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Abstract
Medicaid Home and Community Based Service (HCBS) waivers have allowed adults
with intellectual and developmental disabilities (IDD) to remain in the community rather than
transition to institutionalization. HCBS waivers vary drastically from state to state limiting
consistency in services offered to adults with IDD within the community. Majority of HCBS
waivers offered to adults with IDD do not fund occupational therapy as a habilitative service due
to a variety of reasons. Many adults with IDD are negatively impacted by not receiving
necessary services. After preliminary research, it was noted that there is limited information
regarding occupational therapy practitioner knowledge of HCBS waivers. A survey was
distributed to occupational therapy practitioners with at least three years of experience and it was
determined that there is a need to educate occupational therapy practitioners about HCBS
waivers as a potential funding source. The survey results concluded that occupational therapy
practitioners required continued education regarding legislation and advocacy skills. The
American Occupational Therapy Association and corresponding state occupational therapy
associations need to continue to educate legislators and ensure the inclusion of occupational
therapy in future Medicaid changes.
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Chapter 1: Introduction
Background
According to the Kraus, Lauer, Coleman, and Houtenville (2018) in 2017, 12.8% of the
United States population has a disability. Approximately 50% of those with a disability are
between 18-64 years old. Of the community dwelling individuals with disabilities, only 35.9%
were employed, which is higher than prior years (Kraus, Lauer, Coleman & Houtenville, 2018).
This number has gradually been increasing since the 1980s when the majority of adults with
disabilities were institutionalized or worked within sheltered workshops (Rusch & Braddock,
2004b). Sheltered workshops allowed them to hold a continuous job, which were segregated
from the community. In institutions, individuals with disabilities are housed in large buildings
separate from society and limiting participation in valued activities.
The Rehabilitation Act of 1986 initiated a shift in services for adults with disabilities
from workshops to the community (Rusch & Braddock, 2004b). This is demonstrated by an
observed growth in community services for adults with disabilities from 257,000 people in 1988
to 591,000 people in 2013 (Friedman, 2016). There has been a steady increase in development of
community-based programs with an emphasis on clients participating in meaningful,
individualized tasks (Rusch & Braddock, 2004b). These programs include day programs,
competitive employment with long-term supports, and the use of staff members to guide the
individuals to their goals. According to the Occupational Therapy Practice Framework,
occupational therapy is defined as “the therapeutic use of everyday life activities (occupations)
with individuals and groups for the purpose of enhancing or enabling participation in the
community” (American Occupational Therapy Association [AOTA], 2014). The definition
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aligns closely with community-based programs for adults with disabilities, however occupational
therapy is not a prevalent profession in the development of these programs.
Many community-based programs are funded through individual State and Medicaid
sources (Gaugler, 2014). Each state has its own Medicaid program and funding for specific
programs vary widely and for a variety of diagnoses. There are Medicaid services that State
governments are required to fund within the community, however the specifics are left to State
legislation creating a disparity across all states. These variations include day habilitation
locations, participant ages, setting size, inclusion or meals and transportation, and staff funding
(Gaugler, 2014).
The Department of Health and Human Services (HHS) along with the Center for
Medicare and Medicaid Services (CMS) created new regulations to help assimilate individuals
with disabilities into the community. The legislation that went into effect on March 17, 2014 is
titled: Medicaid Program: State Plan Home and Community-Based Services (HCBS), 5-Year
Period for Waivers, Provider payment Reassignment, and HCBS Requirements for Community
First Choice and HCBS Waivers (Federal Register, 2014). This ninety-two-page Code for
Federal Regulations includes a variety of topics that relate to the expansion of Medicaid
programming for promoting community-based programs for individuals with disabilities.
The HCBS Waivers were created to facilitate home and community-based services using
a person-centered model and allows for continuous evaluation of needs and personal planning
programs to assist individuals who receive Medicaid HCBS funding (Federal Register, 2014).
The waivers are for individuals who will benefit from individualized plans to remain in the
community, decrease the need for institutionalization, and save the States’ money (US
Government Publishing Office, 2009). Waivers are designed to facilitate the use of the
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individual’s goals and strengths to create a plan that can be updated and changed for progression,
skill development, and success in the future (Federal Register, 2014). An example of a specific
individualized service plan from New York is located in Appendix B. This form shows the focus
on individualized goals, planning and achievements for individuals receiving Medicaid HCBS
waiver funding.
Currently, the shift towards community-based programs has had minimal focus on
habilitation for the adults with disabilities who receive Medicaid funding. Habilitation is defined
as a service that helps maintain skills and functions to be as independent as possible in daily
tasks (American Occupational Therapy Association [AOTA], 2014). HCBS waivers, along with
general insurance parameters, limit the funding for habilitation services, including the
reimbursement of occupational therapy (Nanof, 2009). The purpose of HCBS waivers align with
the AOTA definition of habilitation to promote community integration, and shows the important
role occupational therapy can play in the future of HCBS waiver funding and development.
Rationale
In general, there is limited research and evidence in regard to the use and success of
HCBS waivers for adults with intellectual and developmental disabilities (A-IDD). The first
known research study was conducted by Rizzolo et al. (2013) to analyze all available waivers in
41 States to determine the differences in services offered. This research was expanded by
Friedman (2017) to determine if the HCBS waivers had developed and changed. According to
Friedman (2017), many States are offering waivers for individuals with IDD within the
community, but they are not being used in efficient and successful ways in terms of funding or
increasing the number of participants. The waivers provide funding for person-centered
planning, individualized goals for community integration, and paid caregivers, but skilled
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therapy, including occupational therapy is still missing among the covered services (Friedman,
2017).
Semansky, Xie, Lawer, and Mandell (2013) researched the importance of occupational
therapy reimbursement using HCBS waivers for children under the age of 18. The authors
determined that occupational therapy, physical therapy, speech therapy, behavioral
modifications, and social skills training were core services, however only six states had specific
funding to cover all areas. The funding, however, is not always from Medicaid, which skews the
results, but proves therapy is imperative for individuals with disabilities to maintain
independence in the community (Semansky et. al., 2013).
Assessing occupational therapy in a variety of settings for different ages, as well as
understanding the new HCBS Final Setting Rule in 2022, can introduce a new discussion to
obtain reimbursement of occupational therapy services through Medicaid HCBS waivers for
individuals with IDD in the community (Department of Health and Human Services, 2014).
According to Medicaid, occupational therapy is considered to be a beneficial service as it
is included in all basic Medicaid State plans (AOTA, n.d.). This is not reflected in State waivers
and funding for individuals with IDD (Friedman & VanPuymbrouck, 2018). Continued research
is needed to determine why occupational therapy is not fully funded and how to lobby for
changes through legislation, both within the States and Federally. Through discussion with
Friedman & VanPuymbrouck, it is unknown if occupational therapists working with individuals
with IDD understand HCBS waivers or are even aware that they are a potential source for
reimbursement (C. Friedman & L. VanPuymbrouck, personal communication, July 2, 2018). In
addition, it is unknown if occupational therapy practitioners understand the role HCBS waivers
play in the future of reimbursement for community-based services (C. Friedman & L.
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VanPuymbrouck, personal communication, July 2, 2018). Further research is needed to
determine how occupational therapists can be effectively educated to continue to advocate for
OT service inclusion in HCBS waivers, as well as providing therapy to a broader population of
individuals with IDD.
Purpose
The purpose of this capstone project is to determine occupational therapy practitioners’
knowledge of HCBS waivers, their purpose, and how they are used in practice. In addition, it is
important to understand how AOTA and State occupational therapy associations can increase
education in relation to advocacy and use of HCBS waivers for funding. A survey will be
distributed to occupational therapy practitioners with at least three years of experience to assess
their knowledge, understanding, and use of HCBS waivers. It is unknown how many
occupational therapy practitioners have a clear understanding of Medicaid HCBS waivers. In
order to develop educational opportunities for the future, a baseline of OT knowledge of HCBS
waivers will be beneficial.
Research Questions
Five main research questions are as follows:
1. Do occupational therapists know that HCBS waivers exist for reimbursement of
community-based services for individuals with IDD?
2. Are HCBS waivers being used for reimbursement of community-based occupational
therapy services?
3. How can occupational therapy practitioners become educated about the use of HCBS
waivers in practice?
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4. If HCBS waivers are being used for reimbursement, what does the process look like for
an occupational therapist to be reimbursed for community-based services for individuals
with IDD?
5. Do State and National occupational therapy associations provide enough educational
support for practitioners to advocate for legislation changes that influence the profession?
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Chapter 2: Literature Review
Introduction
Since 1981, when HCBS waivers were developed, there has been a shift in care for adults
with disabilities from institutionalization to community-based programs, with a focus on
habilitation (Friedman, 2016). Medicaid has developed new policies and regulations to fund this
transition to community-based services for individuals with IDD. The initiation of HCBS
waivers has shifted care away from institutions to community-based services to provide
individuals with IDD opportunities including but not limited to participation in meaningful tasks,
learning of vocational skills, gaining and maintaining independence in activities of daily living,
and functioning as an independent member of society (Friedman & VanPuymbrouk, 2018).
Without HCBS waivers, Medicaid would not be able to fund these opportunities.
Occupational therapy is a profession that is based on providing opportunities for
individuals to succeed in meaningful activities, increase participation, and gain independence,
similar to that of HCBS waivers (AOTA, 2014; Friedman & VanPuymbrouk, 2018).
Unfortunately, occupational therapy is not a profession that is consistently included in state
HCBS waiver programs. Occupational therapy is included in HCBS waivers based on the
opinions of the team that develops the waivers in each state (Friedman & VanPuymbrouk, 2018).
State Medicaid representatives work to develop HCBS waivers. These waivers are then
submitted to the Department of Health and Human Services for final approval (Punelli, 2016).
Each State has individual decision-making within a set of guidelines regarding services
that are funded under HCBS waivers as well as who receives HCBS funding. These waivers vary
greatly State by State offering funding for a variety of services (Friedman, 2017; Rizzolo,
Friedman, Lulinski-Norris, & Braddock, 2013). In addition, states do not include occupational
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therapy under habilitation services within insurance parameters to fund these services (Nanof,
2009). Many waivers do not cover skilled therapy within habilitation services and only support
individuals with IDD through non-skilled caregivers (Friedman & VanPuymbrouck, 2018). This
literature review explores the evidence regarding policies governing the regulation of HCBS
funding, state variances in funding, implications for occupational therapy funding and direct care
support.
Policy and Procedures of HCBS Waivers for individuals with IDD
Legislation and Incentives
The transition of Medicaid funding from institutionalization to community based services
began as a result of the Rehabilitation Act and Olmstead Decision. Before 1980, the majority of
adults with IDD worked within sheltered workshops (Rusch & Braddock, 2004a). These
workshops allowed them to hold a continuous job, however they were segregated from the
community. The Rehabilitation Act of 1986 allowed for a shift to provide services for adults with
disabilities in the community (Rusch & Braddock, 2004a).
Early research conducted by Kitchener, Ng, Miller, and Harrington (2005) reported on
the trends of HCBS programs and cost control policies of these programs. Throughout 19922001, HCBS programs consistently increased the number of people served and the amount of
funding. There was, however, a large discrepancy from state to state, which has not changed
(Kitchener, Ng, Miller, & Harrington, 2005). Examples of these discrepancies are certain States
only providing personal care services inside of the individual’s home while other States provide
these services outside of the home in the community. Specific funding drastically varied as some
provided approximately $3000 per participant per year and other states provided over $10,000
per participant per year (Kitchener et al., 2005).
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HCBS waivers have been implemented nationally to provide new funding avenues for
adults with IDD under Medicaid. These waivers allow funding to be allocated to communitybased services as opposed to institutionalization (Rizzolo et al., 2013). The federal government
gave states the freedom to develop their own waivers but provided them with minimal guidelines
on where funding should be used, including making community-based funding optional
(Harrington, Ng, LaPlante, & Kaye, 2012). During the development and implementation of these
HCBS waivers, incentives were provided for states to enhance their participation (Harrington et
al., 2012). For states that increased their HCBS funding to 25% of Medicaid funding for long
term care of adults with IDD in the community, the federal government matched the funding to
assist with the additional start-up costs (Harrington et al., 2012). The incentives required use of
quality measures to determine the success of the program, client and family satisfaction, and
community based outcomes. These incentives were not sufficient to cover the initial startup costs
for many states looking to shift towards community funding, yet they did provide a clear and
concise plan to begin implementing HCBS waivers (Harrington et al., 2012).
A large barrier to HCBS waiver implementation in many states is the initial cost increase.
Developing these new programs within the federal guidelines is initially costing states a great
amount of money. Kaye, LaPlante, and Harrington (2009) conducted research regarding yearly
state costs over three years to assess initiation costs, as well as continued funding needs. The
authors concluded that over a two to three year period the yearly State cost of HCBS waivers
increased initially, and then decreased greatly. There are still large discrepancies in program
availability among states, even with the implementation of state incentives. Continued research is
needed to determine the long-term cost-effectiveness of non-institutionalization of individuals
with IDD, but Kaye et al. (2009) has proven there are financial benefits if the availability of
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HCBS waivers are expanded. Kaye et al. (2009) determined States with expanding HCBS waiver
programs that provide funding above the national average demonstrated more controlled
spending after the first three years as compared to states with funding less than the national
average.
Looking at legislation that began assimilating individuals with IDD into the community,
controversy was present from the start. During the initiation of Medicaid HCBS waivers, it was
deemed unconstitutional for states to be required to change their funding from institutionalization
to community-integrated services, which shifted the initial need from rapid change to “consistent
progress” (Rosenbaum, 2016, p. 589). The increased freedom to make decisions allowed the
states to determine who qualifies for community services, resulting in waivers for specific
individuals with specific disabilities, ages, and diagnoses such as individuals with autism
spectrum disorder or traumatic brain injuries (Rosenbaum, 2016). In addition, state freedom
allowed them to provide funding for a limited number of individuals through the use of waitlists.
Each State has the opportunity to develop their own funding breakdowns as stated previously,
but as research has shown, increasing programs saves money over the long term. The shift,
however, to increased HCBS Waiver funding is slowly changing.
State Funding
Rizzolo et al. (2013) was one of the first researchers to explore the topic of HCBS
waivers within each state. The initial study focused on understanding the available waivers that
funded long-term support for individuals with IDD within each state throughout the 2011 fiscal
year. The authors reviewed 88 waivers from 41 states including Washington D.C. and concluded
there was large “variability of services” with minimal consistency when comparing state waivers
(Rizzolo et al., 2013).
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As an update to Rizzolo et al. (2013), Friedman (2017) continued to review HCBS
waivers to assess funding from 2011-2015 fiscal years within each state. The funding was also
adjusted for inflation and used the same taxonomy as Rizzolo et al. (2013). Between 2011 and
2015, there was only a 1.9% increase in participants applying for waivers, lower than prior years,
which can be attributed to the large number of individuals with IDD already receiving funding
through waivers (Friedman, 2017). At the same time, however, funding for day habilitation
programs decreased due to increased funding for general community based programs including
supported employment and use of non-skilled caregivers (Friedman, 2017).
A major change to HCBS waivers within this time frame was the change in the definition.
Prior to this change in definition of waivers, HCBS waivers were defined by what they were not.
Currently, HCBS waivers are defined by the individual receiving funding through personcentered planning, use of individualized goals, and general interaction with individuals in the
community that are not the paid caregivers (Friedman, 2017). Using person-centered planning
allows waivers to focus on client outcomes as opposed to where the services are provided
(Friedman, 2017). This change shifted the focus to client specific outcomes but has not carried
over equally among States.
Meucci, Kurth, Shireman, and Hall (2018) conducted research similar to Friedman (2017)
and Rizzolo et al. (2013) by reviewing state waivers. Meucci et al. (2018) assessed services
offered within each state and proved that there are a wide variety of services offered. They
discovered that states determine and limit the number of individuals who receive funding
through these waivers. This has led to over 582,000 people in 39 States being placed on HCBS
waiver waitlists as of 2014 with no time frame of when funding may become available (Meucci
et al., 2018). There are no federal incentives for states to decrease waitlist numbers by expanding
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funding and opportunities for adults with IDD. Research has been conducted to assess long-term
savings, but this has not yet trickled down to state legislation, as many states still do not offer
enough waiver programs for their citizens, forcing individuals to remain institutionalized (Kaye
et al., 2009; Meucci et al., 2018).
With all the differences in funding among the States, and the need for states to be cost
effective, Medicaid managed long-term services and supports (MLTSS) has been introduced at a
federal level. Medicaid MLTSS developed a sole providing source for all services to coordinate
care and manage all services the State offers under one umbrella (Williamson et al., 2017).
Medicaid MLTSS allows quality of care to be monitored which in turn transition more adults
with IDD into the community, thereby, decreasing the number of individuals on waitlists. The
transition to Medicaid MLTSS is allowing one source to manage all services, which is limiting
person-centered planning, the opposite of the purpose of HCBS waivers.
In order to promote an increase in community based funding through Medicaid, Thomas,
Keohane, and Mor (2014) assessed the relationship between increases in HCBS funding and
admissions of individuals with developmental disabilities in nursing homes under the age of 65
with a fixed-effect model. The authors analyzed information from prior studies regarding nursing
home admissions and Medicaid funding in nursing homes. It was concluded that nursing homes
functioned for rehabilitative purposes and did not directly correlate with community based
programming. (Thomas et al., 2014). This is important because nursing homes have previously
been used for long term care, but with the increase in funding for these community based
programs that has changed.
Funding for HCBS programs shifted away from sheltered workshops and towards day
habilitation programs. The day habilitation programs place an emphasis on clients participating
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in meaningful, community based tasks. Day habilitation programs in Minnesota were assessed to
understand the services and activities provided as well as the social environment, in relation to
the community (Gaugler, 2014). The majority of adults with IDD who attend and use day
services require assistance with activities of daily living and assimilating into the community
based on the research in Minnesota. The staff that worked with adults with IDD attending the
program was considered direct care staff (Certified Nursing Assistants, health care aids) and
rarely had skilled professionals such as Registered Nurses, therapists, and social workers
(Gaugler, 2014). Gaugler (2014) concluded adults with IDD utilizing day programs for
community participation were more successful if the program was inviting, offered a variety of
opportunities, and the staff were adequately trained to support the staff in a positive manner.
Gaugler (2014) also reports that the use of skilled professionals, including nursing and therapy,
provided a positive social environment. The use of skilled professionals, including occupational
therapy, is difficult because of the limited funding available (Gaugler, 2014).
Occupational Therapy and Implications of Funding
HCBS waivers currently offer limited reimbursement for occupational therapy services
within the community (Friedman & VanPuymbrouck, 2018). The purpose of HCBS waivers is
person-centered planning and occupational therapy as a profession is based on client-centered
services in daily occupations (Friedman, 2017). It would be important to include occupational
therapy services within these waivers specifically, but the profession has been overlooked by
HCBS Waiver developers (Friedman & VanPuymbrouck, 2018).
Friedman and VanPuymbrouck (2018) conducted extensive reviews of HCBS waivers to
understand the differences between occupational therapy services that are covered in each state.
The authors concluded each state defined occupational therapy as a beneficial service for
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individuals with intellectual and developmental disabilities to increase social and community
engagement through meaningful activities, but funding did not always reflect its importance
(Friedman & VanPuymbrouck, 2018). Friedman and VanPuymbrouck (2018) concluded that
continued advocacy is needed to educate occupational therapy professionals about wavier
availability, but also to educate legislators regarding the skills occupational therapists can bring
to adults with IDD in the community.
Occupational Therapy reimbursement for all individuals with IDD
Research has been conducted regarding Medicaid funding for children aged three through
17. In the literature regarding state specific funding for children, the definition of occupational
therapy is established to include improving social and daily living skills; however only 16 out of
the 48 states researched offered to pay for the service (Semansky, Xie, Lawer, & Mandell, 2013).
Only 8 out of the 48 states offered funding for habilitation for those under 17 years old, however
a limitation of the literature shows that some states have other funding besides Medicaid that
help support individuals with disabilities (Semansky et al., 2013). There seems to be a clearer
need for skilled services for individuals under 17 years old, than for adults with IDD based on
available evidence. Occupational therapy is a service for a lifespan; however, funding is limiting
the ability of occupational therapy practitioners to help adults with IDD succeed in the
community.
Adults with IDD receiving funding through waivers are focusing on habilitation services.
These services are not covered by many insurance policies, yet habilitation is important for
independent living. Occupational therapists have begun lobbying through the American
Occupational Therapy Association (AOTA) and state occupational therapy associations to
increase habilitative services (Brown, 2014). The majority of states are currently waiting for
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federal regulations requiring habilitation funding before including occupational therapy as a
provided service (Brown, 2014). Without the backing of state legislation, waivers for habilitation
will continue to be limited and without specific evidence and occupational therapy practitioner
advocacy it will be difficult to initiate the discussion regarding occupational therapy
reimbursement within habilitation (Brown, 2014).
Skilled and Non-Skilled Caregivers for Adults with IDD
As Medicaid funding and the number of HCBS waivers increase, there has been limited
research and development regarding the use of skilled therapy in promoting independence
(Friedman & VanPuymbrouck, 2018). The HCBS waivers help fund support services for adults
with IDD for “habilitation training, respite care, employment, transportation, and behavior
management and other therapies” (Rizzolo et al., 2013, p. 3). States are not required to provide a
rationale regarding the funding choices they make, however they tend to select the most cost
effective solutions, including the use of non-skilled caregivers (Friedman, 2016). These services
vary from state to state and many of these services are carried out by non-skilled caregivers
(Friedman, 2016; Rizzolo et al., 2013). In addition, clinical and therapeutic services only
accounted for .880% of waiver spending in 2010 (Friedman & VanPuymbrouck, 2018).
Occupational therapy is funded through Medicaid within a rehabilitative model and
within a clinic, but not within the realms of habilitation in the community (Friedman &
VanPuymbrouck, 2018). Many states define occupational therapy as a service within day
habilitation programs to help reinforce skills, however the funding does not match the State
terminology. States provide funding to non-skilled caregiver’s to carry out the majority of daily
tasks, not occupational therapists (Friedman & VanPuymbrouck, 2018; Rizzolo et al., 2013).
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Since the shift towards community-based programs for adults with IDD, the profession of
caregivers for this population has shifted as well. Initially, there was a need for more hired
caregivers due to de-institutionalization. There were changes in caregiver competency since
working within the community was vastly different from institutionalization (Hewitt & Larson,
2007). In 2005, it was estimated that staff turnover for caregivers was 52%, costing an estimated
of $700 million to replace these caregivers due to training and establishing competency (Hewitt
& Larson, 2007). Providing skilled and effective training for paid caregivers needs to be an
ongoing topic with government leadership as this is limiting the success of adults with IDD in
the community (Hewitt & Larson, 2007).
When looking at the purpose of a day habilitation program, adults with IDD are building
skills to develop independence, attain and maintain function in the community, and gain the
ability to make personal choices. In Kentucky, the Supports for Community Living waiver
provides funding for occupational therapists to train and support non-skilled caregivers in order
to provide meaningful services to adults with IDD (Friedman & VanPuymbrouck, 2018). This
seems to be the only program that includes occupational therapy as a consultative service and
more evidence needs to be developed in order to monitor and report outcomes of these services
in relation to client development. Though non-skilled caregivers are cost effective, providing
skilled training for the caregivers increases the likelihood of clients succeeding within their
community (Friedman & VanPuymbrouck, 2018).
Without continued training for non-skilled caregivers, adults with IDD are not able to
access or maintain preferred employment (Friedman & Rizzolo, 2017). Friedman and Rizzolo
(2017) assessed funding for supported employment opportunities through HCBS waivers.
Supports that were funded included preparation and development of necessary skills, assistance
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with attaining a job, and supervision on the job. The reimbursement for caregivers assisting with
supported employment ranged from $6.80 - $203.18 per hour making service opportunities
drastically different from state to state. There needs to be more research and evidence to
determine the correlation between reimbursement rates and the level of skilled care adults with
IDD receive within supported employment settings (Friedman & Rizzolo, 2017).
Conclusion
Through the analysis of information and evidence in the areas of policies, regulations,
and funding of HCBS waivers, there is a need for continued research regarding occupational
therapy involvement in client progress. In addition, HCBS Waivers have a long way to go before
opportunities become standardized across States for adults with IDD. Currently, the limited
evidence regarding the need for occupational therapy within a community setting to foster client
success has influenced the lack of funding for occupational therapy with regard to HCBS
waivers. In order to lobby for the inclusion of occupational therapy in HCBS waivers, an
analysis of the knowledge occupational therapy practitioners possess in regard to HCBS waivers
and Medicaid reimbursement for adults with IDD within the community is needed (Friedman &
VanPuymbrouck, 2018).
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Chapter 3: Methods
Introduction to the Methods
After assessing and reviewing the literature, there is limited research regarding
occupational therapy funding in the community for adults with IDD through Medicaid waivers.
After further discussion with Dr. Carli Friedman and Dr. VanPuymbrouck (personal
communication, July 2, 2018), more information regarding the use of Medicaid HCBS waivers
for occupational therapy funding and practitioner knowledge of HCBS waivers is needed to
make a change. In addition, state variations in funding needs to be assessed. Friedman and
VanPuymbrouck (2018) reviewed all state waivers to determine funding for occupational
therapy. There is no need to repeat this process at this time and through analysis of further
research implications the easiest way to move this research forward is to develop a questionnaire
based survey for occupational therapy practitioners to complete in order to determine practitioner
knowledge and use of HCBS waiver funding for occupational therapy services.
Using a questionnaire is beneficial to reach a large amount of respondents, focus on
research aims, and to generalize results (Kielhofner, 2006). Surveys, especially those
administered online, can be used to reach many occupational therapy practitioners in a variety of
areas within the United States to understand current knowledge and continue to conduct future
research.
Survey Development
It is unknown if occupational therapy practitioners know about HCBS waivers and if they
are currently being used to fund services (Friedman & VanPuymbrouck, 2018). It is important to
assess occupational therapy practitioner knowledge of Medicaid Waivers prior to organizing and
training occupational therapy practitioners for lobbying and advocating for legislation changes.
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This specific questionnaire will focus on gaining information of practitioner knowledge
about Medicaid waivers, understanding current funding within the practice, and determine the
need for continued education regarding the use of waivers in the future. In addition, questions
regarding advocacy at the state and national level with regard to occupational therapy will be
addressed.
Variable Development
Prior to developing the questionnaire, variables need to be determined based on the
literature (Kielhofner, 2006). The current variables being assessed are knowledge of waivers and
current funding in the community. In addition, analysis of the target audience is needed to
determine how to ask the questions. Since the target audience is professional occupational
therapy practitioners, using clear and concise language that is not demeaning, yet appropriate is
important. Multiple choice, short answer, number scale and true and false questions will be used
throughout this questionnaire, with a few open ended questions asking the practitioner to
describe their personal use of Medicaid within practice as well as advocacy education needs.
Using this assortment of questions allows the individual to express their knowledge in a variety
of ways (Champagne, 2014).
Questionnaire Assessment
After completion of the questionnaire, it was reviewed by a group of preselected
individuals who work closely with Medicaid Waivers to ensure accuracy in the questions and
establish content validity. This preselected group included an occupational therapy practitioner,
an individual with an extensive background in Medicaid Waivers, and an individual with
experience developing and writing surveys and questionnaires. This group reviewed the
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questionnaire three times throughout the process prior to disseminating it to occupational therapy
practitioners.
Survey Layout
The questionnaire began with an introduction that provides information regarding the
lack of occupational therapy inclusion in Medicaid waivers, inform practitioners about the need
for continued education and advocacy with regard to Medicaid Waiver funding, and that the
information provided in this questionnaire will be used to assess knowledge and use of waivers
within occupational therapy practice. The introduction was short and concise, while also
informing the individual of the estimated length of time to take the questionnaire, the importance
of completing the questionnaire, and distributing the questionnaire to others within the field.
In order to ensure anonymity, the questionnaire asked participants for the number of
years they have been practicing, state they practice in, and the setting they work in. There will be
a section providing the participant with the author’s contact information if they would like to
contribute to future research or if they have continued questions.
Distribution
The questionnaire was developed to determine the current knowledge of Medicaid
Waivers among licensed occupational therapy practitioners with at least three years of
experience. It was distributed through the American Occupational Therapy Association (AOTA)
CommunOT page, as there is an area to post professional surveys for members to respond to
(American Occupational Therapy Association [AOTA], 2018). In addition, permission was
requested to post the survey on Facebook pages that are affiliated with occupational therapy as
well as pages for practitioners who work within the community. An email will be developed
describing the importance of this questionnaire and the need for distribution. This email was sent
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to all state occupational therapy associations as well as large companies that staff occupational
therapy practitioners to request distribution to members in an efficient way. This questionnaire
was available for participants for fifteen days, with hopes to have at least 50 responses from
occupational therapy practitioners. Qualitative analysis will be used to look for common themes
and in terms of quantitative analysis, only correct and incorrect answers will be assessed.
Please see the Appendix A and C for both the survey questions as well as the distribution
list respectively.
Conclusion
Once the questionnaire closed, results were analyzed to determine the need for continued
education regarding Medicaid Waivers as well as the current use of waivers. This initial
questionnaire will provide introductory data on the knowledge and use of waivers specifically for
occupational therapy services. The data will allow researchers to continue to educate
practitioners, assess use of funding through waivers, and continue to advocate for changes to
include occupational therapy as a necessary service for individuals with disabilities who receive
Medicaid funding.
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Chapter 4: Results
Survey Results
Home and Community Based Service Waivers

After fifteen days, survey results were analyzed. There were 36 people total who took the
survey, however four respondent’s answers were removed as they were either a student, OTA or
practicing for less than three years. Of the respondents 50% had over 20 years of experience and
there was a wide variety of practice areas. There were 15 respondents from Massachusetts, six
from Maryland, four from South Carolina, three from New York, two from Texas, and one from
Florida, Iowa, Maine, Indiana, Connecticut, and Wisconsin. Of the 32 respondents reviewed, 32
work with individuals who receive Medicaid funding, demonstrating there is a basic knowledge
of Medicaid separate from HCBS waivers.
The respondents appeared to have an average of 30% confidence in their Medicaid
knowledge. The following table shows the percent of correct answers for questions about HCBS
waivers.
Table 1. HCBS Waiver Questions and Percent Correct
Question
Waivers are available to any individual with intellectual and
developmental disabilities receiving Medicaid.

Percent
Correct
85%

Which location is not funded under HCBS Waiver programs?

57%

HCBS Programs are the same in every state
HCBS Waivers were introduced to shift funding from
institutionalization to the community for individuals with
intellectual and developmental disabilities
Which statement about waivers is true?

97%
91%

HCBS waivers allow individuals with intellectual and
developmental disabilities access to habilitative services.

48%

44%
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Following the questions about HCBS waivers the respondents were asked to include their
own personal experiences with waivers. Seven respondents reported to have experiences with
waivers, one researched waivers during the survey, and the rest did not respond. Those who
responded they had previous experience working with HCBS waivers were extremely passionate
about the subject and were also quick to express their frustrations due to inconsistencies.
Advocacy
The remaining questions focused on advocacy and occupational therapy practitioner
knowledge to effectively advocate for the profession. Of the 32 respondents, 64% reported they
were members of their state association and 74% reported their state occupational therapy
association provides updates regarding legislative information related to occupational therapy.
No one reported that their state occupational therapy association did not provide legislative
updates, either the response was yes they do or were unsure if they do. Three-quarters of the
respondents reported that they would like more information on legislative issues and education
on effective advocacy. In regard to AOTA, 34% of respondents reported AOTA could do more
for its members when it comes to providing legislative information. This includes participation in
advocacy events and daily updates regarding legislation that impacts the profession of
occupational therapy.
The final question on the survey was an open-ended question asking respondents of their
opinion on changes that are needed to increase advocacy for the occupational therapy profession
as a whole. Of the respondents, 18 people provided extensive responses focusing on the need for
education on legislation and advocacy, promotion of the profession, increased education in
schools regarding advocacy through real life examples and locating evidence to prove the need
for occupational therapists for adults with IDD.
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Summary
The research results were similar to the initial expectation, as there seems to be few
respondents who work directly with adults with IDD. The respondents answered the questions
about HCBS waivers with results that prove continued education on the topic of HCBS waivers
and Medicaid is needed. In addition, advocacy efforts are slowly growing for occupational
therapists. AOTA and state occupational therapy associations need to continue to focus on
expanding their advocacy education.
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Chapter 5: Discussion
Introduction to the Discussion
After analyzing the results of the survey, quantitative analysis was completed, and themes
were developed through a qualitative lens to assist in determining future need of education and
advocacy for HCBS waivers. The main themes are educating occupational therapy practitioners
about Medicaid and HCBS waivers, promoting the occupational therapy profession, need for
research regarding occupational therapists working with adults with IDD, and access to HCBS
waivers. All of these themes, along with the quantitative analysis are assisting in beginning the
process of solving the problems these themes focus on.
Quantitative Analysis
The results to questions eight through 13 on the survey looked at concrete evidence
regarding HCBS waivers. Based on Table 1, in the previous chapter, the questions that focused
on basic information about habilitation and Medicaid had a higher percentage of respondents
answering correctly. Questions specifically about HCBS waivers had a lower percentage of
correct responses. This proves that more specific education on waivers is needed and an increase
in knowledge of HCBS waivers can increase the use of these waivers as reimbursement sources.
Qualitative Analysis
Theme #1: Education for Occupational Therapy Practitioners
The quantitative results prove that there is a need for continued education in regard to
HCBS waivers. This survey did not reach a large sample, however based on the responses it
seems that more education would be beneficial. In addition, the majority of respondents
answered that they would like more education and information on legislation and advocacy from
AOTA and their respective state association.
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AOTA has a specific section of their website dedicated to advocacy and policy. The
information provided on this website focuses on health care reform, general advocacy resources,
and latest news (AOTA, 2019). The respondents reported they would like to see improvements in
the AOTA website as it only provides general information about advocacy and policy and not the
process of researching, understanding, and advocating for specific legislation. Proper advocacy
will not happen unless the profession of occupational therapy can collectively educate
practitioners to be confident in their advocacy abilities. Without continued education, advocating
for HCBS waivers for adults with disabilities in regard to occupational therapy will not be
feasible.
An area where education on legislation and advocacy has already begun is during
undergraduate and graduate coursework. All accredited occupational therapy programs are
required to include coursework focused on policy issues and advocacy. The guidelines leave the
execution of the education on policy issues and advocacy up to the school. It is imperative for
programs to include the ability for students to not only learn about policy and advocacy but also
understand how to apply it to daily practice. Separate from education in schools, continuing
education courses can be developed to make advocacy seem less intimidating for practitioners
and allow for continued advancement of the occupational therapy profession.
Theme #2: Promoting Occupational Therapy as a Profession
Another theme that was noted in the responses to the survey was the need to educate
others about the occupational therapy profession. One respondent reported, practitioners “still
have to constantly educate what occupational therapists do and why [they] are beneficial.” Other
respondents shared the same feelings as well and would like AOTA to take responsibility in
educating and advocating for the occupational therapy profession in both legislation but also in
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“TV shows, movies, and documentaries.” This involves providing opportunities for occupational
therapy practitioners to play a major role in medical teams as well as at the federal level for
health care reform.
The results of this survey show that the occupational therapy profession is lacking in
education for the public about the importance of occupational therapy. Besides education
practitioners about policy and advocacy, it is necessary to take a step back and start introducing
occupational therapy to legislators at both the state and federal level. If legislators and politicians
do not know about occupational therapy or the mission of the profession it is less likely to be
included in future health care and Medicaid reform, or more specifically in HCBS waivers.
Theme #3: Occupational Therapy Role for Adults with IDD in the Community
Based on literature review and the results of the survey, it appears that occupational
therapy is not typically represented in habilitation programs or in other community based
programs for adults with IDD. This can be due to many reasons including lack of funding and
lack of advocacy for the profession. Since there are limited therapists practicing in this area,
there is limited research. Without research, occupational therapy as a whole does not have the
necessary evidence needed to prove the need for our presence in HCBS waivers and Medicaid
funding when advocating to legislators at both the state and federal level. Two respondents
focused on this need in the survey proving that this is an area that needs to be improved before
advocacy can move forward successfully.
Theme #4: Access to HCBS Waivers
Other complaints were voiced in the survey including the point that there are long
waitlists for adults with IDD to receive HCBS waiver funding. Besides long waitlists, the
funding was described as “inadequate,” there is constant staff turnover for direct care staff
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members, and many agencies push individuals into programs that have higher reimbursements
rates, not what is best for the individual, and there is limited ability for occupational therapists to
participate in HCBS waiver programs.
These complaints align with the previously reviewed research and demonstrate the
importance of advancing advocacy efforts not only to fund occupational therapy but also for
adults with IDD to gain the best care. The next step is to begin educating other occupational
therapy practitioners of the benefits of HCBS waivers and develop a coalition to fight for a
change for adults with IDD.
Replication and Limitations
Currently, there are limited reasons to replicate this survey. This survey was the first step
in many to continue to research occupational therapy practitioner knowledge of HCBS waivers
and use of funding for adults with IDD in the community. To continue the research in this area,
this survey would need to be modified to include more specific questions and respondent
information to conduct in-person interviews to determine more in-depth information. It is
important to use this survey as an initial screen regarding occupational therapy practitioner
knowledge for future research.
The main limitation to this survey was time. Unfortunately, based on a predetermined
time frame and a variety of variables, the survey was only available for 15 days. This potentially
limited the number of individuals who completed the survey. Because of this, the results cannot
be generalized to the full occupational therapy profession. Due to limited time, the ability to
follow up with individual respondents in regard to specific knowledge and use of HCBS waivers
could not be completed.

OCCUPATIONAL THERAPY PRACTITIONER KNOWLEDGE AND

34

Another limitation was the inability to distribute the survey to a large sample size.
Initially all state occupational therapy associations were contacted, however with limited time
there were no follow up emails to confirm distribution. In addition, the shorter time frame
limited the amount of ways the survey was distributed. If more time was available, large
agencies that employ occupational therapy practitioners as well as universities could have been
contacted.
Dissemination
The final step is dissemination of the results of the research. The first step will be to
develop a summary of the data applying it to daily practice to submit to the OT Practice
magazine. This will help increase awareness of Medicaid programs as well as use of HCBS
Waivers within community practice. Next would be to develop an analysis of the data with future
needs for the American Journal of Occupational Therapy to increase awareness based on the
specific data that was collected. These publications will help increase awareness to many
practitioners in both an informal and formal way.
Separate from publication an education-based presentation will be developed to provide
the necessary education for occupational therapy practitioners. This education-based presentation
will be submitted to the AOTA conference as well as state occupational therapy association
conferences to distribute the information to as many practitioners as possible.
Conclusion
With the introduction of the Rehabilitation Act of 1986, the United States has worked
diligently to develop new programs and opportunities for adults with disabilities to remain within
the community. In 2014, HCBS waivers were developed to help assist states in developing
community-based programs for adults with disabilities. These HCBS waivers are limited, vary
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between states, and have limited funding for occupational therapy. The occupational therapy
profession mission aligns greatly with that of HCBS waivers and with continued research and
advocacy will one day play a role in the continued community-based participation of adults with
IDD.
The research developed through this capstone project determined that occupational
therapy, as a profession needs to improve in a variety of areas to continue to advocate for
reimbursement for OT services within HCBS waivers. These areas include developing
practitioner confidence in policy and advocacy, promoting the occupational therapy profession,
and developing evidence for occupational therapy’s role with adults with IDD in the community.
Through dissemination of the information determined through this paper the occupational
therapy profession can begin to create larger coalitions of practitioners to present to state and
federal legislators about our important role with adults with IDD in the community.
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Appendix A: Survey Questions
Medicaid Home and Community Based Service Waiver Survey
Medicaid is a large funding source for individuals with intellectual and developmental
disabilities. Currently, Home and Community Based Service (HCBS) Waivers are being used to
help provide funding for adults with disabilities within a community-based setting. The purpose
of this survey is to determine occupational therapy practitioner knowledge and understanding
HCBS Waivers, as well as advocacy in general.
Introductory Questions:
1. How long have you been practicing as an Occupational therapy practitioner?
O-3 years
4-10 years
10-20 years
20+ years
2. What is your primary practice area?

3. What State do you practice in?

4. Are you an Occupational Therapy Assistant?
YES
NO
5. Do you work with individuals receiving Medicaid funding?
YES
NO

Medicaid HCBS Waiver Questions:
1. On a scale of 1-10, how confident are you in your knowledge of Medicaid Home and
Community Based Service Waivers?
1---------------5-------------10
2. Waivers are available to any individual with intellectual and developmental
disabilities receiving Medicaid.
a. True
b. False
3. Which location is not funded under HCBS Waiver programs?
a. Day Habilitation Programs
b. Institution Based Programs
c. On the job vocational training
d. Community Based Programs
4. HCBS Programs are the same in every state.
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a. True
b. False
5. HCBS Waivers were introduced to shift funding from institutionalization to the
community for individuals with intellectual and developmental disabilities.
a. True
b. False
6. Which statement about waivers is true?
a. They can save the state money
b. They cost the state more money
c. They initially cost the state more money, however after a few years will save
money
d. The cost stays the same
7. HCBS waivers allow individuals with intellectual and developmental disabilities
access to habilitative services.
a. True
b. False
Please share your experiences and thoughts with Medicaid Waivers. You can write N/A if you do
not have any experiences to share.

The following questions are in regard to advocacy in occupational therapy.
1. Are you a member of your state occupational therapy association?
a. Yes
b. No
2. Does your state organization provide legislative updates regarding current legislation that
may be important to occupational therapy practice?
a. Yes
b. No
c. I don’t know
3. Would you be interested in receiving more information in regard to legislation and
educational opportunities from your state association?
a. Yes
b. No
4. Do you believe AOTA provides substantial information about legislation and new
policies?
a. Yes
b. no
5. What changes do you think would be beneficial to assist in increasing advocacy for the
OT profession? [Consider academic institutions, accrediting bodies, professional
associations, and occupational therapy practitioners]
Appendix B: Individualized Service Plan Example
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Appendix C: Distribution List of Survey Link
State Occupational Therapy Association Contacts
Alabama
Alaska
Arizona
arkansas
California
Colorado
Connecticut
Delaware
Florida
Georgia
Hawaii
Idaho
Illinios
Indiana
Iowa
Kansas
Kentucky
Louisiana
Maine
Maryland
Massachusetts
Michigan
Minnesota
Mississippi
Missouri
Montana
Nebraska
Nevada
New
Hampshire
New Jersey
New Mexico
New York
North Carolina
North Dakota
Ohio
Oklahoma

Christopher Eidson
Scotty Orr
Amy Armstrong-Heimsoth
Sonja Buchanan
Heather Kitching
Pamela Di-Pasquale- Hehnerz
Judy Sheehan
Heidi Baist
Brent Cheyne
Maria Alvarado
Steven Nakata
Kari Thompson
Jim Hill
Christina Douglas
Steven Bowen
Brian Mills
Camille Skubik-Peplaski
Danielle Keyser
Jessica Bolduc
Kate Eglseder
Karen Hefler
Kirsten Matthews
Peggy Brandenburg
Kelly Cole Crawford
Jacquelyn Sample
Lisa Lowery
Janel Meis
Lacee Bukoskey

ceidson@uab.edu
president@akota.org
office@arizota.org
office@arota.org
info@otaconline.org
info@otacco.org
connota@snet.net
hbaist@dtcc.edu
brentcheyne@yahoo.com
info@gaota.com
otassociationofhawaii@gmail.com
info@id-ota.com
office@ilota.org
info@inota.com
iowaot@gmail.com
centraloffice@kotaonline.org
kotaweb@kotaweb.org
lalwood@aol.com
meotapresident@gmail.com
email.mota@gmail.com
info@maot.org
office@miota.org
info@motafunctionfirst.org
MSOTA@comcast.net
motapresident16@gmail.com
OTLisa2015@gmail.com
notaassistant@gmail.com
NevadaOTA@gmail.com

Ann Kline,
Felicia Chew
Robert Hobbs
Gloria Lucker
Beth Hathaway
Heather Dibra
Becky Finni
Sarah VanAlstine

nhota@lexian.com
nfo@njota.org
nmota@nmota.org
nysota@gmail.com
office@ncota.org
Julie.grabanski@med.und.edu
webmaster@oota.org
OKOTAadmAssistant@gmail.com
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Oregon
Pennsylvania
Rhode Island
South Carolina
South Dakota
Tennessee
Texas
Utah
Vermont
Virginia
Washington
West Virginia
Wisconsin
Wyoming
D.C.

Nicole Pavenick
Amy Gerney,
Randy Fedoruk
Mariah Woody
Maria Klamm
David McGuire
Robin Clearman
Jeanette Koski
Caren Maslowsky
Erin Clemens,
Genie Charvet,
Rondalyn Whitney
Kelly Sajdak,
Phylicia Lipes
Konah Bernard

info@otao.com
office@pota.org
secretary@riota.org
adminscota@gmail.com
sdota@sdota.org
admin@tnota.org
judith.joseph@tota.org
president@utahotassociation.org
otvermont@gmail.com
office@vaota.org
nick@wota.org
President@WVOTA.org
wota@wota.net
wyotainfo@gmail.com
info@mydcota.org

45

