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Abstract

Background: Deemed as non-essential businesses that were subject to disrupted services during the COVID-19 pandemic, the
extent of the use of telehealth within the global respite care industry to provide for continuity of community care is unknown.

Objective: This study aimed to assess global pre and post-onset COVID-19 telehealth use among respite care providers (RCPs)
and to explore adult day care (ADC) provider attitudes and opinions toward the provision of educational services viatelehealth to
caregivers of persons with Alzheimer’s disease and related dementias (ADRD).

Methods: An online global survey was purposefully developed and electronically disseminated among 2,817 RCPs. Response
data were grouped by ADC-ADRD and ‘ Other’ respite care facility type and analyzed using descriptive statistics and a thematic
framework analysis for open-ended responses. Fisher’s Exact, Chi-square, or McNemar tests with logistic regression were used
as appropriate for statistical analyses. Data were collected between September 1st to October 14th, 2020.

Results: Sixty-four RCPs responded to the survey, representing 5 countries across 3 continents. 32.8% (21/64) of respondents
were ADC-ADRD providers and 67.2% (43/64) provided ‘ Other’ types of respite care. Comparative pre/post-onset COVID-19
data evidence a significant increase in both the technological capacity and use of telehealth among al provider types (P <.001).
Among ADC-ADRD providers, 71.4% expressed interested in exploring the use of telehealth to provide educational caregiver
programming and 60% of those expressing no interest would change their decision if these services were reimbursable.
Perceived barriers to telehealth adoption included: low clientele computer literacy (65.1%), lack of clientele internet access
(63.5%), and lack of clientele interest and uptake (60.3%). Confidence in adoption was high among ADC-ADRD providers
(76.2%). 85.7% of ADC-ADRD opined that telehealth would have a ‘significant’ or ‘profound’ impact in the delivery of
educational support servicesto caregiversin the next 10 years.

Conclusions: There has been an increased use of telehealth within the respite care industry since the onset of the COVID-19
pandemic. While perceived barriers to adoption exist, there is strong interest in exploring the long-term use of this type of
technology to deliver educational support services to caregivers among all provider types, including ADC-ADRD providers.
With an increasingly aging global population, culturally relevant and evidence-based curricula to support provider use and
interest in telehealth should be a priority focus area for international funding agencies and researchers. In non-government
funded respite care delivery systems, ADC-ADRD provider reimbursement may encourage provider investment in telehealth
technology and expand remote access to specialized caregiver educational support services.
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Original Paper

Title: A pre and post COVID-19 global assessment of telehealth use within the respite care
industry: A quantitative study

Background

Declared a global pandemic in March 2020 [1] and in the absence of readily available vaccines, the
international community’s general response to mitigate transmission and spreading of the SARS-
CoV-2 coronavirus (COVID-19) can be summarized as a collection of policies and guidelines
engineered to intervene at the individual, local, and national, and international levels.[2] Measures
implemented at the individual level included recommendations for frequent personal handwashing
and surface sanitization, practicing social distancing when in public, mandating face mask covering,
shielding or sheltering-in-place, and physically quarantining. Community-level measures employed
included restrictions on social gatherings and local travel, lockdowns, and curfews under penalty of
law, the installation of mass testing centers, and the use of contact tracing. National and international
levels measures included the closure and/or reduced operations of publicly funded agencies and of
other businesses that were viewed as either to be non-essential and/or that posed as a perceived
increased risk to public health, closed borders, and foreign travel bans, respectively.

At the height of the pandemic, when considered by many nations as non-essential businesses that
provided ancillary social support services in the community among vulnerable populations
(predominantly the elderly) with underlying chronic medical conditions that posed increase
significant risk of hospitalization and death [3], currently published literature on the effects of
enacted national COVID-19 mitigation policies within the global respite care industry is limited in
terms of both the number of studies that have been conducted and their immediate focus on the
caregiver and/or the client rather than on the industry itself. Recent studies have reported findings of
increased feelings of caregiver loneliness [4], burden, anxiety, and depression that negatively
impacted their quality of life. [5-8] In these same studies, the effects of COVID-19 on the industry
are anecdotal at best with generalized reports of disruptions to the provision of services due to
widespread facility closures and/or the cessation/modification of operations limiting access to care.

Individuals of all ages with disabilities, chronic health issues or frailty rely on unpaid in-home
caregiving from relatives or friends to perform various activities of daily living (ADL); and an
accurate global estimate for the number of unpaid carers is difficult to obtain. In the US alone, there
are an estimated 53.0 million unpaid family caregivers providing care to someone who is ill,
disabled, or aged.[9] In Europe, derived data estimates from the European Quality of Life Survey
(2016) are as high as 100 million[10]; while in Australia there are approximately 2.7 unpaid
caregivers.[11] National support systems geared towards unpaid caregivers vary from country to
country; they range from no support to adopted policies for financial allowances, flexible work
schedules, compassionate leave, tax incentives, and the provision of government subsidized or fully
funded community-based programs such as emergency, in-home, residential and short-term respite
services.[10]

Under bourgeoning strain to effectively manage public health resources that were often overwhelmed
by high incidence rates of COVID-19 related hospitalizations, one well described, often subsidized
[12, 13], and encouraged strategy within the international community was to employ the use of
telehealth to perform virtual patient medical health care visits.[14] While not new, telehealth has
shown to be a readily available tool for nations to combat the pandemic while maintaining social
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distancing and providing access to and continuity of care across diverse patient populations and in
multiple health and social settings.[15] Currently, the extent of the use of telehealth technology by
respite care providers (RCP) during the pandemic while complying with national policies and
providing for continuity of care to families is relatively unknown, as is the long-term role that
telehealth will ultimately have in this industry.

The primary objective of this study was to assess the global use of telehealth by RCP pre- and post-
onset of the COVID-19 pandemic. A secondary exploratory aim was to explore adult day care (ADC)
Alzheimer’s Disease and related dementias (ADRD) provider attitudes, opinions, and perceived
barriers toward the implementation and use of telehealth in providing remote individualized
educational support services to caregivers in the home. This secondary aim furthers the feasibility
aim of a larger parent randomized controlled trial (RCT) to assess the efficacy of a telehealth-based
train-the-trainer mealtime intervention (Partners at Meals [PAM]) delivered by ADC respite center
volunteers to caregivers of persons with ADRD to improve nutritional outcomes and quality of life.
The PAM study protocol is more fully described elsewhere in literature.[16]

Methods

Survey Design

A 34-item survey (available as supplementary data) with six main components was designed by the
researchers. These components addressed: 1) Agency/organizational and facility characteristics; 2 &
3) Pre and post COVID-19 provider capability and use of telehealth; 4 & 5) Perceived provider
barriers and adoption confidence in the implementation and provision of telehealth educational
support services to families; and 6) Provider interest, attitudes, and opinions towards the use of
telehealth in providing educational support services to caregivers. The survey was refined by a
certified gerontological respite care expert and pilot tested for face validity and clarity among two
ADC-ADRD facility Directors. All recommended changes were incorporated into the final version
prior to Institutional Review Board (IRB) approval and dissemination. Telehealth was defined as
“any face-to-face interaction with families delivered via the internet whether by smartphone or
computer”. Time to complete the survey was estimated at 10-15 minutes.

Survey Participants and Distribution

The opportunity to participate in the study was globally distributed by direct RCP email survey
invitation, as well as electronically disseminated through two US respite provider networks via e-
newsletter and social media. Individual facility contact email addresses were compiled from publicly
available online national listings of RCP agencies/organizations. Agencies/organizations could
operate one or multiple type of facilities. In total, 2,817 direct survey email invitations were sent.
2,697 were from the US. In addition, and in an effort to increase geographical representation, 30
ADRD RCP agencies from each of Canada, U.K., Australia, and New Zealand were randomly
selected and directly sent email invitations.

Data Collection and Management

Data were collected and managed through Research Electronic Data Capture (REDCap).[17] Emails
were masked to prevent linking identifiers and to protect the respondent’s privacy. Automated survey
reminders were sent bi-weekly over a six-week data collection period. Individuals that contacted the
researchers expressing disinterest in study participation were removed from the survey invitation
process. Data were collected over a 6-week period from September 1 — October 14, 2020.

Statistical Analysis
Returned data were first grouped by ADC facility type serving ADRD clients and all ‘Other’ (non-
ADC ADRD) respite care facility types, described by country of origin and organizational
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characteristic, and then analyzed using descriptive statistics. The ‘Other’ category contained persons
with dementia (PWD) but that were not served in ADC settings and vice versa. Descriptive statistics
are reported as means and standard deviations, medians, and interquartile ranges [Q1, Q3] or
frequencies and percentage, and statistical testing for differences by group were performed using Chi
Square Tests, Fisher’s Exact Tests, Student’s t-tests, and Wilcoxon Rank Sum tests as appropriate.
Open-ended responses were analyzed using a thematic framework approach and assessed by group
using logistic regression for repeated measures and McNemar’s Exact Tests to test for overall
differences in paired pre/post COVID-19 responses. All analyses were conducted using SAS version
9.4 (SAS Institute, Cary, NC USA). P-values <.05 were considered statistically significant.

Results

Respite Care Organization, Facility, and Respondent Characteristics

A total of 64 surveys were returned from 2,817 survey invitations (2.3% response rate), representing
organizations from 5 different countries (USA n=59, Australia n=1, New Zealand n=1, UK n=1,
Canada n=1, and unknown n=1) across 3 continents (Figure 1).

Figure 1. Geographical distribution of survey respondents by continent’
' Country data was returned missing from one (1) respondent

Overall (Table 1), RCP organizational ownership types were classified as 59.4% not-for profit, 25%
for-profit, 12.5% sole proprietorship, and 3.1% as Other. RCPs could self-describe operating
multiple facility types serving multiple populations. Facility types and population served varied with
60.9% offering in-home care, 42.2% adult day services, 25% residential care, 10.9% emergency
respite care and 17.2% other. 85.9% of RCPs served client populations with Seniors, 78.1% Adults,
45.3% Young Adults, 31.3% Adolescents, 26.6% Pediatrics, and 12.5% Infants. The top 3 conditions
served were 75% Alzheimer's disease or related dementias, 60.9% chronic health conditions/aging in
place, and 53.1% intellectual or developmental delay. The mean number of years in operation was
17.6 years (sd= 13.6 years), serving a median of 30 families annually [IQR 10, 80] from 30.2%
urban, 27% urban cluster, 9% rural, and 33.3% in some combination of geographical areas. 76.6% of
respondents self-identified as an organizational administrator, or a respite care agency director,
supervisor, and/or facility program manager. Between groups comparisons revealed that 32.8% of
respondents provided ADC-ADRD respite care and 67.2% provided Other types of respite care.
Expected significant differences from group classification were observed, and was also noted for the
receipt of funds from Donations, Charities, and Foundations, with ADC ADRDs utilizing this
mechanism more than Other RCP types (P=.002).

Table 1. Summary of respite care organization, facility, and survey respondent characteristics

ADC-ADRD Other Respite

Agency/Organizational Characteristics ?:?;?;l P:;?‘(/;z ;r P:;?‘(I:: c)er P-value
Organizational type, n, (%) .01
Individual sole proprietor 8 (12) 0 8 (18.6)
For profit organization 16 (25) 3(14.3) 13 (30.2)
Not for profit 38 (59.4) 18 (85.7) 20 (46.5)
Other 2(3.1) 0 2(4.7)
Facility type(s), n, (%)*
In-home 39 (60.9) 8 (38.1) 31(72.1) .009
Adult Day Care 27 (42.2) 21 (100) 6 (14.0) NA
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Residential Care 16 (25.0) 6 (28.6) 10 (23.3) 0.64
Emergency Respite Care 7 (10.9) 2(9.5) 5(11.6) 1.0
Other 11 (17.2) 5(23.8) 6 (14.9) 33
Funding source(s), n, (%)*
Public funds 40 (62.5) 11 (52.4) 29 (67.4) .24
Private Insurance 14 (21.9) 5(23.8) 9 (20.9) 24
Private pay by families 47 (73.4) 18 (85.7) 29 (67.4) .07
Unfunded or use of volunteers 8 (12.5) 4(19.1) 4(9.3) 42
Donations, Charities, Foundations 25(39.1) 14 (66.7) 11 (25.6) .002
Population(s) served by age, n, (%)*
Infants (<2 years) 8 (12.5) 1(4.8) 7 (16.3) 25
Pediatrics (2-12 years) 17 (26.6) 2(9.5) 15 (34.9) .03
Adolescent (13-17 years) 20 (31.3) 2(9.5) 18 (41.9) .01
Young Adult (18-25 years) 29 (45.3) 6 (28.6) 23 (53.5) .06
Adults (26-64 years) 50 (78.1) 16 (76.2) 34 (79.1) .24
Seniors (65+ years) 55 (85.9) 19 (90.5) 36 (83.7) .25

Condition(s) served within past 12
months, n, (%)*

ADD/ADHD 17 (26.6) 3 (14.3) 14 (32.6) 14
Alzheimer's disease or related dementias 48 (75.0) 21 (100) 27 (62.8) <.001
Autism 28 (43.8) 6 (28.6) 22 (51.2) .09
Behavioral issues 32 (50.0) 11 (52.4) 21 (48.8) .79
Brain injury 28 (43.8) 11 (52.4) 17 (39.5) .33
Cerebral Palsy 24 (37.5) 8 (38.1) 16 (37.2) .95
placeChromc health conditions / aging in 39 (60.9) 13 (61.9) 26 (60.5) 91
Downs Syndrome 25 (39.1) 7 (33.3) 18 (41.9) .51
Intellectual or developmental delay 34 (53.1) 11 (52.4) 23 (53.5) .93
Mental health conditions 29 (45.3) 12 (57.1) 17 (39.5) .18
Motor Neuron Disease 9(14.1) 3(14.3) 6 (14.0) 1.0
Multiple Sclerosis 13 (20.3) 2 (9.5) 11 (25.6) .09
Muscular Dystrophy 8 (12.5) 0 8 (18.6) .045
Spinal cord injury 12 (18.8) 2(9.5) 10 (23.3) 31
Other 7 (10.9) 1(4.8) 6 (14.0) 41
Years in operation, mean, (sd) 17.6 (13.9) 21.9 (18.2) 15.4 (10.6) 14
Number of families served annually,
median, [IQR Q1, Q3] 30.0 [10, 80] 38.5[18, 97.5] 30.0 [10, 80] .39
Service area, n, (%) .65
Urbanized (areas 50,000+) 19 (30.2) 8(38.1) 11 (26.2)
Urban cluster (areas 2,500-50,000) 17 (27.0) 6 (28.6) 11 (26.2)
Rural (areas <2,500) 6 (9.5) 2(9.5) 4(9.5)
Combination of the above 21 (33.3) 5(23.8) 16 (38.1)
Respondent’s job title, n, (%) 49
Program Director or Supervisor 22 (34.4) 9 (42.9) 13 (30.2)
Client or Family Case Manager 1(1.6) 0 1(2.3)
Counselor or Social Worker 1(1.6) 1(4.8) 0
Agency Director/Administrator 27 (42.2) 7 (33.3) 20 (46.5)
Other 13 (20.3%) 4 (19.1%) 9 (20.9%)

 Survey respondents may select multiple categories, % totals may not equal 100%

Comparative Pre and Post COVID-19 Telehealth RCP Capability and Use

Overall pre/post COVID-19 group comparison revealed a significant increase in the types of
technology used by providers (smartphones (P<.001), tablets (P<.001), laptops (P<.001), and
desktop computers (P<.001), in internet access (P<.001) and in use of telehealth (P<.001) post
COVID-19 onset. In-person communications with families significantly decreased (p<0.001) over
the two time points, however methods of communication by telephone, mail, text, email and through
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social media did not show any significant change. Among ADC-ADRD providers, 0% reported
offering telehealth services before COVID-19 compared to 80% post onset (P<.001), which is a key
finding as related to the aims of this study. The main type of telehealth services offered by ADC-
ADRD providers were Caregiver support groups (47.6%), Caregiver Education (38.1%) and Other
services (38.1%) post COVID-19 versus 0% for all pre-COVID-19. Of those ADC ADRD providers
offering telehealth services during the pandemic, 12.5% received some form of reimbursement post
COVID-19 versus none pre-COVID-19.

Table 2. Pre and post COVID-19 respite care provider telehealth capabilities and use

Before COVID-19 After COVID-19 P-value
Provider Telehealth  ApC.ADRD  Other Respite =~ ADC-ADRD  Other Respite
Capability and Use Providers Providers Providers Providers
(n, %) (n, %) (n, %) (n, %)
Employee internet access <.001
Yes, all did 21 (100) 27 (62.8) 20 (95.2) 28 (75.7)
Yes, some did 0 10 (23.3) 1(4.8) 8 (21.6)
No 0 6 (14.0) 0 1(2.7)
Communication with families
In-person 19 (90.5) 36 (83.7) 10 (47.6) 19 (44.2) <.001
Telephone 19 (90.5) 36 (83.7) 19 (90.5) 35 (81.4) 1.0
Mail 12 (57.1) 13 (30.2) 8(38.1) 14 (32.6) .55
Text 10 (47.6) 24 (55.8) 12 (57.1) 29 (67.4) 12
Email/e-newsletters 19 (90.5) 26 (60.5) 19 (90.5) 27 (62.8) 1.0
Telehealth 0 4(9.3) 12 (57.1) 17 (39.5) <.001
Website/Social media 13 (61.9) 9 (20.9) 14 (66.7) 8 (18.6) 1.0
Other 0 1(2.3) 0 1(2.3) NA
Provides telehealth (yes) 0 4(9.3) 16 (80.0) 12 (30.8) <.001
Types of telehealth programs
offered *
Caregiver support group 0 3(7.0) 10 (47.6) 5 (11.6) .004
Caregiver education 0 3(7.0) 8 (38.1) 4(9.3) .02
Other services 0 0 8 (38.1) 6 (14.0) NA
Individual caregiver support 0 4(9.3) 5(23.8) 8 (18.6) .02
Medical health 0 0 2(9.5) 0 NA
Telehealth services paid by
Families 0 0 2 (12.5) 1(8.3) NA
Insurance reimbursement 0 0 0 0 NA
Telehealth technology used *
Stationary telehealth unit 0 0 0 0 NA
Mobile telehealth unit 0 1(2.3) 0 0 NA
Smartphones 0 3(7.0) 13 (61.9) 8 (18.6) <.001
iPods/iPads/tablets 0 3(7.0) 14 (66.7) 5(11.6) <.001
Laptop/notebook 0 1(2.3) 15(71.4) 9 (20.9) <.001
Desktop computer 0 1(2.3) 12 (57.1) 6 (14.0) <.001
Robotics 0 0 0 0 NA
Other 0 0 0 0 NA

* Survey respondents may select multiple categories, % totals may not equal 100%

RCP Perceptions of Barriers to the Implementation and Provision of Caregiver Educational
Support Telehealth Services

Among all RCP types, the top 6 perceived barriers (Table 3) to the implementation and provision of
educational support telehealth services to families were: 1) Low clientele computer literacy (65.1%);
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2) Lack of clientele access to the internet (63.5%); 3) Lack of clientele interest and uptake (60.3%);
4) Need for staff and IT support (53.2%); 5) Capital costs to start-up (53.1%); and 6) Lack of
reimbursement (50.0%). These barriers were consistently identified within both ADC-ADRD and
Other provider groups with slight variability in order of rankings. Significant between group
differences were observed for lack of evidence-based curricula (P=.003; differences among unsure if
a barrier and not a barrier) and perceived fear of malpractice and/or liability (P=0.008; differences
between it being a barrier and unsure if a barrier) surrounding the implementation and provision of
remote educational support services via telehealth to families. The need for staff and IT was
marginally significant by group (P=.055; differences among unsure if a barrier and not a barrier).

Table 3. Perceived barriers to the implementation and provision of caregiver educational support
telehealth services

ADC-ADRD Other Respite

Barriers ?IV?E/Z‘ ;l Providers Providers P-value
’ n, (%) n, (%)

Low clientele computer literacy .61
A barrier 41 (65.1) 15 (75.0) 26 (60.5)
Unsure 14 (22.2) 3(15.0) 11 (25.6)
Not a barrier 8 (12.7) 2 (10.0) 6 (14.0)

Lack of clientele access to the internet .28
A barrier 40 (63.5) 11 (55.0) 29 (67.4)
Unsure 14 (22.2) 4 (20.0) 10 (23.3)
Not a barrier 9(14.3) 5(25.0) 4(9.3)

Lack of clientele interest and uptake .51
A barrier 38 (60.3) 13 (65.0) 25 (58.1)
Unsure 15(23.8) 3 (15.0) 12 (27.9)
Not a barrier 10 (15.9) 4 (20.0) 6 (14.0)

Capital costs to start-up .58
A barrier 33 (53.2) 9 (47.4) 24 (55.8)
Unsure 12 (19.4) 3(15.8) 9 (20.9)
Not a barrier 17 (27.4) 7 (36.8) 10 (23.3)

Need for staff and IT support .055
A barrier 34 (53.1) 11 (52.4) 23 (53.5)
Unsure 12 (18.8) 1(4.8) 11 (25.6)
Not a barrier 18 (28.1) 9 (42.9) 9 (20.9)

Lack of reimbursement and billing 13
A barrier 31 (50.0) 10 (47.6) 21 (51.2)
Unsure 13 (21.1) 2(9.5) 11 (26.8)
Not a barrier 18 (29.0) 9 (42.9) 9 (22.0)

Continuing costs 17
A barrier 31 (49.2) 7 (35.0) 24 (55.8)
Unsure 11 (17.5) 3 (15.0) 8 (18.6%
Not a barrier 21 (33.3) 10 (50.0) 11 (25.6)

Lack of evidence-based curricula .003
A barrier 19 (30.2) 6 (30.0) 13 (30.2)
Unsure 19 (30.2) 1(5.0) 18 (41.9)
Not a barrier 25 (39.7) 13 (65.0) 12 (27.9)

Concerns for client privacy 14
A barrier 16 (25.4) 2 (10.0) 14 (32.6)
Unsure 18 (28.6) 6 (30.0) 12 (27.9)
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Not a barrier 29 (46.0) 12 (60.0) 17 (39.5)
Lack of fit with organizational mission .10
A barrier 15 (23.4) 3(14.3) 12 (27.9)
Unsure 13 (20.3) 2(9.5) 11 (25.6)
Not a barrier 36 (56.3) 16 (76.2) 20 (46.5)
Fear of malpractice and/or liability .008
A barrier 9 (14.8) 0 9 (22.0)
Unsure 19 (31.1) 4 (20.0) 15 (36.6)
Not a barrier 33 (54.1) 16 (80.0) 17 (41.5)
Other .79
A barrier 6 (30.0) 1(25.0) 5(31.3)
Unsure 8 (40.0) 1 (25.0) 7 (43.7)
Not a barrier 6 (30.0) 2 (50.0) 4 (25.0)
Lack of leadership interest or support .04
A barrier 5(7.8) 0 5 (11.6)
Unsure 14 (21.9) 2(9.5) 12 (27.9)
Not a barrier 45 (70.3) 19 (90.5) 26 (60.5)
Past negative experiences with .57
telehealth
A barrier 5(8.1) 1(5.0) 4(9.5)
Unsure 17 (27.4) 4 (20.0) 13 (31.0)
Not a barrier 40 (64.5) 15 (75.0) 25 (59.5)

RCP Interest in the Provision of Caregiver Telehealth Educational Support Services

Among all RCP types, 60.9% were interested in exploring the provision of educational support
services to caregivers via telehealth (Table 4). Interest was higher among ADC-ADRD providers
(71.4%) than Other provider types (55.8%). In follow-up questioning of those providers that
expressed ‘no’ interest, 58.3% indicated that they would change their initial decision if these services
were reimbursable. This positive effect of reimbursement on decision making was also found among
ADC-ADRD (60%) and Other (57.9%) provider types, with no difference between groups. Among
providers that were interested in exploring the provision of telehealth services and those that would
be interested if these services were reimbursable, 68.8% were interested in exploring Individual
caregiver support services, 65.6% in Caregiver support groups, as well as Individual caregiver
education programming. Overall, interest in these services was higher among the ADC-ADRD
providers than the Other provider group.

Table 4. Provider interest in the provision of caregiver telehealth educational services

ADC-ADRD Other Respite

2v§;a;l Providers Providers P-value
L n, (%) n, (%)
Interest in provision of caregiver telehealth 23
educational services )
Yes 39 (60.9) 15 (71.4) 24 (55.8)
No 25(39.1) 6 (28.6) 19 (44.2)
If ‘NOT’ interested, would your decision
change if services were reimbursable? 14(58.3) 3(60.0) 11(57.9) 10
Type of Service(s) interested in exploring
more about *
Individual caregiver support 44 (68.8) 17 (81.0) 27 (62.8) .16
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Caregiver support groups 42 (65.6) 17 (81.0) 25(58.1) .09
Individual caregiver education 42 (65.6) 14 (66.7) 28 (65.1) .90
Individual medical health 9(14.1) 5(23.8) 4(9.3) .14
Other 4 (6.3) 3(14.3) 1(2.3) .10

? Survey respondents may select multiple categories, % totals may not equal 100%

Confidence and Opinions Towards the Provision of Caregiver Educational Telehealth Support
Support Services

Overall, 61.3% of all RCPs expressed a positive level of confidence (Table 5) that their
agency/organization could successfully adapt to the implementation of remote caregiver educational
support services delivered via telehealth. Confidence was higher among ADC-ADRD providers
(76.2%) than Other provider types (53.7%), though the overall difference on the Likert scale was not
significantly different. When asked to endorse a statement that best matched their thoughts on the
future of telehealth to educate caregivers in the home in the next 10 years, 76.2% of all RCPs
endorsed statements of belief that telehealth would have a ‘significant’ and/or ‘dramatic’ impact on
the provision of educational support services to caregivers. Although no significant differences were
observed, ADC-ADRD providers reported higher levels of belief (85.7%) than Other provider types
(71.5%), respectively.

Table 5. Provider confidence, attitudes and opinions towards the provision of caregiver telehealth
educational services

ADC-ADRD Other Respite

. . - Ove‘l;all Providers Providers P-value

Confidence, Attitudes and Opinions n, (%) n, (%) n, (%)
Confidence that your agency/organization could
successfully adapt to the implementation of 55
remote educational support services via ’
telehealth to caregivers in the home

Very confident 17 (27.4) 8 (38.1) 9 (22.0)

Somewhat confident 21(33.9) 8(38.1) 13 (31.7)

Unsure 11 (17.7) 2(9.5) 9 (22.0)

Somewhat not confident 4 (6.5) 1(4.8) 3(7.3)

Not confident at all 9 (14.5) 2 (9.5) 7 (17.1)

Statement that best describes your thoughts on
the future of telehealth to educate caregivers in .52
the home in the next 10 years
It is a passing trend and will have little impact
on the provision of educational support 2(3.2) 0 2 (4.8)
services to caregivers.
It is an interesting technology that will have a
small impact on the provision of educational 13 (20.6) 3(14.3) 10 (23.8)
support services to caregivers.
It is an important advance that will have a
substantial impact on the provision of 37 (58.7) 15(71.4) 22 (52.4)
educational support services to caregivers.
It is a paradigm changing development that
will dramatically impact on the provision of 11 (17.5) 3(14.3) 8 (19.1)
educational support services to caregivers.

Types of Educational Telehealth Caregiver Support Programs RCPs would Design
In free response text, when RCPs were given the opportunity to describe the type(s) of caregiver
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telehealth educational support program(s) they would design that they believed would be helpful
(Table 6), the top 5 constructs identified among all RCP types were: 1) Self-care for caregivers
(21.9%), 2) Accessing and using respite care / Community resources (12.5%), 3) Specialized
education/intervention programs (10.9%), 4) Caregiving during COVID-19 (10.9%), and 5) General
client care (10.9%). There was not a single type of telehealth program that a majority (>50%) of
providers would design, therefore indicating a variety of needs that telehealth programs could
address. Variability in the order of these themes was observed among ADC-ADRD and Other
provide types, but no significant differences between groups were found.

Table 6 Type of telehealth caregiver education program(s) respite care providers would design

ADC-ADRD Other Respite

?IV'(E;?;I Providers Providers P-value
’ n, (%) n, (%)
Type of telehealth program RCPs would design
Self-care for Caregiver 14 (21.9) 5(23.8) 9 (20.9) NA
Accessing respite care / Community resources 8 (12.5) 2(9.5) 6 (14.0) NA
Specialized caregiver education programs 7 (10.9) 4(19.1) 3(7.0) .20
Caregiving during COVID-19 7 (10.9) 4(19.1) 3(7.0) .20
General client care 7 (10.9) 2(9.5) 5(11.6) NA
Disease knowledge 5(7.8) 1(4.8) 4(9.3) NA
Behavior management education for caregiver 5(7.8) 1(4.8) 4(9.3) NA
Technology education for caregiver 3(4.7) 0 3(7.0) NA
Social support for caregiver 3(4.7) 1(4.8) 2(4.7) NA
Medical education / Treatment planning 2(3.1) 1(4.8) 1(2.3) NA

Discussion

The aims of this study were to explore global pre- and post- onset of the COVID-19 use of telehealth
services by RCPs, and to assess ADC-ADRD provider’s attitudes, opinions, and perceived barriers
toward the use of telehealth to provide individual educational support services to caregivers in the
home. To the best of our knowledge this is the first attempt to systematically explore these
phenomena, and comparative literature in this specific field is lacking.

Deemed as non-essential businesses among many nations and subject to operational restrictions
during COVID-19, the main result from this study shows an overall similar global trend as observed
within the medical health care industry, namely with telehealth being embraced in the respite care
industry to provide for the continuity of community care to families. Findings from this study
demonstrate that prior to the onset of COVID-19, telehealth was not a standard service offered by
RCPs to families. Comparative pre and post survey data shows that as in-person communications
with families decreased due to COVID-19 mitigation strategies, RCP employee access to the internet
and use of internet ready devices significantly increased (P<.001) as did the provision of telehealth
services (P<.001). This increase was more pronounced among ADC-ADRD providers with 80% of
respondents reporting the provision of telehealth services to families post COVID-19 onset compared
to 0% prior. Interestingly, although the use of email by RCPs significantly increased, no significant
changes in the use of telephone, mail, or social media as a mode of communication were observed
during this period. These findings would appear to corroborate that the telehealth services offered by
RCPs were aimed to provide remote supportive care to families during COVID-19, rather than solely
being used as an adjunct mode of communication.

Across all RCP types, comparative pre-post COVID-19 results showed a 14.1% increase in the
number of providers offering some form of educational support services via telehealth to caregivers
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in the home during the pandemic. This observed increase was from 0% to 38.1% among ADC-
ADRD with 12% of these providers receiving reimbursement for services from family payment. At
the individual level, the main barriers identified by ADC-ADRD respite care providers to the
adoption and implementation of educational support programming via telehealth were 1) computer
literacy among clientele, 2) client access to internet, and 3) lack of client interest and uptake. At the
facility and/or organization level, the principal identified barriers were the need for staff ad IT
support, the capital costs to start up the service, and the lack of reimbursement for the services. These
findings are similar to other reports on new provider use of telehealth during COVID-19[18] and
previous studies among elderly populations.[19] Despite these perceived barriers, 60.9% of all RCPs
expressed an interest in exploring the provision of educational support services to caregivers via
telehealth, with interest reportedly higher among ADC-ADRD providers (71.4%) than Other
provider types (55.8%) and confidence in the adoption and implementation of educational support
programming also comparatively higher 76.2% vs. 53.7%, respectively. Considering estimates that
approximately 35.6 million individually are globally affected by dementia, a number that is expected
to double by 2030 and triple by 2050 reaching 115.4 million individuals at a cost of $4 trillion, [20,
21] these findings are particularly encouraging for policy makers and funding agencies alike in
planning to meet the anticipated worldwide increase in need and demand for evidence-based and
specialized ADRD educational telehealth programs and services regardless of family location while
reducing access to care inequalities. Although nothing can truly replace face-to-face communication,
a systematic review and meta-analysis conducted by Speyer et al. in 2018 found that telehealth
services can be just as effective as face-to-face encounters with several additional benefits including
increased access and time and cost savings to the overall health care system.[22]

Discussion of telehealth as a standard model for care delivery has been an evolving conversation in
the medical healthcare industry for many years. One notable constraining factor to its widespread
adoption is reimbursement.[23] In follow up questioning of RCPs that expressed ‘no’ interest in
exploring the use of telehealth, 58.3% indicated that they would change their initial decision if
services were reimbursable (60% ADC-ADRD and 57.9% Other provider type). This positive effect
of reimbursement on the decision-making process for RCPs to consider integrating telehealth
services into daily program offerings within non-government funded respite care delivery systems
can potentially influence perceived facility/organizational barriers associated with the cost for the
start-up, support, and maintenance of offering telehealth services. This finding is especially relevant
in the planning and development of individual national strategies to build capacity within the
industry to meet the anticipated increase in worldwide demand for specialized ADRD caregiver
support services while allowing PWDs to remain in their home and avoid the overwhelming
expenses associated with long-term care.[24]

Over the past decade, there has been a gradual increase in international funding for ADRD caregiver
and PWD telehealth research, [19, 25] and while this study supports the feasibility of telehealth use
among this population by documenting real-word adoption during COVID-19, if we are to better
devise global strategies moving forward to meet the challenges of an increasing aged population, it is
important we understand and pay attention to the interest and needs of the consumers. RCPs,
especially if the services were reimbursable, were specifically interested in: ‘Individual caregiver
support services’, ‘Caregiver support groups’ and ‘Individual caregiver education’. A similar
typology of interest among ADRD RCPs was identified and reported by other researchers [26] as
well as reinforced here through open-ended questioning. We strongly encourage international
funding agencies to prioritize and accelerate research funding for the development of evidence-based
telehealth programs and provider training curricula in these content areas. In the absence of
supported outcome-focused research, quality access to care cannot be ensured and despite well-
meaning intentions could potentially lead to poor client outcomes and/or harm.[27]
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There is no doubt that COVID-19 has acted as a global incubator for the use of telehealth in many
care delivery systems among different consumer populations.[28] And, despite being readily
embraced by many care delivery systems during the pandemic, the future of telehealth in these
systems, including respite care, is unknown. Whether telehealth becomes a mainstay in the respite
industry remains to be seen. However, when asked to endorse a statement that best matched their
thoughts on the future of telehealth to educate caregivers in the home in the next 10 years, 76.2% of
all RCPs endorsed statements of belief that telehealth would have a ‘significant’ and/or ‘profound’
impact on the industry. These beliefs were higher among ADC-ADRD (85.7%) than Other provider
types (71.5%), respectively. In a service industry such as respite care where RCP belief in telehealth
is high, we postulate that it is now better positioned to help meet the expected increasing global
demand for supportive services and possibly improve consumer satisfaction through enhanced ease
of remote access to specialized dementia care in the home.[29]

Limitations

The major limitations of this study are the use of an unvalidated instrument, the low survey response
rate, and the limited heterogeneity in geographical representation of respondents. These all contribute
to a lack of generalizability of findings to the different delivery systems within the global respite care
industry. We attribute these limitations to 1) timing of survey distribution during the COVID-19
pandemic, with the closure of many respite care facilities; 2) the survey instrument was not made
readily available in different native languages; and 3) limited structures and mechanisms to support
cooperative international research within the respite care industry. While these concerns are
legitimate and were to a certain extent anticipated, we nevertheless believe this work provides
valuable insight into underlying trends within the industry and lends credible data to help guide
policy makers, funding agencies and researchers in advanced planning to meet the expected increase
in worldwide demand and need for the provision of specialized ADRD services to caregivers in the
home.

Conclusion

Post onset of COVID-19, there was a significant increase in the use of telehealth within the respite
care industry to provide continuity of care to families. This capacity building may have the potential
to become a sustainable mechanism for providers to deliver remote specialized family services.
While perceived barriers to the widespread adoption and provision of telehealth services exist at both
the provider and client level, there is interest in exploring the long-term use of this technology to
deliver caregiver educational support programs among all respite care provider types, including ADC
ADRD providers. With an increasingly aging global population, culturally relevant and evidence-
based curricula to support the use of telehealth by ADRD providers should be a priority focus area
for international funding agencies and dementia researchers to meet the future need and anticipated
growth in demand for program specific related content. Before individual nations’ demand exceeds
ability to supply these services, dialogue among public health policy makers should be initiated
regarding the potential of funding mechanisms for telehealth services to encourage provider
investment and use of telehealth to expand the provision of remote access to care for families; to
reduce caregiver burden and ensure that persons with ADRD may remain longer in their preferred
abode: the home and the community.
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