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Family carer and professional perceptions of the potential

use of telehealth for behavioural support

S. R. L. Tomlinson, N. Gore & P. McGill

Tizard Centre, University of Kent, Canterbury, UK

Abstract

Background Telehealth (i.e. the use of technology
across distance) is widespread in many fields.
Although its use for behavioural support for people
with intellectual or developmental disabilities IDD)
is emerging, there are no known studies examining
stakeholder perceptions of this.

Methods A four-round Delphi consultation was
conducted with 11 professionals and six family carers
of children with IDD to generate consensus on what
would influence participants’ use of telehealth for
behavioural support. Data were collected prior to the
coronavirus pandemic.

Results  Thirty-six items reached consensus for
professionals (26 advantages and 10
disadvantages/barriers) and 22 for family carers (8
advantages and 14 disadvantages/barriers). A range of
solutions were also identified for the
disadvantages/barriers.

Conclusions Participants were willing to use
telehealth for behavioural support. However,
disadvantages/barriers need to be addressed, and
guidelines relating to the use of telehealth in this field
are needed. We report a number of practice recom-
mendations including combining telehealth with
in-person supports where possible, incorporating
video technologies, and considering client perspec-
tives and confidence with telehealth methodologies.

Correspondence: Dr Serena Tomlinson, Tizard Centre, Cornwallis
North East, University of Kent, Canterbury CT2 7NF, UK (e-mail:
s.tomlinson@kent.ac.uk).

Keywords carers, intellectual disability, parents,
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Background

Telehealth is defined as ‘the use of telecommunications
and information technology to provide access to health
[or behavioural health] assessment, diagnosis,
intervention, consultation, supervision, education, and
information across distance’ (Nickelson 1998, p. 527).
Benefits, including increased access to hard-to-reach
populations, reduced travel time and increased
efficiency for professionals, lower costs and increased
patient satisfaction (e.g. Hilty ez al. 2002; Lindgren

et al. 2016; Gajarawala & Pelkowski 2021; Madigan

et al. 2021), have led to telehealth becoming widespread
in many fields. In behavioural services (i.e. services that
support people via behavioural approaches to develop
skills or reduce the occurrence and impact of
behaviours that challenge), telehealth use (prior to the
coronavirus pandemic) was less common, although
with some positive examples (e.g. Tomlinson

et al. 2018). The use of telehealth within behavioural
support (both during and outside of the context of the
pandemic) is an important area of investigation given
that demand for behavioural services is mismatched
with available resources particularly for those with
intellectual or developmental disabilities (IDD).
Within this field, telehealth may increase access to
behavioural support where it would otherwise be
inaccessible, enable knowledge and skills transfer to
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support networks such as families or paid support staff
(e.g. Tomlinson ez al. 2018; Ferguson ez al. 2019;
Unholz-Bowden et al. 2020), and facilitate
generalisation and maintenance of support over time.
Demonstrations of the use of telehealth for behavioural
support focused on people with IDD have highlighted
the effectiveness of support provided in this manner
(e.g. T'sami ez al. 2019; Schieltz & Wacker 2020) and
applications of telehealth in this context have increased
dramatically in recent years due to the impact of the
coronavirus pandemic (as evidenced in the increase in
reports of telehealth work within the literature,
particularly those highlighting its use during the
pandemic, e.g. Crockett ez al. 2020). It is likely that the
use of telehealth within behavioural support will
continue to some extent post-pandemic and ongoing
considerations of the acceptability, effectiveness and
appropriateness of the use of telehealth in this field
therefore continue to be important.

Uptake of telehealth services is an important area to
consider. Evidence suggests a number of factors are
likely to influence uptake of telehealth, including
technology requirements, preference for in-person
support, concerns about the client-professional
relationship, perceptions about the type and quality of
support, access for clients, and use of resources such
as staff time (e.g. Swinton ez al. 2009; Brewster
et al. 2014; Taylor ez al. 2015; Collier ez al. 2016). In
particular, it has been highlighted that clinician
acceptance is the most important factor influencing
the use and success of telehealth within a service
(Wade ez al. 2014). The application of telehealth to
behavioural support for people with IDD is, however,
a relatively unique situation as this often involves a
mediator (e.g. a family carer) supporting a focal
person (e.g. their relative) with IDD. Here, telehealth
support largely involves guidance and coaching from
a clinician to a mediator, rather than the clinician
supporting the person with IDD directly (although
there are some notable examples of telehealth
behavioural support being provided directly to
individuals with IDD since the pandemic, see Araiba
& Coli¢ 2022). Whilst this collaborative model may
have unique advantages (e.g. in supporting
knowledge and skill development amongst
stakeholders of individuals with IDD), it also means
that some of the issues affecting uptake as previously
identified may have limited generalisability to

telehealth-based behavioural support. Identifying
factors unique to telehealth use in this context, along
with ways to maximise uptake of telehealth-based
behavioural support, is therefore important and this
requires consultation with those utilising telehealth
support (e.g. family carers) as well as professionals
who would provide such support.

Where evaluated, telehealth-based behavioural
support for people IDD is reported as acceptable to
family carers, teachers and therapists who have
received this (e.g. Gibson et al. 2010; Wacker
et al. 2013b; Fisher ez al. 2014; Tsami et al. 2019;
Boutain ez al. 2020). However, there are no known
studies evaluating perceptions of the potential use of
telehealth for behavioural support amongst those who
have not yet received or delivered this. This is
important to explore given the influence that
stakeholders’ (e.g. family carers and clinicians)
perceptions may have on their likelihood of adopting
telehealth for behavioural support.

The current study therefore used a Delphi panel
methodology (Linstone & Turoff 1975; Adler &
Ziglio 1996) to examine perceptions of the use of
telehealth for behavioural support amongst family
carers (of children with IDD) and professionals who
had not yet experienced telehealth directly for this
purpose, and identify key practice recommendations
for the use of telehealth for behavioural support.
Given the collaborative way behavioural support is
mediated via telehealth, the views of both family
carers and professionals were sought, with separate
panels formed to allow for exploration of issues
specific to each stakeholder group. Research
questions for this study were

1  What are the advantages and disadvantages/
barriers perceived by family carers and profes-
sionals regarding the potential use of telehealth to
provide behavioural support?

2 How might any disadvantages/barriers to the po-
tential use of telehealth in this field be overcome?

Method
Study design

Delphi panel methodology (Linstone & Turoff 1975;
Adler & Ziglio 1996) was utilised to generate
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consensus within a professionals panel (panel A) and
a family carer panel (panel B) about the most
important factors influencing potential adoption of
telehealth for behavioural support. The Delphi
consultation consisted of three rounds focused on
generating consensus, and a fourth focused on
ranking items (see Kobus & Westner 2016;
Halvorsrud ez al. 2018) and identifying potential
solutions to identified disadvantages/barriers. Data
collection occurred in 2017—2018, prior to the
coronavirus pandemic, and informed consent was
obtained via email for all participants.

Participants

Participants were recruited via advertisements
circulated on social media platforms. The only
inclusion criteria were that participants had experience
of providing or receiving behavioural support for an
individual with IDD and were based in the United
Kingdom. No attempts were made to match partici-
pants across panels or sample participants purposively
given the exploratory nature of the study.

Panel A consisted of 11 professionals with
experience of providing support to caregivers of
people with IDD about their relative’s behaviour (see
Table 1), and panel B consisted of six family carers of
children with IDD who had previously received
behavioural support from a professional in relation to

Table | Participant characteristics for panel A (professionals)

their child’s behaviour (see Table 2). It was not
expected that participants in each group would be
known to each other, and recruitment of each group
occurred independently. A proportion of participants
in both panels had experience of telehealth, although
not in relation to behavioural services (see Table 1
and Table 2). Participants were recruited through
advertisements on social media, via charities, and
professional networks. Whilst no consensus exists
regarding the optimum number of participants per
panel in Delphi studies, Akins ez al. (2005) cite
common panel sizes of 10-100 members and research
suggests that panels of 10-15 individuals are sufficient
to obtain stable results (Ziglio 1996). The limitations
of the small sample for both panels are discussed
below.

Data collection and analysis

A series of questionnaires (designed for the purposes
of the study and available upon request) were created
for each panel and distributed using Google Forms.
Responses were kept anonymous using a unique
participant code generated by participants
themselves. Varying numbers of participants took part
in each round due to participant drop out in some
rounds; therefore, the number of participants
contributing to each round is stated within each
section of the results.

Characteristic Category No. of participants (%)
Gender Male 2 (18.2%)
Female 9 (81.8%)
Age 2635 years 6 (54.5%)
36—45 years 2 (18.2%)
4655 years 3 (27.3%)
Professional backgroundJr Behaviour analyst 7 (63.6%)
Speech and language therapist 2 (18.2%)
Learning disability nurse 1 (9.1%)
Teacher/educational staff 2 (18.2%)
Support worker 1 (9.1%)
Years’ experience supporting family carers 1-5 years 3 (27.3%)
6—10 years 4 (36.4%)
More than 10 years 4 (36.4%)
Previous use of telehealth for professional practice (for any purpose)  Yes 6 (54.5%)
No 5 (45.5%)

‘Participants could select more than one answer for this question, therefore totals do not equal 100%.
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Table 2 Available demographics of participants in panel B (family carers)

Characteristic Category No. of participants (%)'
Gender Male 0 (0%)

Female 5 (83.3%)
Age 36—45 years 2 (33.3%)

46-55 years 3 (50%)
Relationship to person with IDD Parent 5 (83.3%)
Support received via telehealth (for any purpose) Yes 3 (75%)

No I (25%)

‘Demographic information was only available for family carers who completed questionnaires in rounds one and two (i.e. for 5/6 family carers in the panel),

therefore the number of participants selecting each category is presented alongside the percentage of the total panel (i.e. including those who did not

complete demographic questions) that this represents. % refers to % answering that question, rather than % of total panel.

Round one

The round one questionnaire for both panels asked
about participants’ characteristics, their past use and
willingness to use technology, and included a series of
open-ended questions about advantages and
disadvantages/barriers to the use of telehealth.
Participants were provided with Nickelson (1998)
definition of telehealth and asked to use this
throughout the study. The frequency and percentage
of participants selecting each category for closed
ended questions were recorded. Qualitative responses
were grouped conceptually for each panel.

Round two

The round two questionnaires consisted of all
advantages and disadvantages/barriers (using
participant’s own words) identified by the relevant
panel in round one. Participants were asked to rate
how influential each item was to their willingness to
use telehealth for behavioural support on a five-point
Likert scale (1 = not influential to § = extremely
influential) with an additional option of ‘not specific’
(i.e. not specific to telehealth), or ?’ (if the item
meaning was unclear). If two or more participants
rated an item as unclear the item would have been
modified for round three (this never occurred), and
any item rated by two or more participants as ‘not
specific’ to telehealth was removed from the item pool
(this occurred for one item in round two for panel B).
Participants were also asked to identify additional
advantages and disadvantages/barriers that had not
been listed in the questionnaire and these were

extracted and included in the round three
questionnaire.

Data from round two were analysed by calculating
a group median score and recording the frequency of
participants selecting each score for consensus
calculations. Consensus was defined in line with other
Delphi studies (see Diamond ez al. 2014 for review) as
at least 80% of participants indicating that the item
was influential (i.e. a score of four or five). Where
greater than 60% of participants rated the item as
influential and less than 30% indicated that it was not
influential (i.e. a score of one or two), the item was
identified as having nearly reached consensus and was
re-presented in round three. Items where responses
were highly varied or where the item met consensus
criteria as being ‘not influential’ were removed.
Where a participant indicated that an item was not
specific to telehealth this was converted to a score of
one, as it suggested that this item would not be
influential to their use of telehealth. If a participant
indicated that an item needed clarification their score
for that item was removed as it suggested that they did
not understand the item.

Round three

The round three questionnaire involved presenting
new items identified in round two for rating (as
described earlier), and re-presenting items that had
almost reached consensus in round two (see above).
Via the use of individualised surveys linked to a
unique code (see below), each participant was
provided with the group median and their previous
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score for re-presented items and were advised that
they could modify or retain their original score.

Round four

The final questionnaire for each panel involved asking
participants to select the five most influential
advantages (from those reaching consensus) to their
likelihood of using telehealth, and then to select the
top two from these five to give an indication of the
advantages that were most important to participants
in each panel. This twofold process was included to
assist participants in narrowing down the items. In
addition, they were asked to suggest solutions to the
disadvantages/barriers that had reached consensus
which were grouped thematically to reduce the
number of questions and maximise the likelihood that
participants would respond fully to each question.
Data from this round were analysed by calculating the
frequencies with which items were selected as one of a
participant’s top five or top two most influential, and
summarising solutions for the disadvantages/barriers
identified.

Results
Round one

Eleven professionals (panel A) and four family carers
(panel B) took part in round one. Ten panel A
participants (90.9%) and all panel B participants
indicated that they would be willing to use telehealth
for behavioural support, with the most common
methods being videoconferencing, email and
telephone.

Answers to open-ended questions were combined
and synthesised for each panel as described earlier.
For panel A, four conceptual categories were
identified relating to direct work (four subcategories:
assessments, intervention, monitoring and review,
and training), logistics (six subcategories: cost,
location, speed of contact, technology,
time/scheduling and travel), interpersonal factors
(four subcategories: communication, lack of
in-person contact, emotional implications and
rapport/relationship) and the wider context (four
subcategories: access, choice/preferences, ethics and
group collaboration). Further detail about these along
with summarised participant comments can be seen
in Table S1. For panel B, two categories were

identified relating to logistics (nine subcategories:
access, location, records, speed of support,
time/scheduling, travel, family burden, security,
technology) and support provided (eight
subcategories: communication, emotional
implications, quality of support, relationship,
professional skill, professional scope, relative’s
engagement, lack of in-person contact). Further detail
about these including summarised participant
comments can be seen in Table S2.

Based on responses in round one, a pool of 84
items (47 advantages, 37 disadvantages/barriers) were
identified for panel A, and 36 items (15 advantages, 21
disadvantages/barriers) were identified for panel B.

Rounds two and three

In rounds two and three, participants rated the pools
of advantages and disadvantages/barriers according to
how influential each item was in relation to their
likelihood of using telehealth for behavioural support.
Ten panel A participants took part in rounds two and
three, whilst five panel B participants took part in
round two, and three took part in round three.
Table 3 displays the number of items at each stage for
rounds two and three for both panels.

Across both rounds, 36 items reached consensus as
influential for panel A (26 advantages, 10
disadvantages/barriers) and 22 items reached
consensus for panel B (8 advantages, 14
disadvantages/barriers). Table 4 and Table 5 provide
an overview of the items achieving consensus in each
round for panels A and B respectively.

Round four

In round four, participants were asked to select the
top five advantages most influencing their likelihood
of using telehealth, and then to further select their top
two from these five. Ten panel A and four panel B
participants took part in round four. For panel A, the
joint items selected most frequently in the top five
were ‘increased convenience for family carers’ (n = 6)
and ‘reduced waiting times for support’ (z = 6), and
the item selected most frequently in the top two was
‘increased access to support for family carers who
cannot travel, live far away, or cannot leave home’

(n = 3). For panel B, the item selected most frequently
as one of the top five (n = 4) and as one of the top two
(n = 3) most influential was ‘less time wasted due to
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Table 3 Results of rounds two and three for both panels

Panel A Panel B

Round Two

Number of items presented 84 36

Items reaching consensus 19 16

New items identified 3 10

Items meeting criteria to be re-presented 16 3
Round Three

Number of items presented 19 13

Items reaching consensus 17 6

Total number of items reaching
consensus across both rounds

36 (26 advantages and
10 disadvantages/barriers)

22 (8 advantages and
14 disadvantages/barriers)

attending lengthy or ill-informed meetings’. The full
results for this stage of round four can be seen in
Tables S3 and S4.

In addition, participants were asked to suggest
potential solutions to the disadvantages/barriers that
had reached consensus, grouped conceptually as
outlined above. Table S5 gives an overview of the
solutions identified, and these are discussed further
below. A summary of the full results for each panel
(including an overview of the main solutions
identified to address the disadvantages/barriers) can
be seen in Figures 1 and 2.

Discussion

Consensus was reached on several items (36 for panel
A and 22 for panel B) representing advantages and
disadvantages/barriers for family carers of children
with IDD and professionals relating to the use of
telehealth for behavioural support. Notably, results
between panels varied considerably both in relation to
the types of items identified (i.e. advantages versus
disadvantages) and their content. Family carers
reached consensus on fewer items overall than
professionals, and on more disadvantages/barriers
than advantages, although all family carers indicated
that they would be willing to receive support via
telehealth suggesting that the critical issue is that
support should be provided in a way that mitigates
barriers. In contrast, professionals identified more
advantages than disadvantages/barriers, suggesting a
generally positive perception of the use of telehealth
for behavioural support in their professional practice.

This is an important finding, given evidence that
clinician acceptance is a key variable influencing
uptake of telehealth (Wade ez al. 2014).

The variation in content of items identified by the
two panels suggests that different elements of
telehealth may be important to different stakeholders,
although it may be the case that professionals were
also considering the impact on the families they
support when responding about advantages/barriers.
Both panels identified advantages relating to logistics
such as improved time/scheduling and reduced
waiting times, reflecting some of the benefits from the
use of telehealth cited in the literature (e.g. Lindgren
et al. 2016; Gajarawala & Pelkowski 2021; Madigan
et al. 2021). However, some differences also emerged
between panels. Professionals focused almost entirely
on logistics, additionally identifying reduced travel
and cost, improved access to the service, and aspects
of the technology itself (e.g. the ability to record
sessions). They also felt that the use of telehealth
would facilitate stakeholder involvement and
multidisciplinary work. In contrast, family carers
identified advantages relating to the nature of support
received such as being able to receive support more
quickly and in a manner that reduced disruption to
their relative’s routine, as well as being able to revisit
advice provided to them.

Considerable differences also emerged in the
disadvantages/barriers identified by both panels.
Here, professionals focused mainly on practicalities
such as difficulty delivering specific types of
intervention via telehealth and ethical issues relating
to data security or providing advice without meeting
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Enablers

Facilitating family carer /
client involvement

Access and scope of
support

Advantages of
technology

Logistics — travel, cost, /
efficiency
Facilitating multi-

disciplinary work

Figure 1. Model of enablers and barriers (with solutions) for panel A.

Enablers

Speed of support

Reduced disruption to relative’s
routine

Time—reduced waiting time, less
wasted time, ability to plan ahead

Ability to revisit advice
provided

Figure 2. Model of enablers and barriers (with solutions) for panel B.

represent a unique service delivery format for
participants (notwithstanding the impact of the
pandemic as described below).

The inclusion of both family carers and
professionals represents a particular advantage by
considering perspectives of both parties involved in
any future telehealth-based behavioural support
(although the inclusion of participants with IDD was
beyond the scope of the study and represents a
limitation as discussed below). As noted above, the

Barriers Solutions

® Modiy communication methods, be flexible

® Provide videos and daa to support communication
[—> ® Check family carer understanding

@ Seek feedback from family carers

® Support family carer communication, provide training

Communication
difficulties

® Trainothers
® Video modelling
[—— ® Review videos of implementation wzh feedback
® Supplementary in-person support
® Provide information about materials needed

Difficulty delivering
interventions

® involve others

® Mixof in-person and teleheath support

® Require higher burden of proof, use videos
T o Modty advie provided

® Bestinterest/MCA assessment

Ethical issues

® Develop skills in telehealth support

® Provide training, start with simple approaches

® Reassure families and demonstrate professional reliabilty
® Explain benefits
® Provide trial

Family carer confidence /

preference o Provide opportunty to talk to other family carers
® Mixof in-person and teleheath support
Barriers Solutions

Combine with in-person methods

Provide keyworker for family carers

Ensure professional knows client well

Ensure advice is provided by someone who is
trained

Develop royal College protocol for telehealth
Fit into family carer’s routine by identifying time
for telehealth each week

Additional work for family
carers

Change at policy level

Interactive methods enabling family carers to ask
Reduced quality of support f[——»  questions

Develop Royal College protocol for telehealth
Ensure family carers understand right to complain

Ensure professionals have training and experience
Ensure relatives are involved in team meetings
Combine with in-person support

Ensure there is a method for clients to feed back
to head office if there are issues

Professional practice issues—limited
influence, di i
lacking skills, not proactive

4
eoee

Combine telehealth with in-person support
Ensure professional knows client and trusts family
carer’s views / concerns

Ensure positive working relationship

Ensure telehealth only used when appropriate
Provide keyworker function

Use recordings of client / skype

Inability for professional to get
to know client

provision of behavioural services via telehealth differs
from the use of telehealth in other fields given that
support is required to be more collaborative and
facilitate knowledge and skills transfer, rather than
providing services directly to a focal person
(Tomlinson ez al. 2018; Ferguson et al. 2019;
Unholz-Bowden ez al. 2020). The finding that both
professionals in the field and family carers view
telehealth favourably is therefore particularly
significant.
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Consideration of advantages and barriers for
families is also particularly important, given that
unique factors may influence uptake within this
group. For example, as noted by participants in this
study, the ability to receive support in their own home
(minimising disruption to their relative) may be an
influential consideration for family carers given the
demands of their caregiving role. In contrast,
concerns raised by participants in this study about
professional conduct may represent unique barriers
for this group, particularly given that many families
may have previously had negative experiences of
support provided by professionals with significant
impact for them and their relative (e.g. Baker
et al. 2021). This study therefore provides insight into
the unique perspective of families, albeit the small
sample size represents a significant limitation as
discussed below.

Whilst this study evaluated prospective social
acceptability amongst stakeholders, previous studies
in this field (prior to the pandemic) have instead
focused on evaluating acceptability following delivery
of support via telehealth (e.g. Wacker ez al. 2013a;
Lindgren et al. 2016; Wacker et al. 2016). However,
similar findings are reported here to those in
retrospective evaluations of social acceptability. The
majority of participants in this study reported being
willing to use telehealth for behavioural support,
echoing findings in previous studies in which families
report they would recommend the use of telehealth
(e.g. Fisher er al. 2014). One participant in the
professional panel (representing 9.1% of the panel)
was unwilling to use telehealth (although all of the
participants in the family carer panel reported being
willing to use telehealth). This may suggest that there
is variability in willingness to use telehealth as in other
fields (e.g. Subramanian et al. 2004; Sanders
et al. 2012; Choi ez al. 2013; Gorst et al. 2014; Fischer
et al. 2020), although this conclusion remains
tentative as it is based on one participant only.
Concerns reported by participants in this study also
mirrored issues reported in retrospective evaluations
in the literature. For example, a number of authors
identify ethical issues as a concern for professionals
and difficulties delivering some interventions via
telehealth (e.g. Machalicek er al. 2010; Wacker
et al. 2013a, 2013b; Suess ez al. 2014; Fischer
et al. 2016; Barkaia er al. 2017), both of which were
highlighted here also.

However, there are also key differences between
this study and findings from retrospective evaluations
of the acceptability of the use of telehealth for
behavioural support. Technical difficulties have often
been reported in the literature (e.g. Machalicek
et al. 2009; Hay-Hansson & Eldevik 2013; Alnemary
et al. 2015; Barkaia et al. 2017) but were not identified
here by either panel. Whilst this may reflect a genuine
lack of concern about potential technical difficulties,
it may also represent participants’ limited experience
with the use of sophisticated technology for this
purpose. Only half of participants in this study had
experience of telehealth and this was often via email
or telephone which may be less prone to technical
difficulties. In addition, although some studies report
reduced costs for behavioural professionals (Lindgren
et al. 2016; Boydston er al. 2022), a variable also
identified as important by participants in this study,
one study (Lindgren et al. 2016) found increased costs
for families as a result of equipment requirements.
This was not considered by participants in this study.
Many of the key variables identified by participants in
this study (e.g. facilitating stakeholder involvement,
communication difficulties and concerns about the
quality of support) have not been mentioned in other
studies in this field, likely reflecting the exploration of
prospective rather than retrospective use of telehealth
here and possibly increased acceptance of technology
over time as technology use becomes more
widespread. These findings therefore provide a
valuable perspective on the social acceptability of the
use of telehealth for behavioural support and variables
likely to influence stakeholder acceptance and uptake.

It is important to note that data reported here were
collected prior to the coronavirus pandemic. During
the pandemic, telehealth was adopted at speed within
all fields, including behavioural support (e.g. Crockett
et al. 2020), meaning that both professionals and
family carers are likely to now have experience of the
use of telehealth for behavioural support. It remains
to be seen whether the use of telehealth within the
field will continue at this rate post-pandemic.
However, the findings reported here are likely to be
valuable in enabling practitioners to consider key
factors that may influence the uptake and usability of
telehealth for family carers whom they support,
particularly where use of telehealth for service delivery
is offered as a choice (rather than a necessity, as was
the case at the height of the pandemic). Furthermore,
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even with the increase in research activity relating to
telehealth during the pandemic, this remains the only
study known to the authors to examine perspectives of
the use of telehealth for behavioural support
(provided to family carers) prior to this having been
provided.

Limitations and directions for future research

Some key methodological limitations should be
considered when interpreting results. Firstly, the
representativeness of panel B (family carers) is limited
for a number of reasons. Whilst the sample size for
both panels was small, this was more pronounced for
panel B due to difficulties in recruitment and
participant non-completion of questionnaires.
Caution is therefore required in interpreting the
results, particularly from panel B, and the findings
here should be considered exploratory only. Akins

et al. (2005) recommend calculating the necessary
sample size for each Delphi study which was not
possible here, although they cite varying sample sizes
from 10-100 suggesting the sample size of panel A is
within acceptable limits. Additionally, whilst the use
of an online questionnaire had advantages (e.g. ease
of completion), it likely also increased difficulty for
participants in identifying protected time to complete
questionnaires or remembering to check their email,
contributing to participant attrition across rounds. As
participation was anonymous, it was not possible to
send targeted reminders to non-completers (although
general reminders were sent to all participants). The
representativeness of the family carer panel was also
limited as most were family carers of children who
had recently received behavioural support. Future
research with family carers is therefore warranted to
confirm the findings here with a larger, more
representative sample. It was also not possible within
the scope of the study to consult people with IDD
directly about their views of their family carers
receiving support about their behaviour via telehealth.
Future studies could usefully explore this to ensure
that social validity is considered from the perspective
of all stakeholders.

Secondly, the study was advertised and conducted
solely via technology. This may mean that
participants were familiar with and accepting of
technology, resulting in a skewed sample of
participants who were willing to use technology in

their everyday lives and potentially also willing to use
technology for behavioural support. Whilst the use of
technology for the study was necessary to facilitate
recruitment, future studies should aim to involve
participants with variable experience of technology
and consider avoiding the use of technology for
questionnaire completion. Thirdly, the definition of
telehealth used in the study was broad, including
technology which is used regularly in everyday life
(e.g. telephone and email) and which most
participants had used in the past, potentially
increasing the likelihood that participants would be
willing to use this technology for behavioural support.
Despite this, participants indicated that they would
also be willing to use more advanced forms of
technology (e.g. videoconferencing).

Fourthly, although participants were asked about
their willingness to use telehealth, this was not
validated through subsequent behavioural checks,
and it is therefore possible that willingness may not
align with actual uptake. Furthermore, given the
relative scarcity of behavioural expertise in the United
Kingdom and changed practices following the pan-
demic, it is unclear whether family carers would have
a genuine choice between telehealth and in-person
support in practice. Favourable perspectives may
therefore represent participants’ willingness to accept
any form of behavioural support. Similarly, profes-
sionals may be aware of these issues and therefore
more open to ways of overcoming them in their pro-
fessional practice. Future studies could usefully ex-
amine uptake of telehealth when offered as a genuine
alternative to in-person support. Finally, as noted
above, data collection occurred prior to the corona-
virus pandemic, reflecting perceptions of telehealth
when this was used infrequently. Given the role of
telehealth in the pandemic, it is likely that participants
would now have greater experience with telehealth
both generally and in relation to behavioural support.
Future studies could usefully replicate methodology
here and explore the impact of the pandemic on
stakeholders’ decisions about service delivery method
and uptake post-pandemic.

Practice recommendations

Despite limitations, it is possible to make some
preliminary recommendations for practitioners to
increase the utility and acceptance of telehealth
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support. These recommendations reflect solutions
identified by both panels to overcome some of the
barriers identified, and therefore may increase the
likelihood of telehealth support being utilised by
professionals and family carers (although this point
will require empirical validation). However, it is
important to note that these recommendations are
based on perceptions from a small number of
participants with data collected before the pandemic.
They therefore remain tentative, requiring validation
with larger, more representative stakeholder groups
and additional consideration of the impact of the
pandemic on stakeholder perceptions. Nevertheless,
these recommendations are particularly relevant in
the context of the pandemic as telehealth was adopted
speedily and on a mass scale with a relative lack of
support from industry specific guidance and
local/national policy. As a result, the importance of
studies such as this which generate tentative
guidelines relating to the use of telehealth, and of the
development of local and national policy governing
telehealth use cannot be overstated. The following
recommendations are made:

1 Consider combining telehealth with in-person
support. This may be particularly important for
individuals who are hesitant about the use of tele-
health or for complex cases which require greater
oversight. This may also facilitate rapport.

2 Incorporate video technologies. Participants sug-
gested this may facilitate consistency in the imple-
mentation of interventions, enable practitioners
to provide feedback and training, and facilitate
rapport.

3 Take advantage of the opportunity to involve
multiple stakeholders. Participants felt that in-
volving additional individuals (e.g. other profes-
sionals, others who know the focal person well)
would supplement support and protect against
some of the potential disadvantages of telehealth.
In addition, participants reported that telehealth
can facilitate training with multiple stakeholders
and multidisciplinary working.

4 Consider client perspectives and confidence. Par-
ticipants highlighted that this is likely to be a bar-
rier to the use of telehealth and therefore
professionals should consider providing training
for family carers in using the technology, seek
feedback both formally and informally from

clients, and respect client preference. Further-
more, professionals are likely to benefit from
training relating to the use of telehealth linked to
the barriers identified in this study (e.g. training
focused on facilitating effective communication
via telehealth, sensitively seeking client feedback
etc.).

5 Develop guidelines for the use of telehealth. Fam-
ily carers felt that guidelines should be developed
by national regulatory bodies. General guidelines
have been published during the coronavirus pan-
demic for various audiences (e.g. Royal College
of Speech and Language Therapists 2020) but
there is still no national regulatory framework for
the use of telehealth in the United Kingdom or
guidance relating specifically to behavioural sup-
port services. In addition, local guidance will also
be useful to specify what clients can expect from a
telehealth service and ensure that all aspects of
service delivery conform to frameworks outlining
good practice. Guidelines should describe tech-
nology requirements, ethical considerations, pro-
cedures for telehealth meetings, and feedback
mechanisms for clients.

6 Ensure that telehealth is part of a wider service
package that enables families and professionals
to choose the most appropriate delivery format
for support. Family carers expressed concern that
telehealth may be used to avoid offering alterna-
tive support in-person. It is therefore important
for services to consider their motives for the use
of telehealth and ensure it is part of a service pack-
age that can be utilised when appropriate as di-
rected by the unique needs of each family.
Services should discuss telehealth with potential
clients ensuring that the rationale, potential bene-
fits, and potential disadvantages/risks are de-
scribed, with clients able to make an informed
choice about the use of telehealth. Whilst some
services may not be able to offer alternative sup-
port in-person, robust referral mechanisms can
ensure that clients who do not wish to use tele-
health can still receive support.

In addition to these guidelines, other authors have
provided further suggestions including those relating
to technological requirements or ethical
considerations for telehealth-based behavioural
support (Lee et al. 2015; Wacker er al. 2016; Pollard
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et al. 2017; Romani & Schieltz 2017; Rios ez al. 2018;
Baumes er al. 2020; Rodriguez 2020; Araiba &

Coli¢ 2022) which should also be consulted by
practitioners prior to adopting telehealth within their
practice.

Acknowledgements

There are no acknowledgements for this work.

Funding information

No funding was received for this work.

Conflict of interest

The authors declare no conflicts of interest in relation
to this work.

Ethics statement

Ethical approval for the study was obtained from the
researchers’ institutional ethical review committee on
13 April 2017.

Data availability statement

Research data are not shared.

References

Adler M. & Ziglio E. (1996) Gazing into the oracle: The delphi
method and its application to social policy and public health.
Jessica Kingsley Publishers.

Akins R. B., Tolson H. & Cole B. R. (2005) Stability of
response characteristics of a delphi panel: Application of
bootstrap data expansion. BMC Medical Research
Methodology 5, 37—49.

Alnemary F. M., Wallace M., Symon J. B. G. & Barry L. M.
(2015) Using international videoconferencing to provide
staff training on functional behavioral assessment.
Behawvioral Interventions 30, 73—86.

Araiba S. & Coli¢ M. (2022) Preliminary practice
recommendations for telehealth direct applied behavior
analysis services with children with autism. Journal of
Behavioral Education, [Advance online publication], 1-35.

Baker P., Cooper V., Tsang W., Garnett I. & Blackman N.
(2021) A survey of complex trauma in families who have
children and adults who have a learning disability and/or
autism. Advances in Mental Health and Intellectual
Disabilities 15, 222—-39.

Barkaia A., Stokes T. F. & Mikiashvili T. (2017)
Intercontinental telehealth coaching of therapists to
improve verbalizations by children with autism. Fournal of
Applied Behavior Analysis 50, 582—9.

Baumes A., Coli¢ M. & Araiba S. (2020) Comparison of
telehealth-related ethics and guidelines and a checklist for
ethical decision making in the midst of the COVID-19
pandemic. Behavior Analysis in Practice 13, 736—47.

Boutain A. R., Sheldon J. B. & Sherman J. A. (2020)
Evaluation of a telehealth parent training program in
teaching self-care skills to children with autism. Journal of
Applied Behavior Analysis §3, 1259—75.

Boydston P., Redner R. & Wold K. (2022) Examination of a
telehealth-based parent training program in rural or
underserved areas for families impacted by autism.
Behavior Analysis in Practice 2022, 1-17.

Brewster L., Mountain G., Wessels B., Kelly C. & Hawley
M. (2014) Factors affecting front line staff acceptance of
telehealth technologies: A mixed-method systematic
review. Journal of Advanced Nursing 70, 21-33.

Choi N. G., Wilson N. L., Sirrianni L., Marinucci M. L. &
Hegel M. T. (2013) Acceptance of home-based telehealth
problem-solving therapy for depressed, low-income
homebound older adults: Qualitative interviews with the
participants and aging-service case managers. The
Gerontologist 54, 704—13.

Collier A., Morgan D. D., Swetenham K., To T. H.,
Currow D. C. & Tieman J. J. (2016) Implementation of a
pilot telehealth programme in community palliative care:
A qualitative study of clinicians’ perspectives. Palliative
Medicine 30, 409-17.

Crockett J. L., Becraft J. L., Phillips S. T., Wakeman M. &
Cataldo M. F. (2020) Rapid conversion from clinic to
telehealth behavioral services during the COVID-19
pandemic. Behavior Analysis in Practice 13, 725-35.

Diamond I. R., Grant R. C., Feldman B. M., Pencharz P.
B., Ling S. C., Moore A. M. et al. (2014) Defining
consensus: A systematic review recommends
methodologic criteria for reporting of delphi studies.
Fournal of Clinical Epidemiology 67, 401—9.

Ferguson J., Craig E. A. & Dounavi K. (2019) Telehealth as
a model for providing behaviour analytic interventions to
individuals with autism spectrum disorder: A systematic
review. Journal of Autism and Developmental Disorders 49,
582—-616.

Fischer A. J., Dart E. H., Radley K. C., Richardson D.,
Clark R. & Wimberly J. (2016) An evaluation of the
effectiveness and acceptability of teleconsultation. Fournal
of Educational and Psychological Consultation 27, 437-58.

Fischer S. H., Ray K. N., Mehrotra A., Bloom E. L. &
Uscher-Pines L. (2020) Prevalence and characteristics of
telehealth utilization in the united states. FAMA Network
Open 3, €2022302.

Fisher W. W., Luczynski K. C., Hood S. A., Lesser A. D.,
Machado M. A. & Piazza C. C. (2014) Preliminary
findings of a randomized clinical trial of a virtual training

© 2023 The Authors. Journal of Intellectual Disability Research published by MENCAP and International Association of the
Scientific Study of Intellectual and Developmental Disabilities and John Wiley & Sons Ltd.

85U8017 SUOWILIOD BAea.D 8|qedt(dde au Ag pausenob 8 Sa e YO ‘SN JO S3INJ 0 Afeiq) 8ULUO 48] UO (SUONIPUCD-PUR-SLUIB}LI0D" A8 1M AReq [l |UO//SAIY) SUO HIPUOD pUe SWB | 84} 89S *[£202/€0/ST] UO AReiqiT8ulluo A8|IM ‘1881 Aq 920ET 41 [TTTT OT/I0p/Woo A3 | 1M AReiq 1 puluo//Sdiy Wwoly pepeojumoq ‘0 ‘88.2S9ET



Journal of Intellectual Disability Research

VOLUME PART 2023

program for applied behavior analysis technicians.
Research in Autism Spectrum Disorders 8, 1044—54.

Gajarawala S. N. & Pelkowski J. N. (2021) Telehealth
benefits and barriers. The Journal for Nurse Practitioners 17,
218-2I.

Gibson J. L., Pennington R. C., Stenhoff D. M. & Hopper J.
S. (2010) Using desktop videoconferencing to deliver
interventions to a preschool student with autism. Topics in
Early Childhood Special Education 29, 214—25.

Gordon H. S., Solanki P., Bokhour B. G. & Gopal R. K.
(2020) “I’m not feeling like i’m part of the conversation”
patients’ perspectives on communicating in clinical video
telehealth visits. Journal of General Internal Medicine 35,
1751-8.

Gorst S. L., Armitage C. J., Brownsell S. & Hawley M. S.
(2014) Home telehealth uptake and continued use among
heart failure and chronic obstructive pulmonary disease
patients: A systematic review. Annals of Behavioral
Medicine 48, 323-36.

Halvorsrud K., Flynn D., Ford G. A., McMeekin P., Bhalla
A., Balami J. et al. (2018) A delphi study and ranking
exercise to support commissioning services: Future
delivery of thrombectomy services in england. BMC
Health Services Research 18, 135.

Hay-Hansson A. W. & Eldevik S. (2013) Training discrete
trials teaching skills using videoconference. Research in
Autism Spectrum Disorders 7, 1300-9.

Hilty D. M., Luo J. S., Morache C., Marcelo D. A. &
Nesbitt T. S. (2002) Telepsychiatry: An overview for
psychiatrists. CNS Drugs 16, 527—48.

Kobus, J., & Westner, M. (2016). Ranking-type delphi
studies in IS research: Step-by-step guide and analytical
extension. Paper presented at the IADIS International
Conference on Information Systems, 28—38.

Lee J. F., Schieltz K. M., Suess A. N., Wacker D. P.,
Romani P. W., Lindgren S. D. et al. (2015) Guidelines for
developing telehealth services and troubleshooting
problems with telehealth technology when coaching
parents to conduct functional analyses and functional
communication training in their homes. Behavior Analysis
in Practice 8, 190—200.

Lindgren S., Wacker D., Suess A., Schieltz K., Pelzel K.,
Kopelman T. et al. (2016) Telehealth and autism:
Treating challenging behavior at lower cost. Pediatrics 137,
S167-75.

Linstone H. A. & Turoff M. (1975) The delphi method.
Addison-Wesley.

Machalicek W., O’Reilly M., Chan J. M., Lang R., Rispoli
M., Davis T. et al. (2009) Using videoconferencing to
conduct functional analysis of challenging behavior and
develop classroom behavioral support plans for students
with autism. Education and Training in Developmental
Disabilities 44, 207-17. Available at: http://daddcec.org/
Publications/ETADD]Journal.aspx

Machalicek W., O’Reilly M. F., Rispoli M., Davis T., Lang
R., Franco J. H. ez al. (2010) Training teachers to assess

the challenging behaviors of students with autism using
video tele-conferencing. Education and Training in Autism
and Developmental Disabilities 45, 203—15. Available at:
http://daddcec.org/Publications/ ETADD]Journal.aspx

Madigan S., Racine N., Cooke J. E. & Korczak D. J. (2021)
COVID-19 and telemental health: Benefits, challenges,
and future directions. Canadian Psychology/Psychologie
Canadienne 62, 5—11.

Nickelson D. W. (1998) Telehealth and the evolving health
care system: Strategic opportunities for professional
psychology. Professional Psychology: Research and Practice
29, 527-35.

Pollard J. S., Karimi K. A. & Ficcaglia M. B. (2017) Ethical
considerations in the design and implementation of a
telehealth service delivery model. Behavior Analysis:
Research and Practice 17, 298—311.

Rios D., Kazemi E. & Peterson S. M. (2018) Best practices
and considerations for effective service provision via
remote technology. Behavior Analysis: Research and
Practice 18, 277-87.

Rodriguez K. A. (2020) Maintaining treatment integrity in
the face of crisis: A treatment selection model for
transitioning direct ABA services to telehealth. Behavior
Analysis in Practice 13, 291-8.

Romani P. W. & Schieltz K. M. (2017) Ethical
considerations when delivering behavior analytic services
for problem behavior via telehealth. Behavior Analysis:
Research and Practice 17, 312—24.

Royal College of Speech and Language Therapists. (2020).
Telehealth guidance. Available at: https:/www.rcslt.org/
members/delivering-quality-services/telehealth/telehealth-
guidance/#section-1

Sanders C., Rogers A., Bowen R., Bower P., Hirani S.,
Cartwright M. ez al. (2012) Exploring barriers to
participation and adoption of telehealth and telecare
within the whole system demonstrator trial: A qualitative
study. BMC Health Services Research 12, 220-32.

Schieltz K. M. & Wacker D. P. (2020) Functional
assessment and function-based treatment delivered via
telehealth: A brief summary. Journal of Applied Behavior
Analysis §3, 1242—58.

Subramanian U., Hopp F., Lowery J., Woodbridge P. &
Smith D. (2004) Research in home-care telemedicine:
Challenges in patient recruitment. 7elemedicine Journal
and E-Health 10, 155-61.

Suess A. N., Romani P. W., Wacker D. P., Dyson S. M.,
Kuhle J. L., Lee J. F. et al. (2014) Evaluating the treatment
fidelity of parents who conduct in-home functional
communication training with coaching via telehealth.
Fournal of Behavioral Education 23, 34—59.

Swinton J. J., Robinson W. D. & Bischoff R. J. (2009)
Telehealth and rural depression: Physician and patient
perspectives. Families, Systems & Health 27, 172-82.

Taylor J., Coates E., Brewster L., Mountain G., Wessels B.
& Hawley M. S. (2015) Examining the use of telehealth in
community nursing: Identifying the factors affecting

© 2023 The Authors. Journal of Intellectual Disability Research published by MENCAP and International Association of the

Scientific Study of Intellectual and Developmental Disabilities and John Wiley & Sons Ltd.

85U8017 SUOWILIOD BAea.D 8|qedt(dde au Ag pausenob 8 Sa e YO ‘SN JO S3INJ 0 Afeiq) 8ULUO 48] UO (SUONIPUCD-PUR-SLUIB}LI0D" A8 1M AReq [l |UO//SAIY) SUO HIPUOD pUe SWB | 84} 89S *[£202/€0/ST] UO AReiqiT8ulluo A8|IM ‘1881 Aq 920ET 41 [TTTT OT/I0p/Woo A3 | 1M AReiq 1 puluo//Sdiy Wwoly pepeojumoq ‘0 ‘88.2S9ET


http://daddcec.org/Publications/ETADDJournal.aspx
http://daddcec.org/Publications/ETADDJournal.aspx
http://daddcec.org/Publications/ETADDJournal.aspx
https://www.rcslt.org/members/delivering-quality-services/telehealth/telehealth-guidance/#section-1
https://www.rcslt.org/members/delivering-quality-services/telehealth/telehealth-guidance/#section-1
https://www.rcslt.org/members/delivering-quality-services/telehealth/telehealth-guidance/#section-1

Journal of Intellectual Disability Research

VOLUME PART 2023

frontline staff acceptance and telehealth adoption. Fournal
of Advanced Nursing 71, 326-37.

Tomlinson S. R. L., Gore N. & McGill P. (2018) Training
individuals to implement applied behavior analytic
procedures via telehealth: A systematic review of the
literature. Journal of Behavioral Education 27, 172—222.

Tsami L., Lerman D. & Toper-Korkmaz O. (2019)
Effectiveness and acceptability of parent training via
telehealth among families around the world. Journal of
Applied Behavior Analysis §2, 1113—29.

Unholz-Bowden E., McComas J. J., McMaster K. L., Girtler
S. N., Kolb R. L. & Shipchandler A. (2020) Caregiver
training via telehealth on behavioral procedures: A
systematic review. Journal of Behavioral Education 29,
246-81.

Wacker D. P., Lee J. F., Dalmau Y. C. P., Kopelman T. G.,
Lindgren S. D., Kuhle J. ez al. (2013a) Conducting
functional communication training via telehealth to
reduce the problem behavior of young children with
autism. Journal of Developmental and Physical Disabilities
25, 35-48.

Wacker D. P., Lee J. F., Dalmau Y. C. P., Kopelman T. G.,
Lindgren S. D., Kuhle J. ez al. (2013b) Conducting
functional analyses of problem behavior via telehealth.
Fournal of Applied Behavior Analysis 46, 31—46.

Wacker D. P., Schieltz K. M., Suess A. N., Romani P. W.,
Dalmau Y. C. P., Kopelman T. G. ez al. (2016)
Telehealth. In: Handbook of evidence-based practices in
intellectual and developmental disabilities (ed. N. N. Singh),
pp. 585—613. Springer.

Wade V. A., Eliott J. A. & Hiller J. E. (2014) Clinician
acceptance is the key factor for sustainable telehealth
services. Qualitative Health Research 24, 682—94.

Ziglio E. (1996) The Delphi method and its contribution to
decision making. In: Gazing into the oracle: The delphi
method and its application to social policy and public health
(eds M. Adler & E. Ziglio), pp. 3—33. Jessica Kingsley
Publishers.

Accepted 22 February 2023

Supporting Information

Additional Supporting Information may be found
online in the supporting information tab for this
article.

Table S1. Conceptual Categories and Subcategories
Identified in Round One Responses for Panel A and
Summarised Comments Made by Participants
Table S2. Conceptual Categories and Subcategories
Identified as Part of Round One by Panel B Partici-
pants and Specific Comments Made by Participants
Table S3. Advantages Selected by Panel Members in
Panel A as Their Top Five or Top Two Most
Influential

Table S4. Advantages Selected as Panel Members’
Top Five or Top Two Most Influential by Panel B
Table S5. Solutions Suggested for the Disadvantages/
Barriers Identified by Each Panel as Part of Round Four

© 2023 The Authors. Journal of Intellectual Disability Research published by MENCAP and International Association of the

Scientific Study of Intellectual and Developmental Disabilities and John Wiley & Sons Ltd.

85U8017 SUOWILIOD BAea.D 8|qedt(dde au Ag pausenob 8 Sa e YO ‘SN JO S3INJ 0 Afeiq) 8ULUO 48] UO (SUONIPUCD-PUR-SLUIB}LI0D" A8 1M AReq [l |UO//SAIY) SUO HIPUOD pUe SWB | 84} 89S *[£202/€0/ST] UO AReiqiT8ulluo A8|IM ‘1881 Aq 920ET 41 [TTTT OT/I0p/Woo A3 | 1M AReiq 1 puluo//Sdiy Wwoly pepeojumoq ‘0 ‘88.2S9ET



