people with disabilities going without necessary care. Throughout the United States, reports document instances of personal care assistants abandoning people with paralysis in their homes, often leaving them unable to get out of their beds (5). This situation has literally translated into people with disabilities going days without bathing, toileting, or eating, which can lead to adverse effects on health, such as the development of pressure sores, urinary tract infections, and malnutrition. In addition to the physical effects on health, social abandonment, and isolation can have numerous effects on the mental health of people with disabilities, including psychological well-being (6) and increased anxiety, depression, and suicidal ideation (7).

To provide context to these events, independent living and deinstitutionalization movements have sought to shift care from institutional settings (e.g., nursing homes) to home- and community-based settings (8). Although these movements have provided people with disabilities opportunities for greater choice and control over the setting in which they live, the shift to community living has had the unintended consequence of siloing many of them during the coronavirus pandemic. For people receiving home- and community-based services under a Medicaid waiver, emergency “backup” plans are identified as a key component of person-centered planning (9). However, virtually no research has been conducted that identifies the effectiveness of these backup plans during a true emergency (10). Because of this lack of emergency preparedness, the coronavirus pandemic has often been devastating to some people with disabilities living in the community.

Specifically, some people with physical/mobility disabilities may be at increased risk for unmet social support and health care needs during the coronavirus pandemic due to their complex health needs, low socioeconomic status, and a lack of external social support (11). For some people with mobility disabilities, interruptions in public transportation alone may affect all facets of life if those services provide the only option for accessible and affordable travel (12). Additionally, many of the solutions provided to the community at large, such as pharmaceutical delivery, may not be financially feasible to someone who has a limited income (13). Given that some people with mobility disabilities are likely to have complex heath care needs, even these subtle changes to daily living activities may result in substantial impacts on health (14).

Unfortunately, if people with mobility disabilities did experience a health care need during a time of social distancing mandates, reports show that many health care professionals closed their doors to the public, making health care inaccessible (15). Although telemedicine was presented as a solution to many people opting to continue meeting with their medical providers using a remote format, people with disabilities report many barriers to receiving equitable levels of remote care (16). Reports also show that many health care facilities implemented practices to postpone “elective” surgeries or procedures to address the burden of hospital care (17). For people with mobility disabilities, however, these interruptions to community-based rehabilitation services have translated to increased recovery time or loss of function (18).

Detailed, firsthand accounts of the lived experiences of people with mobility disabilities as they relate to the pandemic are lacking (19). Although a growing literature base has focused on statistically documenting disparities in disease burden or outcomes, there has been comparatively little focus in the academic literature on the experiences of people with disabilities during the pandemic and how those experiences might inform public health policy and practice in the future. This paper is a timely contribution and can serve as a call for more work on the topic. Thus, the purpose of the present study is to explore and capture the impacts of the coronavirus pandemic on the lived experiences of people with mobility disabilities living in the community, particularly impacts on physical and mental health, access to everyday health needs (e.g., medical supplies, prescription medications), and access to health care (e.g., doctors, specialists, counselors).



METHODS


Participants

We conducted this research within the context of the Research and Training Center on Promoting Interventions for Community Living (RTC/PICL), which includes a study designed to test the effectiveness of a multifaceted intervention in increasing the community participation of people with mobility disabilities. Although the presented sub-study to document the effects of the coronavirus pandemic was not the original focus of the larger RTC/PICL study, we felt a quick pivot was important to gain timely insight on pandemic-related effects for people with mobility disabilities. Thus, participants actively enrolled in the RTC/PICL study were asked if they would like to participate in a sub-study to document the experiences of people with mobility disabilities during the coronavirus pandemic. Inclusion criteria for participants enrolled in the original RTC/PICL included being 18 years or older, being one's own guardian, living in the community, and having a mobility disability, with or without other disabilities. To conduct this study and the larger RTC/PICL study, researchers partnered with Centers for Independent Living (CILs), which are community-based, nonresidential agencies that provide an array of advocacy and other services to people with disabilities. At the start of the coronavirus pandemic (April-June 2020), three of the participating CILs in the United States—located in Indiana, Ohio, and Pennsylvania—elected to recruit a sub-sample of RTC/PICL participants to participate in a survey to document the effects of the coronavirus pandemic on enrolled consumers. These three CILs recruited a sample of 39 consumers to participate. Participants received a $25 incentive payment for participating.



Measures

Our team developed a survey to document the experiences of people with mobility disabilities during the coronavirus pandemic. Approximately half of these questions asked participants about effects related to community-based services and supports (e.g., personal assistance services, social relationships, grocery access), which are analyzed in a corresponding manuscript (20). The other set of questions focused on the health and access to health care of people with mobility disabilities, which is the focus of this manuscript. Specifically, participants responded to eight questions related to health, including “How has the coronavirus/social distancing affected your (a) access to medications, (b) access to transportation, (c) access to medical supplies, (d) access to medical providers; (e) access to health services, (f) access to mental health services, (g) mental health, and (h) physical health?” Examples of services were provided (e.g., examples of dental care, physical/occupational therapy, dialysis, and chemotherapy were provided for “health services”). Participants could respond that their access or condition had either remained unchanged, worsened, improved, or was not applicable. If participants selected “worsened” or “improved,” they then had the opportunity to describe how their condition had worsened or improved via an open-ended response option.

Finally, participants self-reported their frequency of in-person visits to health-related facilities (i.e., health care providers, pharmacies, exercise facilities) in the last 7 days. Participants had previously responded to this question in a pre-survey questionnaire during their participation in the larger RTC/PICL study prior to the coronavirus pandemic. Thus, the survey questions served as a post-measure for comparative analyses.



Data Collection

After the CIL staff had informed the participants about the sub-study and confirmed participation interest, participants were asked if they would prefer to complete the survey online or over the phone. Participants who chose to complete the survey online were sent an electronic survey link via email. These participants provided electronic consent to participate and responded independently to all survey questions, including open-ended response options. Participants who chose to complete the survey over the phone were called by one of the research team members. These participants provided oral consent to participate, and responses were recorded by the research team. Open-ended responses were transcribed in real-time by the researcher during the call, and responses were read back to the participant to confirm the accuracy of recorded responses. All study procedures were approved by the Institutional Review Board (IRB) at the University of Kansas.



Data Analysis

Descriptive statistics were calculated for demographics-related variables. For qualitative analysis, key themes were determined prior to analysis based on the open-ended response topics in the survey. Two research team members independently selected open-ended responses using an inductive approach to identify illustrative quotations relevant to each theme. These researchers met to compare selected quotations and to reach consensus on representative quotations to include for each theme. For quantitative analysis, a frequency analysis was conducted to consider the number of applicable responses indicating unchanged, worsened, or improved. Participants could elect to skip survey questions or to respond “not applicable” to any of the response topics, so total responses to each survey topic vary somewhat, as described in the results. Finally, the average number of visits to health-related facilities before and after the coronavirus pandemic were calculated.




RESULTS


Demographics

Table 1 depicts demographic characteristics of participants. Results show that participants were a mean of 53.3 years of age and were mostly female (62%), White (80%), and unmarried (80%). Additionally, most respondents reported having at least some college education (71%) and an annual household income of ≤$20,000 (59%).


Table 1. Participant characteristics.
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Worsened, Unchanged, and Improved Life Situations

Table 2 depicts self-reported life situations that worsened, remained unchanged, or improved during the coronavirus pandemic. Representative quotations from participants who provided open-ended responses related to their improved or worsened experiences are included below.


Table 2. Self-reported worsened, unchanged, and improved life situations during the coronavirus pandemic.
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Access to Medical Providers

Participants with worsened access to medical providers (60.5%) described the effects of service policies made obsolete by the pandemic:

“I have not been able to obtain an appointment for referral to a specialist until yesterday when they called me and stated they are now authorized to do new patient appointments over the phone. Until then, I had been unable to schedule the appointment with the urologist for over a month.”

Participants also noted the effects of staff layoffs:

“Reaching my primary care physician via phone has also been a challenge as they have laid off their entire staff except for one person.”

In addition, participants noted the effects of limited appointment windows:

“Appointments at my doctor's office are only happening during the morning, so getting an appointment, especially with my own doctor, is difficult to impossible.”

Finally, participants noted the effects of office closures:

“My three doctors were all down during the coronavirus. Two will still be down for the next month. Doctors and dentists were literally not accessible during the coronavirus. If there was an emergency, I would have to use the emergency room.”

Participants who reported improved access (5.3%) did not elaborate on ways their access had improved.



Access to Health Services

Participants with worsened access to health services (48.6%) described the effects of the postponement of elective surgeries:

“I am waiting for a hip replacement and have to wait for them to let the doctors do surgeries. And I am in pain but thank goodness for medications.”

Participants also noted personal decisions to delay services due to perceived risk:

“Physical therapy was prescribed, but not begun due to the coronavirus. Exercise facilities have been closed for a month. As a result, I am significantly less flexible and losing strength.”

Finally, participants noted the effects of facility closures:

“Everything is on hold. I have an abscess[ed] tooth right now, and [the dentist] told me to call back in a month. They put me on antibiotics, but that doesn't help the swelling and the pain.”



Access to Transportation

Participants with worsened access to transportation (42.1%) described the effects of service disruptions:

“I had to cancel my doctor's and dentist [appointments] and I am going to have to look for new providers that are in walking distance to my house… When I had transportation, [my providers] were always driving distance away. Now, I need to get other providers that are walking distance from my house.”

Participants also noted effects of disruptions on access to prescribed medications:

“[I have] difficulty getting to the pharmacy and no delivery available per my insurance.”

Finally, one respondent who reported improved access noted that their paratransit service was able to provide increased schedule flexibility and reduced transportation costs:

“Fewer people are riding paratransit, so they are more able to accommodate my schedule. Rides are free until the coronavirus threat subsides.”



Access to Medical Supplies

Participants with worsened access to medical supplies (23.5%) described the barriers in obtaining prescriptions for supplies:

“Because of COVID and minimal medical supply, [I] can't get [nebulizer] tubing… without a special prescription, and none of my doctors are open, they just tell me to go to the emergency room or keep trying.”

Participants also noted effects of insurance-related delays:

“I am having difficulty getting adjustments to my current wheelchair seating due to call centers being overwhelmed to check coverage with my insurance company.”

In addition, participants noted effects of supply shortages:

“Getting over-the-counter supplies like protein drink and rubbing alcohol, disinfectants, incontinence supplies is more difficult due to shortages.”

Participants also noted their perceived risk to obtain supplies:

“The DME provider loaning me equipment poses a potential risk [to my health].”

Participants noted effects of changes to store return policies:

“An elbow brace that I had bought at CVS ended up being too small and I was not allowed to return or exchange it due to their recent policy changes due to the risk from COVID-19.”

Finally, participants noted effects of provider closures:

“My wheelchair needs repairs, and I usually go in to have these done because my apartment is too small to do repairs in. However, the provider is not allowing the public in at this time, which is forcing me to wait.”



Access to Medications

Participants with worsened access to medications (18.9%) described effects due to office closures:

“[I had] difficulty getting changes to medications due to no appointment or referral appointments until recent updates in telephone appointments.”

Participants also noted effects of prescription delays:

“I have had to wait longer for physician renewal of prescriptions.”

In addition, participants noted supply shortages:

“[I have] difficulty in finding over-the-counter medications and supplies due to shortages of supply in stores and online shopping.”

Participants noted the effects of telecommunication barriers:

“[My doctor] is going to do a phone call about my [prescription], but wants to do a video call and my internet is not secure and it drops and stuff. [My doctor] said this time she will do a phone call, but next time if I need a refill or anything, it will need to be a video call or in person. If I can't do that, I won't get a refill and she may drop me.”

Finally, participants who reported improved access suggested that the ability to receive prescriptions through the mail and refill prescriptions via telehealth services made accessing their medications easier:

“I [used] to have to see the doctor every 90 days to get [my] prescription refilled… So now I can get the prescriptions without having to see the doctor, because there isn't anything wrong, just [my disability], so it's actually kind of improved.”



Access to Mental Health Services

Participants with worsened access to mental health services (47.4%) described effects of provider policies to not accept new patients:

“I was not currently receiving mental health services, but with my increased depression from all this social isolating I should be, but I don't know how to find anyone taking new patients right now.”

Participants also noted concerns around family members or caregivers overhearing confidential information:

“[My] therapist calls me every two weeks, and we do that over the phone… Hard to talk when everybody is in the house, and you've got to say personal things. I can't wait to go back into her office.”

In addition, participants noted effects of telecommunication barriers:

“I've had to do my counseling on video calls, and I have poor internet, so it's difficult.”

Finally, participants noted anxiety about using telehealth for mental health services:

“In order for my insurance to pay for mental health services, I have to be treated by a licensed therapist. All licensed therapists [are] not doing home visits… I don't anticipate much progress if I don't feel safe or comfortable talking through a webcam.”



Physical Health

Participants with worsened physical health (40.5%) described the effects of inactivity:

“My physical health has decreased because I cannot work out, and because of my knee I cannot walk. So basically, weight gain is an easy thing to do because there is nothing else to do.”

Participants also described increased pain from inactivity:

“Because I don't go out except in my own yard, the amount of my exercising has gone way down, and my mobility pain has risen.”

Finally, one respondent who reported improved physical health noted the effects of increased time to focus:

“Since the isolation, I have time to focus on the things that are important in life.”



Mental Health

Participants with worsened mental health (48.6%) described effects of not leaving the home:

“I am teetering on the depressed side right now, as I have not left my home in a month. My anxiety has been worrisome as well.”

Participants also noted increased anxiety around the pandemic:

“My anxiety is sky high as I'm afraid of getting COVID-19 and dying.”

In addition, participants noted the effects of social isolation:

“The isolation has become the hardest obstacle. I speak to friends, but I miss the physical interactions. Because of increased anxiety, I'm having a lot of difficulty sleeping and staying focused during the day.”

Finally, participants who reported improved mental health (8.1%) described effects of slowed pace, increased time alone, and decreased social expectations:

“It's actually improved my mental health because it's allowed me to take things in and properly assess things in my life [instead of] having my mind race a mile a minute.”




Frequency of Health-Related Facility Visits

Participants reported the number of in-person visits made to visit (a) a doctor or health care provider, (b) a pharmacy, and (c) an exercise facility, before the pandemic and during the survey period. Overall, results displayed in Table 3 show that participants reported decreased numbers of visits to all health-related facilities during the pandemic.


Table 3. Self-reported frequency of visits to health-related facilities before and during the coronavirus pandemic.
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DISCUSSION

Our results highlight the numerous adverse effects that the coronavirus pandemic has had on the health and access to health care of people with mobility disabilities. In every survey health topic area, at least some respondents reported worsened access or health during the pandemic. Collectively, these responses document the experiences of people with disabilities during a pandemic, which may help inform future emergency preparedness planning and response efforts. In general, our results highlight that many of the barriers experienced by people with disabilities were not due directly to the coronavirus infection, but rather to subsequent social policies and practices that may have been mitigated with effective emergency preparedness planning and response. In fact, previous research (21) has suggested that people with disabilities may be four times more likely to be injured or to die during disaster situations than people without disabilities “not because of their ‘vulnerable' position, but because urban health policy, planning, and practice have not considered their needs” (22).

First, our results highlight the need to quickly adapt existing health care policies to accommodate people with mobility disabilities. Participants cited numerous barriers due to inflexible policies, such as policies that intake appointments were not allowed to be conducted via telehealth, medications could not be prescribed over the phone, and stores could no longer accept medical supply returns or exchanges. These examples highlight the socially induced barriers that may be presented when policies remain inflexible to accommodate people with disabilities during a pandemic. Given that many people with disabilities are covered by Medicaid and/or Medicare, federal policies to require or allow providers to accept new patients via telehealth or make prescriptions over the phone would likely have been helpful and can still be considered now or in the future. Similarly, insurance policies disallowing coverage for prescription deliveries seem short-sighted and potentially cost-ineffective and should be flexible during times of social distancing mandates.

Second, our results highlight telecommunication barriers. Although many medical professionals provided telemedicine as a way to continue medical care, this format presents additional barriers for some people with disabilities (16). Research shows that people with disabilities are more likely to live in poverty and are less likely to have access to internet services (23). Among those with internet access, our respondents indicated that internet reliability and speed were both barriers to effective telehealth experiences. Additionally, certain services, such as physical, occupational, or speech therapy may be less effective or even impossible when not conducted in-person. Similarly, remote delivery of psychiatric services may be problematic when a family member or care attendant is consistently present in the home. As one of our participants noted, it is “hard to talk when everybody is in the house, and you've got to say personal things,” a finding also echoed by other researchers (24).

Third, our results highlight the reduced service capacity observed due to cited office closures, staff layoffs, and treatment postponements. Although these strategies were employed to reduce virus exposure risk through health care settings, our results show that these access delays may result in dangerous and immediate risk to people with disabilities who are unable to obtain necessary medical supplies and services. Among other issues, participants noted delays in getting a hip replacement, completing physical therapy, being able to access exercise facilities, getting repairs to wheelchairs, and getting emergency dental treatment. Thus, when developing emergency preparedness plans, it is imperative to also consider the severity of effects that unmet health care needs may have on people with disabilities. For example, policies may need to be put in place that make exceptions to which services are suspended, or for whom, so that people with disabilities still receive needed care.

Fourth, our results highlight barriers due to supply shortages. Our participants cited multiple difficulties in obtaining necessary medications and medical supplies. Although some shortages occurred due to manufacturer and supplier closures due to rising infection rates, reports show that many shortages occurred because people were “panic buying” for emergency or backup supplies and did not necessarily have a history of use (25). Thus, these shortages may have occurred due in part to inadequate policies in place to discourage hoarding or to reserve medications and supplies for people with disabilities who did have a history of use. To prepare for similar events in the future, emergency preparedness planners may need to reassess the supplies needed in their consumable medical supply list.

Fifth, our results highlight the poor health outcomes that may be observed during a pandemic, unrelated to the coronavirus itself. With respect to physical health, participants reported adverse effects due to inactivity, muscle atrophy, increased pain, and weight gain. Participants also reported adverse effects on mental health due to increased anxiety, prolonged time spent at home, and social isolation. Although it may be arguable that these effects are unavoidable due to the coronavirus pandemic and social distancing, it is possible that these effects may have been exacerbated due to underlying health conditions, inflexible health care policies, office closures, reduced service capacity, telecommunication barriers, and supply shortages.

Finally, it is worth noting that some respondents reported positive experiences related to the pandemic and social distancing policies. For example, some individuals appreciated the time and space for introspection and the opportunity to re-focus. One participant reported increased flexibility in not needing to visit the doctor before getting refills for a maintenance medication. Others appreciated the option for telehealth and fewer physical trips to the doctor. And, finally, another reported improved access to paratransit services, with more flexibility in scheduling and reduced costs due to the pandemic. These positive experiences can also be used to inform policy. For example, telehealth as an option reimbursable by insurance even post-pandemic may increase access to health care for some people with disabilities. Increased access to broadband and appropriate technology for people with disabilities would improve this option even more. Similarly, continued flexibility in scheduling and reduced costs for paratransit might increase not only access to health care for people with disabilities, but also to other forms of community participation.

These results contribute to the preliminary research needed to document the impact of the coronavirus pandemic on the health of people with mobility disabilities to better inform emergency preparedness planning and response now and in the future. Although this manuscript does not explore all possible solutions to address the identified impacts, it is imperative to first learn directly from the people whose lives were affected. Indeed, no policy affecting the lives of people with disabilities should be enacted without their representation. Thus, in order to move forward with identifying solutions, it is critical to first learn from the experiences of people with disabilities so that they can have a voice and authority to advocate for social policies that affect their lives.


Limitations

There are a number of limitations in the present study. First, participants were a convenience sample of people with mobility disabilities from a small sample size, which included representation from only three different areas of the country. Therefore, the study may not accurately reflect the range of experiences people with varying disabilities throughout the United States experience in a pandemic. Additionally, the diversity of this sample is lacking in that the majority of our participants were White females. Second, participants did not elaborate on why their experiences remained unchanged. Therefore, information related to why a situation may have remained unchanged remains unknown. Finally, we developed the survey as a team in response to the ongoing pandemic, and therefore the survey was not assessed for validity or reliability. However, due to the novelty of the situation, it was necessary to develop our own survey in a short time period.




CONCLUSIONS

The purpose of this study was to document the pandemic-related health experiences of people with mobility disabilities living in the community. Although all possible solutions are not elaborated upon here, this research highlights the importance of including people with disabilities in all levels of emergency planning and response (26). It is only through pausing to learn from the detailed, firsthand experiences of people with disabilities that policymakers, researchers, stakeholders, and disability advocates can learn how to adequately prepare and plan for their needs—so that we all may move forward together.
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