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ABSTRACT

Medicaid Home- and Community-Based Services (HCBS) 1915(c) waivers are the largest funding mechanism for Long-
Term Supports and Services (LTSS) for people with intellectual and developmental disabilities (IDD) in the United States.
This study’s aim was to examine telehealth service provision in Medicaid HCBS waivers for people with IDD. We analyzed
fiscal year 2021 Medicaid HCBS waivers for people with IDD and emergency Appendix K authorizations (2020-2022) to
examine permanent and temporary use of telehealth, respectively. The overwhelming majority of waivers (98.1%)
temporarily permitted the use of telehealth service delivery for people with IDD. However, only a fraction (27.6%)
permanently included the use of telehealth for people with IDD. The most prevalent types of services that permitted telehealth
service delivery were: employment, day, and prevocational services; clinical and therapeutic services; and in-home and
residential supports. When developing and implementing telehealth, it is important to consider the needs of people with IDD.

Keywords: Long-Term Services and Supports (LTSS); Medicaid Home- and Community-Based Services (HCBS); People
with intellectual and developmental disabilities; Telehealth

Long-Term Services and Supports (LTSS) are facility- or community-based services designed to serve people in the
United States who need assistance to care for themselves as a result of functional limitations, age, and/or disability, such as
people with intellectual and developmental disabilities (IDD). While originally, states could only use Medicaid to fund LTSS in
institutional settings, in 1981 Home- and Community-Based Services (HCBS) 1915(c) waivers were introduced, allowing states
to wave the three main provisions of the Social Security Act: state-wideness, comparability, and income and resource rules. As
a result, states are able to create community-based LTSS tailored to specific populations that would otherwise require
institutional care. States have flexibility to determine waiver eligibility, what types of services are covered, and how those
services are provided. As a result of the preferences of people with IDD, and the improved outcomes and cost effectiveness of
community living, Medicaid HCBS waivers have become the largest funding mechanism for the LTSS of people with IDD
(Braddock et al., 2017; Friedman, 2020). In FY 2021, $43.2 billion of spending was projected for the HCBS of 861,038 people
with IDD (Friedman, 2022).

The COVID-19 pandemic significantly disrupted HCBS service provision for people with IDD (Nygren & Lulinski, 2020). As
a result of the increased threat COVID-19 represents to people with IDD, including for those who live in congregate settings,
many people with IDD have been forced to stay home and isolate (Abrams et al., 2020; Bradley, 2020; Clift et al., 2021;
Embregts et al., 2022; Gleason et al., 2021; Kompaniyets et al., 2021; Landes et al., 2020; Luterman, 2020; Pettinicchio et al.,
2021; Williamson et al., 2020). In addition, many HCBS providers were required to limit or close services due to government
safety orders (ANCOR Foundation & United Cerebral Palsy, 2021; Avalere Health, 2020; Bradley, 2020; Ervin & Hobson-
Garcia, 2020). The pandemic also intensified staffing shortages, making in-person service delivery more challenging (ANCOR
Foundation & United Cerebral Palsy, 2021). These factors lead to an increased need for telehealth and remote technologies,
which although not new technologies, had not widely been used with people with IDD, especially given technology disparities
for this population (Brewer et al., 2010; Lussier-Desrochers et al., 2017; Perry et al., 2009).

During the COVID-19 pandemic, many health care providers shifted to telehealth (Galewitz, 2020). The use of
telehealth for service delivery also increased for service provision for people with disabilities (ANCOR Foundation & United
Cerebral Palsy, 2021; Scheffers et al., 2021). In fact, approximately 40% of people with disabilities used telehealth in 2021
(Friedman & VanPuymbrouck, 2021). People with cognitive disabilities were also more likely to use telehealth than people with
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other disabilities in 2021 (Friedman & VanPuymbrouck, 2021). Despite this, less is known about telehealth service delivery
specifically in HCBS for people with IDD. For these reasons, the aim of this study was to examine telehealth service provision
in Medicaid HCBS waivers for people with IDD. To do so, we analyzed fiscal year (FY) 2021 Medicaid HCBS 1915(c) IDD
waivers and Appendix K amendments to HCBS 1915(c) IDD waivers (2020-2022).

METHODS

PERMANENT ALLOCATION OF TELEHEALTH IN HCBS 1915(C) WAIVERS!

Medicaid HCBS 1915(c) waivers were obtained from the Centers for Medicare and Medicaid Services’ (CMS)
Medicaid.gov website between December 2021 and January 2022. Inclusion criteria required that waivers be 1915(c), serve
people with IDD (developmental disabilities, intellectual disabilities, and/or autism), and include 2021. Most states used the
state FY (July 1, 2020 to June 30, 2021), however, others used the federal FY (October 1, 2020 to September 30, 2021), or
the 2021 calendar year (January 1, 2021 to December 31, 2021) — we use the term FY for consistency. This process resulted
in 107 FY 2021 HCBS 1915(c) waivers for people with IDD from 44 states and the District of Columbia.

In their HCBS waivers, states are required to define each service they will provide to waiver participants, including the
service’s scope, limitations, and other requirements for service provision (Centers for Medicare and Medicaid Services, 2019).
We reviewed each service definition across the 107 waivers to determine which services specified that the service could be
provided via real-time synchronous audio/visual telehealth. We extracted those services that permitted telehealth and
analyzed their service definitions using thematic analysis (Braun & Clarke, 2006) to determine major and minor themes.

TEMPORARY PANDEMIC ALLOCATION OF TELEHEALTH (APPENDIX K)?

During the pandemic states could make temporary emergency changes to their 1915(c) waiver programs through
Appendix K: Emergency Preparedness and Response Waivers (Centers for Medicare and Medicaid Services, n.d.). We
obtained Appendix Ks from the Medicaid.gov website on April 7, 2022. Inclusion criteria required that Appendix Ks applied to
1915(c) waivers for people with IDD (developmental disabilities, intellectual disabilities, and/or autism), and be due to the
COVID-19 pandemic (rather than natural disasters). This process resulted in a collection of 294 Appendix Ks from 44 states
and the District of Columbia.

In Appendix K, states are required to document the ways they will temporarily change their HCBS 1915(c) waivers during
the pandemic. We reviewed this information to determine which services specified they could temporarily be provided via real-
time synchronous audio/visual telehealth. We extracted those services that permitted telehealth in the Appendix Ks and
analyzed their service definitions using thematic analysis to determine major and minor themes.

" Quoted content from the respective 1915(c) waivers can be located in the state waiver list at
https://www.medicaid.gov/medicaid/section-1115-demo/demonstration-and-waiver-list/index.html

2 Quoted content from the respective state Appendix K demonstrations can be located in HCBS 1915(c) Appendix K Data
table at https://www.medicaid.gov/resources-for-states/disaster-response-toolkit/home-community-based-services-public-
health-emergencies/emergency-preparedness-and-response-for-home-and-community-based-hcbs-1915c-waivers/index.html
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RESULTS

PERMANENT ALLOCATION OF TELEHEALTH IN HCBS WAIVERS

In FY 2021, 185 services provided by 29 waivers (27.6%) from 18 states and the District of Columbia (42.2%)
permanently included the use of telehealth for HCBS IDD service provision. Of those services that allowed telehealth, the most
prevalent types of services were employment, day, and prevocational services (40.0%); in-home and residential supports
(23.2%); and clinical and therapeutic services (17.8%; Table 1). While half (49.7%, n = 92) of the services did not identify the
specific telehealth delivery method, of those that did, 7.0% (n = 13) specified telehealth by telephone only, 5.4% (n = 10) by
video only, and 37.8% (n = 70) both telephone and video.

In terms of themes across the services, three-quarters of the time (78.4%, n = 145) services required that the use of
telehealth be selected by the person with IDD, specifically through informed choice. For example, Maryland Community
Pathways waiver's (MD0023’s) “personal supports” service said,

The use of virtual supports to provide direct support has been agreed to by the [waiver] participant and their team
and is outlined in the Person-Centered Plan; Participants must have an informed choice between in person and
virtual supports; Virtual supports cannot be the only service delivery provision for a participant seeking the given
service; and Participants must affirmatively choose virtual service provision over in-person supports.

In addition, 34.1% of services (n = 63) clarified that telehealth cannot be used for provider convenience.

It was also common (62.2%, n = 115) for services to specify that the platform or system used for telehealth must be
HIPAA compliant. For example, Colorado Children’s Extensive Support Waiver's (CO4180’s) “movement therapy — bachelors”
service noted,

Each provider of the telehealth service delivery option must demonstrate policies and procedures that include they
have a HIPAA compliant platform. HIPAA compliance will be reviewed regularly through the Colorado Department
of Public Health and Environment (CDPHE) survey and monitoring process. Each provider will sign an attestation
that they are using a HIPAA compliant platform for the Telehealth service component. The provider requirements
and assurances regarding HIPAA have been approved by the states HIPAA Compliance Officer.

Table 1
Telehealth Service Delivery for People with IDD

Category Permanent . Tempora.lry during t.he
(1915(c) waiver pandemic (Appendix K
2021; n = 185) 2020-2022; n = 1,392)
n % n %
Employment, day, and prevocational 74 40.0% 431 31.0%
In-home and residential supports 43 23.2% 218 15.7%
Clinical and therapeutic 33 17.8% 416 29.9%
Crisis and respite 12 6.5% 78 5.6%
Community integration supports 7 3.8% 87 6.3%
Support coordination 7 3.8% 34 2.4%
Family support services 4 2.2% 27 1.9%
Peer mentorship 4 2.2% 7 0.5%
Specialized medical equipment and assistive technology 1 0.5% 78 5.6%
Adult day health 0 0.00% 16 1.1%
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Moreover, more than half of the services (61.1%, n = 113) explicitly required that the use of telehealth honor people with
IDD’s rights to privacy. For example, Minnesota’s Developmental Disabilities Waiver's (MN0O0O61’s) “family training and
counseling” service said, there must be “respect’ and telehealth delivery must “maintain the person’s privacy at all times,
including when the person is in settings typically used by the general public.” In addition, a number of services (9.2%, n = 17)
went further by specifying telehealth is prohibited in bathrooms.

Services also emphasized that telehealth should be used for the purpose of promoting people with IDD’s outcomes
(49.2%, n = 91), including their community integration, engagement, and achievement of goals. For example, Connecticut
Comprehensive Supports Waiver's (CT0437’s) “individualized home supports” service specified it “Can include face-to-face
interactions including Face Time or comparable technology (such as IPAD, IPHONE) that are designed to promote ongoing
engagement of waiver participants towards the participant’s personal goals.” In addition, many services (22.2%, n = 41) said
the use of telehealth for service provision cannot result in people with IDD becoming isolated from their communities or other
people. For example, New York OPWDD Comprehensive Renewal Waiver's (NY0238’s) “day habilitation - group - FFS”
service required,

The remote supports do not isolate the [waiver] participant from the community or interacting with people without
disabilities. The participant has other opportunities for integration in the community via the other Waiver program
services the participant receives and are provided in community settings.

About one-quarter (24.3%, n = 45) also emphasized systems must be in place to ensure the health and safety of people
with IDD while telehealth is being utilized. For example, Oklahoma In-Home Supports Waiver for Adults’ (OK0343’s)
“occupational therapy” service noted, “Telehealth providers will ensure member [waiver participant] health and safety by
contacting a member’s caregiver in the event a health or safety issue becomes evident during a telehealth session.”

About half of services (51.9%, n = 96) put limitations on the ratio between telehealth and in-person service provision. For
example, District of Columbia’s People with IDD Waiver's (DC0307’s) “in-home supports” service said, “In Home Supports
services by phone or other technological means cannot exceed 20% of the total In Home Supports services that the person
receives each week.” While most services with this requirement simply said people must have access to both in-person and
telehealth, there were others (14.1%, n = 26) that said no more than 20% of weekly service provision could be via telehealth,
three services (1.6%) said telehealth could only be used in times of crisis, and two services (1.1%) said telehealth could only
be used for two hours maximum a day.

While about one-quarter of services (23.8%, n = 44) specified that people with IDD should be supported to make
telehealth more accessible for them, 35.7% of waivers (n = 66) noted that telehealth can only be used for service delivery if
people with IDD are able to use telehealth with minimal help. For example, NY0238’s “respite - self-directed - FFS” service
said, “To be appropriate for the person, the remote delivery of services must be able to be effectuated via verbal prompting
only.” In addition, 23.8% (n = 44) of services required assessments be conducted, prior to implementation, to determine if the
person with IDD is able to use telehealth. For example, Colorado Supported Living Services waiver's (CO0293’s) “mentorship”
service specified,

Members [waiver participants] who require hands on assistance during the provision of the service must receive
services in-person. In order to ensure the health and safety of members, case managers and providers must
assess the appropriateness of virtual services with member. If it is determined that hands-on assistance is required,
virtual services may not be provided. This process will be outlined in each provider’s policies and procedures.

In terms of other requirements, 23.8% of services (n = 44) prohibited out-of-state providers from being reimbursed for
telehealth, 23.8% of services (n = 44) noted contingency plans must be in place in case technology fails, 19.5% of services (n
= 36) explicitly said the costs of telehealth equipment were excluded, and 10.3% of services (n = 19) required providers to
have policies outlining the use of telehealth. For example, MD0023’s “employment services - follow along supports” specified:

The provider must develop and maintain written policies, train direct support staff on those policies, and advise
[waiver] participants and their person- centered planning team regarding those policies that address: Identifying
whether the participant’s needs, including health and safety, can be addressed safely via virtual supports;
Identifying individuals to intervene (such as uncompensated caregivers present in the participant’s home), and
ensuring they are present during provision of virtual supports in case the participant experiences an emergency
during provision of virtual supports; Processes for requesting such intervention if the participant experiences an
emergency during provision of virtual supports, including contacting 911 if necessary... How the provider will
ensure the participant’s rights of privacy, dignity and respect, and freedom from coercion and restraint; How the
provider will ensure the virtual supports used meets applicable information security standards; and, How the
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provider will ensure its provision of virtual supports complies with applicable laws governing individuals’ right to
privacy.

TEMPORARY PANDEMIC ALLOCATION OF TELEHEALTH (APPENDIX K)

During the COVID-19 pandemic (March 2020 through April 2022), 41 states and the District of Columbia (93.3% of states)
temporarily permitted telehealth service delivery through Appendix K in 105 different HCBS 1915(c) waivers for people with
IDD (98.1% of waivers). Of the 105 waivers which permitted telehealth service delivery, 21 waivers did not provide information
in their Appendix Ks about which specific services could be provided by telehealth other than to say personal care services
that only require verbal cueing, in-home habilitation, and/or “other” could be provided by telehealth. However, among the 83
waivers that provided details about which services could be delivered by telehealth in Appendix K, a total of 1,392 different
services could be provided by telehealth. The three most prevalent types of services which temporarily permitted telehealth
were: employment, day, and prevocational services (31.0%); clinical and therapeutic services (29.9%); and in-home and
residential supports (15.7%; Table 1).

Among these 1,392 services, 168 services did not provide further details other than the service name; the remaining
1,224 services were analyzed for themes. In terms of telehealth delivery method, 53.7% of services (n = 657) specified the
service could be provided by both telephone and video, 0.3% (n = 4) by telephone only, and 46.0% (n = 563) did not specify
method.

Appendix K telehealth service delivery descriptions commonly specified that the platform or system used for telehealth
must be HIPAA compliant (32.7%, n = 400). For example, Minnesota’s Developmental Disabilities waiver's (MN0061’s)
‘Homemaker’ service said:

Telephonic or other remote methods of service delivery will be conducted in accordance with HIPAA requirements,
to the extent possible, but with recognition that the Office of Civil Rights is not enforcing certain requirements for
good faith communications during the period of the national emergency.

Many services also noted that telehealth should promote the health and safety of people with IDD (31.7%, n = 388). For
example, Idaho’s Developmental Disabilities waiver’'s (ID0076’s) “Support Broker Services” said it “may be delivered via
electronic methods if the service can be safely and effectively delivered via electronic methods.”

Approximately one-tenth of services (10.8%, n = 132) required telehealth either be approved by the person with IDD’s
support coordinator and/or documented in their individual support plan in order to be permitted. For example, Connecticut’s
Home and Community Supports Waiver for Persons with Autism’s (CT0993’s) “Life Skills Coach Direct Hire” service said, “Life
Coach services may be provided electronically or telephonically, with approval from the care manager.”

A number of services (8.4%, n = 103) required that the use of telehealth by selected by the person with IDD through
informed choice. For example, California HCBS Waiver for Californians with Developmental Disabilities’ (CA0336’s) “Physical
Therapy” service documented,

Prior to the delivery of a service by electronic communications, the service provider must notify the regional center
that the consumer(s) or representative agrees to remote or virtual services in lieu of in-person services. The
regional center shall send a follow-up letter to the family, in the family’s preferred language, confirming that at the
family’s request, virtual or remote services will be provided in lieu of in-person services.

Some services noted telehealth service delivery could only be used if the person with IDD needs minimal support (7.3%, n
= 89). Meanwhile, other services noted telehealth should only be used as a last resort (6.9%, n = 85). For example, Indiana
Community Integration and Habilitation Waiver’'s (IN0378’s) “Respite” service, “...may use telemedicine as a last resort option,
only with individuals who need only verbal prompting and guidance, and must relate to an individualized need or interest.”
Additional themes included that an assessment must be conducted prior to people with IDD being able to use telehealth
(1.5%, n = 18), privacy rights be respected (1.1%, n = 13), and prohibiting the use of telehealth in bathrooms (0.8%, n = 10).

DISCUSSION

The use of telehealth rapidly increased during the COVID-19 pandemic (Galewitz, 2020). The aim of this study was to
examine telehealth service provision in Medicaid HCBS waivers for people with IDD. In doing so, we found the overwhelming
majority of HCBS 1915(c) waivers (98.1%) temporarily permitted the use of telehealth service delivery for people with IDD via
Appendix K. However, only a fraction of HCBS 1915(c) waivers (27.6%) permanently included the use of telehealth for people
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with IDD. Almost eight times the number of services could temporarily be delivered by telehealth (n = 1,392) than permanently
(n = 185). While these findings suggest a significant increase in the use of telehealth in HCBS IDD waivers through the
implementation of Appendix K, as Appendix K is a temporary authority, they also suggest the use of telehealth service delivery
for IDD HCBS will significantly diminish when the public health emergency ends. As such, we believe states should amend
their HCBS 1915(c) waivers to permanently expand the number of services which permit telehealth delivery. This is especially
pertinent as telehealth can expand people’s access to care and may help reduce health disparities (Dinesen et al., 2016).

While telehealth service delivery was permitted by a range of services, such as community integration supports, crisis and
respite, and in-home and residential supports, the most prominent service category to permit telehealth, both temporarily and
permanently, was employment, day, and prevocational services. While we expected a higher utilization rate for clinical and
therapeutic services, the use of telehealth for employment, day, and prevocational services is not surprising as many of these
in-person settings were closed during the pandemic because of safety requirements and regulations (ANCOR Foundation &
United Cerebral Palsy, 2021; Bradley, 2020; Luterman, 2020). As a result of this impact, states likely introduced telehealth
service delivery to supplement or make up for in-person restrictions, especially since employment, day, and prevocational
services can offer people with IDD a sense of belonging, achievement, and structure (Scheffers et al., 2021).

We believe the focus on informed choice, outcomes, and privacy are important practices for telehealth for people with IDD
that should be expanded not only in HCBS, but also anywhere telehealth is used with people with IDD. The requirements that
the use of telehealth does not result in people with IDD becoming isolated is also important given that COVID-19 resulted in
increased isolation of people with IDD (ANCOR Foundation & United Cerebral Palsy, 2021), and because people with IDD,
especially those who receive HCBS, have the right to community integration according to the HCBS Final Settings Rule
(Centers for Medicare and Medicaid Services, 2014) and the Olmstead v. L.C. (1999) Supreme Court decision, which is based
on the Americans with Disabilities Act's (ADA’s; 1990) integration mandate.

A number of services prohibited people with IDD from receiving telehealth service delivery if they were not able to use
telehealth independently. Doing so will significantly limit the number of people with IDD who are able to use telehealth, which
could have been utilized to expand and supplement people’s access to services. There is no reason people with IDD should
be prohibited from accommodations, such as the assistance of a direct support professional, especially given the rights they
are entitled to according to the ADA. Moreover, there was relatively little mention of telehealth accessibility among the service
definitions, which is problematic because telehealth is inaccessible for many people with IDD as many services and platforms
have failed to consider the needs of this population (Dobransky & Hargittai, 2016; Krysta et al., 2021; Young & Edwards,
2020). In fact, allowing staff or others to assist people with IDD while using telehealth is one mechanism to make up for the
lack of accessibility of this form of service delivery (Valdez et al., 2021). As such, we recommend states not only draw more
attention to the accessibility of telehealth in their HCBS waivers, but also remove the requirements of independence for
telehealth utilization. When doing so, it is important to note that people with disabilities are significantly less likely to have
access to technology, the internet, and smartphones than nondisabled people (Anderson & Perrin, 2017); in fact, we believe
this is likely why there was a lack of permanent uptake of telehealth service delivery. As such, technology disparities may
serve as a barrier to telehealth for people with IDD and must be remedied.

LIMITATIONS

When interpreting the findings from this study, a number of limitations should be noted. While our analysis of HCBS
waiver and Appendix K policies explored which states, waivers, and services permitted the use of telehealth, the data did not
include information on how many people with IDD were able to actually make use of telehealth or their experiences with
telehealth. Moreover, we analyzed major and minor themes across the service definitions for those services which specified
permitting telehealth in the waivers and through Appendix K; however, states may have used other mechanisms outside of
HCBS and appendix K to offer telehealth and/or implement requirements for telehealth service provision. For example, many
of the service definitions did not mention HIPAA compliance requirements; yet, HIPAA requirements would certainly apply,
especially for clinical and therapeutic services. We believe these limitations also represent opportunities for future study.
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CONCLUSION

People with IDD have historically faced technology disparities (Anderson & Perrin, 2017; Lussier-Desrochers et al., 2017).
As such, telehealth and remote technologies have been less common for this population. This study found, permanently, 18
states and the District of Columbia (42.2%) permitted 185 services to use telehealth in 2021, and 41 states and the District of
Columbia (93.3%) temporarily permitted 1,392 services to use telehealth during the pandemic (2020-2022). While telehealth
has the potential to reduce health care disparities, barriers to access and utilization, such as a lack of accessibility or
requirements of independence, could serve to further increase disparities (Centers for Disease Control and Prevention, 2020).
As such, when developing and implementing telehealth, including in HCBS, it is important to consider the needs of people with
IDD.
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