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Abstract

Background: The COVID-19 pandemic has led to an unprecedented increase in the delivery of virtual primary care. Adults
with intellectual and developmental disabilities (IDDs) have complex health care needs, and little is known about the value and
appropriateness of virtual care for this patient population.

Objective: The aim of this study was to explore the accessibility of virtual primary care for patients with IDDs during the
pandemic.

Methods: We conducted semistructured interviews with 38 participants in Ontario, Canada between March and November
2021. A maximum variation sampling strategy was used to achieve a diverse sample including 11 adults with IDDs, 13 family
caregivers, 5 IDD support staff members, and 9 primary care physicians. An iterative mixed inductive and deductive thematic
analysis approach was used to code the data and synthesize higher-level themes. The analysis was informed by the Levesque
Patient-Centered Access to Health Care Framework.

Results: We identified themes related to 4 of 5 access-to-care dimensions that highlighted both the benefits and challenges of
virtual care for adults with IDDs. The benefits included saving time spent traveling and waiting; avoiding anxiety and challenging
behavior for patients who struggle to attend in-person visits; allowing caregivers who live far away from their loved ones to
participate; reducing illness transmission; and allowing health care providers to see patients in their home environments. The
challenges included lack of access to necessary technology, lack of comfort or skill using technology, and lack of nonverbal
communication; difficulty engaging and establishing rapport; patient exclusion from the health care encounter; and concerns
about privacy and confidentiality. An overarching theme was that “one size does not fit all,” and the accessibility of virtual care
was dependent on the interaction between the following 5 categories of factors: patient characteristics, patient context, caregiver
characteristics, service context, and reason for a particular primary care visit. Though virtual care was not always appropriate, in
some cases, it dramatically improved patients’ abilities to access necessary health care.

Conclusions: This study suggests that a flexible patient-centered system including multiple delivery modalities is needed to
ensure all patients have access to primary care. Implementing this system will require improved virtual care platforms, access to
technology for patients and caregivers, training for primary care providers, and appropriately aligned primary care funding
models.
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Introduction

In March 2020, the COVID-19 pandemic led to an
unprecedented increase in the delivery of virtual primary care
in countries around the world [1-6]. In Ontario, Canada, virtual
care increased 56-fold to comprise over 70% of primary care
in the first 4 months of the pandemic [2]. Though virtual care
is sometimes defined broadly to refer to any use of technology
to improve health care, this study focuses on
technology-supported interactions between health care providers
and patients in different locations. This includes synchronous
and asynchronous interactions using video, telephone, and
text-based technologies [7]. The rapid expansion of virtual care
during the pandemic has raised questions about the quality and
accessibility of virtual care for different patient groups [8,9].
Primary care is often the first point of access to the health care
system and plays an important role in improving health
outcomes, reducing health inequities, and reducing health care
costs [10]. Considering the ongoing role of virtual care, it is
critical to ensure that primary care remains accessible for all
patients.

Adults with intellectual and developmental disabilities (IDDs)
are a group that may require additional consideration to ensure
that the increased use of virtual modalities does not compromise
their access to care. The term IDDs is an umbrella term that
includes a wide range of conditions of childhood onset that
impact cognitive and adaptive functioning across the lifespan
[11]. The conditions include, for example, intellectual
disabilities, autism, Down syndrome, and fetal alcohol spectrum
disorders. People with IDDs are more likely to live in poverty
[12] and may therefore have greater challenges accessing
technology. Some adults with IDDs live in congregate settings
where there is limited access to technology and limited private
space to use that technology, and where support staff may have
limited skills to support technology use [13,14]. Other adults
with IDDs may be supported by older parents with limited
technology skills [15,16]. Additionally, some people with IDDs
rely on facial expressions, lip reading, sign language, or
communication devices for effective communication, which
may be more difficult to use in virtual interactions [17,18].
Conversely, some people with IDDs find travelling to the health
care appointment and waiting in the waiting room to be
extremely stressful [19-22], and the ability to access care from
the comfort of their own home may improve accessibility.

There is currently limited research on the accessibility of virtual
primary care for adults with IDDs. A recent scoping review [23]
on virtual health care for adults with IDDs identified 12 studies
on access to virtual care, none of which focused on primary
care. The review found that study participants generally reported
high acceptability of virtual care, though the studies conducted
during the pandemic reported more mixed feedback. The main
challenges reported were related to participant skill and comfort
using technology, and poor internet quality. The review

concluded that the limited available literature suggests that
virtual care can be accessible for adults with IDDs, but a better
understanding is needed of when and for whom virtual care is
appropriate. It is important to note that many of these studies
were conducted prior to the pandemic. In these studies, patients
typically opted for virtual care, care was usually provided by
video, and access to technology was a requirement for
participation. During the pandemic, virtual care was sometimes
the only option, and it was much more likely to be delivered by
telephone than video [24,25]. Additionally, in some studies,
patients received virtual care in supported settings (eg, a
telemedicine clinic) versus the typical experience during the
pandemic where patients participated in virtual care from their
homes.

We identified one study focused on video-based virtual primary
care for autistic adults during the pandemic [26]. The study
identified benefits to virtual care, including increased patient
comfort and reduced risk of COVID exposure, and challenges,
including technology issues, lack of a physical examination,
and reduced patient engagement (eg, distracted and wandered
away from the visit). Participants in this study reported that they
found communication via virtual care to be the same or better
than in-person communication, though the sample did not
include individuals with intellectual disabilities. In contrast,
other studies on virtual interactions for people with IDDs during
COVID-19 found that effective virtual communication could
be challenging [27,28].

The aim of this study was to explore the accessibility of virtual
primary care for patients with IDDs. Our intention was to
understand the experiences of virtual primary care in Ontario,
Canada during the pandemic to help inform the potential
ongoing role of virtual care within an accessible primary care
system.

Methods

Access to Care Framework
We conceptualized access to care based on the Patient-Centered
Access to Care Framework developed by Levesque et al [29].
In this framework, access is defined as the fit between the
characteristics of the service and the needs and abilities of the
individual. The Access to Care Framework identifies 5
dimensions of service accessibility with 5 corresponding
dimensions reflecting the patient’s ability to access the service
as follows: (1) approachability, how easy the service is to
identify or be aware of, and ability to perceive, the patient’s
awareness of their need for services; (2) acceptability, whether
the service is perceived to meet patient needs, and ability to
seek, the patient’s capacity to seek care; (3) availability and
accommodation, how, when, and where services are offered,
and ability to reach, the patient’s ability to use the service; (4)
affordability, the cost of the service, and ability to pay, the
patient’s financial resources; and (5) appropriateness, the quality
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of the service, and ability to engage, the patient’s motivation
to engage in care.

Methodology
Qualitative description methodology was used to guide the
overall study design. Qualitative description focuses on
describing and understanding participant experiences with the
goal of achieving descriptive and interpretive validity [30-32].
This pragmatic participant-centered approach is recommended
for applied health services research aimed at informing policy
and practice [33] and for studies focused on addressing health
disparities for vulnerable populations [34].

Sampling and Recruitment
This study included adults with IDDs, caregivers (including
family members and IDD support staff members), and primary
care providers. The study was restricted to participants living
in Ontario, Canada who had experience participating in at least
one virtual primary care visit for an adult with an IDD over 18
years of age and had the capacity to provide informed consent.
Adults with IDDs were included if they self-identified as having
an IDD. Given the limited prior research on this topic, we used
a maximum variation sampling strategy to achieve a diverse
study sample with the intention of capturing a wide range of
experiences [35,36].

Efforts were made to recruit a demographically diverse set of
participants based on age, gender, and geographic location
across the province. Efforts were also made to recruit primary
care providers from different practice models, as they may have
different resources available to support virtual care, and adults
with IDDs living independently, with family, and in supported
settings. To achieve these aims, we used broad recruitment
strategies. A study flyer was developed and shared widely using
existing health care provider networks (eg, the Alliance for
Healthier Communities, the Association of Family Health Teams
of Ontario, and Developmental Disabilities Primary Care
Program), community agencies (eg, Vita Community Living
Services, Community Living Ontario, and Surrey Place Centre),
caregiver and self-advocate networks (eg, the Azrieli Adult
Neurodevelopmental Centre self-advocate and caregiver
advisories), social media, and other relevant newsletters (eg,
Health Care Access Research and Developmental Disabilities
newsletter and Developmental Services Ontario newsletter).
All participants and recruitment contacts were encouraged to
share the flyer widely. Additional targeted recruitment was
conducted as needed to improve representation across participant
groups.

Data Collection
Semistructured interviews were conducted with participants by
phone or the Webex video conference platform (Cisco)
according to participant preference. Participants also had the
option of typing their responses through the chat function on
the Webex platform. All interviews were conducted by the first
author (AS) who has 10 years of qualitative research experience,
including prior experience conducting interviews with adults
with IDDs.

Tailored interview guides were developed for each participant
group informed by a previous scoping review of the literature
[23] and the Levesque Access to Care Framework [29].
Questions focused on the experience of receiving, supporting,
or delivering virtual care; preferences related to the future role
of virtual care; and supports needed for successful virtual care.
Virtual care was defined as including any care provided remotely
including by phone, video, or written communication (eg,
email). Demographic information on age, gender, disability,
and geographic location was also collected. Interview questions
for adults with IDDs were developed recognizing the unique
considerations in interviewing this population, including the
need to adapt language based on individual capacity, potential
difficulty with abstract concepts and recalling past events, and
risk of suggestibility or acquiescence [37-39]. If helpful,
interview questions were sent in advance. Patients with IDDs
had the option of being interviewed independently or with a
support person. If both the patient with an IDD and their
caregiver choose to participate in the study, dyadic interview
techniques were used to elicit both the patient perspective, using
caregiver-mediated communication if appropriate, and the
caregiver’s own perspective [40].

Interviews lasted approximately 20-60 minutes and were audio
recorded and transcribed. Field notes were taken during and
immediately following each interview to document interviewer
impressions and nuances that may not be captured in the
recording [41]. An honorarium was provided to all participants.

Interviews were conducted between March and November 2021.
In Ontario, temporary billing codes were implemented in March
2020 to reimburse physicians for virtual health care, and
physicians were encouraged to take a “virtual first” approach
[42,43]. The proportion of care delivered virtually in Ontario
has fluctuated throughout the pandemic in accordance with each
wave of COVID, but early data suggest that it consistently
accounted for a substantial proportion of patient visits
throughout the study period [43,44]. A recent Ontario study
using population-level administrative data found that about 62%
of adults with IDDs in Ontario used virtual care during the first
year of the pandemic, similar to the proportion of adults without
IDDs [45].

Ethics Approval
This study received approval from the research ethics board at
the Centre for Addiction and Mental Health (REB # 160/2020)
and the University of Toronto (Protocol # 40483). All
participants provided informed consent prior to participating in
the study.

Analysis
A mixed inductive and deductive thematic analysis approach
was used to guide the analysis [46-48]. Though the study was
informed by a pre-existing Access to Care Framework [29], the
framework was being applied in a novel context, and it was
important that it should not restrict or limit initial coding.
Therefore, initial coding was guided by the research question,
but remained relatively open and data driven. The first author
(AS) developed an initial codebook based on a review of all
transcripts and field notes. A subset of transcripts from each
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stakeholder group was reviewed and discussed with 2 additional
authors (JD and YL) to identify key ideas and patterns of ideas,
and to refine the initial codebook. The first author (AS) then
coded all transcripts, iteratively updating and refining the
codebook throughout the process. Coding was conducted using
NVivo 12 software (QSR International).

A multi-stage process was used to synthesize the collated data
and generate themes. First, an open data mapping exercise was
conducted to explore relationships and patterns across all codes.
Codes were then mapped onto the Access to Care Framework,
considering fit with existing framework domains. These initial
maps were reviewed and discussed by all the study authors, and
key themes were identified. These initial themes were then
reviewed, discussed, and refined with members of each
stakeholder group (ie, self-advocates, caregivers, and primary
care physicians) as part of a peer debriefing process [49]. Results
are reported by access to care domain. Quotations are included
to illustrate the findings.

Rigor
This study was conducted as part of the doctoral thesis of the
first author and was supported by a team that included
researchers working in both the health care and IDD sectors,
including health services researchers, a psychologist, an
occupational therapist, and family members of people with
IDDs. Our team engaged in ongoing critically reflexive
dialogues to reflect on our positionalities and assumptions in
relation to this work and to consider how they shaped the study
findings [49,50]. The collective experiences and perspectives
of this team guided and informed the study design, analysis,
and interpretation.

Several strategies were used to support trustworthiness in this
study [32,49]. Credibility was supported by promoting an open
and safe interview process, using clear and easy-to-understand
interview questions, and conducting a peer debriefing process
to support data interpretation. Dependability was supported
through the use of an audit trail to clearly document each step
of the analysis process, and through detailed and transparent
reporting of the findings. Transferability was supported by
providing detailed descriptions of the sample and the recruitment
process, and contextualizing findings through thick descriptions
so readers can gauge the applicability to different settings.
Confirmability was supported through the use of field notes to

contextualize the data, an iterative coding process based on
multiple re-readings of the data, and inclusion of quotations to
illustrate the findings.

Results

Participants
In total, 38 individuals participated in this study, including 11
adults with IDDs, 13 family members, 5 IDD support staff
members, and 9 primary care physicians. Participants included
25 women and 13 men (between 23 and 69 years old) living
across the province (Greater Toronto Area, 19; Eastern Ontario,
9; Western Ontario, 8; Northern Ontario, 2). The study included
adults with IDDs or the caregivers of adults with IDDs, who
live with their family (n=18), independently (n=5), or in
supported settings (n=6). Primary care physicians participated
from all 4 primary care delivery models in Ontario: family health
teams (n=3), community health centers (n=2), physician group
practices (n=3), and solo practitioners (n=1). Seven of the nine
physicians reported having practices with a particular focus on
patients with IDDs. Participants had or supported people with
a range of IDDs including autism, intellectual disabilities, and
Down syndrome. Many of these individuals also had
co-occurring health issues, including mental illness, vision and
hearing impairments, physical disabilities, and chronic illnesses.

Main Findings
All study participants reported receiving or delivering
synchronous virtual primary care by telephone or video. These
synchronous appointments were sometimes supported by
asynchronous communication by email or text message to
schedule appointments; ask questions; and send documentation,
photographs, and videos. Across the 38 interviews, we identified
themes that aligned with each of the access-to-care dimensions,
with the exception of approachability/ability to perceive (see
Table 1). This is likely due to the data source used for this study.
Interview participants could only speak about services they had
used (ie, you do not know what you do not know). These themes
were informed by mutable and immutable variables related to
the patient’s characteristics, the patient’s context, the caregiver’s
characteristics, the service context, and the reason for a
particular primary care visit (see Figure 1). Each of these themes
is described in more detail below.
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Table 1. Access to care dimensions and themes.

DescriptionDimensions and themes

Acceptability/ability to seek (patient/caregiver comfort or satisfaction with the services)

Convenience • Virtual care saved time and could be more convenient than in-person care.
• Phone was seen as quick and easy; video could be more difficult and time-consuming.

Change is hard • Virtual care was new, and change can be challenging.

Health care visits as a valuable
outing

• For some patients, in-person visits were enjoyable outings and important opportunities to practice social
skills that were lost with virtual care.

• Some patients had important rituals or reward systems to facilitate health care visits that were disrupted
by virtual care.

Caregiver distress • Virtual care sometimes put additional responsibility on the caregiver to negotiate health care interactions.

Availability and accommodation/ability to reach (patient/caregiver ability to use the service)

Technology quality, access, and
skill

• Patients and caregivers did not always have access to necessary technology.
• Patients, caregivers, and primary care providers sometimes lacked skill and comfort using technology.
• Switching between multiple virtual platforms was confusing for some patients and caregivers.

Difficulty travelling and waiting • Virtual care facilitated access to care for patients unable or challenged to attend in-person visits.

Participation in the visit • Virtual care facilitated participation of multiple care providers and caregivers in the visit.
• Patients were less likely to be included in virtual visits, especially by phone.

Patient independence • Virtual care supported independence for patients unable to travel by themselves.
• However, it reduced independence for patients who could travel but required support to use technology.

Affordability/ability to pay (affordability of the service for patients/caregivers)

Travel and parking costs • Virtual care saved costs related to travel and parking.

Staff time • Supported settings saved costs due to fewer staff required to accompany patients to their health care visits.

Technology costs • Costs were incurred to purchase high-speed internet and internet-enabled devices.
• Residential settings incurred costs for technical support staff.

Appropriateness/ability to engage (quality of care received by the patient)

Communication and rapport • Nonverbal communication was lost in phone interactions and was more challenging in video interactions
for patients, caregivers, and primary care providers.

• Communicating via phone could be more challenging for people with hearing impairments.
• It was sometimes difficult to manage conversations with multiple participants.
• The ability to use chat functions supported improved communication for some patients.
• Video was sometimes a better option to see facial expressions or read lips while masks were required for

in-person visits.
• Some participants found it difficult to develop rapport virtually, especially with new primary care providers.

Seeing patients at home • Participating in visits from their home made some patients more comfortable and less anxious, leading
to more effective visits.

• Video visits allowed primary care providers to see patients in their home environment.

Importance of physical examina-
tion

• Physical examinations are sometimes a necessary component of care and were particularly important for

some people with IDDsa who could not describe their symptoms.

Privacy/confidentiality • Patients did not always have a private space from which to participate in the visit.
• Some patients were concerned about cyber security.
• Some caregivers were concerned that people with IDDs may be more vulnerable to online scams and

may disclose medical information inappropriately.

Safety • Virtual care reduced the transmission of COVID-19 and other illnesses.
• Some patients felt safer in-person when discussing potentially triggering topics.

aIDD: intellectual and developmental disability.
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Figure 1. Access to virtual care for adults with intellectual and developmental disabilities.

Acceptability/Ability to Seek
Acceptability of virtual care varied widely across participants.
There were those who preferred their health care appointments
to take place by phone, by video, or in-person and some who
had no strong preferences. The following 4 themes related to
acceptability/ability to perceive were identified: convenience,
change is hard, health care visits as a valuable outing, and
caregiver distress.

Convenience

Some patients and caregivers appreciated the convenience of
participating in care from home. Virtual visits allowed them to
avoid sometimes lengthy travel time to appointments, potentially
requiring missed work or school. Instead of waiting in waiting
rooms, they could go about their normal day until the primary
care provider called. A 29-year-old autistic woman shared:

It's so convenient…I think it's great that they can kind
of assess you on the phone and then say, “OK, well,
I think you need to come in or you don't need to come
in.” […] It saves so much time for everyone- getting
ready to go, finding my stuff, getting it together, taking
the subway, waiting in the waiting room.

This was particularly important in cases where the patient or
caregiver lived far away from the provider, or if the caregiver
had other responsibilities (eg, multiple care recipients). Phone
visits were seen as particularly fast and easy, while video calls
could be more complicated and time-consuming for patients,
caregivers, and primary care providers.

Change is Hard

Some patients, caregivers, and primary care providers disliked
virtual care because it was new and different. Participants also
reported that change is always challenging, but can be
particularly challenging for some people with IDDs. A
48-year-old autistic man explained:

[Virtual care] is not something that I think should be
encouraged for people on the spectrum because it's,
yeah it's another change.

Participants noted that it is possible that some of the resistance
or dislike of virtual care will change as people grow more
accustomed to it.

Health Care Visits as a Valuable Outing

Some participants highlighted the experiences they or the person
they support missed out on due to virtual care. Some people
with IDDs enjoyed travelling for their health care visits and felt
that virtual care deprived them of an enjoyable outing. For some
people with IDDs, health care visits were an important
opportunity to socialize and practice skills. A staff member at
a group home in eastern Ontario explained:

Another big downfall [of virtual care] is just that so
much of what we do here for these individuals is
supporting that socialization and those social skills
and it's one less opportunity for us to teach that in
person. […] So for these individuals, speaking with
the receptionist and having that opportunity to
practice with the nurse and then the doctor, it was a
lot of opportunities for them to practice that social
interaction.

There was also concern that some people with IDDs will find
it very challenging to return to in-person visits, and it may
require significant work to rebuild tolerance and comfort with
health care settings.

Some people with IDDs had important rituals or reward systems
surrounding the health care visit that served as motivation and
positive reinforcement to support the health care visit, which
were disrupted by the shift to virtual care. The mother of a
26-year-old autistic woman with multiple chronic health issues
shared:

[My daughter] geared herself to these appointments
by, you know, deciding what she's going to wear and
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how she's going to get there. She's going to have a
Starbucks latte afterwards or she's going to going
into a special place after the appointment [...]. She
makes it a special outing.

Without these rituals, some people with IDDs were less
motivated or willing to participate in the visit.

Caregiver Distress

Some caregivers felt that virtual care placed additional pressure
on the caregiver to make medical decisions, conduct
assessments, and communicate on behalf of the person they
support. While the provider could conduct a physical
examination during an in-person visit, virtual care required the
caregiver to relay the relevant information to the provider to
the best of their ability, and in some cases, they needed to
conduct elements of the examination themselves (eg, monitoring
blood pressure). This caused some caregivers a great deal of
additional stress. The mother of a 28-year-old man with Down
syndrome explained:

I have enough on my plate trying to parent him, trying
to help him […] manage every day, especially during
COVID. To ask me to be the person that has to
communicate all that to the medical person at the
other end […] can get to be extremely overwhelming.
[...] For a family that has a child or an adult with
intellectual disabilities who may or may not be able
to communicate their needs, you're asking those
parents to make even more decisions or communicate
more things. And what if I mess up? What if I miss
something?

Availability and Accommodation/Ability to Reach
This domain includes themes focused on the benefits or
challenges of virtual care in facilitating the patient’s and
caregiver’s abilities to attend a primary care visit. The following
4 themes were identified: technology quality, access, and skill;
difficulty travelling and waiting; participation in the visit; and
patient independence.

Technology Quality, Access, and Skill

A number of technology-related challenges were raised by
participants as barriers to video-based care. Internet or
technology failure (eg, internet cuts out or camera stops
working) interrupted appointments. This was particularly
challenging in more rural areas where internet quality is poor.
Some patients, caregivers, and primary care providers also
lacked skills or comfort using technology. This was further
complicated by the fact that currently there are a number of
approved secure video platforms used for health care in Ontario,
which was confusing for some participants. The concern was
also raised that not all patients and caregivers have access to
internet-enabled devices or high-speed internet necessary to
conduct video-based appointments. For these reasons, phone
was sometimes preferred to video, which could appear to be
too challenging and time-consuming to use. One physician
shared:

I don't think the video worked very well at all. It was
a challenge to set it up, you had to give a lot of

instructions on how to connect and turn it on. […]
And I found that even if I have a [video] visit, I still
have to call them on the phone to see what was going
on. ‘Where are you?’ ‘Is it working?’ So it's just
frustrating. And then there were also technical
glitches, screen freezes, no sound. […] And also the
quality, some people just don't have the Wi-Fi or
Internet to have a great video quality so it’s just a
blurry picture. It's not helpful anyway.

Participants also shared, however, that they have become more
skilled and comfortable using technology during the pandemic.
In particular, it was noted that the pandemic has demonstrated
that people with IDDs are in many cases far more capable of
using technology than was previously assumed. The mother of
a 34-year-old woman with Down syndrome shared:

She is totally engaged [in virtual programs] and she's
never done that before. She's never had the
opportunity to try it this way. So this is a gift of
COVID. All this came about because of COVID and
people are seeing the benefits.

Difficulty Travelling and Waiting

There are some people with IDDs for whom getting to an
in-person visit or waiting in the waiting room is prohibitively
difficult due to physical, mental, or behavioral challenges.
Participants highlighted that for these individuals, virtual care
is not only convenient, but also critical to enable them to access
care. One physician shared:

It's not just that their needs are convenience, their
needs are accessibility needs. It is very difficult to get
a patient that requires, you know, an hour and a half
of transitioning and then can't manage the sensory
overload experience of the waiting room and, you
know, other complex issues and is brought to the
appointment by someone who isn't even their main
caregiver and doesn't know them. Those aren't
convenience issues, those are accessibility,
accommodation needs.

Participation in the Visit

Participants noted that virtual care also impacted the extent to
which patients, caregivers, and other health care providers can
participate in the primary care visit. Virtual care allowed
multiple caregivers, especially family members who live far
away from the person they support, to all attend the visit, thus
improving lines of communication and supporting appropriate
decision-making. The brother of a 55-year-old man with Down
syndrome described the benefits of everyone being in the same
virtual room as follows:

Everything is transparent and there's no
miscommunications. The group home staff are hearing
the same thing that we are hearing.

Virtual care also supported case conferencing with multiple
health care providers, improving care quality and coordination.

Patients, however, were less likely to be included in virtual
primary care visits, particularly if they took place by phone.
Sometimes it did not occur to the caregiver or provider that the
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patient could or should be included. The mother of a 24-year-old
autistic man explained:

Because it was a phone consult, I don't even think we
thought of it to be honest.

Sometimes the patient was uninterested or harder to engage in
the interaction. The sister of a 38-year-old autistic man shared:

He's not a part of it, no. He's nonverbal and he doesn't
really communicate. We tried video […] and he would
sit down for maybe two minutes and then he just wants
to bolt away. It doesn't keep his attention.

On the other hand, it was noted that a benefit of virtual care is
that patients have the flexibility to come and go as they wish.
A physician explained:

Even with the video calls, it's very rare that the patient
will stay on the call the entire time. But I think that's
OK, too. In some ways it's nice if I can see them and
then the parents can give me the history and tell me
more about what's been going on.

It was also suggested that it may be appropriate in some cases
for the patient not to be included in the virtual visit. Examples
were shared of successful hybrid approaches where an initial
phone call with the caregiver was used to gather information,
and then, a shorter in-person appointment was conducted with
the patient, which was easier for them to tolerate.

Patient Independence

Participants appreciated that virtual care can support
independence for some people with IDDs who may need help
with transportation but could participate in a virtual visit
independently. A 30-year-old autistic man shared:

I don't drive, [my mom] drives. So it's basically on
her to get me to the [clinic]. So it's better for me and
her when I have an appointment and I don't have to
physically go there.

Conversely, there were some people with IDDs who could attend
in-person appointments by themselves but required support for
virtual encounters.

Affordability/Ability to Pay
This domain includes the following 3 themes related to the
additional costs or costs saved due to virtual care: travel and
parking costs, staff time, and technology costs. This domain
received less focus in the interviews, potentially due to the
challenges of isolating costs of virtual health care from the
general increase in virtual interaction during the pandemic.

Travel and Parking Costs

Participants appreciated costs saved with virtual care due to
avoided travel and parking costs. This is especially relevant for
people who live further away from their primary care provider
or in large urban centers with high parking costs.

Staff Time

Participants suggested that group homes or other supported
settings may save costs due to fewer staff members needed to
support in-person appointments.

Technology Costs

Participants reported that video appointments required increased
spending on high-speed internet and internet-enabled devices
and on information technology support in group home settings.
However, it was noted that the increased spending on technology
was not solely due to virtual health care. Some patients also
incurred costs for medical equipment needed to support at-home
monitoring (eg, blood pressure monitor, pulse oximeter, and
scale).

Appropriateness/Ability to Engage
This domain includes findings related to service quality and
effectiveness. The following 5 themes related to this domain
were identified: communication and rapport, seeing patients at
home, importance of the physical examination, privacy and
confidentiality, and safety.

Communication and Rapport

In some cases, virtual care can be a barrier to effective
communication. Some people with IDDs were more reliant on
nonverbal cues or body language for communication, which
was lost entirely in phone interactions and was still sometimes
challenging over video. The father of a 22-year-old autistic man
explained:

Because of the autism, he doesn't pick up on the
behavior cues as well virtually. […] There's definitely
a disconnect between what's... what he's able to
process, and I don't think he gets as good cues. You
need a full body to see what people are doing.

Similarly, physicians also missed important nonverbal
information, such as lack of eye contact, repetitive movements,
or hygiene issues, which may have impacted their ability to
accurately diagnose and gauge patient comprehension. For those
with hearing impairments, it was sometimes more difficult to
understand the providers, especially if they had a heavy accent
or if there was no visual component. Conversely, the chat
function, if available, can offer a valuable alternative way to
communicate for some individuals. Additionally, despite the
limitations of video, it was sometimes a better option to see
faces while mask requirements were in effect for in-person
visits.

Despite the value of having multiple people participate in the
visit, it sometimes made it more challenging to manage the
conversation, especially by phone. One physician shared:

It's almost impossible on the phone to capture both
voices. […] Very, very difficult to really get that
triadic relationship and back and forth on the
speakerphone just because everyone struggles to know
when to talk and [we] have no visual cues.

Participants also reported that it can be more difficult to develop
rapport over virtual interactions, particularly when the visit is
with a new primary care provider. People with IDDs can have
more difficulty engaging in virtual interactions and may be
easily distracted when in their own homes. Without good
communication and rapport, patients may be less interested in
participating and less likely to disclose health issues, and
important health issues may be missed.
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Seeing Patients at Home

In-person visits can be an overwhelming and stressful experience
for some people with IDDs, causing distress for the individual
and leading to a less effective appointment. Allowing the patient
to participate from their home where they are calm and
comfortable can improve the quality of the visit. One physician
explained:

For my patients who don't enjoy coming into clinic,
it's very stressful for them in terms of the sensory
stimuli [and] in terms of the social interaction. I found
that being on video, or just by phone even, I'm able
to get a lot more history from them and a lot more
engagement in that discussion than if they were in
office because they're so overwhelmed and so just
preoccupied with being in the office that there really
isn't that much bandwidth to engage.

Participants shared that in some cases, virtual care allowed them
to reduce or eliminate use of medications that were previously
needed to get the patient to the appointment. Video visits have
the additional benefit of allowing primary care providers to see
how patients act in their home environments, which can be
important to inform appropriate treatment.

Importance of the Physical Examination

Participants stressed that in-person physical examinations will
always be a necessary component of care. It was suggested that
for some adults with IDDs, the physical examination is even
more important because they are unable to describe their
symptoms. One physician shared:

I think what ended up happening was I just, I really
wasn't trusting my virtual assessments in the same
way that I might in someone in the general population.
So I was often bringing them into clinic, just feeling
like I had to do the clinical exam to complete my
assessment and honestly, just to reassure myself of
my virtual assessment.

There are some types of primary care visits that must be
conducted in-person but others that may be possible to conduct
virtually depending on a range of factors, including the capacity
of the caregiver to support an examination or administer
treatment, the feasibility of a quality video visit, the patient’s
level of insight into their physical health, and the patient’s ability
to communicate virtually.

Privacy and Confidentiality

Patients who lived with the family or in supported settings did
not always have a private space from which to participate in the
primary care visit. Primary care providers expressed concern
that they did not always know who else was in the room or able
to listen to the visit. There were also concerns about cyber
security for medical information shared online. It was noted
that this patient population may be particularly vulnerable to
scams and may end up disclosing medical information to
predators.

Safety

Participants highlighted that an important benefit of virtual care
was infection control. This was critical during COVID-19 but

could also be an important ongoing benefit beyond the
pandemic. This was also particularly relevant for some people
with IDDs who could not tolerate wearing masks. There were
some circumstances, however, when participants felt that
in-person care was safer, such as when discussing topics that
might trigger thoughts of self-harm. The father of a 22-year-old
autistic man with complex mental health needs shared:

In person, there's the safety factor. If there's
something that's been triggering for [my son], I think
he feels safer if there's somebody else physically there.

Contextual Factors
Across the 4 access-to-care dimensions, we found that virtual
care can be accessible for some individuals under certain
circumstances. The success or appropriateness of a virtual care
encounter is dependent on the interaction between 5 categories
of factors. First, the characteristics of the individual patient,
including their communication ability or style, income, skill
and comfort using technology, difficulty attending in-person
appointments, and visit frequency. Second, the patient’s context,
including their distance from the health care service, the local
internet quality, and access to a private space to conduct the
appointment. Third, the characteristics of the caregiver,
including their skill and comfort using technology, income,
distance from the patient, and other responsibilities (eg, multiple
caregiving roles). Fourth, the service context, including the
usability of the virtual platform, the provider reimbursement
model, the provider’s skill and comfort using technology, and
whether the provider has a pre-existing relationship with the
patient. Fifth, the specific reason for a particular health care
visit, for example, if the visit requires a physical examination
or a more complex or triggering discussion. Some of these
variables are fixed, but many may change over time or per
individual health care visit.

Discussion

Principal Findings
This qualitative study explored the accessibility of virtual
primary care for patients with IDDs during the COVID-19
pandemic. A key finding was that one size does not fit all. We
identified themes across 4 dimensions of accessibility that
highlighted both the benefits and challenges of virtual care. For
some patients, virtual delivery was critical to accessing
necessary health care; for other patients, virtual delivery posed
a barrier to accessing high-quality care. Whether virtual care
was accessible was dependent on a combination of factors,
including the characteristics of the patient, the patient’s context,
the characteristics of the caregiver, the service context, and the
reason for the specific health care visit. Some of these variables
may be relatively constant (eg, patient’s communication style),
some may change over time (eg, comfort with technology,
distance from the provider, and private space), and some may
change per appointment (eg, need for a physical examination).

Many of the themes identified in this study align with those
identified in previous studies focused on the general patient
population. Virtual care had many benefits, especially for simple
issues or follow-up care. The benefits included greater
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convenience for patients, lower risk of COVID-19 transmission,
and the value of seeing patients in their home environment
[1,6,44,51]. Virtual care was not appropriate for issues that
required a physical examination, and while some issues could
be diagnosed via photographs or video observations, this could
be challenging due to technology failures, lack of nonverbal
communication, privacy concerns, and difficulties establishing
rapport with new patients [1,6,44,51].

This study showed, however, that these same issues may look
different or require different accommodations for patients with
IDDs. One important difference for patients with IDDs is that
there is often a caregiver involved, leading to additional
considerations for virtual care, such as the caregiver’s comfort
using technology, the value of facilitating the caregiver’s
participation if they live far away, and difficulties managing
calls with multiple participants. Communication and rapport in
virtual care may be challenging for many individuals but can
be additionally challenging for individuals with IDDs who are
nonverbal, use communication devices, or have trouble engaging
in virtual interactions. The physical examination is a critical
component of care for all patients, but it can play a larger role
in the care of people with IDDs if they are unable to identify or
articulate their symptoms. Privacy may be a concern for anyone
participating in a health care visit from their home, but it can
be a particular concern for people with IDDs who live in
congregate settings. Virtual care may be convenient for many
patients, but for some people with IDDs, it is a necessary
accommodation to support access to care.

The fifth access dimension, approachability, was not identified
in this study but is nonetheless important to consider in
designing accessible primary care systems. There has been a
great deal of inconsistency in how primary care has been
delivered during COVID-19, and patients and caregivers are
likely unaware that it is possible to receive care in different
ways than offered by their primary care provider. Direct
education is needed for patients and caregivers to ensure they
know what is available, what they are entitled to, and how to
advocate for it.

It is important to note that some of the challenges and benefits
of virtual care identified in this study are specific to the current
context and may be less relevant moving forward. Some of the
benefits of virtual care are related to COVID-19, including
reducing the risk of COVID-19 transmission and
accommodating patients who cannot tolerate wearing masks.
Additionally, some of the challenges are because virtual care
was implemented abruptly, with little existing infrastructure to
deliver it effectively, for patients with little experience
participating in virtual care. In this study, some participants
noted that at the time of their interview, at least 1 year into the
pandemic, they already felt more comfortable and proficient
using technology and participating in virtual care than they did
at the start of the pandemic. People will likely continue to
become more comfortable with virtual care as technology
infrastructure improves and everyone becomes more accustomed
to virtual interactions.

Implementing Accessible Virtual Care
It is clear from the study findings that the relevant question is
not whether virtual care is accessible, but how it can be
implemented in a way that will promote and not hinder health
care accessibility. This study suggests that an optimal system
should include multiple modalities depending on patient need
and preference, including in-person, telephone, video, and
written communication options. Achieving this type of flexible
patient-centered system requires policies and supports
considering both care delivery and use.

From an implementation lens, the largest hurdle seems to be
supporting video-based care. The vast majority of virtual care
in Ontario has been delivered by telephone, with only a
relatively small proportion of virtual care delivered by video
[24,25]. This study suggested that while telephone care can be
very effective in some cases, it also has a number of limitations,
including communication for individuals with hearing
impairments or who are reliant on nonverbal communication,
developing rapport between patients and providers, and
managing conversations with multiple participants. These
limitations can lead to health issues being missed and patients
with IDDs being less engaged or excluded entirely from the
visit. While telephone and in-person options may be sufficient
in many cases, this study suggests that video can play an
important role in supporting accessible care and should be part
of the basket of services available.

To support greater implementation of video-based care, it is
important that patients and their caregivers have access to
high-speed internet and video-enabled devices. During the
pandemic, some health care organizations provided tablets and
smartphones to low-income patients [52]. With appropriate
funding, this is a practice that could be expanded across primary
care practices. High-speed internet continues to be a challenge
in parts of the province, and public investment is needed to
build capacity [53]. Currently, multiple virtual platforms are
used in the health care system, many of which are not user
friendly. Ideally, a common virtual platform should be
implemented across the system that is easy for patients,
caregivers, and primary care providers to use; has built-in
accessibility features (eg, chat box and captioning); and can be
integrated into electronic medical record systems. Given that
primary care providers may themselves struggle to use
technology and do not have the time or expertise to provide
technical support to patients and families, primary care practices
would benefit from including a dedicated staff role to provide
technical support [54,55]. This could include meeting patients
at the beginning of the appointment to orient them to the
platform and troubleshooting technical issues before the provider
joins the session or even offering in-person practice sessions to
teach patients and family members how to use the virtual
platform.

Beyond building capacity for video-based care, we also need
health care funding structures that facilitate and incentivize
delivery of both in-person and virtual care options according
to patient need and preference. There are unintended
consequences with any reimbursement model, but it has been
recommended that the best strategy to avoid incentivizing a
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particular modality to the detriment of patients is shifting from
a fee-for-service model to capitation or salary-based payment
models [44].

Primary care providers also need training on how to deliver care
virtually. Currently, most providers have received little if any
training on when virtual care is appropriate, how to work with
patients to determine the most appropriate type of care per visit,
and how to effectively deliver care using virtual modalities [56].
There is starting to be more focus on the importance of this
topic in medical education [57-59], and it is critical that these
programs include considerations for different patient groups,
including patients with IDDs. It is important to also highlight
that primary care providers generally receive little specific
training on how to care for patients with IDDs [60-62]. Any
virtual care–specific training should be situated within general
competencies to provide high-quality care to patients with IDDs.

Efforts to support the implementation of high-quality accessible
virtual care should be informed by the large body of literature
on implementation and health technology. Frameworks, such
as the nonadoption, abandonment, scale-up, spread, and
sustainability (NASSS) framework developed by Greenhalgh
et al [63], can help outline the many considerations, including
but not limited to those identified above, required for successful
adoption of virtual care.

Strengths and Limitations
This is one of the few studies we are aware of that looks at the
accessibility of virtual primary care for adults with IDDs. A
strength of the study is the inclusion of a diverse sample,
including patients, family members, IDD support staff members,
and physicians, to elicit perspectives from a range of different
experiences. However, this study only collected limited
demographic data on participants, and we cannot speak about
the diversity of participants in terms of race or other important
intersectional identities. This study was conducted in English,
and it would be important for future work to look at the impact
of virtual care for non-English speakers who may have different
experiences. The study was limited to individuals who had
participated in at least one virtual primary care visit. Therefore,
individuals unable, unwilling, or lacking the opportunity to
participate in virtual care were not included. Most participating
physicians had practices that included a focus on patients with
IDDs, and their perspectives may differ from the perspectives

of physicians less experienced in caring for this patient
population.

The study was also limited to one Canadian province, and people
in jurisdictions with different pandemic restrictions or different
health care delivery systems may have had different experiences.
This study reflects a single interview conducted with each
participant during the second year of the pandemic. Though
some participants described how their perspectives changed,
we did not assess this directly. This study included perspectives
from all members of the health care triad (patients, caregivers,
and providers) but not related to the same encounter. It would
be important for future studies to compare perspectives from
the same encounter to understand how they may be similar or
different.

All interviews were conducted virtually due to pandemic
restrictions. Based on the interviewer’s observations, good
rapport was developed with participants, and they generally
provided positive feedback on the interview experience.
However, some interviews were disrupted due to technical
challenges. In 6 cases, these challenges were severe enough to
require the interview to be completed by phone. It is possible
that these challenges or other issues not immediately apparent
to the interviewer (eg, lack of rapport or participant discomfort)
may have impacted the quality of the information gathered.

Conclusions
The COVID-19 pandemic has provided a unique opportunity
to learn about the accessibility of virtual primary care for adults
with IDDs. This study found that virtual care can increase the
accessibility of primary care for some individuals with IDDs
under some circumstances and decrease accessibility for others.
To meet the needs of all patients, a flexible patient-centered
approach is needed that includes in-person, phone, and video
options. This system must be supported by the necessary
infrastructure, resources, and supports to ensure that the potential
benefits of virtual care can be fully realized. This includes
training for patients, caregivers, and primary care providers;
universal access to the technology necessary to participate in
virtual care; implementation of accessible virtual care platforms;
and a primary care funding structure that can facilitate and
incentivize delivery of both in-person and virtual care. While
virtual care is not appropriate or desirable for all patients, there
is a subset of patients with IDDs for whom virtual care is not
just convenient but can enable access to necessary health care.
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