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ABSTRACT 

 

Striking disparities exist in higher education and employment rates between young adults with 

disabilities and their non-disabled peers. This qualitative study examined the lived experiences of 

nine young adults ages 24-35 with neuromuscular disease and how their use of personal 

assistance services (PAS) impacted their pursuit of higher education and employment.  

Participants overall had positive college experiences and reported the easiest time coordinating 

PAS was during college. Families of participants expected college attendance, but the lack of 

experience with PAS prior to college impacted higher education; the need for PAS influenced 

choice of college.  Participants used consumer-driven and agency based models, experienced 

great stress coordinating PAS, experienced low quality and high turnover of staff, were restricted 

in their ability to be spontaneous, and at times limited their needs to avoid asking for assistance.  

A significant amount of informal caregiving from family and friends was used to support higher 

education and employment.  Participants speculated that societal stereotypes and low 

expectations of people with disabilities contribute to low rates of employment and higher 

education, and reported negative interactions with vocational rehabilitation counselors. 

Eligibility criteria for federal and state PAS programs limited income and created work 

disincentives, were complex to understand and navigate, and discouraged both advancement in 

their careers and the willingness to pursue advanced degrees.  Young adults with neuromuscular 

disease are willing, wanting, and capable to participate in higher education and gainful 

employment and could not do so without access to reliable quality PAS.  Efforts to prepare 

families and youth to fund and coordinate PAS, eliminate work disincentives, and coordinate 

transition planning between multiple support agencies could help break the cycle of poverty in 

the disability community and encourage employment.  
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CHAPTER ONE 

 

INTRODUCTION 

 

 Approximately 90% of children with pediatric diseases once thought to be fatal in 

childhood are now living into adulthood as a result of advances in clinical care and medical 

technology (Blum, 2005).  The transition to adulthood is an important time in the lives of youth, 

often marked by increased independence, post-secondary education, employment, and 

community involvement.  Young adulthood, typically regarded as the years between 18-34, is a 

pivotal time when youth with disabilities make decisions that will influence their physical health, 

financial stability, and living options for years to come (Institute of Higher Education, 1998; 

Newman et al., 2011).  The decision to pursue higher education and employment is a choice that 

has a wide range of positive benefits for youth with disabilities, including economic 

independence, increased self-esteem, social networks, overall life satisfaction, inclusion in 

mainstream society, and sense of worth (Fabian, 1992; Schur, 2002).   

 The attainment of a postsecondary degree is an important step towards employment, as a 

college degree has become a prerequisite for successful sustained employment in a 21
st
 Century 

knowledge-based market (Kiernan & Hart, 2011).  Compared to their peers whose highest level 

of education is high school, young adults with disabilities who are college educated have higher 

rates of employment; however, just 9% of youth with disabilities attend a four-year college and 

only 14% obtain a college degree (Fabian, 1992; Kessler Foundation & NOD, 2010a; Kessler 

Foundation & NOD, 2010b; Loprest & Maag, 2007).  Youth with disabilities who pursued 

higher education were also more likely to live independently, have a savings and checking 

account, have higher income, and were less likely to experience social isolation (Newman et al., 

2011). 
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 Like others with disabilities, youth with neuromuscular disease express the desire to 

participate in their communities through education, work, and recreation at the same rates as 

their non-disabled peers.  Upon graduation from high school, youth expectations to participate in 

higher education are far higher than actual outcomes, with 52% of youth with disabilities 

reporting that they “definitely will” attend postsecondary education and an additional 34% 

expecting they “probably will” seek higher education (Wagner, Newman, Cameto, Levine, & 

Marder, 2007).  Youth with disabilities have high expectations of graduating from college, but 

only 19% achieve this goal (Wagner et al., 2007). Furthermore, these gaps increase as the 

severity of disability increases, with only 14% of people with severe disabilities obtaining a 

college degree (Kessler Foundation/NOD, 2010a).  Stark disparities also exist between the 

education rates of people with and without disabilities.  Youth with disabilities are less likely to 

enroll in postsecondary education, less likely to attend a four-year college, and less likely to 

graduate than their non-disabled peers (Kessler Foundation & NOD, 2010b; Wagner et al., 

2007).  Only 9% of youth with disabilities attend a four year university, while 28% of youth 

without disabilities attend a four year university (Kessler Foundation & NOD, 2010b).  

 Upon graduation from high school, youth expectations to participate in the workforce 

also are significantly higher than actual outcomes, with 86% of youth with disabilities expecting 

to participate in the work force as adults, but less than 30% actually achieving this goal (Kiernan 

& Hart, 2011). Furthermore, these gaps increase as the severity of disability increases, with only 

3% of adults with severe disabilities working full-time (Kessler Foundation & NOD, 2010a). 

Unfortunately, significant barriers exist for youth with disabilities to pursue and reap the benefits 

of educational and vocational opportunities as evidenced by the substantial disparities in rates of 
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higher education and employment for people with disabilities when compared to their non-

disabled peers (Institute on Disability, 2011; Newman et al., 2011).   

Important legislation 

 Since the passage of the Americans with Disabilities Act (ADA) in 1990, substantial  

increases in  participation in education have been documented, yet rates of employment for 

people with disabilities are virtually the same as before the ADA was adopted (Kessler 

Foundation & NOD, 2010b).   This suggests that this important civil rights legislation, which 

prohibits discrimination against people with disabilities in public accommodations, 

transportation, employment, and housing, has some limitations in truly achieving equal access 

(Kessler Foundation & NOD, 2010b; Longmore, 2003).  Furthermore, the ADA often is not 

strictly enforced and compliance with its mandates is negligent at times.  Some disability 

activists suggest that the ADA creates an illusion that society is accessible to people with 

disabilities while they continue to experience marginalization and social exclusion (Longmore, 

2003).  Other researchers suggest that the ADA may actually discourage the hiring of people 

with disabilities for fear of litigation or assuming the costs of making the workplace accessible 

(Burkhauser & Stapleton, 2004). 

 Despite those criticisms, the ADA laid the legislative ground work for an important 

movement in the history of disability rights - deinstitutionalization.  In 1999, the United States 

Supreme Court decided the Olmstead case, which established that the institutional isolation of 

people with disabilities violates the Americans with Disabilities Act and the segregation of 

individuals with disabilities in institutions was determined to be “discrimination.”  The court 

ruled that states must provide services in community-based settings when requested by the 

individual, when those services can be reasonably provided by the state’s program, and 
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community placement is suitable for the individual (Kaiser Commission, 2004).  States must 

have “working plans” for individuals with disabilities in institutional settings to access the least 

restrictive settings, but this can include waiting lists for services (Kaiser Commission, 2004).  

The ADA and Olmstead case set the stage for in-home and community-based services for people 

with significant disabilities and the expectation that people with disabilities would play more 

active roles in society; yet, barriers to assuming these roles continue to plague the disability 

community.   

Expectations of people with disabilities. 

  Low parental expectations may be a contributing factor to low employment rates for 

young people with disabilities.  According to the results of the National Longitudinal Transition 

Study-2 (NLTS-2) funded by the U.S. Department of Education, youth with disabilities have 

higher expectations for their future than their parents (Wagner et al., 2007).  While 60.8% of 

youth with disabilities report they “probably will or definitely will” complete a four year college, 

only 38.4% of their parents report the same confidence level.  According to the NLTS-2 study, 

between 84% and 96% of youth with orthopedic impairments or other health impairments report 

they “definitely will” have a paid job, but this is not as achievable from a parent perspective.  

Young adults with disabilities articulate the importance of being expected by parents to engage 

in higher education and employment and that those expectations have positively influenced the 

pursuit of college and work (Powers et al., 2012).  Wagner et al. (2007) report that youth who 

have parents with higher expectations hold higher expectations for themselves, and report that 

differences in expectations are not significantly related to gender, age, socioeconomic status, and 

race/ethnicity.  Differences in self-determination, capabilities, and goals of youth with 

disabilities also have not been found to differ based on gender, age, socioeconomic status, and 
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race/ethnicity (Wagner et al., 2007).   The “supportive behaviors” of parents, teachers, and 

others, such as general emotional and academic support, have been tied to perceived self-efficacy 

and higher future aspirations for youth with disabilities (Bandura, Barbaranelli, Caprara, & 

Pastorelli, 2001; Sanders, 2006; Wagner et al., 2007; Yun & Kurlaender, 2004).  Unfortunately, 

the expectation of employment in adulthood is not yet a reality for youth with disabilities 

(Kiernan & Hart, 2011). 

 Lowered expectations can be internalized by youth with disabilities, thereby lowering 

self-esteem and self-efficacy (Bandura et al., 2001; Sanders, 2006).  Ultimately, decreased self-

esteem can shape how a person with a disability sets goals, perceives options for the future, and 

shapes what the person feels he/she is capable of achieving.  How a young person with a 

disability is treated by others, and the unconscious stereotypes about what it means to be disabled 

that pervade these interactions, can be more disabling than the actual disability, resulting in a 

decreased sense of worth and abilities.  Being surrounded by people with low expectations may 

lead young people with disabilities to not do more than is expected of them, further 

marginalizing them and potentially affecting educational and employment outcomes (Sanders, 

2006). 

Eligibility for support programs for personal assistance services 

 For the close to 3.5 million people in the U.S. with a “self-care disability”, or a disability 

that requires assistance from others for dressing and bathing, the ability to access quality reliable 

personal care assistance is vital to being able to engage in the workforce (Houtenville & Ruiz, 

2011; Stoddard & Krause, 2006; Temple, Mona, & Bleecker, 2003).  For youth with significant 

physical disabilities who require personal assistance for activities of daily living, the transition to 

adulthood includes some unique challenges, such as learning a new adult system of service 
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provision, employing and managing professional caregivers, and navigating separation from 

family while still requiring family members’ physical assistance. When young adults with 

disabilities try to secure financial support for personal assistance to support the pursuit of 

employment, they often experience long waitlists, delays in services, confusion among multiple 

agencies coordinating services, and a lack of awareness of services available on the part of 

families as well as service providers (United States Government Accountability Office 

[USGAO], 2012).   Independent living centers, vocational rehabilitation services, Medicaid, 

Social Security, and college disability services offices often are vital resources to young adults 

with disabilities making the transition to adulthood and all have separate systems and eligibility 

criteria to access services.  

 Youth with neuromuscular diseases such as Duchenne muscular dystrophy, spinal 

muscular atrophy, limb-girdle muscular dystrophy, and congenital muscular dystrophy, often 

experience difficulties navigating the complex systems of service delivery for the personal 

assistance necessary to engage in employment.  These youth are typically cognitively bright and 

require personal assistance for activities of daily living, but often encounter barriers to 

employment as a result of their severe physical disability (Abbott & Carpenter, 2014; Rahbek et 

al., 2005; Schrans et al., 2013).  Many of these youth rely on means-tested assistance programs 

such as Social Security and Medicaid for vital in-home health and personal assistance services. 

Without Medicaid support, personal assistance services can cost these young adults tens of 

thousands of dollars annually.  With their strikingly low rates of employment coupled with the 

expense of the care they require, they may rely on these government funded programs for life, 

resulting in significant costs to society (USGAO, 2012).   
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 Without Medicaid, many individuals with disabilities would be uninsured or pay high 

premiums for private insurance that does not meet all of their health care and in-home care 

needs.  To qualify for Medicaid, an individual must qualify as one of the eligible groups offered 

coverage by the program, which includes people with “severe disabilities,” and income must not 

exceed a specific percentage of the federal poverty level, a level left to the discretion of each 

state.  People with disabilities typically qualify for Medicaid as a result of meeting the income 

requirements for Social Security Supplemental Income or because he/she has such high medical 

expenses (Kaiser Commission, 2000).  

 Individuals qualify for Social Security programs by being deemed as having a disability 

that persists for at least two years and results in a lack of ability to engage in “substantial gainful 

activity” (Kaiser Commission, 2000; SSA, 2013).  It is important to note that many in the 

disability community take exception to this definition of disability and feel that tying the 

definition of disability to not being able to engage in work promotes a limited understanding of 

disability, reinforceslow expectations of people with disabilities, and supports continued reliance 

on government programs keeping people with disabilities locked in poverty (Longmore, 2003; 

Scotch, 2001).  In 2013, substantial gainful activity limited an individual’s earnings to just over 

$1000 per month and $2000 in savings before he/she would lose Social Security and Medicaid 

benefits (SSA, 2013).  Qualifying income levels are determined by each state and eligibility is 

more restrictive for adults than for children (Kaiser Commission, 2012).   Therefore, 

considerable variations exist in eligibility criteria between states, and if a disabled individual 

qualifies for Medicaid in one state, he or she may not qualify in another state (Kaiser 

Commission, 2000). An individual can have earnings greater than the income threshold because 



18 
 

the person is deemed “medically needy” and eligible to deduct medical expenses from income to 

meet eligibility criteria (Kaiser Commission, 2000).  

 The rules to determine eligibility are extraordinarily complex and use complicated 

algorithms to means-test applicants, making the program difficult for participants to understand, 

and for states to manage and implement (Kaiser Commission, 2000; Social Security 

Administration [SSA], 2013).  Individual eligibility is reviewed annually as mandated by federal 

Medicaid regulations and individuals on the program can be deemed to no longer qualify based 

on income at any time (Kaiser Commission, 2000).  In a study by Grossman, Kitchener, Mullan 

and Harrington (2007), participants with disabilities described the income and asset eligibility 

requirements as being the largest barrier to accessing funding for personal assistance services.    

 Medicaid is the single largest source of funding for long-term care that is community-

based (Kaiser Commission, 2012).  However, an institutional bias is inherent in the Medicaid 

programs, as evidenced by the majority of long-term care funding being attributed to institutional 

care, the relatively flat numbers of people served by community-based Medicaid programs, and 

more restrictive income eligibility requirements for community-based support than for nursing-

home placement (Kaiser Commission, 2011).  The institutional bias also is illustrated by 

Medicaid law, which mandates Medicaid cover institutional services and allows, but does not 

require, that Medicaid cover community services above and beyond home health (Kaiser 

Commission, 2004).  Yet, it is typically less expensive to provide services to individuals in a 

community setting than in an institutional setting.  States usually provide community-based care 

through the Medicaid waiver program, which grants states the ability to provide services to 

specific disability groups.  States operate the program budget-neutral and limit enrollment in 
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order to do so, which results in waiting lists which are often years long (Ng, Harrington, & 

Howard, 2011).    

 In an attempt to address income restrictions for working adults with disabilities, 

supplemental or special needs trusts have been developed that allow participants to contribute 

their additional income to continue to qualify for Medicaid benefits.  Participants of the trust 

“spend down” their additional income and contribute it to a pooled trust managed by a third 

party.  The money contributed to the trust is exempt from being counted as income when 

determining program eligibility.  Often there are fees associated with joining the trust and 

monthly maintenance fees.  Participants in the trust can use contributed funds for rent, mortgage, 

utilities, clothing, food, or other services not covered by Medicaid, however, the trust pays the 

bill directly, must be approved by a committee overseeing the trust, and no payments can be 

made directly to participants.  In many states, if the participant dies, any remaining funds in the 

trust go directly to the state to compensate for care provided through government programs or to 

pay for services to other disabled individuals.  As such, participants are encouraged to only 

deposit as much into the trust to cover monthly expenses and not let money accumulate, meaning 

the trust is not a long-term savings plan but a way to meet monthly income eligibility 

requirements for Medicaid (Center for Disability Rights, Inc., 2012; Silva & Bogart, 2014). 

 Supplemental or special needs trusts can help employed adults maintain eligibility for 

government programs supporting PAS; however, there is no clear path to transition from 

dependence on these programs and no programs exist to bridge the gap between dependence and 

self-sufficiency, which has long been recognized as an issue within the research and 

rehabilitation community (O’Day, 1999; Olney, 2007; Olney & Lyle, 2011; Stapleton, O’Day, 

Livermore & Imparto, 2005; Winter, 2004).  Programs such as the SSA Ticket-to-Work Program 
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and Medicaid’s Buy-In program serve to weaken the link between income and eligibility, but 

restrictions on employment and income may inherently still exist (Burkhauser & Stapleton, 

2004). As a result of these policies, the programs to encourage independence often produce 

dependence on the systems of support and limit the pursuit of employment or have the 

consequence of people with disabilities voluntarily abandoning the goal of full-time employment 

(Olney & Lyle, 2011; Stapleton et al., 2005).   

 On December 3, 2014 an important act of legislation aimed to further weaken the link 

between income and eligibility passed the U.S. House of Representatives.  Titled the “ABLE 

Act”, this bill allows individuals with disabilities and their families to save up to $14,000 per 

year in special designated savings accounts and accrue up to $100,000 while still maintaining 

eligibility for PAS services under the Medicaid and Social Security programs (H.R. 647, 2014).  

While an important step in the right direction, the ABLE Act is not without its flaws and still 

limits the amount of income that can be saved annually.  This bill is now up for a vote in the U.S. 

Senate and has been enthusiastically embraced by the disability advocacy community. 

Quality of personal assistance and PAS workforce 

 Qualifying for funding programs for personal assistance services is only one of many 

issues people with severe physical disabilities face.  Locating and coordinating quality 

professionals to provide assistance also is a barrier to meeting an individual’s daily needs and 

maintaining employment.  Two different models exist to provide PAS – the agency-based model 

and the consumer-directed care model.  In the agency-based model, home health agencies 

assume the responsibility for recruiting, hiring, and managing direct care workers providing PAS 

to people with disabilities.  Through a consumer-directed care model, these responsibilities 

become the duty of the individual.  People with disabilities directly hire, train, and manage the 
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schedules of the professionals providing services in their home.  The vast majority of people with 

disabilities express a preference for consumer-directed services, although not all states offer this 

program as an option and the majority of individuals use agency-based services (Grossman et al., 

2007; Kaiser Commission, 2008).  Some people with disabilities go as far as stating that agency-

based models provide lower quality care (Grossman et al, 2007).   

 The current workforce of PAS professionals is made up of 88% female workers who have 

an average age of 42 years old, and are disproportionately minority workers (53%).  The average 

personal assistant or home health aide earns less than ten dollars per hour, significantly less than 

the average American worker at $16.57 per hour (Paraprofessional Healthcare Institute [PHI], 

2012).  The personal assistance workforce is not highly educated, and 54% of professionals 

having a high school education or less (PHI, 2012).  Over half of personal care assistants work 

part-time and less than half have employer based health insurance, both of which have been 

attributed to decreased job satisfaction for these workers and decreased quality of care for 

consumers (Kaiser Commission, 2008; PHI, 2012; Seavey, 2011).   

 Much literature has documented the many issues people with disabilities have had related 

to limited access to quality formal personal assistance services (Grossman et al., 2007; Kaiser 

Commission, 2004; Seavey, 2011). In a 2007 study conducted by Grossman et al., researchers 

surveyed individuals with disabilities who utilized paid personal assistance services.  

Researchers found that the availability of these services was vital for the individual to continue 

to live at home as opposed to a nursing home or other institutional setting and all but one 

participant relied on Medicaid as a funding source.  Most of the participants in the study reported 

issues related to a shortage of direct care workers, lack of high quality providers, and a lack of 

back-up providers. The number of hours approved by Medicaid often is not sufficient to meet an 
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individual’s actual needs, which resulted in some participants paying out-of-pocket for services, 

using family and friends for unpaid and informal assistance, or settling or having their needs 

unmet.  Low pay, poor benefits, and high turnover have been identified as central issues 

influencing the quality of PAS available to individuals with disabilities (Seavey, 2011; Kaiser 

Commission, 2008; Kaiser Commission, 2004).   Furthermore, high stress levels and physical 

demands of work as a caregiver are also associated with influencing the quality of PAS available 

to people with disabilities (Seavey, 2011). 

 The shortage of personal assistance professionals and the low pay, poor benefits, and 

high turnover of these professionals can be at a high cost to people with disabilities (Grossman et 

al., 2007; Hagglund, Mokelke, & Stout, 2004).  People with disabilities commonly experience 

mistreatment by informal (friends and family) and formal (paid) caregivers (Oktay & 

Thompkins, 2004).  Rates of theft, extortion, verbal and physical abuse, and neglect by 

caregivers are experienced by an estimated 30-60% of people with disabilities (Curry et al., 

2009; Oktay & Thompkins, 2004).  

Economic climate and policy reform 

 Currently, the United States is in an economic time when recession has forced major 

cutbacks in services, with programs for people with disabilities, such as the Medicaid Waiver 

program and vocational rehabilitation services, often heavily hit with mandates to decrease 

budgets and services.  During economic recessions, unemployment rates are higher and 

disproportionately affect people with disabilities.   Even small increases in unemployment rates 

caused by a recession can result in many more individuals who qualify for services, resulting in 

billions of additional costs to the Medicaid and Social Security programs.  Historically, this often 

results in states restricting eligibility for these programs (Dorn, 2008).  With only 16-20% of 
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individuals with physical disabilities requiring caregiving employed, they remain dependent on 

an already stressed system with the people in need far outnumbering the assistance available.  

 People with disabilities have higher poverty rates and continue to experience higher 

levels of “social and economic deprivation” than people without disabilities (Kessler Foundation 

& NOD, 2010b; Longmore, 2003).  Additionally, our federal and state laws, policies, and 

programs reflect subtle and overt institutional bias, work and marriage disincentives, and do not 

strictly seek the removal of barriers for full societal participation for people with disabilities 

(Longmore, 2003).  With over one-third of families having a member with a disability and over 

41 million individuals with disabilities in the United States, issues related to disability policy, 

accessibility, and marginalization touch the vast majority of Americans in some way (Longmore, 

2003). 

 Solutions have been proposed to ameliorate various negative effects of the current system 

of federal and state programs and increase the self-sufficiency of people with disabilities.  

Researchers suggest that support services to young adults with disabilities should be flexible in 

means-testing eligibility standards and that the expectation should be for young adults to obtain 

employment (Darrah, Magill-Evans, & Galambos, 2011; Stapleton et al., 2005).  Additional 

suggestions include enhancing accessible transportation options for adults with physical 

disabilities, environmental accommodations to decrease the limitations of impairment, use of 

assistive technology, case managers to help navigate complicated support programs, promoting 

resiliency in programs of higher education, and flexible work hours (Hartley, 2012; Darrah et al., 

2011; Kregel, 2009).  Further recommendations are focused on increasing the quality of the PAS 

workforce and providing consumers with flexible funding options (Laragy, 2010; Kaye, 

Chapman, Newcomer, & Harrington, 2006).  Burkhauser & Stapleton (2004) provide 
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recommendations aimed at supporting the hiring of people with disabilities by reducing the costs 

of employer accommodations and providing direct support through subsidies, enforcing 

compliance with the ADA regulated hiring practices, and further clarifying protections under the 

ADA.  

 Current efforts to change the system of support for people with disabilities have been 

criticized for increasing the complexity of an already intricate system, failing to adequately 

address or eliminate work disincentives, and perpetuating low expectations of people with 

disabilities (Stapleton et al., 2005).  Disability activists argue for policies that do not link support 

for personal assistance services to employment and the International Classification of 

Functioning, Disability, and Health is gaining support as an alternative measure of assessment of 

function and disability in the rehabilitation field (Pomeranz & Shaw, 2007; Stapleton et al., 

2005; Longmore, 2003).  Rehabilitation professionals can play an important role in addressing 

environmental and social barriers to employment, as well as advocate for policy changes (Darrah 

et al., 2011).   

Statement of the Problem 

 Further investigation is necessary to gain a more in-depth understanding of the 

experiences young adults with neuromuscular disease have with employment, education, and the 

use of personal assistance services.  Much of the research literature about youth with disabilities 

and the transition to adulthood focuses on youth with learning disabilities, emotional disabilities, 

and significant cognitive delays, or groups all youth with disabilities together so that it becomes 

difficult to ascertain the experiences of people who have specific diseases or disabilities; as such, 

many of studies reported in the literature utilize the outcome measure of successful transition 

directly from school to work or supported employment.  Very few journal articles focus 
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specifically on youth with physical disabilities and typically these youth make up a small 

percentage of the sample in existing literature about the transition to adulthood.  Furthermore, an 

extensive base of literature exists examining school-based transition practices and programs, but 

treat transition as a one-time event and do not monitor long-term outcomes related to higher 

education and employment.  Very little is known about the particular experiences of youth with 

significant physical disabilities who require personal assistance services and pursue higher 

education and competitive employment. 

 One such population that has been overlooked in the rehabilitation literature is young 

adults with pediatric-onset neuromuscular diseases.  According to a USGAO study in 2008, 

current programs of support for PAS do not reflect the “current state of science, medicine, 

technology, and labor market conditions,” and for young people with pediatric onset 

neuromuscular disease, the severity of their diagnosis is not necessarily correlated with being 

able to work.  Pediatric onset neuromuscular diseases, such as Duchenne muscular dystrophy 

(DMD), spinal muscular atrophy type two (SMA), and certain types of limb-girdle muscular 

dystrophy (LGMD) typically result in severe physical disability by adulthood.  Duchenne 

muscular dystrophy is an x-linked disorder that affects males and is usually diagnosed around 

four and five years of age.  Boys with DMD typically lose the ability to walk between 10 and 12 

years old, have progressive muscle weakness throughout the body, and can have fatal pulmonary 

and cardiac complications (Bushby et al., 2009).  SMA type 2 is an autosomal recessive genetic 

disorder usually diagnosed between 6 and 18 months of age.  Children with SMA type 2 are 

never able to walk and have significant upper and lower body weakness, including pulmonary 

and swallowing insufficiency (Wang et al., 2007).  LGMD is an umbrella term for over 30 

different genetic diseases, several of which are childhood-onset, result in progressive upper and 
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lower body weakness, and have pulmonary and cardiac complications associated with them 

(Narayanaswami et al., 2014).  DMD and SMA were once-fatal in adolescence, but as a result of 

improvements in pulmonary and cardiac management (i.e. non-invasive ventilation, portable 

ventilators, prophylactic cardiac medications, and benefits from long-term steroid use), these 

youth can now live into their 20’s, 30’s, and beyond.  As such, this is the first generation of 

adults with pediatric onset neuromuscular diseases. 

 The pediatric-onset muscular dystrophies and spinal muscular atrophies are rare genetic 

disorders, defined as occurring in less than 200,000 people in the U.S.; reflective of the rarity of 

these diseases is that people with these disorders, particularly this emerging young adult 

population, are paid little attention to as a group in the psychosocial, counseling, and 

rehabilitation literature.  Samples used in current research studies in the employment and 

education literature may include a small number of people with pediatric-onset neuromuscular 

disease, but typically are comprised of youth with a variety of disabilities; very little research is 

disease-specific and virtually no research exists pertaining to transition and youth with 

neuromuscular disease in the U.S.  The practice of using a sample comprised of people with 

much different impairment can be ineffectual, as the lived experiences between “disability 

groups” can be vastly dissimilar (Stodden, 2001). There is reason to believe that there may be 

some unique considerations for youth with pediatric-onset muscular dystrophies and spinal 

muscular atrophies as they transition to adulthood and pursue higher education as a result of 

progressive muscle weakness, limited upper body strength, and cognitive functioning similar to 

their non-disabled peers.  Additionally, the natural history of these diseases has vastly changed 

(improved) over the past two decades, and their families may have been advised that their 
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children would not reach adulthood and would not have access to educational and vocational 

opportunities (McDonald, 2013).   

 Examining the differences that occur in experiences of youth within a disease-specific 

group, thereby creating a more homogenous sample, can uncover meaningful insights into the 

lived experiences of participants and factors related to the diversity of their stories.  Further 

investigation is necessary to gain a more in-depth understanding of the experiences young adults 

with neuromuscular disease have with employment, education, and the use of personal assistance 

services.  Medical professionals have worked to address the physical impairments and have 

helped make this new generation of young adults a reality; now, the rehabilitation field can seize 

the opportunity to make the greatest non-medical impact on their quality-of-life by creating the 

support necessary for these youth to pursue their goals and engage in meaningful and valued 

social roles. 

Purpose of the Study 

 This research will focus solely on how youth with significant physical disabilities 

resulting from neuromuscular disease experience the transition to adulthood and how the need 

for personal assistance services influences higher education and employment outcomes.  

Qualitative methodology was used to aid in gaining a more meaningful understanding the lived 

experiences of youth with neuromuscular disease who use personal assistance services and how 

PAS impacts higher education and employment.  The results of this study can be used to inform 

individual rehabilitation counseling practice, PAS policy reform efforts, and identify areas of 

further inquiry. 

Research Questions 

 

The following research questions will inform the study: 
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1. What are the experiences that young people with neuromuscular disease have with 

personal assistance services (PAS), higher education, and employment? 

2. How have experiences with PAS impacted their plans for the future and the ability to 

carry out those plans related to higher education and employment? 

3. How are the existing policies and support services for PAS perceived and experienced by 

those individuals for whom they were created? 

4. How do young people with neuromuscular disease who use PAS perceive other factors 

such as race, gender, and SES influence their experiences with PAS and, in turn, their 

employment and higher education outcomes? 

Literature Review 

 The literature was reviewed for articles specifically addressing: a) neuromuscular disease 

and the general experiences of transition-age young adults; b) the use of personal assistance 

services in the workplace; and c) the participation of young adults who use personal assistance 

services in higher education.  The vast majority of articles about the transition to adulthood were 

excluded from the findings.  These focused on psychiatric disabilities, supported employment, 

traumatic brain injury, developmental disabilities, and the use of distance or online education for 

people with disabilities.  The ability to find only eleven articles that specifically examine the 

participation in higher education and employment for young adults with physical disabilities who 

either have a neuromuscular disease or share many of the PAS needs of youth with 

neuromuscular disabilities highlights the paucity of research in this realm.   A summary of 

articles on this topic is provided below: 
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The transition to adulthood for youth with neuromuscular disease 

 Little has been written focusing on the transition to adulthood for youth with 

neuromuscular disease, and researchers currently have focused on therapeutic interventions and 

the transition to adult healthcare for these youth.  All of the research on transition and 

neuromuscular disease has originated from outside of the United States and few articles have 

made their way into the rehabilitation journals.  Four research studies were identified addressing 

psychosocial and rehabilitation aspects of transition for youth with muscular dystrophy. 

 One research team, David Abbott from the UK and his colleagues, has conducted several 

studies on the needs of youth with Duchenne muscular dystrophy making the transition to 

adulthood.  Duchenne muscular dystrophy (DMD) has a life-limiting diagnosis, and men with 

DMD typically live into their mid-20 to early 30’s, a significant increase from a decade ago 

when their lifespan was estimated to be mid-teens.  In a 2012 article published in the journal 

Neuromuscular Disorders, the research team reports results of their study surveying 38 families 

of boys with DMD and conducting 40 face-to-face interviews.  Overall, families felt that they 

were on their own in coordinating the transition to adulthood for their children and reported a 

lack of comprehensive transition planning with multiple stakeholders.  The average age of the 

sample was 19.6 years old and only one participant was employed, with the older adults in the 

sample articulating health concerns as a barrier to employment and younger participants 

reporting barriers related to access, attitudes, and lack of career guidance.  The researchers 

concluded that although men with DMD have increasing life expectancy, the services to support 

them to fully participate as members of the community have not increased and are significantly 

lacking (Abbott, Carpenter, & Bushby, 2012). 
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 A second UK-based study by David Abbott and John Carpenter recently published in 

June 2014 and based on the same sample and study protocol, delves deeper into the qualitative 

analysis of the interviews with men with DMD and their parents. This study emphasizes the lack 

of planning for the transition to adulthood in young adults who were not expected to live past 

their teenage years.  Parents and young adults felt that the service providers did not know how to 

help them, did not assist in making meaningful transition plans, and that professionals did not 

care about the boys once they reached adulthood.  Many of the older participants cited poor 

health and pain as challenges to completing college or participating in employment. Moreover, 

the study represented the boys with DMD as not having much time left to live.  Participants 

resisted discussions about the future and recounted living “one day at a time;” yet, this approach 

created social isolation for many of the participants and a lack of full societal engagement 

(Abbott & Carpenter, 2014).  

 A third group of researchers reporting case studies of 10 men with DMD ages 22-36 in 

Canada supports this bleak view of adulthood in DMD and characterizes men with DMD as 

“men on the margin” of society (Gibson, Young, Upshur, & McKeever, 2007).  Interestingly, 

four of the participants lived in pediatric long-term care facilities as youth, and at the time of the 

study five of the participants lived with parents, three lived in supported-living apartments, and 

two lived in long-term care facilities.  The sample appears to be skewed to participants who have 

had institutional placements, which is somewhat uncommon in the U.S. in youth with 

neuromuscular disease.  None of the participants were employed or engaged in higher education 

and their days consisted of personal care, medical management, solitary activities, and 

community outings.  Two of the participants experienced social isolation and rarely left their 

homes; several of the participants attributed barriers to accessing community settings to their 
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need for 24 hour ventilation and suctioning.  Participants reported “getting used to” the social 

isolation and seemed to accept social barriers as fixed.  Researchers noted that none of the 

participants stressed the need for the Canadian healthcare system to fund personal assistance 

services for community involvement, employment, recreation, or leisure activities.  Essentially, 

participants internalized their marginalization and low expectations for their future, and 

constructed their identities accordingly (Gibson et al., 2007).  

 A very different view of adulthood with DMD is presented by Rahbek et al. (2005), who 

interviewed 65 men ages 18-42 with DMD in Denmark and reported that the men felt very 

positive about their quality of life, assessment of personal assistance services, income, housing, 

and participation in the community.  The researchers attributed this partly to Denmark’s 

generous welfare system that provides each man with around the clock in-home personal 

assistance services, which they began using full-time at an average of 19 years old, an accessible 

van, and a liberal pension to live on.  Most of the men live independently around 24 years of age, 

but none in the study were employed or participated in higher education; only 12% of the sample 

had any work experience.  Attendant care was difficult to manage, with the men supervising and 

coordinating 5-10 workers in their home, but reported that they learned how to do this through 

experience over the years.  This study illustrates the cultural and social policy implications that 

affect quality of life and lead to vast differences in the lived transition experiences of young 

adults with physical disabilities.  

 Unfortunately, no additional research focused on young adults with other neuromuscular 

disease diagnoses who likely use PAS other than DMD, such as spinal muscular atrophy, 

congenital muscular dystrophy, or limb-girdle muscular dystrophy.  The transition to adulthood 

and engagement in higher education and employment has been largely unexamined in these 
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groups of young adults.  Importantly, researchers have explored anecdotal reports that youth with 

spinal muscular atrophy have higher IQ’s and social functioning, which was shown to be within 

normal limits but supports youth with SMA as excellent candidates for higher education and 

advanced degrees (von Gontard et al., 2002).  However, researchers have yet to address the 

transition goals, adult outcomes, expectations, or support of this population.  Furthermore, no 

research has originated from within the U.S. that addresses the needs of youth with 

neuromuscular disease as they transition to adulthood.   

PAS and higher education 

 The use of personal assistance services (PAS) plays a vital role in accessing higher 

education for youth with significant physical disabilities, particularly for youth with 

neuromuscular diseases such as Duchenne muscular dystrophy, spinal muscular atrophy, and 

limb-girdle muscular dystrophy.  The vast majority of research on transition to higher education 

focuses on distance and online education for youth with physical disabilities, the support of 

youth with learning disabilities in higher education, or analyzes samples that include psychiatric 

disabilities, learning disabilities, and orthopedic impairments together in one category without 

distinguishing the unique needs of each group.  In fact, the search for PAS and higher education, 

postsecondary education, or college resulted in only two articles between the years 2000-2014. 

 Hedrick et al. (2012) acknowledge the lack of literature about PAS and higher education 

in their survey-based study that aimed to identify the extent to which colleges provide PAS 

services and support to students with severe physical disabilities, while also acknowledging that 

these services are not mandated by law, and present research studies often do not acknowledge 

PAS as a need when examining the support provided to students with physical disabilities in 

higher education settings.  Through a web-based survey of disability services staff at 326 
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American colleges, Hedrick et al. (2012) found only 10% of the universities provided assistance 

with PAS, which most frequently included 24 hour staff to respond to emergencies and less 

frequently included personal attendant training.  Research universities offering masters degrees 

were the most likely in the sample to provide PAS support, and those institutions were more 

likely to be larger universities with more students with disabilities enrolled.  Universities with 

more tenured disability services staff also were more likely to provide PAS support to students.  

Disability services staff recalled 47 students who did not enroll due to difficulties coordinating 

PAS, 21 students who dropped out as a result of PAS difficulties, and 66 students whose use of 

PAS negatively impacted their education.  The researchers acknowledged the need for future 

research assessing student perceptions of PAS, how PAS support services influence selection of 

institution, and student satisfaction with PAS support (Hedrick et al., 2012).   

 Hedrick and colleagues Stumbo and Martin (2009) also addressed the need for personal 

assistance for students with severe physical disabilities in an earlier article and stressed the 

importance of 24/7/365 personal assistance as an educational support.  This review article 

describes characteristics of students with significant physical disabilities, models of providing 

support to these students in higher education, and barriers to personal assistance services in the 

educational setting.  In the article, the researchers acknowledged only being able to identify one 

additional article from the UK in 1999 that addressed the use of personal assistance services in 

postsecondary education settings and speculated that this is a result of such a small number of 

youth with severe physical disabilities pursuing higher education in comparison with youth who 

have higher incidence disabilities, such as learning disabilities or less severe orthopedic 

impairments.  Stumbo, Martin, and Hedrick (2009) ventured that the lack of personal assistance 

services as an educational accommodation provided by postsecondary education institutions may 
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be a “deal breaker” for youth with physical disabilities to enroll in college.  In lieu of these 

supports from the institution, the researchers state that youth with personal assistance needs may 

choose to attend colleges close to family in order to continue to access this informal caregiving 

assistance.  Students also faced the multiple stressors of learning to manage personal assistance 

services while adjusting to the academic rigors of postsecondary education.  Furthermore, 

students have to learn how personal assistance services are provided in the community where the 

college is located.  Stumbo, Martin, and Hedrick (2009) recommend future research focused on 

the identification of best practices to providing PAS in college settings; the development and 

evaluation of higher education PAS demonstration projects; and the outcomes related to extreme 

variations in federal and state programs and policies supporting PAS. 

 No other articles published since 2000 addressing the provision of PAS for students with 

physical disabilities in postsecondary education, besides the two originating from Hedrick and 

the University of Illinois team, were identified.  However, these articles illustrate the need to 

develop a research base addressing the use of PAS to support the pursuit of higher education as 

preparation for competitive employment for youth with physical disabilities.   

PAS and employment 

 While the literature addressing the needs of youth with physical disabilities in higher 

education is sparse, a more robust research base exists for the use of PAS in employment 

settings, but these studies suffer the same limitations of the higher education literature and 

combine all workers with disabilities under one umbrella term.  PAS in the workplace is not a 

covered accommodation under the Americans with Disabilities Act (ADA), but is necessary for 

adults with significant physical disabilities to maintain competitive employment.  In the 

employment setting, the definition of personal assistance varies and often references 
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accommodations necessary to perform job duties, but does not address needs related to activities 

of daily living such as eating or using the bathroom (Stoddard & Krause, 2006).  Much of the 

literature addressing PAS use in the workplace fails to separate the needs of workers with 

chronic health conditions, cognitive disabilities, or psychiatric disabilities from those with 

physical disabilities.   

 Stoddard and Krause (2006) from the Rehabilitation Research and Training Center on 

Personal Assistance Services are prominent researchers on the use of PAS to support 

employment. In their 2006 study, Stoddard and Krause interviewed 20 individuals using PAS in 

the workplace and 21 employers about their experiences with PAS supporting employment.  

Most employers who were interviewed had formal policies established to address 

accommodations in the workplace, and treated PAS similarly to other accommodations.  Overall, 

employers reported leaving personal care needs such as toileting and eating to their employees to 

coordinate, and the costs for this assistance came from various sources: the employer, Medicaid, 

other federal support programs, or out-of-pocket.  Some PAS users were unwilling to ask their 

employer to assume the costs of PAS support in the workplace, and indicated a need to better 

address PAS funding when travelling for work, and/or to be able to work at home so that daily 

needs could be met using PAS.  Many individuals interviewed relied on informal assistance from 

coworkers, but this was identified as causing potential problems when people with disabilities 

were in supervisory roles or needed regular daily assistance with tasks.   Some employers 

established relationships with local vocational rehabilitation agencies and independent living 

centers to assist with implementing accommodations. Employees using PAS reported a need for 

disability awareness and training programs within the company and at times felt attitudinal 

barriers from coworkers and the need to “pull their own weight” as part of the team.  The 
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researchers then proposed best practices for PAS accommodations in the workplace and 

suggested future research to focus on whether the increased availability of PAS could result in 

increased employment for people with disabilities. 

 In a study examining the components of Medicaid PAS programs, a research team from 

the University of Massachusetts analyzed successful elements of state Medicaid PAS programs, 

consumer understanding about using Medicaid PAS to support employment, barriers to accessing 

employment PAS, and views of employers about PAS in the workplace (Ellison, Glazier, 

O’Connell, Norton, & Himmelstein, 2010).  The Medicaid programs examined did not cover 

PAS for work-related tasks for which the employer had a responsibility to provide 

accommodations for under the ADA, but the state programs varied in how they defined 

employment related PAS and most limited assistance to personal care or attending to medical 

needs in the workplace.  Transportation policies also varied, with some states allowing Medicaid 

PAS hours to be used to support transportation for employment or community involvement and 

other state programs excluding transportation from coverage all together.  Ellison et al. (2010) 

found through consumer focus groups, which included individuals with mobility impairments, 

that PAS was vital to maintaining employment and that the line between personal care and work-

related tasks was often blurred.  Consumers felt uncomfortable asking coworkers for assistance, 

preferred to receive assistance in the workplace from PAS workers, but also expressed wanting 

the flexibility to pay coworkers for the assistance provided in the workplace.  The researchers 

emphasized the importance of additional PAS hours being allocated under Medicaid to support 

employment, and the necessity of future research to assess the cost-benefit analysis of providing 

such services. 
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 Coble-Temple, Mona, and Bleecker (2003) also conducted consumer focus groups to 

better understand the successes and struggles of people with mobility disabilities and blindness 

who use PAS in the workplace.  Participants recalled instances of discrimination by employers, 

explicit or perceived, when requesting reasonable accommodations, resulting in participants 

fearing to request formal accommodations, limiting their PAS needs in the workplace, and 

constantly negotiating informal assistance from coworkers.  Some workplaces did not have an 

established process for requesting accommodations and incorporating PAS into the workplace as 

a support; this left participants unsure of how to best approach these requests and having to 

educate employers about their responsibilities under the ADA.  Participants also expressed the 

preference of hiring their own PAS workers when using them in an employment setting to ensure 

the high quality of someone they brought into the workplace.  When asked about changes that 

need to be made to the current PAS system to support employment, participants responded that 

employers needed to be educated about disability discrimination and their legal responsibilities 

for accommodations, PAS workers should be paid higher wages, and PAS should hold a higher 

status as a profession. 

 Barriers to using PAS in the workplace also have been specifically addressed in the 

research literature (Neri, Wong, & Harrington, 2013).  In a study of individuals who are enrolled 

in Medicaid in California, Neri, Wong, & Harrington (2013) report less than 1% of individuals 

used PAS in the workplace.  Through phone interviews with county Medicaid directors and 

program managers, the researchers uncovered multiple barriers to explain the low use of PAS in 

the workplace in California.  Interviewees reported that California counties did not track the use 

of PAS in the workplace, consumers with PAS needs were not aware of the ability to use PAS in 

the workplace or the availability of the Medicaid Buy-In program, and consumers did not receive 
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additional PAS hours to use in the workplace and instead had to use their allocated home hours 

to supplement work participation.  Additionally, PAS workers were only paid for the time it took 

to actually perform a task, and were not compensated for time traveling to and from the 

workplace or gas money, resulting in consumers not being able to recruit PAS for small periods 

of time and it not being cost effective for the PAS worker to accept the assignment.  Medicaid 

caseworkers also articulated that many of their consumers were too disabled to work, or were not 

interested in employment, while others felt that PAS should not be used outside the home; these 

views reflect low expectations of people with disabilities in society and attitudinal barriers 

existing within gatekeepers of PAS services.  The researchers called for a renewed commitment 

on the part of states to make PAS services more readily accessible to working adults with 

disabilities. 

 Hernandez et al. (2007) also used focus groups, consisting of 74 people with disabilities, 

to conduct a study about their experiences with employment, the Ticket-to-Work program, and 

vocational rehabilitation services to identify barriers to employment.  Forty-three percent of the 

sample had mobility impairments and all participants were employed or actively seeking 

employment.  Participants reported experiences with negative attitudes of employers, and felt 

that when applying or interviewing for positions that employers underestimated the abilities of 

people with disabilities to perform tasks necessary to the job, held common societal stereotypes 

about disability, or were concerned about the possibility of costly accommodations.  Participants 

also stressed the importance of advanced education to be competitive in the job market.  Those 

with mobility disabilities cited barriers related to accessible transportation to and from work, as 

well as the accessibility of their homes.  The Social Security Administration’s Ticket-to-Work 

program was complex and difficult to understand according to the focus group participants.  
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When asked about their experiences with vocational rehabilitation services, many participants 

reported dissatisfaction with their counselors and cited a lack of communication and follow 

through on the part of their counselors. Services and support were not coordinated in a timely 

manner, and participants were connected with menial and less career-oriented jobs.  Hernandez 

et al. (2007) emphasized the importance of increasing opportunities for advanced education for 

people with disabilities and encouraged future research that is qualitative in nature to explore the 

experiences of working adults with disabilities in a more in-depth manner. 

Summary 

 While several studies illustrated the practices and policies related to using PAS in the 

workplace, no articles were uncovered that addressed how the use of PAS actually influences 

employment outcomes, and several researchers highlighted the fact that many states and counties 

do not track the utilization of PAS in the workplace through Medicaid funding programs, thereby 

leaving researchers without a true understanding of the number of people with disabilities who 

take advantage of existing programs to support employment.  Research has primarily focused on 

PAS in the employment setting and experiences with employers and coworkers, but limited 

qualitative data was available to truly gain an in-depth understanding of the lived experiences of 

people with physical disabilities.  In order for rehabilitation professionals to provide effective 

services to young adults with physical disabilities, a base of literature must first be established 

that illustrates the lived experiences of these youth.  With this understanding, best service 

delivery practices supporting the transition to adulthood can then can be developed and studied.  

 

How this work differs from or augments previous work 

 

 The field of personal assistance services has been well-researched and robust data exists 

regarding issues faced in recruiting, hiring, and maintaining PAS workers.  However, we do not 
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have a comprehensive understanding of how PAS influences the employment and vocational 

outcomes of people with disabilities beyond knowing severity of disability and employment are 

inversely proportional (Kessler Foundation & NOD, 2010a).  Also not present in the literature 

are the voices of those who use these services.  If we have a better understanding of the lived 

experiences of people with disabilities and how PAS influences the ability to pursue employment 

and higher education, then we can possibly make greater strides in altering our system of 

caregiving support and incorporating individuals with disabilities more fully in society.  Ideally, 

changes to the existing system should be generated within the disability community. 

This work examines the experiences of a unique group of individuals who do not occupy a 

dominant voice in the literature: people with physical disabilities who are successfully engaged 

in competitive employment, and several participants who are “on the cliff” or who are about to 

disqualify themselves for services because of their employment achievements but then would not 

be able to afford PAS.  Much is unknown about how PAS influences their daily lives, including 

employment and education outcomes.  Furthermore, this work deconstructs the notion of 

disability as incapacity and examines the experiences of the most severely disabled and their 

vocational viability as a result of modifications in their environment and access to PAS. 

Dissertation Format 

 The dissertation is divided into three manuscripts comprised of a literature review, and 

two articles examining the lived experiences of youth with neuromuscular disease related to 

PAS, higher education, and employment.  The literature review provides an overview of what is 

currently known about the use of personal assistance services, models of providing services, how 

these services are funded, and the quality of caregiving provided through home health agencies.  

Current employment and education outcomes for youth with disabilities is reviewed, as well as 
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factors that predict the pursuit of postsecondary education and employment, and the expectations 

that youth with disabilities and those around them have for their future. 

 The second article provides an analysis of the lived experiences of youth with 

neuromuscular disease and PAS, and how those experiences influence higher education. The 

article examines common themes in the experiences of participants, including data about the 

accessibility of quality care, informal caregiving to support higher education, the funding sources 

used to finance caregivers during higher education, successful experiences with PAS, how PAS 

influenced their goals and plans for the future, interactions with vocational rehabilitation 

counselors, and how using PAS impacts them personally and professionally.  Additionally, 

outlier and contradictory experiences were examined to provide contextual and rich data. 

 In the third article, the interview data provided the foundation to better understand the 

common experiences of participants and how PAS impacted employment.  The analysis included 

an in-depth examination of how federal, state, and local programs to support PAS impacted the 

employment experiences of young adults with neuromuscular disease.  How the existing 

structure of support impacts the ability to engage in employment was examined.  Included in the 

article were common themes related to the quality of PAS, support in the workplace, work 

disincentives and income limits in means-tested eligibility criteria, stereotypes and stigma of 

people with disabilities, and the use of informal caregivers to support employment. 

 The additional sections of the dissertation include the signature page, statement by 

author, acknowledgments, dedication, table of contents, tables, and abstract. 

Unique contributions 

 We do not fully understand why these stark disparities exist in the rates of employment 

and education for young people with disabilities, but it is likely a complex interaction of such 
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factors as demographics, disability, expectations, policies, and resources.  Complicating our 

understanding is the common practice of including all people with disabilities under one 

category in research studies.  We know that different disabilities will impact the health, 

independence, and outcomes of youth with disabilities in different ways; yet, our research base 

does not appear to reflect these differences when examining outcomes for transition (Stodden, 

2001).  For example, a young adult with a cognitive delay may encounter different barriers to 

and different mechanisms of support for higher education and employment than a young adult 

with a physical disability or an ambulatory individual with a chronic medical condition.  

However, the current research base frequently does not examine the differences between 

subpopulations of people with disabilities.    

 One such subpopulation of people with disabilities is people who use personal assistance 

services.  A great deal of research exists that examines the delivery and utilization of personal 

assistance services, including the make-up of the PAS workforce, models of service provision, 

quality issues, and funding mechanisms. Nevertheless, the PAS literature does not examine how 

employment and postsecondary education are influenced by the need for personal assistance.  

Some research exists that focuses on personal assistance in the workplace, and only two studies 

in the past decade have addressed this in higher education for youth with physical disabilities, 

but little qualitative research exists that illustrates the lived experiences of people with 

disabilities when interacting with the personal assistance service delivery systems and how this 

need impacts their lives. 

 This research focused solely on how youth with significant physical disabilities, in this 

case neuromuscular disease, experienced transition and how the need for personal assistance 

services influenced the pursuit of higher education and employment.  This research also 
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supplements the existing literature with a qualitative examination of the lived experiences of 

youth with severe physical disabilities in order to better understand the context in which they 

make decisions about their future. 
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CHAPTER TWO 

PRESENT STUDY 

 The specific methods, results, and conclusions of each of the three papers included in the 

study are presented in the papers appended to this dissertation.  The following is a summary of 

the study’s methods, its most important findings, and conclusions. 

Methodological Overview 

 This study relied on qualitative interview methodology to collect information about the 

lived experiences of young adults with neuromuscular disease and the meaning they attribute to 

their experiences with personal assistance services (Glesne, 2006; Seidman, 2006; Temple, 

Edwards, & Alexander, 2006).  Qualitative data was collected through multiple interviews with 

multiple participants to ascertain how young adults with neuromuscular disease perceive the use 

of personal assistance services influences their transition outcomes related to higher education 

and employment. 

 Sufficiency and saturation guided the number of participants interviewed – the number of 

participants was not established prior to the start of the study, but was influenced by the data 

being retrieved through the interviews (Marshall & Rossman, 2011; Seidman, 2006).  During 

qualitative interviews, young adults with disabilities were asked questions to ascertain how they 

construct the world around them, make decisions about their future, and understand how 

personal assistance services interacts with other complex contextual variables in their lives to 

influence their education and employment outcomes.  Saturation was reached when new 

information was no longer being presented to the researcher.  Baker and Edwards (2012) support 

the value of information gained through smaller case studies of 5-10 participants and 

acknowledge that smaller studies can provide adequate insight into the phenomenon studied. 
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Selection of Participants 

 As the Director of Clinical Services for the Muscular Dystrophy Association, I have a 

high level of access to individuals with neuromuscular disease, and the experiences of clients 

with whom I have worked have motivated this research.  Therefore, I engaged in purposeful 

sampling for the study and interview until saturation of data was reached (Marshall & Rossman, 

2011; Seidman, 2006).  Four of the participants had a working relationship with the researcher 

prior to participating in the study.  According to Glesne (2006), purposeful sampling results in 

information-rich data and the more the participant trusts the researcher, the more the participant 

will reveal.  This supposition is supported by Temple et al. (2006) who stresses that data is the 

production of the interaction between the researcher and participants.  To be part of the study, the 

individual had to: 

 Have a neuromuscular disease 

 Be between the ages of 23-35 

 Have graduated from a four-year college with a bachelor’s degree 

 Not be able to transfer independently 

 Utilize at least 20 hours a week of paid personal assistance services 

 Be employed full-time or part-time 

 A recruitment email describing the study was sent to twelve individuals known to the 

researcher who potentially met study criteria.  These participants previously worked with the 

researcher through the Muscular Dystrophy Association on various committees and in MDA’s 

Transitions program, which provides mentorship, support, and resources to youth with 

neuromuscular disease making the transition to adulthood.  An additional recruitment email was 

sent to 1,896 individuals registered with the Muscular Dystrophy Association who have limb-
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girdle muscular dystrophy, Duchenne muscular dystrophy, spinal muscular atrophy, and 

congenital muscular dystrophy (see Appendix A).  Of those, five additional participants agreed 

to be a part of the study and met inclusion criteria, for a total of nine participants (see Table 1).  

Saturation was reached at nine participants when new information was no longer being presented 

to the researcher (Seidman, 2006).  All participants who met inclusion criteria were accepted to 

be a part of the study.  A written informed consent form was sent to all participants prior to the 

first interview (see Appendix B). Participants were asked to read and sign the informed consent, 

return the signed form via email, and during the first interview, the research reviewed the 

consent form and answered questions about the study and participants rights. 
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Table 1 

Participant Characteristics 

          

Age Diagnosis Highest 

Degree 

Employment PAS Funding – 

College 

Model Used – 

College 

PAS funding 

– Employment 

Model Used - 

Employment 

Hours PAS 

per Week 

Annual PAS 

Costs 

34 Duchenne 

muscular 

dystrophy 

Bachelors Full-time Medicaid 

Waiver 

Consumer-

directed 

Medicaid 

Buy-In 

Consumer-

directed 

105 $30,000+ 

 

24 

 

Spinal 

muscular 

atrophy 

 

Bachelors 

 

Full-time 

Medicaid 

Waiver 

Agency Medicaid 

Waiver 

Agency 28 Not reported 

 

29 

 

Spinal 

muscular 

atrophy 

 

J.D. 

 

Full-time 

 

Vocational 

Rehabilitation 

 

Consumer-

directed 

 

Out-of-pocket 

 

Consumer-

directed 

 

80 

 

$14,000 

 

28 

 

Spinal 

muscular 

atrophy 

 

Masters 

 

Full-time 

 

 

Medicaid 

Waiver 

 

Consumer-

directed 

 

Medicaid 

Buy-in 

 

Consumer-

directed 

 

80 

 

$45,000 

 

28 

 

Duchenne 

muscular 

dystrophy 

 

Masters 

 

Full-time 

 

Medicaid 

 

Agency 

 

Medicaid 

 

Agency 

 

98 

 

$76,000+ 

 

35 

 

Limb-girdle 

muscular 

dystrophy 

 

Bachelors 

 

Full-time 

 

 

N/A 

 

N/A 

 

Medicaid 

 

Agency 

 

56 

 

Not reported 

 

29 

 

Duchenne 

muscular 

dystrophy 

 

Masters 

 

Two part-time 

jobs 

 

Medicaid 

 

Consumer-

directed 

 

Medicaid 

Buy-In 

 

Agency 

 

56 

 

Not reported 

 

31 

 

Duchenne 

muscular 

dystrophy 

 

Masters 

 

Part-time 

 

None 

 

Parents  

 

Medicaid 

Waiver 

 

Agency 

 

36 

 

Not reported 

 

33 

 

Limb-girdle 

muscular 

dystrophy 

 

Bachelors 

 

Part-time 

 

Vocational 

rehabilitation 

 

Consumer-

directed 

 

Medicaid 

Waiver 

 

Agency 

 

30 

 

$30,000 
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Data Collection 

 Grounded theory and in-depth phenomenological interviewing were used to collect and analyze the 

data from interviews with young adults with neuromuscular disease who use personal assistance services.  

Pilot interview questions were circulated to a small group of four young adults with neuromuscular 

disease to ensure that the questions being asked would be likely to elicit the information to appropriately 

and thoroughly understand the intersection between personal assistance services and higher education and 

employment outcomes.  Feedback from the focus group was incorporated to create a final list of interview 

questions to provide the foundation for each interview (see Appendix C). 

 A series of three interviews, approximately seven days apart, were conducted with each 

participant, lasting approximately 60-90 minutes each. Nine participants live in seven states, therefore 

phone interviews were conducted and audio recorded. Each interview started with a discussion about 

confidentiality, anonymity, and protecting the privacy of participants. Participants were given the 

opportunity to assist in changing identifiable information, and were instructed to tell the interviewer to 

turn the tape recorder off to discuss an issue “off-the-record” at any time during the interview. 

 Questions were asked in order for the participant to reconstruct his/her experience with personal 

assistance services, higher education, and employment, and the meaning he/she makes of his/her 

experiences (Seidman, 2006).  The first in the series of three interviews focused on the context of the 

participant’s experiences to gain as much information as possible about his/her use of personal assistance 

services throughout the transition to higher education and employment (Seidman, 2006).  The second 

interview reconstructed details of the individual’s daily life and present lived experiences related to the 

use of personal assistance services (Seidman, 2006).  Finally, the third interview reflected on the meaning 

the participant attributes to his/her experiences (Seidman, 2006). 
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 All interviews were transcribed by a third party and then checked by the researcher. 

Participants then were asked to review their interviews for accuracy and to ensure the interview 

correctly depicted their views on the topic.  Data analysis took place in several phases (Marshall 

& Rossman, 2011).  First, immersion in the data took place, with the researcher becoming 

intimately familiar with the interview content.  After further immersion in the data, codes and 

themes were generated.  Coding categories were based on the data, marked on the hard copy 

interview transcript, coded a second time by the researcher, and then recorded in an Excel 

document (Weis & Fine, 2000).  When coding, the data was examined not only for extraordinary 

stories, but also for the mundane daily experiences, contradictions to themes, and outliers (Weis 

& Fine, 2000).   

 Throughout the interview process, thematic and theoretical memos and notes were 

generated, reflecting on themes across interviews, how the data are linked, gaps in data, and 

other insights (Marshall & Rossman, 2011).  Alternative understandings were explored, 

including an examination of researcher biases, prior to compiling the findings in two 

manuscripts. 

Reliability and validity 

 Reliability and validity are not addressed in the same way in qualitative research as in 

quantitative analysis.  Issues related to credibility, dependability, confirmability, and 

transferability must be addressed in order to ensure rigor or trustworthiness in qualitative 

research (Morse, Barrett, Mayan, Olson, & Spiers, 2002).  Ideally, multiple methods and data 

sources are used in qualitative research to decrease threats to the credibility and dependability of 

the research.  However, minimal data exists about the lived experiences of people with physical 

disabilities and whether PAS influences transition outcomes, limiting the ability to construct a 
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robust survey.  Triangulation is not always possible in qualitative research and in this study; 

validity was confirmed by comparing the experiences and comments of participants against each 

other and carefully constructing an interview that elicited significant depth in responses 

(Seidman, 2006).   

 The importance of the dependability of qualitative studies and ensuring the study and 

findings are consistent and could be repeated is paramount in qualitative research.  The 

dependability of the research was supported through external auditing to ensure that the findings 

were supported by the data and to encourage external auditors, who were two colleagues with 

many years of experience working in the rehabilitation counseling field, and committee 

members, to challenge the data and findings (Cohen & Crabtree, 2013; Lincoln & Guba, 1985).  

Negative case studies, or actively seeking out interviews with individuals who may hold 

differing opinions and examining unconfirming evidence, helped establish the credibility, or 

confidence in the findings of the research (Glesne, 2006).  

 Perhaps one of the most important aspects of reliability and validity in qualitative 

research is confirming that the participants’ voices are being heard in the research and that the 

results are not a product of researcher bias.  In order to address confirmability in the study, 

member checking with the participants was practiced and an audit trail was kept detailing all 

data, transcripts, process notes, coding, and analysis (Glesne, 2006; Lincoln & Guba, 1985; 

Morse et al., 2002; Shenton, 2004).  The researcher engaged in reflexivity through journaling 

during the study to examine how researcher perspectives shape the study and study conclusions, 

and a statement examining researcher bias was also be included in manuscripts (Cohen & 

Crabtree, 2013; Lincoln & Guba, 1985; Shenton, 2004).   
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 Transferability and generalizing the study findings to a larger population in other contexts 

is also a vital component of qualitative research (Cohen & Crabtree, 2013; Lincoln & Guba, 

1985; Shenton, 2004).  To address transferability, sufficient and rich contextual and demographic 

details were presented in the findings.  While a qualitative study can never fully be representative 

of all of the experiences of a particular group, the researcher aimed to expose the patterns and 

experiences of young adults with neuromuscular disease who use PAS and tried to actively avoid 

superficial insight into the phenomenon being studied (Cohen & Crabtree, 2013; Lincoln & 

Guba, 1985; Shenton, 2004).  Examining the experiences of young adults with neuromuscular 

disease who use PAS will form the foundation for a baseline understanding of how PAS 

influences education and employment outcomes and provide a better understanding of variability 

in the experiences and transition outcomes of youth with physical disabilities who use PAS 

(Shenton, 2004).   

Ethical Considerations 

 A vital ethical consideration is the exploration of investigator bias.  Every investigator 

must reflect upon his/her subjectivity and actively engage in examining the objectiveness of the 

findings (Glesne, 2006).  As a researcher who has worked with people with neuromuscular 

disease for over a dozen years and has assembled anecdotal evidence related to how personal 

assistance services influence adult outcomes, I began the study with biases and expectations 

regarding the findings that were kept carefully in check.  I instituted processes such as reflecting 

upon biases, member checks, and external auditing to provide multiple opportunities to maintain 

the integrity of the study. 

 As a result of over a decade practicing in the field of social work and working with 

people with disabilities who are in need of personal assistance services, I believe that success in 
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adulthood is more than just individual drive and motivation.  I hold the belief that systemic 

barriers are largely responsible for the disparities in employment, education, and independent 

living between with people with disabilities and their non-disabled peers.  I came into the study 

believing that if systemic barriers did not exist for individuals with neuromuscular disease who 

use PAS, they would make different decisions related to education, employment, and 

independent living, as has been suggested by disability activists (Longmore, 2003).  As a result 

of personal bias, I expected to find the following themes emerge during the interviews: (a) high 

cost of paid caregivers; (b) difficulty identifying quality caregivers and staffing hours, resulting 

in unmet needs; (c) PAS influences the quality of life of individuals with disabilities; (d) those 

who use PAS experience work disincentives; (e) PAS funding plays a major role in decision-

making related to employment and higher education; and, (f) systems of support are difficult to 

navigate for PAS consumers.  This study has confirmed, challenged, and added depth to those 

assumptions.  See Table 2 for a list of themes found in the lived experiences of participants and 

the influence of PAS on education and employment experiences. 
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Table 2 

Themes generated from participants experiences 

Research Question  Themes generated - Education Themes generated - Employment 

1. What are the 

experiences that young 

people with 

neuromuscular disease 

have with personal 

assistance services 

(PAS) 

a. Preferences for both 

consumer-directed and 

agency-based care models 

b. High level of informal 

caregiving used  

c. Positive social and 

educational experiences 

d. Easier to recruit PAS in 

college 

a. Importance of working to quality 

of life 

b. High level of stress associated 

with coordinating PAS 

c. Access to PAS is vital to 

employment 

d. Participants limited their needs to 

avoid using PAS in workplace 

2. How have experiences 

with PAS impacted 

their plans for the 

future and the ability to 

carry out those plans? 
 

a. No negative impact on family 

expectations 

b. Lack of experience with paid 

PAS prior to college impacted 

higher education 

c. Choice of college was 

influenced by need for PAS 

a. Limited ability to be spontaneous 

b. Limited geographic mobility 

3. How are the existing 

policies and support 

services for PAS 

perceived and 

experienced by those 

individuals for whom 

they were created? 
 

a. Negative interactions with VR 

counselors 

b. Graduate degrees discouraged 

due to income restrictions for 

PAS eligibility 

c. Societal stereotypes and low 

expectations speculated to 

influence educational 

opportunities 

a. Income restrictions create work 

disincentives 

b. Transportation is vital to 

employment and quality of life 

c. Programs were complex and 

difficult to understand 

d. Stereotypes and discrimination 

influence employment 

4. How do young people 

with neuromuscular 

disease who use PAS 

perceive other factors 

such as race, gender, 

and SES influence their 

experiences with PAS 

and, in turn, their 

employment and higher 

education outcomes? 
 

Not specifically addressed in 

interviews and no themes 

emerged 

Not specifically addressed in 

interviews and no themes emerged 
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How PAS influences higher education 

 Educational plans and ability to carry out plans.  Through coding and analyzing the 

transcriptions, three themes emerged related to how the participants’ experiences with PAS 

impacted their educational plans and ability to carry out those plans: (a) the use of PAS did not 

negatively impact family expectations of college attendance; (b) lack of experience with paid 

PAS prior to college impacted higher education in various ways; and (c) choice of college was 

influenced by the need for PAS in some capacity.  

 Family expectations impacted higher education.  All but one participant articulated that 

college attendance was an expectation by parents and that higher education was valued by the 

family.  Parents had expectations of college attendance for both their disabled and non-disabled 

siblings.  The expectation of higher education was not altered due to the individual’s disability 

and many of the parents of participants completed college degrees. 

 Everyone in my family went to college. I knew when I was 10 years old that I was going 

to college. That wasn’t a question. My family is highly, highly educated. 

 For one participant with Duchenne muscular dystrophy, a neuromuscular disease that 

results in a shortened lifespan, his parents originally had differing views about the importance of 

higher education.  

 Education is important for my mom, but for my dad, he wanted me to do it, but he felt like 

because they said I was going to die at 18, why stress myself out and worry about school 

if I’m not going to be around.  Of course…he changed his mind. 

 Like other participants, the one participant who did not directly attribute her college 

attendance to her parents did say that college was always part of the future in her own mind.  

Similarly, all nine participants described themselves as good students and as having good grades.  
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Participants were in college-track courses and advanced placement classes, and several graduated 

at or near the top of their class.  Several participants reported their parents and grandparents had 

saved money to pay for part or all of their postsecondary education.  Eight of nine participants 

attributed family resources as playing an important role in enabling the pursuit of higher 

education.   

There were years in college that I remember thinking like what am I doing, is this the 

right path? I think anyone has that at some point, but it helped having a great support 

system at home.  I would not have been as successful as I was if it was not for my family 

and the support that they’ve given me over the years emotionally, financially, physically. 

I think if it weren’t for that, I already know I would not be where I am today.  

 Lack of knowledge of PAS impacted higher education. Each participant described 

having no experience coordinating paid personal assistance services prior to enrollment in 

postsecondary education, a time when they were expected to interview, train, and manage their 

caregivers.  Every participant whose physical abilities required caregiving as a teenager had 

those needs met by a parent.  Parents were the sole caregivers until their children left for college 

and did not utilize paid caregivers outside of the family unit. In some cases this was because the 

family did not know about coordinating caregiving, in other cases it was because the parents felt 

it was their singular responsibility.   

 No participants in the study utilized paid caregivers outside of the family unit and all had 

limited experience directing their care prior to college. The only exception was a one-week 

summer camp sponsored by the Muscular Dystrophy Association attended by seven of the nine 

participants. Three women who attended the camp described it as being important in their 

transition to college. 
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 When I went to MDA camp, I would have a counselor there and I always said that that’s 

probably why it wasn’t that weird for me when I got to college and got an aide because 

ever since I was six years old, I was showing people how to take care of me. I learned 

that whole week. I had to be able to tell my counselor what I needed because she didn't 

know me. She had just met me, so she didn't know what I needed, or how I needed it, or 

when I needed it. So it was up to me to be able to explain what I needed.   

 While it would seem that the participants would have needed personal assistance services 

in high school during school hours, this happened in variable ways and overall did not provide 

opportunities for young people to learn the skills necessary to recruit and manage PAS, with the 

exception of one participant. Often the young people did not want the stigma of having an adult 

assist them and sometimes limited their physical needs to avoid utilizing an aide during school 

hours.  Four participants articulated that they did not want to be seen in the special education 

classroom or did not want an aide “following them around” during school.  Having formal 

personal assistance services in secondary school had perceived negative social implications for 

the participants.  Several participants felt more comfortable with friends and classmates assisting 

when needed. 

I just had never at that point ever felt comfortable asking anyone to really assist other 

than either my friends that I have worked with or my family so I have very rarely 

remember ever on purpose having someone assigned with me when I was in high school 

and I really regret that now that I'm older. And I think that was just mostly my internal 

struggles with wanting to be viewed as “normal”. 

 Resistance to formal assistance during adolescence culminated in a lack of preparation to 

coordinate these services upon going to college.  Most participants expressed having never 
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considered how care would be arranged prior to senior year of high school and for some 

participants, their source of support and information came from their independent living center.  

Three of the participants cited their local independent living center as helping provide 

information about coordinating personal assistance services in college.  Overall participants 

expressed feeling unprepared for the task of coordinating their caregiving while at college and 

four of the nine participants directly stated this.  

  College choice is influenced by PAS.  When choosing a college to attend, a variety of 

factors played a role, including accessibility, academic rigor, atmosphere, and proximity to 

parents. Participants had no experience with paid personal assistance services prior to attending 

college and this played a central role in choosing a college for three participants. 

But realistically speaking, in my head I didn't think that I could go to any of these places 

because I didn't understand in my head yet what aide care was - in case there was an 

emergency, just those everyday things that I think other people took for granted. 

I ended up only applying to one [school] and that’s probably another mistake that I 

would love to have back because educationally, I was so much better. But my parents, 

because they didn’t prepare me for the PCA aspect, that really limited me on the school 

that I chose. I never had PCAs before I was 17. 

 One participant chose to complete his education online instead of coordinating aides on 

campus. While the need for personal assistance services was identified as a primary factor in 

choice of college to attend for four participants, accessibility, atmosphere, and academic rigor 

were also important.  While two participants chose colleges that are attended by a large number 

of people with disabilities and have high levels of accessibility, two participants described their 
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choice in a college as challenging what was expected of them and consciously chose not to 

attend a college where others with disabilities were likely to enroll.   

The other thing about them was that they didn’t have any other persons in a wheelchair 

at the school.  It was just something unique that felt like a dare at the time.  And when I 

toured, the lady that gave me the tour she was telling me not to come. She said well, 

we’re not ready for you, we’re not prepared, things aren’t accessible. If you come here 

it’s going to be just you, you’ll be alone.  At the time I just smiled because it felt like a 

dare. 

 Proximity to family also played a role in the decision of where to attend college.  For five 

of the nine participants, staying close to home (or at home for one participant) allowed them to 

function with a safety net and provided the opportunity to receive informal caregiving from 

family should they need.  While the proximity to family was important, three participants had 

considered or applied to colleges in other states but ultimately chose a university closer to home 

and looking back recognize the benefits of doing so.  For three others, several hours from home 

or attending college in another state allowed them to experience truly living on their own.   

I really wanted to get away from my parents.  I wanted to be alone and I wanted to be on 

my own, and college seemed like a way of doing that. 

 The support received from the disability services office at the universities was an 

important factor in college attendance for several of the participants.  Five of nine participants 

mentioned interaction with their university’s disability services office helping them make the 

transition to college.  For two of the participants, reassurance from the admissions coordinator 

was the reason they chose to attend that college. 
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 I spoke to the admissions coordinator. He got me into that college based on what he told 

me. He says you don’t need to be afraid. We had the services for you. You have nothing 

to worry about. We’ll get you through. That’s not a problem, so they were the first ones 

that said that. That was because…there was like 25-30 people in power chairs that go to 

that school. 

 College experiences and PAS.  Themes that emerged regarding the experiences that 

young people with neuromuscular disease had with PAS in higher education were: (a) 

participants expressed preferences for both consumer-driven and agency-based care models; (b) 

a high level of informal caregiving by friends and family was used by most participants and often 

was crucial to supporting the pursuit of higher education; (c) participants reported overall 

positive social and educational experiences; and (d) in retrospect, college was the easiest time to 

recruit PAS and staff personal caregiving needs. 

 All participants needed some level of physical assistance during college; however, three 

participants did not use paid personal assistance services until late in their college years or used 

informal caregiving through friends and family to meet their needs.  Lack of awareness about 

PAS services, as well as self-awareness regarding physical needs both played a role in not 

accessing paid PAS in college. 

The most difficult is just figuring out, I guess, how to find a good aide and everything. I 

think it was also sort of the hardest thing for me I guess was just admitting that I had a 

problem and I needed someone to help me. I guess I have this certain too much pride or 

something. I don’t think I realized how much I needed. 

 Preferences for both agency and consumer-directed PAS.  Participants expressed 

preferences for both agency and consumer-directed PAS, and four participants have experience 
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using both models.  During college, five participants used consumer-directed care and assumed 

the responsibility for recruiting, training, and scheduling their aides.  These participants reported 

feeling strongly about selecting those providing care to them, due to either having a bad 

experience with an agency themselves or having heard negative stories from friends.  

 Participants who used consumer-directed care models also valued having fellow students 

as aides and the scheduling flexibility that this afforded them.  Six participants stated they have 

developed friendships with their student aides over the years. 

I wanted people my age and peers. To me, my attendants are often like friends, not my 

friends first, but my friends afterwards and it’s easier for me to connect with them. I’m 

spending all the time with them. And I would like to have something in common with 

them. 

 Some participants had strong feelings about using consumer-directed care, while others 

felt that contracting with a home health agency provided them the support needed and took time 

consuming responsibilities such as hiring and recruiting off their hands at a time when they were 

also focused on their educational responsibilities. Other participants felt that they didn’t have the 

skills to recruit and hire their own staff.   

Some people seemed to really like consumer directed things, but I found it just awful, 

just interviewing people trying to figure out what's the best. I don't really know how to 

screen people or anything.  My efforts trying to do it on my own didn't really work out 

too well. All the successful aides I've had have been through agencies.  

 By using an agency model of PAS, the responsibility for all emergency staffing changes 

rests with the agency, meaning that if an aide did not show up or cancelled at the last minute, the 

participant did not have to find someone on his/her own.  While some participants expressed 
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preferences for one of the two care models, both consumer-directed and agency-based models 

were not without problems and influenced the college experience, and occasionally attendance at 

class.  Regardless of whether an agency-based or consumer-directed model was used, staffing 

issues caused significant stress for the students.  Turnover in aides and staffing issues with the 

agencies plagued participants using agency-based PAS.  Participants reported employing self-

advocacy skills when having problems with agencies.   

My agency has a really bad reputation and they have terrible communication. I guess 

there was a couple of times I was late in the mornings when they said they were going to 

come get me up. I was like this is not okay. I can’t just skip class because you didn’t 

schedule my aides properly. There were a couple of times there that it did affect my 

attendance in class. 

 Students who used consumer-directed care and were responsible for recruiting, hiring, 

training, scheduling, and managing their own PAS also reported stress related to these tasks. 

At the time I felt like that was my sole job literally was hiring, firing, keeping track. It 

was really overwhelming that freshman year.  I had been a very dedicated student, but 

that freshman year was horrible.  

 Informal caregiving important to higher education.  Despite having paid personal 

assistance services, participants discussed relying on family, friends, and roommates while in 

college at least five times each during the interviews.  Participants felt that they had a sufficient 

number of hours approved to meet their needs overall, and rarely reported unmet needs during 

college. Yet, informal supports often proved crucial to the participants having their needs fully 

met.  At times, participants relied on friends, family, and roommates to supplement paid 

caregivers.  Only one participant reports not utilizing informal caregiving regularly during 
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college, but that participant still relied on family to assist during an emergency with staffing 

turnover.  All participants relied heavily on their parents during college breaks when they 

returned home and did not utilize paid personal assistance services during breaks.  Alternatively, 

two participants relied entirely on informal caregiving of parents, friends, and family to complete 

their postsecondary education.   

I wasn’t really aware of PCAs as a resource and why I didn’t really use them in college – 

I think I could have benefited from it, just because I do think it puts a different dynamic 

on your relationship when you’re friends with somebody but you’re also dependent on 

them for things that you couldn’t do on your own.  It adds an extra strain to the 

relationship or an extra element to the relationship. 

 Positive social and educational experiences regardless of need for PAS.  Seven 

participants described going away to college as a generally positive experience and described 

social networks, friendships, extracurricular activities, and academic achievements.  Overall, 

professors were accommodating to the needs of the disabled students, campuses were accessible, 

modifications were made to dorm rooms and apartments, and the participants greatly enjoyed 

their college experience.   

It turned out once we got there it was amazing.  They did a great job with working with 

me, everything.  So I am really glad I did it.  I dealt with home sickness my first year and 

it probably had to do in part with that – just a change from relying on my parents to 

relying on other people. But I met so many great people that I had a lot in common with, 

and they had a lot of friends, and I think that made it easier. You know, I dealt with 

frustrations, I dealt with weeks where there were a lot of holes in the schedule, but I was 
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able to take it in stride, I think, because I knew that it was a part of what it meant to be 

independent. 

 Two participants described some level of social isolation in high school, but had very 

positive experiences once at college. 

 College was really easy for me. For all the lack of friends and social relationships that I 

had in public school, in college I actually did have many friends who I would go out with, 

and I mean, things were a lot different in college for me.  

  Five participants reported that they had the easiest time recruiting caregivers and 

coordinating care during college.  Communal living in dormitories afforded participants with a 

large pool of young people, peers, and students who have flexible schedules from whom to 

recruit caregivers.  College was also a time in which the participants formed large social 

networks of friends and roommates to provide informal caregiving.  During college, participants 

had a larger pool of paid and unpaid caregivers and friends to draw from when needing support 

with overnight needs and in cases of emergency or being without a paid caregiver.  Participants 

who used consumer-directed PAS reported high quality of care during their college years.  

 Social policies and support services.  When coding the data for how the existing 

policies and support services that impact PAS were perceived and experienced by those 

individuals for whom they were created, the following themes emerged: (a) negative interactions 

with vocational rehabilitation services administration counselors; (b) pursuit of advanced degrees 

were discouraged due to income restrictions to qualify for PAS; and (c) participants speculated 

that societal stereotypes and low expectations of people with disabilities influences educational 

opportunities. 
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 Existing social policies and support services impacted the pursuit of higher education, 

and the majority of participants worked with Medicaid, Social Security, and Vocational 

Rehabilitation Services.  All but one participant described experiences with existing social 

policies and support services that negatively influenced his/her educational outcomes and cited 

issues related to income limitations impacting the pursuit of graduate degrees, restrictive policies 

and procedures to qualify and access services, and continued societal stereotypes about what 

people with disabilities can achieve.  

 Vocational rehabilitation support, but negative experiences with counselors.  Six of 

nine participants received financial assistance for higher education from Vocational 

Rehabilitation Services (VR) on account of having a significant physical disability.   Four 

participants received various amounts of tuition assistance from VR, as well as additional 

assistance with book fees.  Two participants had PAS paid for through VR due to one participant 

not qualifying for income-based Medicaid, and the Medicaid Waiver was not open for 

enrollment for the other participant. While participants were grateful for the support from VR, 

they acknowledged difficulty with VR procedures and policies.  Two participants were able to 

employ self-advocacy skills to navigate the policies and procedures of VR, one of whom was 

able to negotiate with VR to reimburse her college for PAS paid in advance in order to institute a 

more timely payment process for aides working for her. A second participant was able to 

successfully advocate attending a college out of state when VR was resistant to that plan. 

 Three participants did not receive assistance from VR for higher education.  One 

participant recalls enrolling in a career planning program at age 17 even though VR was not 

paying for any expenses related to higher education. She reports that “I was 17 years old. I didn’t 

know what I wanted to do yet. I wanted to just get to college and then figure it out.”  VR served 
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as the gatekeeper of information regarding PAS for two participants.  One participant did not 

access VR or PAS services because he did not understand the VR program or why he should 

enroll.  A second participant also experienced VR as a gatekeeper of information and reports not 

receiving information about PAS options from the counselor.  The participant experienced great 

anxiety and stress employing a consumer-directed model of PAS instead of taking advantage of 

the agency model. She speculates that “I think it might be because the overhead with an agency 

tends to be more expensive.” 

 One participant in particular experienced a VR counselor who discouraged her from 

pursuing an advanced degree.  VR did not provide financial assistance for her undergraduate 

degree, but provided funding for vehicle modifications and training for the participant to drive 

following her bachelor’s degree.  She did not end up attending graduate school due to difficulty 

coordinating PAS out-of-state and the accessibility of the school, and instead was able to find a 

job without the assistance of VR. She describes her experience working with VR: 

After I graduated I actually told [VR] that I wanted to go to grad school and that I was 

planning on doing that. I wasn’t asking them to pay for anything. I was just letting them 

know that that was my plan.  After that, she wrote me back a really not very nice email 

telling me, you don’t need to go to grad school. You need to get a job. We’re not paying 

for you to go to grad school. You have plenty of qualifications to get a job here. And 

then they forced me to go into this job placement company to help me find a job, a job 

placement counselor, they gave me a counselor. And by that point, I had already found a 

job. 

 Income limits negatively impacted the pursuit of advanced degrees.  Two participants 

also experienced disincentives to pursuing graduate degrees, but instead of being discouraged 
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directly by counselors, they faced restrictions due to income limits associated with qualifying for 

funding programs for PAS.  Essentially, with an advanced degree the participants’ income would 

disqualify them for PAS programs.  

I was not able to complete my graduate degree because I would be ineligible for personal 

care due to the starting wage of my field. That means I have all the coursework done, in 

some ways I feel like I’ve done it already. I just didn’t claim it. 

 Another participant who is employed currently and is within $60 of exceeding the income 

limit for PAS support through the Medicaid Waiver program would like to attend grad school but 

recognizes how this might result in the loss of PAS services if the degree results in qualifying for 

a higher paying job. 

That does scare me.  If I choose to go to grad school, am I going to be able to implement 

that degree or a position that will allow me to move forward or up further?  But on the 

other hand, if I don't do that, then do I have the skills that will allow me to see an income 

that would afford being able to independently to pay for aide care? I want that 

independence in knowing that I can utilize the aide care and not worry that that could be 

taken away due to even $1 an hour.  There’s a fine line there. And that's why I feel like I 

struggle. If I were able to afford aide care independently, I would. 

 Societal stereotypes and attitudinal barriers negatively influence pursuit of higher 

education.  While systemic barriers exist to higher education for youth with disabilities, six of 

nine participants also attributed societal stereotypes and attitudinal barriers as negatively 

influencing the pursuit of higher education and acknowledged how the support of friends and 

family in their lives have counteracted these influences.  These barriers are both imposed by 

society as well as internalized by people with disabilities and their friends, family, and teachers 
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at times, according to participants.  One participant recognizes these societal stereotypes and 

expectations in her everyday interactions and speculates that those partially served as a catalyst 

to exceed these expectations and choose the most prestigious colleges and careers. 

I’ve always been one who was striving to be the best that I can or whatever to be the best. 

I feel like maybe it’s because I feel like I have something to prove. Because people don’t 

give me enough credit maybe, if they don’t know me they assume that I have a mental 

disability or something. So I have sort of always felt like I needed to prove myself even 

more than…but I have also just had that drive no matter what.   

 Participants also recognized how societal stereotypes and expectations can be internalized 

and ventured that self-limiting feelings could influence whether or not a young person with a 

disability pursues higher education.  When asked why their peers with similar disabilities have 

not achieved the same levels of success in higher education as they have, three participants 

offered the following: 

I feel like its’ more attitudinal barriers and not to place it all as a societal thing.  We feel 

people with disabilities have limiting beliefs that they adopt as their reality. People 

without disabilities have unfair judgment at times that creep in and they kind of are 

almost making those assumptions about what someone can or can't do either based on 

their disability or whatever their functional limitation is.  

I graduated in 2001 from high school. That was right when things really started getting 

easier for people to do, so now with all these – there’s not really any reason why people 

with disabilities can’t get some kind of education.  I think a lot of it is just the way they’ve 

been conditioned from earlier. 
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I think probably the lack of self-confidence. I think the worst part, they don’t feel that 

they're good enough or maybe they can just get a good job to be able to hold up to a lot 

of the competition here. I guess that's it. 

 At the same time as recognizing how other young people with disabilities might be 

influenced by societal stereotypes, three participants acknowledged how their own self-limiting 

beliefs influenced their pursuit of higher education. 

What happened when I was younger I chose a college that I went to based on my physical 

disability not based on my educational needs and that was in some ways a bad decision.  

I wish someone could of told me you don’t have to – just because you’re disabled doesn’t 

mean you need to settle. I wish someone would have told me that I didn’t need to settle. 

 Ultimately, paid PAS and informal caregivers were the reason the nine adults were able 

pursue and complete postsecondary degrees.  Without PAS and having people who were able to 

provide the physical support necessary for daily living and college attendance, participants 

would not be where they are today – all holding either part-time or full-time positions in 

competitive employment.  Looking back on the both challenges and successes of coordinating 

PAS during college, one participant articulated that her experiences in college set the trajectory 

for her experiences as an employed adult. 

I think it was very empowering as a young adult- I was 17 years old when I went off to 

college and started doing that – and all of a sudden I was much more in charge of my 

own care. Because when your parents are doing it, it’s a little different.  So I think taking 

over that care at 17 was kind of a huge step in my independence, and was really 

important for the rest of my life and what I’m doing now.  
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How PAS influences employment 

 

 Employment experiences and PAS.  Through coding and analyzing the transcriptions, 

five themes that emerged regarding the experiences that young people with neuromuscular 

disease had with PAS and employment: (a) the importance of working to quality of life, which is 

made possible by PAS; (b) a high level of stress associated with coordinating PAS to support 

employment; (c) access to quality PAS is vital to employment; (d) a high level of informal 

caregiving by non-paid friends, family, and colleagues was used by most participants and often 

was crucial to supporting the pursuit of employment;  (e ) limiting PAS needs in the workplace.  

  The importance of employment to quality of life.  All of the participants expressed the 

importance of employment to their quality of life and stated that this was made possible by the 

support of paid PAS.  Participants felt that engaging in employment provided them with a 

purpose in life, the opportunity to give back, and social inclusion. Employment plays a vital role 

in helping people with disabilities engage in their communities and several participants felt 

employment increased social inclusion.   

 If it weren’t for my aide care I would not be as happy as I am.  I’m able to get to and 

from work. I’m able to get ready for work. It’s allowed me to live my life as much as 

possible even though my body is kind of breaking down around me.  It’s allowed me to 

have an arm and a leg by extension.  I’m a better person for it   I’m happy that I have this 

service. 

 Employment was deeply important to many of the participants, providing them meaning 

in life and the ability to give back.  Employment was a key component to living independently 

and was a path for greater self-determination, as was acknowledged by two participants. 
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I'm not going to stop working. I'm never going to be that guy that’s on Social Security.  

To me being on Social Security means that you've given up. For me it's a matter of pride. 

You know, I worked my whole life to be here. If I wanted to go live on social security, why 

would I have bothered to do anything? I want to live a fulfilled life in my castle and have 

the freedom to do as much as I can with what I have, but I can't do that if I'm 

unemployed. Most people who are even kind of 20% like disabled as I am would be on 

social security. 

 While employment seemed to be the “natural next step” for most of the participants 

following the completion of higher education, two participants articulated that they had received 

a life-limiting diagnosis as children and did not anticipate having to prepare for adulthood and 

employment.  This meant that they did not prepare adequately in college to engage in 

employment, although both are currently employed. 

I picked my major in college because I thought I’d be dead by now, let’s be honest. A 

career was the last thing on my mind when I chose a major. If I wanted a career that 

there was a massively huge future from, I would have probably went into something else, 

but I didn’t think I would need it. 

 After obtaining postsecondary degrees, employment sometimes took time to find and 

participants report up to six months searching for a job after graduation.  Internships were cited 

as leading to job opportunities for two participants and five participants reported having 

internships that were important to their career readiness and growth.  While all of the participants 

currently are successfully employed in their fields of interest, four cited difficulties arranging 

workplace accommodations at some point in their career.   
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I did some substitute teaching, but I really didn’t like it. A lot of the teachers would leave 

vague sub plans and were not expecting someone in a wheelchair being in their room, so 

a lot of classrooms were not accessible. And some of the schools had an elevator that 

took a long time to get to the elevator and use it. So it was just kind of a stressful 

situation to be going to a different school every day and not knowing how stuff was set up 

and what I’d be able to do in the classrooms. 

 Two participants telecommute and work from home.  Full-time and part-time 

employment can be physically demanding for a person with a disability, and seven of nine 

participants report facing the progressive nature of their disease in the work setting.  However, 

employment seems to mean so much to them that they aren’t willing forgo it.  Two participants 

speculated on a time when they would not be able to continue the work they are doing now, and 

one felt there would come a time when he could not remain employed. 

 Coordinating PAS to support employment created stress for participants.  Employment 

helped participants feel like they were a productive member of society; however, holding a job 

was not without its own set of challenges and often came at a cost of great stress to coordinate 

PAS.  Regardless of using a consumer-driven model of PAS or agency-based PAS, many 

participants experienced challenges with coordinating care and recruiting quality caregivers. Of 

the nine participants, seven attributed his/her greatest stress to an issue with coordinating and 

managing PAS.  For some participants, stress was related to the quality of caregivers and 

staffing issues, but two participants reported that never being alone also caused stress. 

I think the hardest part is that I'm constantly having to be interacting with people all the 

time and it gets exhausting and for PCA's I don't think they understand. They want the 

hours to make it worthwhile to come to your house. Somebody's coming to my house to 
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put me to bed and I really just want to go to the bathroom, brush my teeth, and go to bed. 

But because they need so many hours to be at my house, I'm exhausted and tired at the 

end of the day and I pretty much have to clean my house for two hours with a PCA so I 

can go to bed.   

 One participant felt that providers or paid caregivers who were unreliable did not always 

understand the participant’s responsibilities as employees.  At times, this negatively impacted 

employment for the participants. Six of the nine participants relied solely on paid caregivers to 

get them out of bed for work in the morning.    

I don't really know how to describe that level of stress to somebody who's not dependent 

upon somebody else. It's hard sometimes to go to bed at night when you have a job and 

you're expected to be a professional and you don't know if the person who's supposed to 

wake you up is going to show up in the morning to get you out of bed. And a lot of times 

PCA's think that because you're disabled that your work is just going to be like oh, that's 

okay, we know you’re disabled, so it's not a big deal you can be late whenever you want. 

But it’s actually the exact opposite of that; because I am disabled, I need prove myself 

over and over and over again. In spite of my disability, I will be a professional, I will be 

there, I will go above and beyond and do my job because everybody's constantly doubting 

you or that's my perception anyways. 

 In response, five participants acknowledged the importance of having a reliable caregiver 

in the morning PAS shift, and not having someone dependable in the morning caused 

participants great stress and could have resulted in the loss of employment.  Reliable morning 

PAS was vital to maintaining employment.  Four participants reported issues with finding 
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reliable morning caregivers, and one participant reflected on a time when she was 45 minutes 

late to her first job during her first month of working due to an aide who no-showed. 

I just got hired for a job this summer, but the start time is at 7:30 so it's very hard for 

them to find a PCA who will come to my house at 5:30 in the morning. That makes it hard 

for me to choose to take job opportunities because I'm worried about what's going to 

happen with my PCA stuff and how that's going to make me look professionally if the 

PCA doesn't show up or is late. There's not like a get out of jail free card, you know.  

A consistent and reliable caregiver in the mornings was a stress-reliever for participants and 

made employment possible.  Three participants expressed being deliberate about who they 

placed in that morning shift on only having their “best people” work the morning shift.  Two 

participants built in “incentives” to recruit and keep a dependable person in the morning to help 

support engagement in employment and counteract issues related to low pay by agencies.  Five 

of the nine participants report having at one time paid an aide for time not worked. 

My agency doesn’t pay my aides well enough to want to come help in my house, so 

coming out for an hour isn’t really worth it to most people. Since getting up for work is 

extremely important and I need them to be on time, I told [the agency] that I needed two 

hours in the morning. That way they had the incentive of being there working and getting 

paid for two hours.  

 In addition to finding a reliable morning caregiver, the transition in caregivers or routine 

for any reason also is a cause of great stress and anxiety to participants, and four participants 

specifically discussed this during the interviews.  One participant reported that he actively 

avoids any situation where the agency has to send a replacement for his regular caregiver, and 
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has done so successfully for over two years. He says “even if it’s a good aide, I still have to get 

used to them and it’s just hard to do.”   

 Access to quality PAS is vital to employment.  PAS is a vital aspect of maintaining 

employment for participants.  In addition to providing for basic needs such as getting the 

participant ready for the day in their home, three participants reported that caregivers also 

assisted them in the workplace.  Aides came to a teacher’s classroom to help set it up for the 

school year and caregivers drive or accompany two participants to and from work.  Three 

participants have their caregivers assist them at work with bathroom breaks, office duties, getting 

into the building, or getting set up at his/her work station for the day.   

 Quality PAS is vital to employment, but unfortunately reliable and consistent paid 

caregiving is not always easy to come by.  Seven of nine participants expressed difficulties with 

the quality of PAS, regardless of using an agency or consumer-directed model of service.  One 

particular issue for two of the six participants using an agency to staff their PAS was that the 

agency had restrictions on hours of operation.  For one participant in a small town and only one 

agency available for PAS, this negatively impacted employment because the agency would not 

provide caregivers before 8 a.m.  This meant that he had to find a job that did not require him to 

work before 10 a.m., significantly limiting employment options.  Another participant had to 

change agencies due to restrictive hours of operation.  

They actually sent us a letter saying they’d only staff PCA shifts between business hours 

like 8:00 to 5:00, which is ridiculous because if you use a PCA, you’re probably using 

them to get out of bed and get into bed. They also wanted the shift to be a minimum of 

four hours long per shift, so for example, if you worked at 8:00 in the morning, you’d 

have to have a PCA scheduled to come to your house at 4:00. 
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 Such agency policies are restrictive to young, working adults and forced the two 

participants to choose between switching agencies and caregivers or modifying their 

employment and schedules.   

 Turnover and finding reliable staff also were challenges that seven participants faced 

when coordinating PAS to support employment.  Participants recalled having to recruit a new 

caregiver every 6-9 months, seemed accepting of this, and overall did not expect a long-term 

commitment from caregivers given the nature of the job.  However, daily staffing and turnover 

issues were an issue for several participants.  Three participants mentioned instances when they 

urinated on themselves due to staff not showing up and four participants reported instances of 

being “stuck in bed” or not being able to get into bed due to unreliable caregivers.  Another 

confessed that she feels she has to lie about what time she has to be at places so that when staff 

do not show up she has time to find another caregiver to assist. 

They're not holding up to their end of the bargain, basically. They're not doing their job. 

I've had 16 or 17 call offs, of not-filled shifts in the last month and it's becoming a daily 

thing where they'll call me last minute and go ‘oh, we don't have anybody for you at this 

time and it's in an hour.’  So not only do they hardly give me a heads up for somebody 

not coming, but—you know, I have to plan my schedule around now how am I going to 

take a shower, when am I going to wash my hair because that's when I was going to do it. 

One participant felt that unreliable caregivers were perhaps the biggest threat to her quality of 

life. 

It’s the most frustrating thing about having a disability, to be honest. I don’t mind having 

a disability at all, but I mind having to rely on other people when they are not able to be 

reliable.   
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 When a caregiver or agency is unable to cover a shift, often it can be difficult for 

participants to identify a replacement.  Sometimes friends, family, and roommates are able to 

step-in at the last minute to assist the participant.  In addition to experiencing difficulty staffing 

PAS shifts, four participants expressed concerns about the quality of caregiving and recounted 

experiences where they were injured by caregivers, stolen from, or the caregiver refused to or 

was unable to do his/her job.   

 I've been injured countless times. It's really the most exhausting part of it is waking up 

and knowing you're going to get your butt kicked and you have to smile through it. I try 

to keep a good humor. When people mess up, I don't yell at them. I don't lash out or 

anything like that. I'm very calm and very leveled. I understand that they're not trying to 

hurt me.  

 Theft was also an issue that five participants have had to deal with.  One participant 

reported three separate incidences of being stolen from by paid caregivers, twice last year.  This 

seemed to be both a learning experience for the young adults and a side effect of having so many 

people coming in and out of the home, particularly when using an agency with high turnover in 

caregivers.  One participant reported having over 60 caregivers in the past decade, another 

reported having to place cameras in her house because of the “random people” the agency sent to 

care for her. 

 We had a PCA who stole cash from us and then quit right after she stole from us, and we 

didn’t have proof it was her. Then she was caught stealing from another client, she 

actually stole thousands of dollars out of his savings account.  
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 Participants also cited difficulty having caregivers who did not speak English well 

enough to understand the instructions they were being given. This was identified as an issue by 

three participants.   One participant was injured as a result of a caregiver who did not speak 

English well enough to understand how he needed to assist the participant, an avoidable situation 

that resulted in having to call the paramedics.  

 Not all participants had difficulty staffing PAS shifts or finding quality caregivers. Three 

participants reported that they have been able to find ample caregivers to meet their needs, with 

one participant reporting that when he places an ad for an open position he receives 

approximately 150 inquiries.  He feels that his ability to create an advertisement that makes the 

job sound active and fun contributes to his success recruiting PAS.  Another participant  

speculates that the reason he is able to hire and retain caregivers is because he lives in a large 

metropolitan area populated by many immigrants who are willing to work hard and take pride in 

their work, but also admits that he’s had difficulty staffing his PAS hours when living in rural 

areas during college.  Two of the three participants who reported having ample PAS and little 

difficulty recruiting staff lived at home with their parents and utilized the largest amount of 

informal caregiving from family. 

 Reflecting on the ability to recruit and retain quality PAS to help support employment 

and independent living, eight participants cited the low pay, lack of consistent hours and 

schedules, and the absence of benefits as negatively influencing the ability to obtain quality PAS.  

Several participants described their caregivers as “down on their luck individuals” who are poor 

and overall felt that their caregivers should be making much more than currently paid.   

They have to drive 25 to 30 minutes to get to my house and by the time they get there, 

they’re only here for an hour. That pay doesn’t even cover the gas that they used to get 
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here. They don’t pay them any mileage so they’re sending the aides all over the city. 

They’re using all this gas and they’re really not getting paid anything. 

 

To be honest it's a temporary job at best. It's not something permanent. There are a few 

people that are PCA's permanently, but you can't live off of—$11 an hour is not very 

much. 

 Lack of benefits was also cited as being troublesome by three participants.  One 

participant felt that the Affordable Care Act would have a positive impact on retaining and 

recruiting caregivers because it eliminates the obstacle to health insurance.  Another participant 

commented that “it is pretty interesting that a lot of the workers have the same insurance the 

people do”, meaning they have low enough income to qualify for Medicaid.  In addition to wages 

and benefits, the work hours for PCA’s are also an issue that participants cited as problematic.  

Three participants cited unconventional work hours as adding complexity to recruiting and 

retaining quality caregivers and state that the PAS field “attracts a lot of people who have trouble 

holding down a traditional job and are lacking the skill set to have a traditional job.”  

Unconventional work hours coupled with caregivers trying to piece together enough shifts to 

make a livable wage influenced the recruitment of PAS.  Participants often balanced a fine line 

between proving they need the amount of hours of care they are approved for, using those hours, 

functioning efficiently so that they can live their lives, and making the shift “worth it” for PAS 

providers.   

 Despite that almost all of the participants had difficulty with the quality of PAS, all of the 

participants also recounted great care that they have received.  All participants have been able to 

recruit caregivers who they described as honest, flexible, respectful, and caring.  Eight 
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participants reported having long-term caregivers who had provided PAS to them for lengths of 

two to seven years and all participants described their caregivers as friends. 

I would say with both of my aides I feel like they are part of my family. My aide on the 

weekend, I would say he’s more like a friend because we share a lot of the same interests. 

My other aide, he’s been with me the longest, I feel like he’s a part of the family. 

 Elevated use of informal caregivers.  Ultimately, a participant’s ability to find and retain 

reliable caregivers affects his/her ability to maintain steady employment and have his/her basic 

needs met. Participants did not report having unmet needs per se, but reported using a high 

amount of informal caregiver supports from friends, family, and roommates to have these needs 

met both in and out of the workplace.  Three participants live with their parents, two of whom 

use their parents for evening and overnight assistance on a daily basis; two of the six participants 

who live on their own report a time when they relied on friends, family, or roommates for back-

up caregiving when an aide cancelled or did not show up.  Four participants reported using 

informal caregiving to directly support employment.  One participant reported having a family 

member physically assist him carry out his employment responsibilities, while another 

participant calls her mother on the rare occasion she needs to go to the bathroom while at work.   

 Seven participants lived with their parents following college for between two months and 

two years and two participants continue to live with parents.  Interestingly, one participant uses 

much of his approved 8 hours a day of PAS for support in the workplace and lives at home with 

his parents so they can provide morning and evening caregiving support.  However, while 

informal caregiving and support from friends and family was vital to employment and 

independent living, two participants recognized how using paid PAS could be an added benefit 

to these relationships.   
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That was a game changer for me and my family as far as aide care went and actually it 

ended up being probably one of the better things. Better in a sense that it allowed me to 

have, again, third-party individuals helping me so that even when I move back home, it 

wouldn’t necessarily be my family. I think we realized as me being off at school how 

much my parents and primarily my mom needed that break. And not because she didn't 

love me or she didn't care or she didn't want to assist me, but she just needed to have us 

be daughter/mother again and not have her have the responsibility of being my primary 

caregiver forever. 

 

I do think it puts a different dynamic on your relationship when you’re friends with 

somebody but you’re also dependent on them for things that you couldn’t do on your 

own. It adds an extra strain to the relationship or an extra element to the relationship. 

One participant lives close to family, but does not rely on parents or family for physical support; 

this is the primary responsibility of the PAS agency.  He was one of two participants who used 

very little physical assistance from friends or family.  Furthermore, having parents who are aging 

created a reluctance to rely on them for physical care and participants were aware that they will 

not always be available as a physical support.  The age of parents and their ability to continue to 

provide physical care for their children was discussed by seven of the nine participants, but none 

of the participants reported having discussed a plan should the participant outlive his/her parents.   

Even though we've talked about who would take care of me, we never really sat down and 

really talked with the family about what we'd do. But I really thought about that, and I 

kind of worry about even the next five years or so—you know, eventually at some point, 

it’ll be too hard for them, and I'd need to go somewhere else.  It's something I really—it's 
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a worry I have, but I really try not to think about it too much. I would definitely need care 

giving more and I don't want to go to a nursing home. 

 Limiting needs in the workplace.  Although participants received support from both paid 

PAS and informal caregiving from friends and family, seven participants reported limiting their 

need for assistance; this happens both inside and outside of the workplace.  Four participants 

reported being careful about what they eat and drink during the work day to avoid using the 

bathroom at work.  These participants do not have PAS at work. 

It's hard because it only takes like 10, 15 minutes to have to go to the bathroom. To 

get someone to come to my work for once during the week for ten minutes is not going 

to happen. I can't even hardly get people to come for an hour sometimes. 

 Limiting food and drink intake has health consequences for the participants, and was 

specifically recognized as an issue by four participants.  One participant even reports having 

difficulty getting blood drawn due to dehydration.  Participants also report limiting their needs in 

the workplace by not wearing a coat to work during the winter months, not taking off their coat 

at work, and/or bringing items that they can eat without assistance, such as soup.  Other 

participants reported limiting their overnight needs, while five participants lived with other 

people – friends, roommates, or family - who could meet these needs if necessary.   

Well, I don't have any needs overnight, not like I need night care. Right now, when 

I’m using my bi-pap at night, I’m supposed to use like a nasal support, but since I'm 

by myself and I can't adjust it, it's not safe really to do that. There's been times when 

I've called a PCA because I had to go to bathroom, but a lot of times now…if you pee 

on yourself, you just pee on yourself. 
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 Employment plans and ability to carry out those plans. Two themes emerged related 

to how the participants’ experiences with PAS impacted their plans and ability to carry out those 

plans; PAS limits the ability to be spontaneous and limits geographic mobility, which impacts 

employment. 

 PAS means limited ability to be spontaneous.  At a very basic level, the need for PAS 

means having to plan every detail of every day.  The lack of spontaneity and flexibility in 

schedule impacted employment for four participants.  Scheduling PAS at times made it difficult 

to participate in last-minute work events, attend career networking opportunities and 

conferences, and restricted work hours.  One participant’s employer mandates Saturday work 

hours during particularly busy periods for the company.  In these circumstances, she chooses to 

extend her work day instead of work on Saturday because it is so difficult to change her PAS 

schedule.   

It just makes it very hard to plan things and for the average person they don't have to 

plan stuff out so much, but sometimes I feel like I'm stuck in difficult situations. For 

example, staying late at work to go to a meeting everybody else is going to or going home 

so I can go use the bathroom. If there's a meeting scheduled all of a sudden during the 

day and people are staying late and then, I'm supposed to stay late, but I also haven't 

used the bathroom all day.  

 PAS impacts geographic mobility.  Independent living away from parents was important 

to all but one participant.  Two of three participants living with parents expressed wanting to 

move out on their own; however, coordinating PAS and separating from the in-home caregiving 

support of parents made them nervous. Two of the three participants wondered if independent 

living was even a possibility for them given their extensive PAS needs. 
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I'm rarely alone because of just not being able to lift my arms up easily or if there was an 

emergency—it's not often that I'm ever just alone and so it's never felt like it's been an 

option for me to live independently. 

In addition to living on their own, five of nine participants expressed wanting to live in other 

states than the state they currently lived.  Participants wanted the geographic mobility to be able 

to seek employment, internships, advanced degree programs, and warmer climates in other 

states.  Yet, the complicated nature of qualifying for programs, paperwork involved, and waiting 

lists for PAS was a deterrent to pursuing opportunities in other states. 

The fact that each state has different Medicaid rules makes it so complicated.  I mean, it 

would be such a problem for me to even move across the river. It’s too complicated to 

move – you have to deal with state laws, counties.  If I moved I would probably have to 

do a lot of paperwork and stuff over again. I might have to get different aides. It’s very 

difficult. 

Among participants, eight commented on the difficulty understanding and navigating PAS 

programs in different states, creating a disincentive to move. Yet, three participants reported that 

moving states would increase their quality of life and eliminate the social isolation experienced 

during winter months. 

 Social policies and support services.  Existing policies and support services overall 

were perceived as restrictive by participants.  When coding the data for how the existing policies 

and support services that impact PAS were perceived and experienced by those individuals for 

whom they were created, the following themes emerged: (a) income restrictions create work 

disincentives; (b) transportation is vital to employment and quality-of-life; (c) programs was 
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complex and difficult to understand; and (d) stereotypes and discrimination influence 

employment. 

 Participants experienced income restrictions and work disincentives.  To qualify for 

PAS, participants could not make more than $2,000 per month or have more than $2,000 in 

assets or savings.  Four participants who made more than $2,000 per month participated in a 

pooled trust, kept cash in their house, and/or invested in their home in order to continue 

qualifying for services.   

I’m afraid that they’re going to take away my services, so I have to pull cash out and 

keep it in a safe at home. Every spring, they do like a full evaluation and everything, and 

I have to give them my bank statements from the last two months I think and so they look 

and everything to make sure that I’m not richer that I am, I guess. 

One participant had too much money in savings to qualify for Medicaid PAS, so the caseworker 

encouraged him to spend the money on a funeral plan.  He had to drain his savings account to 

receive services, money he had been saving to pay off student loans. 

 Three participants use a special needs pooled trust to accommodate income restrictions 

and maintain Medicaid eligibility for PAS.  Each month, the participants contribute the amount 

of money to the trust to cover their “spend down” to qualify for Medicaid.  One participant had 

mixed feelings about participating in the special needs trust and felt uncomfortable with having 

to give her money to someone else to manage in addition to losing the money should she die. 

 To qualify for Medicaid PAS services, participants reported feeling that they had to 

maintain a level of poverty.  If participants make one dollar over the income limit they lose their 

PAS funding and Medicaid eligibility.  Two participants were very close to this income limit and 

this influenced their career decisions. 
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Within $60. Yeah, I'm not joking. I've purposely made it to the point where even if I 

wanted to, I could not take an extra day of work. My employer is very aware of—and I 

purposely allowed her to be aware of it, but they have really let me do as much as I can 

do without going over whatever it is I need as far as raises. 

 

If I go a dollar over that amount they take the program away from me. So I said to her 

why not make that extra dollar forfeited from my income minus federal taxes and you can 

have it so I can stay on the program. That's one of the controversies because people are 

saying well, why don't you just pay for it out of pocket? But my problem is that my staff 

cost about $45,000, okay.  My federal taxes are-I was in a higher tax bracket than Mitt 

Romney, okay. I had more taxes taken out as far as percentage goes. A lot of my taxes go 

to serve federal and then I have a house payment and regular household bills. I wouldn’t 

make anything if I had to take another $45,000 out. I'd have to quit my job and in that 

case the state would still be paying to take care of me. They just wouldn't be getting 

anything back and all the tax money that I used to pay, they wouldn't get that either. 

Two participants recalled a time that they made an employment decision based on the ability to 

maintain Medicaid eligibility.  One participant moved to a different state where the Medicaid 

Buy-In program had a higher income limit specifically so he could work in his field while 

maintaining eligibility for PAS and another participant has passed up opportunities for new jobs 

and promotions. 

And I didn't [apply for the job] because I knew that I would be making not significantly 

more money, but enough that would put me over what would be allowable under the 
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waiver program. I think if I didn't need the aide care services, I probably would have 

applied for the job. I was fairly confident they would have hired me.   

 The income eligibility restrictions create disincentives for career advancement for 

participants.  This includes pursuing advanced degrees, which if put to use may put them over 

the income limit to qualify for PAS through Medicaid.  One participant completed his doctorate 

degree but was unable to claim it because due to the starting wage in his field with a PhD was 

too high and he would no longer be eligible for PAS.  Another participant anticipated having a 

similar problem if she goes to graduate school. 

I was not able to complete my graduate degree because I would be ineligible for personal 

care due to the starting wage of my field. That means I have all the coursework done, in 

some ways I feel like I’ve done it already. I just didn’t claim it. When you get hired for a 

position they have a number in mind and that’s what they’re offering you.  I asked them, 

you know, is there any way I could lower my wage or, and they said well we can but we 

will demote you and it will go as a mark on your record.  But we can’t have you working 

doing this job making less than what we pay. 

 

If I choose to go to grad school, am I going to be able to implement that degree or a 

position that will allow me to move forward or up further?   But on the other hand, if I 

don't do that, then do I have the skills that will allow me to see an income that would 

afford being able to independently to pay for aide care, and that's why I feel like I 

struggle. If I were able to afford aide care independently, I would.  

 Every participant articulated frustration related to not being able to save money, plan for 

retirement, or accrue assets under the Medicaid program.  Additionally, participants are unable to 
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inherit money or receive other compensation for disability without significant risk of losing 

benefits and PAS. 

 If I'm in a car accident-God forbid - I'm in a car accident, and I need recompense or 

compensation for injuries. I wouldn't want my liabilities to be counted as assets or 

income, so right now we have no disability protection and believe it or not, the disabled 

can really become more disabled. 

 If a participant marries a non-disabled person, the income of the spouse is counted 

towards eligibility for PAS programs.  This creates a marriage disincentive and penalizes 

participants for marriage, when able-bodied peers actually are given tax-breaks for marriage. 

This was specifically recognized as an issue by two participants. 

 Income restrictions were recognized as a major barrier to both planning for the future and 

being able to transition to paying for PAS out-of-pocket.  If participants are not able to gain 

wealth and assets, they are not able to transition off of assistance, keeping them in a “poverty 

trap” and dependent on government programs to meet needs. 

A lot of people still feel it’s a poverty program. They like to marry poverty with disability 

and any hint or whiff of someone with a disability enjoying their life or making something 

of themselves seems to be met with doubt and concern as if they're being defrauded or 

something - when the real people who are being defrauded are the ones with the 

disabilities. All of the rules that come attached to that were meant to make us 

impoverished; it’s not good for our lives. 

 One participant in the study paid for PAS out-of-pocket and did not confront issues 

related to maintaining program eligibility.  Paying out-of-pocket provided her a level of mobility 

in her career and economic advancement and freedom that other participants did not possess.  
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Her out-of-pocket expenses were approximately $14,000 per year and she has creatively been 

able to arrange PAS to afford assistance both at work, at home, and overnight.   

 Participants were not unanimous regarding whether or not they planned to stay on 

government assistance, but expressed that they did not perceive other options.  Six participants 

felt they would stay on government assistance while two participants expressed wanting to fund 

PAS on their own, but acknowledged that “getting off” government assistance was difficult. 

I feel like I fall somewhere in the middle. I’m not super wealthy enough to be able to 

afford $30,000 worth of aide care a year, but I'm also not to the point where I'm unable—

I mean I would be working much more on a daily basis with it, if the law allowed for that, 

but on the other hand, I'm unable to get to work without the aide care, so it's kind of a 

mixed bag.  

I’d like to do to be able to make enough money that I don’t qualify for these programs so 

I can pay for my own people. I have a reason—it actually, it bothers me to be on 

government stuff. My dad and my brothers, my friends are—if I say something, they’ll say 

that’s what I pay taxes for. I’ve always liked to be able to say I did something on my own.  

 Support programs are complex and difficult to understand.  Nine participants hailed 

from seven states, and as a result, were asked many clarifying questions about the programs and 

policies in their specific state.  At some point during the interview, all but one participant were 

unable to answer questions related to program policies and eligibility.  Some participants are 

more skilled than others in navigating policies and two participants have been involved in 

advocacy work for disability policy reform. 

I feel like I've figured it out myself. It's been difficult and I think I'm a smart person, and I 

can't imagine some other people how they even figure it out, it's just so complicated.  
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Some participants report not being aware that particular resources existed or the nuances of such 

programs, like having a choice between consumer-directed and agency-based models of care or 

being able to work while on Medicaid.  Questions regarding eligibility, income, and assets were 

particularly difficult for participants to answer due to the complexity of the system.  

Additionally, some participants were asked to recall eligibility details about programs they have 

been on for over a decade.  Surprisingly, five participants were unaware of how close they were 

to income limits before they lost eligibility for the program.  Alternatively, the one participant 

who paid out-of-pocket for PAS was unsure if she could somehow qualify for the Medicaid Buy-

In program. 

 All participants perceived the government programs of Medicaid, Medicare, and Social 

Security as very complex and extremely difficult to understand.   As participants became more 

successful professionally and more progressed in their physical state, they had to constantly 

renegotiate their qualifications for the programs. 

I was on social security and I still have a file with them, which they were not giving me 

any money considering I work. Now, that’s actually becoming an issue because they just 

gave me a letter saying that they want to close my file. I'll have to call the county and try 

to appeal that or figure out what the heck I should be doing. That's something I got to 

figure out exactly how it works.  

 Participants often relied on caseworkers, social workers, and independent living center 

staff to guide them through the complexities of program eligibility requirements. Four 

participants remarked that sometimes caseworkers do not provide accurate information and 

recalled experiences when they were given incorrect information.   



90 
 

I mean, sometimes the people from these agencies actually don’t know what they’re 

talking about or even sometimes the people from Medicaid don’t know what they’re 

talking about. I think I sort of learned more and more about it over time. I think I know 

how it works pretty well. What I’ve really started to learn is you can’t always trust what 

those people in authority say. 

Additionally, recertification for programs takes place on a regular basis, and participants report 

home visits with caseworkers taking place monthly, quarterly, and annually.  However, 

caseworker certification visits often took place during work hours and three participants reported 

last-minute rescheduling of visits as problematic. 

It feels like a huge waste of time and they ask the same questions every single time and 

sometimes I have to take off work to be here for a nurse visit and then also a lot of times 

they cancel them at the last minute or they're running behind, so it's a big inconvenience.   

 To navigate the complex program policies a certain level of self-advocacy was necessary, 

and eight of nine participants exhibited strong self-advocacy skills throughout their interviews as 

they recalled negotiating with caseworkers, counselors, employers, caregivers, and PAS 

agencies. When asked how one develops these skills, one participant states “It’s one-part innate, 

one-part learned”.  

I kind of had to sort of negotiate having my aide come to work with me. That was a 

seen as sort of an unusual thing and I had to sort of explain to them my situation. 

That’s another skill - You’ve got to be very vocal and you’ve got to stick up for 

yourself. If they say – oh it’s going to be difficult for us to figure this out with an aide 

and working just say oh, I’ll just stop working.  You have to really stand up for 

yourself.  
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I think I was coming into my own skin. At that point, I had been working in this 

position at my job and I think work-wise I think I was gaining more confidence in 

myself knowing that no if something’s not working out, you need to say something.  If 

your voice isn’t being heard more important that you made your point come across 

without—in the best form or the most efficient way possible. That took a few years, 

but, I do feel like my well-being, my safety, my anxiety, my whole life is much better 

now that I found my voice. It took a while. 

 The importance of transportation to employment.  Accessible transportation 

significantly impacts the social mobility of an individual, their mobility within their community, 

and ability to maintain employment.  All participants commented on the importance of accessible 

transportation to their quality of life.  Accessible vehicles are expensive and, although vocational 

rehabilitation services at times will offer support to adapt vehicles and provide disabled driver 

training, the expense of the vehicle is the responsibility of the individual and requires a large 

investment.  Two participants received assistance from vocational rehabilitation to adapt their 

vehicles, and all nine participants received financial assistance from family to purchase an 

accessible vehicle.  One participant reports not qualifying for assistance from vocational 

rehabilitation because there was public transit within city limits. 

They paid for the van modifications and they paid for my joystick switch. My joystick 

whole system is like $70,000. My car in total is around $100,000. Without them, VOC 

Rehab paying for that, there was no way that I’d be able to pay for the $70,000 computer 

that is in my car. 
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Two participants are able to drive independently, but seven participants relied on friends, family, 

or caregivers to drive their accessible vehicles.  Two participants used to be able to drive but 

have progressed to the point that they are no longer able to do so independently or safely.   

Six participants have their paid caregivers drive their vehicles as well, and four participants 

relied on paid caregivers to drive them to and from work.  However, PAS transportation policies 

vary by state and were restrictive for two participants in particular.  In two states where 

participants lived, paid caregivers were not legally allowed to drive the vehicle as part of their 

duties. 

My aides are not supposed to drive me at all - that is actually against policy. I think it’s a 

stupid rule, my aides think it’s a stupid rule. If both of my aides could drive, if that was 

something they said aides need to do, it would make life so much easier.  I mean, even in 

a place with great public transit, for someone with a disability, not all transit is 

accessible.  It makes it very difficult. I don’t want to have to break the law. 

 In order to access their community, healthcare, and employment, two participants 

basically had to break the law so that their aides could drive their vehicles.  One participant paid 

caregivers out-of-pocket to do so.  This policy was perceived as unnecessarily restrictive to 

participants and greatly influenced their quality of life. 

 Lack of employment support from VR counselors after college.  As shown in Table 3, 

vocational rehabilitation (VR) was used as a resource to participants primarily for support in 

college and with making modifications to vehicles; however, VR was perceived as offering little 

support for employment by participants.  

They pretty much, in my case, just helped cover some of my tuition each year and then 

after I graduated they were there to be a resource for finding jobs, which that didn’t 



93 
 

really happen. Basically, they were thinking I’d have a good 10-15 years of working 

ability and so they said well, we’ll invest in helping you get to your college. 

 

Actually VOC Rehab didn’t do crap really for me except to help me pay for a car, which 

I’m very grateful for, but since my parents have always made so much more than what 

they allowed for they never paid for anything for me. My parents paid out of pocket for 

everything. They helped me with all of it. They said that my parents made too much so the 

only thing that they would help me with was paying for my car and my training and 

paying for the computer modules to go into my car. But they were always on my back for 

getting all my grades and everything every semester. 

 

VR did offer assistance to five participants to pursue higher education, ultimately to prepare for 

employment, but one participant had to petition to attend a college out-of-state that would lead to 

better employment opportunities.  These participants expressed frustration with the support 

offered from VR and felt that VR did not offer services commensurate with their college 

educations.  One participant felt that his VR counselor did not support his career vision and had 

very few ideas of other employment opportunities. 

It was a pretty big source of frustration for me, because I was required to go to meetings 

with them but I didn’t feel like they were able to help me. I felt like the worker I had 

talked down to me a lot, treated me like I was stupid. And when I would go to talk to them 

about stuff they would talk to me about like common sense skills for interviews, what to 

wear to interview, and tips like that, which were things that I was well aware of having 

graduated from college, worked at a school, and done my student teaching.   
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 Two participants who have PAS in the workplace to directly support employment 

articulated that they felt like an “outlier” and an unusual client for their counselors because they 

were searching for careers and competitive employment as opposed to low-wage or entry-level 

positions.  Only one participant used VR to help adapt the workplace, but this attempt was 

unsuccessful and the participant reported that the “things that work the best are the things that 

disabled people make for themselves.” 

 Due to the investment VR made in the higher education of five of the participants, those 

participants were required to meet with VR counselors after graduation, but offered little 

assistance to put their degrees to use in a competitive job market.  This was frustrating for 

participants and viewed as unnecessary and a poor use of the participants time and resources.  

One participant went as far as saying “it’s like, what’s the point of Voc Rehab on some front.” 
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Table 3 

Vocational Rehabilitation Utilization and Independent Living 

     

Age Diagnosis Living Situation Vocational 

Rehabilitation 

Support – 

College 

Vocational 

Rehabilitation 

Support - 

Employment 

34 Duchenne 

muscular 

dystrophy 

Parents Tuition 

assistance 

None 

 

24 

 

Spinal muscular 

atrophy 

Owns home – 

has roommate 

who pays rent 

None Accessible van 

modifications & 

driving course 

 

29 

 

Spinal muscular 

atrophy 

 

Owns home – 

has live-in aide  

 

PAS 

 

None 

 

28 

 

Spinal muscular 

atrophy 

 

Owns home – 

lives by self 

 

Van 

modifications, 

books, small 

amount for 

tuition 

 

None 

 

28 

 

Duchenne 

muscular 

dystrophy 

 

Apartment – 

lives by self 

 

Met with 

counselor, no 

formal assistance 

 

None 

 

35 

 

Limb-girdle 

muscular 

dystrophy 

 

Owns home – 

lives with spouse 

 

Tuition 

 

Met with 

counselor, 

secured own 

employment 

 

29 

 

Duchenne 

muscular 

dystrophy 

 

Apartment – has 

live-in aide 

 

None 

 

Unsuccessful 

adaptation at 

work 

 

31 

 

Duchenne 

muscular 

dystrophy 

 

Parents 

 

None 

 

None 

 

33 

 

Limb-girdle 

muscular 

dystrophy 

 

Parents 

 

Tuition 

assistance, PAS, 

books, laptop 

 

None 
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 Stereotypes about disability pervade the workplace.  Six participants articulated beliefs 

that societal stereotypes and expectations about people with disabilities continue to pervade the 

workplace and influence the ability of people with disabilities to obtain employment.  Two 

participants recalled instances when they were directly affected by discrimination or stereotypes 

in the workplace. 

So I explained to [my coworker] that I’d been applying for jobs, but hadn’t gotten hired. 

She said oh, that’s really surprising because I’d think with you being in a wheelchair, 

they’d hire you right away. I said if I get hired for a job I want it to be because they think 

I’m a good [candidate], not because I’m sitting in a wheelchair. 

 Other participants felt that the definition of disability as not being able to work, a key 

component to qualifying for PAS programs, is counterproductive to people with disabilities 

seeking careers. 

I think it has to do with ideas of what disability means to our culture. Often disability has 

to do with someone who got hurt on the job or something - there’s basically one 

definition of disability and that’s you’re not able to do work equals you are disabled.  But 

that is not the same position I’m in. I consider myself disabled but I do not consider 

myself unable to work. I mean, it’s confusing. There’s the Americans with Disabilities Act 

that encourages disabled people to work, but at the same time there are other laws that 

go against that, because of what they consider disability really is.  It’s really an issue. 

 The majority of participants did not experience overt discrimination in the workplace and 

all currently are successfully employed.  However, several recognized the complex interaction of 

societal expectations and stereotypes about disability coupled with policies that limit earnings 

create disincentives for people with disabilities to engage in employment.  
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Instead of dealing with trying to go to interviews and trying to impress people and trying 

to fight against all of that, it’s very easy just to get a disability check and stay at home 

and do what you like to do and enjoy your life instead of having all that stress. I know a 

lot of people with muscular dystrophy and a lot of them do not work or they have jobs 

where they work from home just for those reasons I just stated. It's just easier for them 

and it's convenient and they don't have to deal with people judging them.   

Discussion 

 The purpose of this study was to identify how the need for personal assistance services 

(PAS) impacts the pursuit of higher education and employment for young adults with the most 

significant physical disabilities, specifically neuromuscular disease.  The study was designed to 

examine the lived experiences of young adults who require PAS to attend college and maintain 

employment in order to gain a greater understanding of how to empower other youth with 

disabilities to pursue higher education and employment, and to combat existing disparities in 

higher education and employment rates between youth with physical disabilities and their non-

disabled peers. The results of this study illustrate the myriad of ways the need for PAS both 

positively as well as negatively influences higher education and employment outcomes for youth 

with neuromuscular disease, as well as provide important implications for professional 

rehabilitation practice, advocacy initiatives, and policy reform.  Moreover, this study provides an 

alternative representation of disability and illustrates that even young adults with the most severe 

physical disabilities can sustain gainful employment and academic achievements. 

 The review of the literature clearly illustrates a gap in understanding about the 

experiences young adults with disabilities have with personal assistance services, particularly the 

influence they have on participation in postsecondary education.  Additionally, young adults with 
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neuromuscular disease are glaringly absent as a group from the rehabilitation literature, and no 

recommendations currently exist to address the needs of youth with progressive muscular 

dystrophies as they make the transition to adulthood and into postsecondary and employment 

settings.  Specific recommendations for practice and future research opportunities are discussed 

in Appendices D, E, and F. 

Research question 1: What are the experiences that young people with neuromuscular 

disease have with personal assistance services (PAS), higher education, and employment? 

 Based on the experiences of participants, clearly there is no “one fits all” model of PAS 

provision.  Participants expressed preferences for both consumer-directed and agency-based 

models of PAS, several tried both models at various points in their lives, and there were costs 

and benefits associated with each model for participants.  Choices must continue to exist in state 

and federal PAS programs in order to meet the needs of all PAS consumers.  Throughout their 

lives, the coordination of PAS caused participants great stress, and even when the participant had 

a stable PAS staff they were aware that this could change at any time, and this influences their 

quality of life and engagement in employment and education.   

 The participants unanimously expressed the need for greater attention to be paid to 

reforms aimed at improvements in the PAS workforce, including increased compensation and 

benefits in order to enhance the quality of care and availability of care to young adults. 

Participation in employment and higher education was deeply important to these nine 

participants, and this was made possible not only by paid PAS but also the availability of the 

informal caregiving of friends, family, roommates, coworkers, and others.  Interestingly, 

participants felt that formal PAS was easiest to recruit in college. To cope with PAS challenges 

after leaving college, the majority of participants actively limited their needs in and out of the 
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workplace, at times sleeping without the appropriate breathing equipment, limiting food and 

water intake, and relying on friends and family for assistance.  As one participant stated, “we 

have to make it easier to assist people in the workplace.”   

Research question 2: How have experiences with PAS impacted their plans for the future 

and the ability to carry out those plans related to higher education and employment? 

 The expectations of parents obviously strongly influenced these participants and the 

trajectory of their lives.  The results suggest that the factors influencing the pursuit of higher 

education begin early in life for participants and confirm existing research that illustrates the 

importance of family expectations and value placed on education (Bandura et al., 2001; Sanders, 

2006; Wager et al., 2007).  The parents of these participants did not adjust their expectations of 

their child’s future based on their physical disabilities and need for PAS and the fact that most of 

the parents in the study were college educated may confirm research that education level of 

parents is predictive of college attendance for youth with disabilities (Wagner, Newman, 

Cameto, Levine, & Garza, 2006).   

 Families and participants had no experience in coordinating caregiving prior to college 

and often did not know about the services for which they qualified.  This supports previous 

nursing research indicating that awareness of existing education and career support is a barrier to 

transition to adulthood (Blomquist, Brown, Peersen, & Presler, 1998).  As stated by participants, 

the lack of experience with PAS prior to college influenced the perception of being able to attend 

college and choices regarding where to attend college, and in some instances resulted in stressful 

experiences adjusting to college.  Several participants articulated the wish that they would have 

had experience with PAS prior to the first day of college and identified things they would have 

done differently looking back.   
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 Once employed, the use of PAS significantly restricted the geographic mobility of the 

participants.  Several participants wanted to be able to move states or pursue jobs or graduate 

degrees in other states but reapplying for PAS, learning new state PAS policies, and recruiting an 

entire new staff of PAS workers proved overwhelming and the process of doing so discouraged 

them from pursuing these opportunities. 

Research question 3: How are the existing policies and support services for PAS perceived 

and experienced by those individuals for whom they were created? 

 The participants in this study and their families largely had to figure out how to transition 

to postsecondary education on their own, and the guidance they received from caseworkers, 

counselors, and agency staff varied.  Independent living centers, vocational rehabilitation 

counselors, and college disability resource centers were cited as providing support and 

information to participants; yet, many participants did not feel like they had the information 

necessary to coordinate PAS when first needing these services.  No one program or agency has 

the responsibility to help guide and support youth with disabilities and their families during the 

transition to college, and this results in a disjointed approach to providing transition services. 

 Vocational rehabilitation services were used by participants to primarily support college 

attendance and accessible transportation, but were of essentially no benefit when seeking 

employment.  Not all students are taking advantage of available VR resources though, as seen 

with four participants in this study and upwards of 70% of participants in other studies (Benshoff 

et al. 1990).  Participants in this study found the involvement of VR counselors as unsupportive 

and frustrating, and mainly used VR services for financial support.   

 Once the participants make the transition from college to work and have income from 

employment they face barriers related to maintaining eligibility for PAS services through 
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government programs. While this study examines the experiences of young adults who have 

achieved success in employment and make up the small percentage of working adults with 

disabilities, even the most successful young adults (like the participants in this study) feel 

trapped in a cycle of poverty and dependence on the government programs providing PAS 

funding (Loprest & Maag, 2007).  As evidenced by the experiences of the participants, young 

people with disabilities can be employed, but only achieve wealth and financial success to a 

point.  The need for PAS significantly limits their ability to achieve higher levels of success in 

their career, as illustrated by participants’ experiences of work disincentives, marriage penalties, 

inability to save money, and other restrictive policies.    

 The one participant in this study who paid for PAS out-of-pocket was largely exempt 

from the frustrations of being “locked into” a cycle of dependence on government programs and 

had considerably more ability to make career decisions and pursue career growth opportunities 

than the other eight participants.  According to participants, the existing system does not support 

the career success and self-determination of people with disabilities and therefore continues to be 

ineffectual to offer a means of self-sufficiency and financial independence.  

 Social welfare programs and policies both embody and inform societal stereotypes of 

people with disabilities and what it means to have a disability in American culture.  Participants 

in the study felt that stereotypes and stigma related to societal expectations of people with 

disabilities still exist in the workplace and higher education.  Some participants experienced the 

inaccessibility of work places, while others felt that low expectations of people with disabilities, 

current “poverty policies”, and the definition of disability as not being able to work, a key 

component to qualifying for PAS programs, is counterproductive to people with disabilities 

seeking careers.  
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Research question 4: How do young people with neuromuscular disease who use PAS 

perceive other factors such as race, gender, and SES influence their experiences with PAS 

and, in turn, their employment and higher education outcomes? 

 One of the important limitations of this study was the lack of racial, ethnic, and 

socioeconomic diversity of the sample.  The sample included five men and four women, and 

gender was not explicitly noted by the participants as influencing their use of PAS and their 

educational or vocational outcomes.  Therefore, how factors such as race, gender, and 

socioeconomic status influence the use of PAS and, in turn, employment and postsecondary 

education outcomes are an important area of future study.   

 Surprisingly, the NLTS-2 study and subsequent research by Wagner et al. (2007) and 

Halpern et al. (1995) do not show disparities in postsecondary education rates based on family 

financial resources; however, other research indicates socioeconomic status is a key determinant 

in educational attainment, grades, selection of a student’s major area of study, and income return 

on education for their non-disabled peers (Beattie, 2002).  Participants consistently articulated 

the importance of family financial resources in this study, but did not explore the impact of SES 

in more depth, and contradictory research studies continue to blur our understanding of how SES 

influences higher education for youth with disabilities.  Fleming & Fairweather (2012) reported 

that traditional demographic predicators of attending a four-year college were more influential 

than disability-related factors.  The results of this study indicate the importance of family 

expectations, financial resources, and emotional support cannot be underestimated, and for these 

participants, family support seemed to be the glue that holds it all together.   
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Implications for practice and policy reform 

 While existing literature documents the important role of PAS in educational and 

vocational success, little data is available to determine the components and structure of an 

effective PAS service delivery system (Ellison et al., 2010; Hedrick et al., 2012; Hernandez et 

al., 2007; Houtenville & Ruiz, 2011; Kiernan & Hart, 2011; Loprest & Maag, 2007; Stoddard & 

Krause, 2006; Stumbo et al., 2009).  As suggested by researchers, there is a need for greater 

awareness of existing PAS programs that support employment, and revisions are needed to 

current program policies in order to adequately support employment (Ellison et al., 2010; 

Hernandez et al., 2007; Neri et al., 2013).   Based on the review of the existing literature, results 

of this study, and experiences of participants, the following strategies might greatly improve the 

support of employed people with disabilities and college students who use personal assistance 

services: 

1. Programs specifically designed to prepare youth to fund, recruit, and manage PAS during 

college and navigate public programs of support.  Based on the experiences of 

participants in this study, essential components to such a program would include an 

overview of available support programs, skills to recruit and schedule caregivers, 

strategies to address issues related to adjusting emotionally to increased reliance on 

others, and self-advocacy training.     

2. Employer incentive programs for hiring people with disabilities to counter potential fear 

by employers of being held responsible for costly accommodation in the workplace, 

discrimination lawsuits, or worker compensation or injury lawsuits as a result of the 

Americans with Disabilities Act; 
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3. Financial support via scholarships and the Rehabilitation Services Administration for the 

higher education and internship experiences of young adults with disabilities to prepare 

for entry into the job market; 

4. Increased funding to the Rehabilitation Services Administration to support a 

comprehensive service program for all youth with disabilities to receive assistance for 

college tuition, accessible transportation, PAS when needed; the elimination of vocational 

rehabilitation agency waiting lists for services; and additional training for vocational 

rehabilitation counselors to effectively meet the needs of transition-age youth seeking 

competitive employment; 

5. Legislative reforms mandating the Medicaid program authorize additional PAS hours to 

support personal assistance in the workplace to eliminate the need for people with 

disabilities to reallocate their in-home hours to sustain employment and establishment of 

a universal tracking system to monitor the use of Medicaid for employment-based PAS; 

6. Program reforms that provide a path to transition off of government assistance.  

Currently, no wrap around PAS programs exist for an individual to gradually assume the 

responsibility of funding their own PAS and exceeding the income eligibility by one 

dollar results in the loss of all benefits.  However, the establishment of a sliding scale 

program that allows the financial responsibility of PAS to gradually shift from 

government to personal funding could decrease overall program expenses, increase the 

tax revenue from which government programs could draw funding, and combat work 

disincentives inherent in the existing program; 
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7. Medicaid program reforms that standardize policies across states to benefit employed 

individuals, such as mandating transportation be covered under PAS programs and a 

standardized definition of PAS in the workplace;  

8. PAS industry reforms that aim to increase the quality of the PAS workforce available to 

people with disabilities, including directives to provide compensation to PAS workers 

“on call”, the provision of livable wages for PAS workers, and payment for travel 

associated with caregiving duties; and  

9. Research support targeted at expanding the literature base to increase understanding of 

the experiences of youth with physical disabilities pursuing postsecondary education and 

gainful employment and identification of best practices to support these youth through 

the Department of Labor and Department of Education.  

Future research 

 Future research is necessary to give voice to the experiences that young people have with 

PAS in higher education and employment, and how experiences with PAS impact their plans for 

the future and ability to carry out those plans.  Specific recommendations for research based on 

the studies can be found in Appendices D, E, and F.  In addition to those recommendations, the 

following research approaches could expose additional strategies to promote the educational and 

vocational achievements of young adults with specific disabilities:   

1. Engaging in research that illustrates the educational and vocational needs of young adults 

with specific disabilities to elucidate the varying needs of individuals with different 

disabilities; 

2. Cultivating research that includes the experiences of young adults who use PAS in 

college settings; 
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3. Initiating studies to compare participation in education and employment as well as 

quality-of-life of people who use PAS among countries with different disability benefit 

programs;  

4. Examining innovative demonstration projects that disrupt the current schema of linking 

income and PAS program eligibility.  

Further qualitative research is necessary to better understand how existing PAS policies and 

support services are perceived and experienced by young adults who engage in higher education 

and employment.  Additional studies including young adults with significant physical disabilities 

who use PAS could provide a greater understanding of how to empower other youth with 

disabilities to pursue higher education and employment and combat existing disparities in 

employment between youth with physical disabilities and their non-disabled peers. 

Conclusion 

 Young adults with neuromuscular disease are willing, wanting, and capable to participate 

in gainful employment and higher education, and while they are disabled do not consider that to 

mean they are unable to work.  Youth who use personal assistance services face unique barriers, 

both logistical barriers of coordinating caregiving and also systemic barriers of qualifying for 

services to make higher education and employment a reality.  Attention to PAS access and 

support programs in the disability community could aide in breaking the cycle of poverty and 

dependence on government programs.  With medical interventions and drug development 

contributing to significant increases in lifespan for people with once-fatal pediatric diseases, 

especially neuromuscular diseases, coupled with advances in technology to support people with 

physical disabilities, it is realistic to anticipate that the generation of students entering primary 

school now will have a longer lifespan, higher quality of life, and more opportunities to pursue 
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competitive employment than their predecessors.  It is reasonable to speculate that other young 

adults with physical disabilities outside of the neuromuscular community who use these services, 

interact with corresponding funding agencies, and are faced with similar life decisions 

experience equivalent barriers and successes in making the transition to adulthood while 

coordinating PAS. Addressing systemic issues related to support and financing of PAS now will 

help prepare for this next generation and aid in creating an environment that sets them up for 

success, with young adults, their families, and the disability community fully engaged and 

playing a central role in reform efforts.   
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APPENDIX A: PARTICIPANT RECRUITMENT EMAIL 

 

You are invited to participate in a research study examining the experiences of individuals with 

neuromuscular disease and the use of personal assistance services during the transition to 

adulthood.  This is an in-depth interviewing research project that will take approximately 5 hours 

of your time. 

The researcher is recruiting individuals with neuromuscular disease who are: 

 Ages 23-35 

 College graduates from a 4-year college 

 Currently employed full-time or part-time 

 Unable to perform independent transfers 

 Utilizing at least 20 hours of paid personal assistance service each week 

 

The study commitment: 

 Three one-hour interviews approximately 3-7 days apart 

 Interviews will be audio recorded and take place over the phone 

 Your information will be kept confidential and de-identified in the resulting publications 

(i.e. important details such as your name and where you live will be changed so you 

cannot be identified) 

 You will be asked questions about your family, education, employment, and use of 

personal assistance services 

 

Your participation in this study is completely voluntary.  To help inform your decision regarding 

whether to participate in this study, attached is the study consent form containing additional 

details.  This research is being conducted for fulfillment of the degree of PhD in Rehabilitation 

Counseling at the University of Arizona in the Department of Disability and Psychoeducational 

Studies and is no way affiliated with the Muscular Dystrophy Association. 

 

To be a participant in the study or to ask additional questions about the study, contact Jodi Wolff 

at jmwolff@email.arizona.edu. 

 

 

 

 

mailto:jmwolff@email.arizona.edu
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APPENDIX B: PARTICIPANT CONSENT FORM 

Study Title: The Intersection of Personal Assistance Services and Transition Outcomes in 

Neuromuscular Disease 
 

Principal Investigator:  Jodi Wolff, MSSW – Department of Disability and Psychoeducational Studies 

– Dissertation for the fulfillment of a PhD in Rehabilitation Counseling 
 

  

This is a consent form for research participation.  It contains important information about this 

study and what to expect if you decide to participate.  Please consider the information carefully. 

Feel free to discuss the study with your friends and family and to ask questions before making 

your decision whether or not to participate. 

Your participation is voluntary.  You may refuse to participate in this study.  If you decide to 

take part in the study, you may leave the study at any time.  No matter what decision you make, 

there will be no penalty to you and you will not lose any of your usual benefits.  Your decision 

will not affect your future relationship with The University of Arizona or Muscular Dystrophy 

Association.  If you are a student, employee, or receive services at the University of Arizona or 

Muscular Dystrophy Association, your decision will not affect your grades, employment status, 

or services.  This research is in no way affiliated with the researcher’s employment at the 

Muscular Dystrophy Association as Director of Clinical Services. 

You may or may not benefit as a result of participating in this study.  While it is possible 

that you could experience some discomfort while discussing personal topics, it is not anticipated 

that this research will create serious harmful effects.  The benefits and risks of your participation 

are described further below.  

1. Why is this study being done?  The aim of this study is to examine the experiences that 

young people with neuromuscular disease have with personal assistance services (PAS) 

and to better understand how those experiences have impacted their plans for the future 

and the ability to carry out those plans.  

2. How many people will take part in this study?  Approximately 5-10 young adults ages 

23-35 with neuromuscular disease will participate in the study. 

3. What will happen if I take part in this study?  If you take part in this study, you will 

participate in three 60-90 minute interviews about your experiences with personal 

assistance services and your involvement in employment, higher education, and 

independent living.  Three interviews will be scheduled 3-7 days apart, over the period of 

two weeks, and will take place over the phone.  The interviews will be recorded, 

transcribed, analyzed, and some parts of the interview could be published.  All 

participants’ information will be kept confidential. Participants will have the opportunity 
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to guide the de-identification process to ensure confidentiality.  Participants will be 

provided the opportunity to review all analysis based on interview data and provide 

feedback and suggestions for revision.   

4. How long will I be in the study?  The interview process will take approximately two 

weeks.  In total, including the review of analysis by participants, the study will take place 

over the course of four months. 

5. Can I stop being in the study?  Your participation is completely voluntary and you may 

discontinue your participation in the  study at any time with written or verbal notification 

to the researcher.  It is your choice if the information collected up until your withdrawal 

from the study is used in the final analysis. If you do not want your information used in 

the study, the recorded tapes and written information will be destroyed. 

6.   What risks, side effects or discomforts can I expect from being in the study?  The 

process of in-depth interviewing may bring up topics that cause emotional discomfort to 

the participant.  It is possible that you will feel uncomfortable with disclosing large 

amounts of personal information, particularly sharing deeply personal or traumatic 

experiences. The researcher will work to minimize any discomfort you may feel; anything 

that you choose to reveal is on your own accord and you can refuse to answer any 

questions at any time.   

7. What benefits can I expect from being in the study?  It is not anticipated that you will 

experience any benefits from being in the study; however, you may feel that sharing your 

experiences with personal assistance services is beneficial and a way for you to engage 

in advocacy and educating others. Your participation will hopefully increase the 

understanding in the field of the experiences of people with disabilities with personal 

assistance services. 

8. Will my study-related information be kept confidential?  Efforts will be made to keep 

your study-related information confidential and you will have the opportunity to direct 

how your personal information is de-identified.  However, there may be circumstances 

where this information must be released.  For example, personal information regarding 

your participation in this study may be disclosed if required by state law, such as in 

instances of suspected abuse.   

 Also, your records may be reviewed by the following groups (as applicable to the 

 research): 

 Office for Human Research Protections or other federal, state, or international 

regulatory agencies 

 The University of Arizona Institutional Review Board or Office of Responsible 

Research Practices 
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With the exception of the dissertation committee chairperson, the researcher will not 

discuss with the dissertation committee or anyone else the names, locations, or 

identifying particulars of the participants.  It is possible that through the use of extensive 

portions of participants words in the resulting research report that the participant would 

become recognizable.  All participants will be able to voice concerns and play an active 

role in de-identifying information prior to the finalization and publication of the research 

results. 

A third party transcription service will be used and will have access to the audio tapes, 

and a formal contract has been signed protecting the confidentiality of all participants.  

No other individuals with the exception of the transcriber and researcher will have 

access to the interview audio tapes. The transcripts will remain in the direct physical 

possession of the researcher.  All audio tapes and consent forms are kept in a safety lock 

box.  Tapes will be destroyed upon acceptance of the dissertation and results for 

publication, or, at your request, will be returned to you.  The doctoral committee 

consisting of Dr. Linda Shaw, Dr. Sue Kroeger, Dr. Stephanie MacFarland, and Dr. 

Michael Hartley will have access to the de-identified transcripts of interviews as 

necessary. 

9.  What are the costs of taking part in this study? There are no costs to take part in this 

study. 

10. Will I be paid for taking part in this study?  You will not be paid for your participation 

in this study. 

11. What happens if I am injured because I took part in this study?  If you suffer an 

injury from participating in this study, you should seek treatment.  The University of 

Arizona has no funds set aside for the payment of treatment expenses for this study.  

12. What are my rights if I take part in this study?  Your participation in this study is 

completely voluntary.  If you choose to participate in the study, you may discontinue 

participation at any time without penalty or loss of benefits.  By signing this form, you do 

not give up any personal legal rights you may have as a participant in this study. You will 

be provided with any new information that develops during the course of the research 

that may affect your decision whether or not to continue participation in the study.  You 

have the right to review and withhold interview material prior to publication. You may 

have access to your interview audio tapes and to the transcripts if requested.  Prior to 

publication, the interviewer will share the entire report to all participants. 

13. How will study results be disseminated?  Results of the research will be compiled and 

presented to the dissertation committee as part of the fulfillment of the doctoral degree of 

the researcher.  It is the intention of the researcher to publish the results of the study in a 

reputable journal in the field of Rehabilitation Counseling and/or Disability Studies and 
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the results may be presented at conferences in the field of inquiry.  The intent of the 

research is to use the words of the participants as much as possible to illuminate 

experiences you are reconstructing in your interviews. To this end, lengthy passages of 

the participant’s own words may be used in the dissemination of the results.  By 

consenting to participate in the study, you agree to the extensive use of your words in this 

way. 

An Institutional Review Board responsible for human subjects research at The University of 

Arizona reviewed this research project and found it to be acceptable, according to applicable 

state and federal regulations and University policies designed to protect the rights and welfare of 

participants in research. 

For questions about the study before, during, or after the research has been conducted, contact 

Primary Investigator Jodi Wolff by phone at (520)529-5352 or (317)590-3888, or by email at 

jmwolff@email.arizona.edu.   

For concerns or complaints about the study, or if you are injured as a result of participating in 

this study, you may contact Dr. Linda Shaw at (520)621-7832. 

For questions about your rights as a participant in this study or to discuss other study-related 

concerns or complaints with someone who is not part of the research team, you may contact the 

Human Subjects Protection Program at the University of Arizona at 520-626-6721 or online at 

http://orcr.arizona.edu/hspp. 

I have read (or someone has read to me) this form and I am aware that I am being asked to 

participate in a research study.  I have had the opportunity to ask questions and have had them 

answered to my satisfaction.  I voluntarily agree to participate in this study.  

I am not giving up any legal rights by signing this form.  I will be given a copy of this form. 

Investigator/Research Staff 

   

Printed name of participant  Signature of participant 

   

 

 

AM/PM 

  Date and time  

    

mailto:jmwolff@email.arizona.edu
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I have explained the research to the participant or the participant’s representative before 

requesting the signature(s) above.  There are no blanks in this document.  A copy of this form 

has been given to the participant or to the participant’s representative 

   

Printed name of person obtaining 

consent 

 Signature of person obtaining consent 

   

 

 

AM/PM 

  Date & Time  
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APPENDIX C: PARTICIPANT INTERVIEW OUTLINE 

Interview 1: The goal is to gain as much information as possible about their use of personal 

assistance services, with a focus on the period of time during the transition to adulthood.  

Interview one aims to establish the context of the participants’ experiences and reconstruct how 

they came to be doing what they are doing today.   

 

Questions: 

 Tell me about your family growing up  

o Where did you live?  

o Who did you live with?  

o Do you have siblings? 

 What were your assistance needs growing up? 

 Who provided care to you at home growing up?  

o Did anyone besides your parents provide personal assistance to you? 

o What were your first memories of someone besides your parents providing care to 

you? 

o Did your siblings ever provide physical assistance with activities of daily living to 

you? 

 Did your friends ever provide physical assistance with activities of daily living to you? 

 Who assisted you when attending elementary school? Middle school? High school? 

 Describe your experiences in high school – what activities were you involved in?  

o What subjects did you like to study?  

o Who were your closest friends?  

 Where did you apply to and attend college?  

o How did you decide where you attended?  

o What influenced this decision? 

 What was your major in college and how did you decide this?  

o At what point did you know what you wanted to do for a living?  

o What factors influenced this decision? 

 During college (and earlier if applicable), how did you recruit personal assistance? 

o How did you pay for personal assistance?  

o How many hours each week did you use PAS? 

 Where did you live during college and with whom? 

 What was the quality of PAS during your college years?  

o Did you ever encounter difficulties with coordinating PAS, getting enough hours, 

and/or quality of caregivers? 

o Did you ever have to fire or not accept a caregiver from an agency? 

o Have you ever had to rely on friends or family to fill in for paid assistance? If so, 

what were the circumstances? 
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 After college, where did you live and what did you do – lead me through your 

employment and education after your bachelor’s degree up until present day? 

 How did you recruit and pay for PAS during that time? 

 

Interview 2:  The goal is to reconstruct the details of the participants’ daily lives and present 

lived experiences using personal assistance services.  The participants will be asked to provide 

concrete details of use of PAS, experiences with PAS, and to reconstruct a typical day. 

 

Questions: 

 Where do you currently live and with whom?  

o What is your relationship like with those people? 

o Does anyone that you live with provide personal assistance to you? 

 How many hours per week of paid PAS do you utilize?   

o How many do you need?  

o Do you have any unmet needs in this regard?   

 How do you recruit and pay for PAS? 

o How many people do you currently employ?  

o How much do your caregivers get paid?  

o How much is this a year total? 

o Do you work with any state or federal funding agencies? 

o What are your requirements for a PAS to be hired?  

o Do you have any deal breakers or qualities in a person that you absolutely will not 

hire? 

o Do you have any "informal" arrangements offered to compensate and retain PA's?  

Do you offer your PA's any in-kind benefits to compensate, retain or reward 

them?  (E.g. housing in exchange for care, paying for them to be included on 

vacations, etc.) 

o How many hours of informal PAS do you utilize and under what circumstances? 

 Can you please describe the process by which you train your PA?  

o How easy or difficult is this process?  

o How much time does it take you to train a PA to meet your needs?  

o What are the most challenging aspects of this training? 

 How do you create back-up systems in the event that the PA(s) you rely upon are 

late/absent/sick/injured, etc.?   

o What happens when your PA is late, doesn't show up for work, or is unavailable?  

o How do you address your personal assistance needs under these circumstances? 

 What is your relationship like with your current caregivers? 

 Where are you currently employed and how many hours a week do you work? Tell me 

about your job responsibilities. 

o What kind of assistance do you receive during the work day and by whom? 



127 
 

 Walk me through a typical week day for you.  A typical weekend? 

o Tell me about your social life and what you do for fun.  What are your favorite 

activities and hobbies?   

o Who provides assistance to you during these activities? 

 Do you utilize public or private transportation to access your community?  

o What have your experiences been with this?  

o Positive and negative experiences?  

 

Interview 3: The goal is to explore the meaning the participants attribute to their experiences 

with PAS and how factors in their lives have interacted to bring them to this point. 

 Was there ever a time in the past that the quality of your PAS significantly influenced 

your life and how? Positively and negatively? 

o Are there things you have or have not been able to accomplish because of the use 

of personal assistance services? 

o Have you ever made decisions about your career or education based on the need 

for personal assistance services? 

o Would you do anything different in your life if you did not need to worry about 

various aspects of PAS? 

 Tell me about your favorite and least favorite caregivers.  

o What qualities did they possess? 

o In your opinion, what makes a good PAS?  

 What skills are necessary for a person with a disability to possess to effectively recruit 

and manage PAS? 

o Has it been hard recruiting and retaining quality caregivers and why do you think 

this is? 

o How do you see yourself recruiting PAS and funding PAS in the future? 

 Have you worked with state and federal agencies that support PAS and what has your 

experience been with these agencies and caseworkers? 

 What does your future hold regarding work, education, independent living and family? 

What are your hopes and dreams for the future? 

 In your opinion, why do you feel there are such low rates of higher education and 

employment for people with disabilities? 

 Are there any changes that you feel are necessary to our current system of PAS funding 

and provision of services? 

 What factors do you feel have influenced your success in higher education and 

employment? 

 What is the secret to making this work? 

 You seem confident – ever times where you don’t feel sure of yourself in this role? 

 What is the hardest part about coordinating PAS? 

 What is the greatest stress in your life? 
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 What is the effect of having good caregivers in your life? 
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APPENDIX D: THE EXPERIENCES OF YOUNG ADULTS WITH NEUROMUSCULAR 

DISEASE USING PAS IN POSTSECONDARY EDUCATION AND EMPLOYMENT: A 

REVIEW OF THE LITERATURE 
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Abstract 

The attainment of postsecondary education and employment has a wide range of positive 

benefits for youth with physical disabilities; however, only a small percentage of youth with 

disabilities are successful in these endeavors. Youth with neuromuscular disease who use 

personal assistance services are paid little attention to in the rehabilitation literature.  Electronic 

databases, Google scholar, and references of relevant articles were searched to identify articles 

about PAS in higher education and employment settings, as well as transition outcomes in 

neuromuscular disease. In total, 11 articles were identified: four articles about the transition to 

adulthood for men with DMD, two articles about the use of PAS in higher education, and five 

articles about the use of PAS to support employment.  All of the research on transition and DMD 

has originated from outside the U.S. and a review of the literature indicated that families of boys 

with DMD felt they were on their own in coordinating the transition to adulthood, that many 

families did not expect their children to live into adulthood resulting in a lack of planning, that 

families resisted future planning and lived “one day at a time”, and boys experienced social 

isolation.  Very few participants in the four studies engaged in higher education or employment 

and no research were found that addressed the transition needs of youth with other 

neuromuscular diseases who use PAS.  Only 10% of universities surveyed provided PAS support 

to students and research about PAS and employment indicates people with disabilities continue 

to experience low expectations, discrimination, dissatisfaction with VR counselors, and lack of 

awareness of available support programs.  The results illustrate the paucity of research in this 

realm and the need for qualitative data to truly gain an in-depth understanding of the lived 

experiences of youth with disabilities. 

Keywords: disability, higher education, employment, neuromuscular disease, transition, PAS 
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The Experiences of Young Adults with Physical Disabilities Using PAS in Postsecondary 

Education and Employment: A Review of the Literature 

 Approximately 90% of children with pediatric diseases once thought to be fatal in 

childhood are now living into adulthood as a result of advances in clinical care and medical 

technology (Blum, 2005).  The transition to adulthood is an important time in the lives of youth, 

often marked by increased independence, post-secondary education, employment, and 

community involvement.  Young adulthood, typically regarded as the years between 18-34, is a 

pivotal time when youth with disabilities make decisions that will influence their physical health, 

financial stability, and living options for years to come (Institute for Higher Education Policy, 

1998; Newman et al., 2011).  The decision to pursue higher education and employment is a 

choice that has a wide range of positive benefits for youth with disabilities, including economic 

independence, increased self-esteem, social networks, overall life satisfaction, inclusion in 

mainstream society, and sense of worth (Fabian, 1992; Schur, 2002).   

 The attainment of a postsecondary degree is an important step towards employment, as a 

college degree has become a prerequisite for successful sustained employment outside of the 

labor industry in a 21
st
 Century knowledge-based market (Kiernan & Hart, 2011).  Compared to 

their peers whose highest level of education is high school, young adults with disabilities who 

are college educated have higher rates of employment; however, just 9% of youth with 

disabilities attend a four-year college and only 14% obtain a college degree (Fabian, 1992; 

Kessler Foundation & NOD, 2010a; Kessler Foundation & NOD, 2010b; Loprest & Maag, 

2007).  Youth with disabilities who pursued higher education were also more likely to live 

independently, have a savings and checking account, have higher income, and were less likely to 

experience social isolation (Newman et al., 2011). 
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 Like others with disabilities, youth with neuromuscular disease express the desire to 

participate in their communities through education, work, and recreation at the same rates as 

their non-disabled peers.  Upon graduation from high school, youth expectations to participate in 

higher education are far higher than actual outcomes, with 52% of youth with disabilities 

reporting that they “definitely will” attend postsecondary education and an additional 34% 

expecting they “probably will” seek higher education (Wagner, Newman, Cameto, Levine, & 

Marder, 2007).  Youth with disabilities have high expectations of graduating from college, but 

only 19% achieve this goal (Wagner et al., 2007). Furthermore, these gaps increase as the 

severity of disability increases, with only 14% of people with severe disabilities obtaining a 

college degree (Kessler Foundation/NOD, 2010a).  Stark disparities also exist between the 

education rates of people with and without disabilities.  Youth with disabilities are less likely to 

enroll in postsecondary education, less likely to attend a four-year college, and less likely to 

graduate than their non-disabled peers (Kessler Foundation & NOD, 2010b; Wagner et al., 

2007).  Only 9% of youth with disabilities attend a four year university, while 28% of youth 

without disabilities attend a four year university (Kessler Foundation & NOD, 2010b).  

 Upon graduation from high school, youth expectations to participate in the workforce are 

far higher than actual outcomes, with 86% of youth with disabilities expecting to participate in 

the work force as adults, but less than 30% actually achieving this goal (Kiernan & Hart, 2011). 

Furthermore, these gaps increase as the severity of disability increases, with only 3% of adults 

with severe disabilities working full-time (Kessler Foundation & NOD, 2010a). Unfortunately, 

significant barriers exist for youth with disabilities to pursue and reap the benefits of educational 

and vocational opportunities as evidenced by the substantial disparities in rates of higher 
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education and employment for people with disabilities when compared to their non-disabled 

peers (Institute on Disability, 2011; Newman et al., 2011).   

 Much of the research literature about youth with disabilities and the transition to 

adulthood focuses on youth with learning disabilities, emotional disabilities, and significant 

cognitive delays, or groups all youth with disabilities together so that it becomes difficult to 

ascertain the experiences of people who have specific diseases or disabilities; as such, many of 

these articles utilize the outcome measure of successful transition directly from school to work or 

supported employment.  Very few journal articles focus specifically on youth with physical 

disabilities and typically these youth make up a small percentage of the sample in existing 

literature about the transition to adulthood.  Furthermore, an extensive base of literature exists 

examining school-based transition practices and programs, but treat transition as a one-time 

event and do not monitor long-term outcomes related to higher education and employment.  Very 

little is known about the particular experiences of youth with significant physical disabilities who 

require personal assistance services (paid caregiving) and pursue higher education and 

competitive employment. 

 Since the passage of the Americans with Disabilities Act (ADA) in 1990, increased 

participation in education has been indicated, yet rates of employment for people with disabilities 

are virtually the same as before the ADA was adopted (Kessler Foundation & NOD, 2010b).   

This suggests that this important civil rights legislation, which prohibits discrimination against 

people with disabilities in public accommodations, transportation, employment, and housing, has 

some limitations in truly achieving equal access (Burkhauser & Stapleton, 2004; Longmore, 

2003; United States Government Accountability Office [USGAO], 2001).  Furthermore, the 

ADA often is not strictly enforced and compliance is negligent at times (Burkhauser & 
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Stapleton, 2004).  Some disability activists suggest that the ADA creates an illusion that society 

is accessible to people with disabilities while they continue to experience marginalization and 

social exclusion (Longmore, 2003).  Other researchers suggest that the ADA may actually 

discourage the hiring of people with disabilities for fear of litigation or assuming the costs of 

making the workplace accessible (Burkhauser & Stapleton, 2004).  

Expectations of People with Disabilities 

 Low parental expectations may be a contributing factor to low employment rates for 

young people with disabilities.  According to the results of the National Longitudinal Transition 

Study-2 (NLTS-2) funded by the U.S. Department of Education, youth with disabilities have 

higher expectations for their future than their parents (Wagner et al., 2007).  While 60.8% of 

youth with disabilities report they “probably will or definitely will” complete a four year college, 

only 38.4% of their parents report the same confidence level.  According to the NLTS-2 study, 

between 84% and 96% of youth with orthopedic impairments or other health impairments report 

they “definitely will” have a paid job, but this is not as achievable from a parent perspective.  

Young adults with disabilities articulate the importance of being expected by parents to engage 

in higher education and employment and that those expectations have positively influenced the 

pursuit of college and work (Powers et al., 2012).  Wagner et al. (2007) report that youth who 

have parents with higher expectations hold higher expectations for themselves, and report that 

differences in expectations are not significantly related to gender, age, socioeconomic status, and 

race/ethnicity.  Differences in self-determination, capabilities, and goals of youth with 

disabilities also have not been found to differ based on gender, age, socioeconomic status, and 

race/ethnicity (Wagner et al., 2007).   The “supportive behaviors” of parents, teachers, and 

others, such as general emotional and academic support, have been tied to perceived self-efficacy 
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and higher future aspirations for youth with disabilities (Bandura, Barbaranelli, Caprara, & 

Pastorelli, 2001; Sanders, 2006; Wagner et al., 2007; Yun & Kurlaender, 2004).  Unfortunately, 

the expectation of employment in adulthood is not yet a reality for youth with disabilities 

(Kiernan & Hart, 2011). 

 Lowered expectations can be internalized by youth with disabilities, thereby lowering 

self-esteem and self-efficacy (Bandura et al., 2001; Sanders, 2006).  Ultimately, decreased self-

esteem can shape how a person with a disability sets goals, perceives options for the future, and 

shapes what the person feels he/she is capable of achieving.  How a young person with a 

disability is treated by others, and the unconscious stereotypes about what it means to be disabled 

that pervade these interactions, can be more disabling than the actual disability, resulting a 

decreased sense of worth and abilities.  Being surrounded by people with low expectations may 

lead young people with disabilities to not do more than is expected of them, further 

marginalizing them and potentially affecting educational and employment outcomes (Sanders, 

2006). 

Eligibility for Support Programs for Personal Assistance Services 

 For the close to 3.5 million people in the U.S. with a “self-care disability”, or a disability 

that requires assistance from others for dressing and bathing, the ability to access quality reliable 

personal care assistance is vital to being able to engage in the workforce (Houtenville & Ruiz, 

2011; Stoddard & Krause, 2006; Coble-Temple, Mona, & Bleecker, 2003).  For youth with 

significant physical disabilities who require personal assistance for activities of daily living, the 

transition to adulthood includes some unique challenges, such as learning a new adult system of 

service provision, employing and managing professional caregivers, and navigating separation 

from family while still requiring family members’ physical assistance. When young adults with 
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disabilities try to secure financial support for personal assistance to support the pursuit of 

employment, they often experience long waitlists, delays in services, confusion among multiple 

agencies coordinating services, and a lack of awareness of services available on the part of 

families as well as service providers (United States Government Accountability Office 

[USGAO], 2012).   Independent living centers, vocational rehabilitation services, Medicaid, 

Social Security, and college disability services offices often are vital resources to young adults 

with disabilities making the transition to adulthood and all have separate systems and eligibility 

criteria to access services.  

 Youth with neuromuscular diseases such as Duchenne muscular dystrophy, spinal 

muscular atrophy, limb-girdle muscular dystrophy, and congenital muscular dystrophy, often 

experience difficulties navigating the complex systems of service delivery for the personal 

assistance necessary to engage in employment.  These youth are typically cognitively bright and 

require personal assistance for activities of daily living, but often encounter barriers to 

employment as a result of their severe physical disability (Abbott & Carpenter, 2014; Rahbek et 

al., 2005; Schrans et al., 2013).  Many of these youth rely on means-tested assistance programs 

such as Social Security and Medicaid for vital in-home health and personal assistance services. 

Without Medicaid support, personal assistance services can cost these young adults tens of 

thousands of dollars annually.  With their strikingly low rates of employment coupled with the 

expense of the care they require, they may rely on these government funded programs for life, 

resulting in significant costs to society (USGAO, 2012).   

 Without Medicaid, many individuals with disabilities would be uninsured or pay high 

premiums for private insurance that does not meet all of their health care and in-home care 

needs.  To qualify for Medicaid, an individual must qualify as one of the eligible groups offered 
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coverage by the program, which includes people with “severe disabilities,” and income must not 

exceed a specific percentage of the federal poverty level, a level left to the discretion of each 

state.  People with disabilities typically qualify for Medicaid as a result of meeting the income 

requirements for Social Security Supplemental Income or because he/she has such high medical 

expenses (Kaiser Commission, 2000).  

 Individuals qualify for Social Security programs by being deemed as having a disability 

that persists for at least two years and results in a lack of ability to engage in “substantial gainful 

activity” (Kaiser Commission, 2000; SSA, 2013).  It is important to note that many in the 

disability community take exception to this definition of disability and feel that tying the 

definition of disability to not being able to engage in work promotes a limited understanding of 

disability, promotes low expectations of people with disabilities, and supports continued reliance 

on government programs keeping people with disabilities locked in poverty (Longmore, 2003; 

Scotch, 2001).  In 2013, substantial gainful activity limited an individual’s earnings to just over 

$1000 per month and $2000 in savings before he/she would lose Social Security and Medicaid 

benefits (SSA, 2013).  Qualifying income levels are determined by each state and eligibility is 

more restrictive for adults than for children (Kaiser Commission, 2012).   Therefore, 

considerable variations exist in eligibility criteria between states, and if a disabled individual 

qualifies for Medicaid in one state, he or she may not qualify in another state (Kaiser 

Commission, 2000). An individual can have earnings greater than the income threshold because 

the person is deemed “medically needy” and eligible to deduct medical expenses from income to 

meet eligibility criteria (Kaiser Commission, 2000).  

 The rules to determine eligibility are extraordinarily complex and use complicated 

algorithms to means-test applicants, making the program difficult for participants to understand, 
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and for states to manage and implement (Kaiser Commission, 2000; O’Day, 1999; Social 

Security Administration [SSA], 2013; USGAO, 2012).  Individual eligibility is reviewed 

annually as mandated by federal Medicaid regulations and individuals on the program can be 

deemed to no longer qualify based on income at any time (Kaiser Commission, 2000).  In a study 

by Grossman, Kitchener, Mullan and Harrington (2007), participants with disabilities described 

the income and asset eligibility requirements as being the largest barrier to accessing funding for 

personal assistance services.    

 In an attempt to address income restrictions for working adults with disabilities, 

supplemental or special needs trusts have been developed that allow participants to contribute 

their additional income to continue to qualify for Medicaid benefits.  Participants of the trust 

“spend down” their additional income and contribute it to a pooled trust managed by a third 

party.  The money contributed to the trust is exempt from being counted as income when 

determining program eligibility.  Often there are fees associated with joining the trust and 

monthly maintenance fees.  Participants in the trust can use contributed funds for rent, mortgage, 

utilities, clothing, food, or other services not covered by Medicaid, however, the trust pays the 

bill directly, must be approved by a committee overseeing the trust, and no payments can be 

made directly to participants.  In many states, if the participant dies, any remaining funds in the 

trust go directly to the state to compensate for care provided through government programs or to 

pay for services to other disabled individuals.  As such, participants are encouraged to only 

deposit as much into the trust to cover monthly expenses and not let money accumulate, meaning 

the trust is not a long-term savings plan but a way to meet monthly income eligibility 

requirements for Medicaid (Center for Disability Rights, Inc., 2012; Silva & Bogart, 2014). 
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 Supplemental or special needs trusts can help employed adults maintain eligibility for 

government programs supporting PAS; however, there is no clear path to transition from 

dependence on these programs and no programs exist to bridge the gap between dependence and 

self-sufficiency, which has long been recognized as an issue within the research and 

rehabilitation community (O’Day, 1999; Olney, 2007; Olney & Lyle, 2011; Stapleton et al., 

2005; Winter, 2004).  Programs such as the SSA Ticket-to-Work Program and Medicaid’s Buy-

In program serve to weaken the link between income and eligibility, but restrictions on 

employment and income may inherently still exist (Burkhauser & Stapleton, 2004). On 

December 11, 2014 an important act of legislation aimed to further weak the link between 

income and eligibility was signed into law.  Titled the “ABLE Act”, this bill allows individuals 

with disabilities and their families to save up to $14,000 per year in special designated savings 

accounts and accrue up to $100,000 while still maintaining eligibility for PAS services under the 

Medicaid and Social Security programs (H.R. 647, 2014).  While an important step in the right 

direction, the ABLE Act is not without its flaws and still limits the amount of income that can be 

saved annually, but has been enthusiastically embraced by the disability advocacy community. 

Quality of Personal Assistance and PAS Workforce 

 Qualifying for funding programs for personal assistance services is only one of many 

issues people with severe physical disabilities face.  Locating and coordinating quality 

professionals to provide assistance also is a barrier to meeting an individual’s daily needs and 

maintaining employment.  Two different models exist to provide PAS – the agency-based model 

and the consumer-directed care model.  In the agency-based model, home health agencies 

assume the responsibility for recruiting, hiring, and managing direct care workers providing PAS 

to people with disabilities.  Through a consumer-directed care model, these responsibilities 
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become the duty of the individual.  People with disabilities directly hire, train, and manage the 

schedules of the professionals providing services in their home.  The vast majority of people with 

disabilities express a preference for consumer-directed services, although not all states offer this 

program as an option and the majority of individuals use agency-based services (Grossman et al., 

2007; Kaiser Commission, 2008).  Some people with disabilities go as far as stating that agency-

based models provide lower quality care (Grossman et al, 2007).   

 The current workforce of PAS professionals is made up of 88% female workers, who 

have an average age of 42 years old, and are disproportionately minority workers (53%).  The 

average personal assistant or home health aide earns less than ten dollars per hour, significantly 

less than the average American worker at $16.57 per hour (Paraprofessional Healthcare Institute 

[PHI], 2012).  The personal assistance workforce is not highly educated, with 54% of 

professionals having a high school education or less (PHI, 2012).  Over half of personal care 

assistants work part-time and less than half have employer based health insurance, both of which 

have been attributed to decreased job satisfaction for these workers and decreased quality of care 

for consumers (Kaiser Commission, 2008; PHI, 2012; Seavey, 2011).   

 Much literature has documented the many issues people with disabilities have related to 

limited access to quality formal personal assistance services (Grossman et al., 2007; Kaiser 

Commission, 2004; Seavey, 2011). In a 2007 study conducted by Grossman et al., researchers 

surveyed individuals with disabilities who utilized paid personal assistance services.  

Researchers found that the availability of these services was vital for the individual to continue 

to live at home as opposed to a nursing home or other institutional setting and all but one 

participant relied on Medicaid as a funding source.  Most of the participants in the study reported 

issues related to a shortage of direct care workers, lack of high quality providers, and a lack of 
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back-up providers.  Low pay, poor benefits, and high turnover have been identified as central 

issues influencing the quality of PAS available to individuals with disabilities (Seavey, 2011; 

Kaiser Commission, 2008; Kaiser Commission, 2004).   Furthermore, high stress levels and 

physical demands of work as a caregiver are also associated with influencing the quality of PAS 

available to people with disabilities (Seavey, 2011).  

 The shortage of personal assistance professionals and the low pay, poor benefits, and 

high turnover of these professionals can be at a high cost to people with disabilities (Grossman et 

al., 2007; Hagglund, Mokelke, & Stout, 2004).  People with disabilities commonly experience 

mistreatment by informal (friends and family) and formal (paid) caregivers (Oktay & 

Thompkins, 2004).  Rates of theft, extortion, verbal and physical abuse, and neglect by 

caregivers are experienced by an estimated 30-60% of people with disabilities (Curry et al., 

2009; Oktay & Thompkins, 2004).  

Economic Climate and Policy Reform 

 Currently, the United States is in an economic time when recession has forced major 

cutbacks in services, with programs for people with disabilities, such as the Medicaid Waiver 

program and vocational rehabilitation services, often heavily hit with mandates to decrease 

budgets and services.  During economic recessions, unemployment rates are higher and 

disproportionately affect people with disabilities.   Even small increases in unemployment rates 

caused by a recession can result in many more individuals who qualify for services, resulting in 

billions of additional costs to the Medicaid and Social Security programs.  Historically, this often 

results in states restricting eligibility for these programs (Dorn, 2008).  With only 16-20% of 

individuals with physical disabilities requiring caregiving employed, they remain dependent on 

an already stressed system with the people in need far outnumbering the assistance available.  
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 People with disabilities have higher poverty rates and continue to experience higher 

levels of “social and economic deprivation” than people without disabilities (Longmore, 2003; 

Lustig & Strauser, 2007; Stapleton, O’Day, Livermore, & Imparto, 2005).  Additionally, our 

federal and state laws, policies, and programs reflect subtle and overt institutional bias, work and 

marriage disincentives, and do not strictly seek the removal of barriers for full societal 

participation for people with disabilities (Longmore, 2003).  With over one-third of families 

having a member with a disability and over 41 million individuals with disabilities in the United 

States, issues related to disability policy, accessibility, and marginalization touch the vast 

majority of Americans in some way (Longmore, 2003). 

 Solutions have been proposed to ameliorate various negative effects of the current system 

of federal and state programs and increase the self-sufficiency of people with disabilities.  

Researchers suggest that support services to young adults with disabilities should be flexible in 

means-testing eligibility standards and that the expectation should be for young adults to obtain 

employment (Darrah, Magill-Evans, & Galambos, 2010; Stapleton et al., 2005).  Additional 

suggestions include enhancing accessible transportation options for adults with physical 

disabilities, environmental accommodations to decrease the limitations of impairment, use of 

assistive technology, case managers to help navigate complicated support programs, promoting 

resiliency in programs of higher education, and flexible work hours (Hartley, 2012; Darrah et al., 

2010; Kregel, 2009).  Further recommendations are focused on increasing the quality of the PAS 

workforce and providing consumers with flexible funding options (Laragy, 2010; Kaye, 

Chapman, Newcomer, & Harrington, 2006).  Burkhauser & Stapleton (2004) provide 

recommendations aimed at supporting the hiring of people with disabilities by reducing the costs 

of employer accommodations and providing direct support through subsidies, enforcing 
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compliance with the ADA regulated hiring practices, and further clarifying protections under the 

ADA.  

 Current efforts to change the system of support for people with disabilities have been 

criticized for increasing the complexity of an already intricate system, failing to adequately 

address or eliminate work disincentives, and perpetuating low expectations of people with 

disabilities (Stapleton et al., 2005).  Disability activists argue for policies that do not link support 

for personal assistance services to employment and the International Classification of 

Functioning, Disability, and Health is gaining support as an alternative measure of  assessment of 

function and disability in the rehabilitation field (Pomeranz & Shaw, 2007; Stapleton et al., 

2005; Longmore, 2003).  Rehabilitation professionals can play an important role in addressing 

environmental and social barriers to employment, as well as advocate for policy changes (Darrah 

et al., 2010).   

Transition to Adulthood and Neuromuscular Disease 

 Young adults with pediatric-onset neuromuscular diseases that were once thought to be 

fatal are now living well into adulthood.  This is the first generation of adults with pediatric 

muscular dystrophies, resulting from advances in the clinical management of the pulmonary and 

cardiac aspects of their diseases, as well as glucocorticoid and nutritional interventions.  

Duchenne muscular dystrophy (DMD) is an x-linked genetic disorder that is diagnosed in males 

typically between three and five years of age.  Children with DMD lose ambulation by teenage 

years and experience progressive upper body weakness and significant disability, respiratory 

insufficiency, and cardiomyopathy (Bushby et al., 2009). Spinal muscular atrophy type 2 (SMA) 

is a recessive disorder diagnosed by 18 months of age.  Children with SMA type 2 never walk, 

use power wheelchairs in early in life, experience significant upper body weakness, can have 
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swallowing difficulties and nutritional challenges, and cope with progressive respiratory 

insufficiency (Wang et al., 2007).  Limb girdle muscular dystrophy is a group of over 30 

different genetic disorders, some of which are childhood-onset and result in significant 

progressive lower and upper body weakness, respiratory weakness, and cardiac complications 

(Narayanaswami et al., 2014),  The pediatric-onset muscular dystrophies and spinal muscular 

atrophies are rare genetic disorders, defined as occurring in less than 200,000 people in the U.S.; 

reflective of the rarity of these diseases is that people with these disorders, particularly this 

emerging young adult population, are paid little attention to as a group in the psychosocial, 

counseling, and rehabilitation literature.    

 Samples used in current research studies in the employment and education literature 

typically are comprised of youth with a variety of disabilities; very little research is disease-

specific and virtually no research exists pertaining to transition and youth with neuromuscular 

disease in the U.S.  The practice of using a sample comprised of people with much different 

impairment can be ineffectual, as the lived experiences between “disability groups” can be vastly 

dissimilar. There is reason to believe that there may be some unique considerations for youth 

with pediatric-onset muscular dystrophies and spinal muscular atrophies as they transition to 

adulthood and pursue higher education as a result of progressive muscle weakness, limited upper 

body strength, and cognitive functioning similar to their non-disabled peers.  Additionally, the 

natural history of these diseases has vastly improved over the past two decades, and their 

families may have been advised that their children would not reach adulthood and would not 

have access to educational and vocational opportunities (McDonald, 2013).    

 Examining the differences that occur in experiences of youth within a disease-specific 

group, thereby creating a more homogenous sample, can uncover meaningful insights into the 
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lived experiences of participants and factors related to the diversity of their stories.  Further 

investigation is necessary to gain a more in-depth understanding of the experiences young adults 

with neuromuscular disease have with employment, education, and the use of personal assistance 

services.  Medical professionals have worked to address the physical impairments and have 

helped make this new generation of young adults a reality; now, the rehabilitation field can seize 

the opportunity to make the greatest non-medical impact on their quality-of-life by creating the 

support necessary for these youth to pursue their goals and engage in meaningful and valued 

social roles.  Consequently, a review of the literature was undertaken to identify the experiences 

and perceptions of youth with neuromuscular disabilities who have used PAS in their transition 

to adulthood. 

Method 

 Three primary strategies were used to identify all existing literature related to the 

experiences of youth with neuromuscular disease who use personal assistive services (PAS) in 

higher education and employment.  First, a comprehensive search of the electronic databases of 

PsychINFO, Academic Search Complete, ERIC, Medline, and PubMed were searched to identify 

articles about PAS in higher education settings and PAS in employment settings.  Google 

Scholar was also used to identify relevant articles.  Search descriptors included a combination of 

the following terms: personal assistance services, higher education, postsecondary education, 

college, employment, neuromuscular disease, muscular dystrophy, transition, and physical 

disability.   The search was then narrowed to include only articles about the needs of students 

with significant physical disabilities requiring personal assistance and caregiving for activities of 

daily living.  Research exclusively for youth with chronic or acute health conditions, such as 

cancer, HIV, cystic fibrosis, multiple sclerosis, mental health diagnosis, traumatic brain injury, 
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and substance abuse, were excluded due to the unique needs of these populations.  Additionally, 

all articles were eliminated that included youth with learning disabilities or cognitive delays as 

part of the sample, were published prior to 2000 or based on data sets prior to 2000, focused on 

the transition from pediatric to adult health care, or focused on specific professional transition 

strategies during secondary school.  However, excluded articles that examined employment and 

educational accommodations were searched for relevant citations to include in this review.  

Finally, the references of relevant articles were searched to identify additional articles that met 

inclusion criteria.  The abstracts of these articles were reviewed and the full article was retrieved 

to determine final inclusion in the literature review.   

 In total, 11 articles focusing on youth with physical disabilities and participation in 

employment or higher education were identified for inclusion in this review.  The criteria used 

resulted in studies very few studies that included significant numbers of youth with 

neuromuscular disease; as a result, the decision was made to include articles that comprised of 

considerable numbers of youth with physical disabilities who have similar support needs to 

neuromuscular disease.  The review included four articles specifically about the transition to 

adulthood for men with Duchenne muscular dystrophy, two articles about the use of PAS in 

higher education, and five articles about the use of PAS to support employment. 

Results 

 The literature was reviewed for articles specifically addressing: a) neuromuscular disease 

and the general experiences of transition-age young adults; b) the use of personal assistance 

services in the workplace; and c) the participation of young adults who use personal assistance 

services in higher education.  The vast majority of articles about the transition to adulthood were 

excluded from the findings.  These focused on psychiatric disabilities, supported employment, 
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traumatic brain injury, developmental disabilities, and the use of distance or online education for 

people with disabilities.  The ability to find only eleven articles that specifically examine the 

participation in higher education and employment for young adults with physical disabilities who 

either have a neuromuscular disease or share many of the PAS needs of youth with 

neuromuscular disabilities highlights the paucity of research in this realm.  A summary of 

articles on this topic is provided below: 

The transition to adulthood for youth with neuromuscular disease 

 Little has been written focusing on the transition to adulthood for youth with 

neuromuscular disease, and researchers currently have focused on therapeutic interventions and 

the transition to adult healthcare for these youth.  All of the research on transition and 

neuromuscular disease has originated from outside of the United States and few articles have 

made their way into the rehabilitation journals.   

 One research team, David Abbott from the UK and his colleagues, has conducted several 

studies on the needs of youth with Duchenne muscular dystrophy making the transition to 

adulthood.  Duchenne muscular dystrophy (DMD) has a life-limiting diagnosis, and men with 

DMD typically live into their mid-20 to early 30’s, a significant increase from a decade ago 

when their lifespan was estimated to be mid-teens.  In a 2012 article published in the journal 

Neuromuscular Disorders, the research team reports results of their study surveying 38 families 

of boys with DMD and conducting 40 face-to-face interviews.  Overall, families felt that they 

were on their own in coordinating the transition to adulthood for their children and reported a 

lack of comprehensive transition planning with multiple stakeholders.  The average age of the 

sample was 19.6 years old and only one participant was employed, with the older adults in the 

sample articulating health concerns as a barrier to employment and younger participants 
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reporting barriers related to access, attitudes, and lack of career guidance.  The researchers 

concluded that although men with DMD have increasing life expectancy, the services to support 

them to fully participate as members of the community have not increased and are significantly 

lacking (Abbott, Carpenter, & Bushby, 2012). 

 A second UK-based study by David Abbott and John Carpenter recently published in 

June 2014 and based on the same sample and study protocol, delves deeper into the qualitative 

analysis of the interviews with men with DMD and their parents. This study emphasizes the lack 

of planning for the transition to adulthood in young adults who were not expected to live past 

their teenage years.  Parents and young adults felt that the service providers did not know how to 

help them, did not assist in making meaningful transition plans, and that professionals did not 

care about the boys once they reached adulthood.  Many of the older participants cited poor 

health and pain as challenges to completing college or participating in employment.  

Furthermore, the study represented the boys with DMD as not having much time left to live.  

Participants resisted discussions about the future and recounted living “one day at a time;” yet, 

this approach created social isolation for many of the participants and a lack of full societal 

engagement (Abbott & Carpenter, 2014).  

 A third group of researchers reporting case studies of 10 men with DMD ages 22-36 in 

Canada supports this bleak view of adulthood in DMD and characterizes men with DMD as 

“men on the margin” of society (Gibson, Young, Upshur, & McKeever, 2007).  Interestingly, 

four of the participants lived in pediatric long-term care facilities as youth, and at the time of the 

study five of the participants lived with parents, three lived in supported-living apartments, and 

two lived in long-term care facilities.  The sample appears to be skewed to participants who have 

had institutional placements, which is somewhat uncommon in the U.S. in youth with 
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neuromuscular disease.  None of the participants were employed or engaged in higher education 

and their days consisted of personal care, medical management, solitary activities, and 

community outings.  Two of the participants experienced social isolation and rarely left their 

homes; several of the participants attributed barriers to accessing community settings to their 

need for 24 hour ventilation and suctioning.  Participants reported “getting used to” the social 

isolation and seemed to accept social barriers as fixed.  Researchers noted that none of the 

participants stressed the need for the Canadian healthcare system to fund personal assistance 

services for community involvement, employment, recreation, or leisure activities.  Essentially, 

participants internalized their marginalization and low expectations for their future, and 

constructed their identities accordingly (Gibson et al., 2007).  

 A very different view of adulthood with DMD is presented by Rahbek et al. (2005), who 

interviewed 65 men ages 18-42 with DMD in Denmark and reported that the men felt very 

positive about their quality of life, assessment of personal assistance services, income, housing, 

and participation in the community.  The researchers attributed this partly to Denmark’s 

generous welfare system that provides each man with around the clock in-home personal 

assistance services, which they began using full-time at an average of 19 years old, an accessible 

van, and a liberal pension to live on.  Most of the men live independently around 24 years of age, 

but none in the study were employed or participated in higher education; only 12% of the sample 

had any work experience.  Attendant care was difficult to manage, with the men supervising and 

coordinating 5-10 workers in their home, but reported that they learned how to do this through 

experience over the years.  This study illustrates the cultural and social policy implications that 

affect quality of life and lead to vast differences in the lived transition experiences of young 

adults with physical disabilities.  
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 Unfortunately, no additional research focused on young adults with other neuromuscular 

disease diagnoses who likely use PAS other than DMD, such as spinal muscular atrophy, 

congenital muscular dystrophy, or limb-girdle muscular dystrophy.  The transition to adulthood 

and engagement in higher education and employment has been largely unexamined in these 

groups of young adults.  Importantly, researchers have explored anecdotal reports that youth with 

spinal muscular atrophy have higher IQ’s and social functioning, which was shown to be within 

normal limits but supports youth with SMA as excellent candidates for higher education and 

advanced degrees (von Gontard et al., 2002).  However, researchers have yet to address the 

transition goals, adult outcomes, expectations, or support of this population.  Furthermore, no 

research has originated from within the U.S. that addresses the needs of youth with 

neuromuscular disease as they transition to adulthood.   

PAS and higher education 

 The use of personal assistance services (PAS) plays a vital role in accessing higher 

education for youth with significant physical disabilities, particularly for youth with 

neuromuscular diseases such as Duchenne muscular dystrophy, spinal muscular atrophy, and 

limb-girdle muscular dystrophy.  The vast majority of research on transition to higher education 

focuses on distance and online education for youth with physical disabilities, the support of 

youth with learning disabilities in higher education, or analyzes samples that include psychiatric 

disabilities, learning disabilities, and orthopedic impairments together in one category without 

distinguishing the unique needs of each group.  In fact, the search for PAS and higher education, 

postsecondary education, or college resulted in zero articles between the years 2000-2014; yet, 

through citation checking and information embedded in articles with titles not specifically 
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identified as focusing upon this topic per se, two articles addressing PAS and higher education in 

the population of interest were identified. 

 Hedrick et al. (2012) acknowledge the lack of literature about PAS and higher education 

in their survey-based study that aimed to identify the extent to which colleges provide PAS 

services and support to students with severe physical disabilities, while also acknowledging that 

these services are not mandated by law, and present research studies often do not acknowledge 

PAS as a need when examining the support provided to students with physical disabilities in 

higher education settings.  Through a web-based survey of disability services staff at 326 

American colleges, Hedrick et al. (2012) found only 10% of the universities provided assistance 

with PAS, which most frequently included 24 hour staff to respond to emergencies and less 

frequently included personal attendant training.  Research universities offering masters degrees 

were the most likely in the sample to provide PAS support, and those institutions were more 

likely to be larger universities with more students with disabilities enrolled.  Universities with 

more tenured disability services staff also were more likely to provide PAS support to students.  

Disability services staff recalled 47 students who did not enroll due to difficulties coordinating 

PAS, 21 students who dropped out as a result of PAS difficulties, and 66 students whose use of 

PAS negatively impacted their education.  The researchers acknowledged the need for future 

research assessing student perceptions of PAS, how PAS support services influence selection of 

institution, and student satisfaction with PAS support (Hedrick et al., 2012).   

 Hedrick and colleagues Stumbo and Martin (2009) also addressed the need for personal 

assistance for students with severe physical disabilities in an earlier article and stressed the 

importance of 24/7/365 personal assistance as an educational support.  This review article 

describes characteristics of students with significant physical disabilities, models of providing 
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support to these students in higher education, and barriers to personal assistance services in the 

educational setting.  In the article, the researchers acknowledged only being able to identify one 

additional article from the UK in 1999 that addressed the use of personal assistance services in 

postsecondary education settings and speculated that this is a result of such a small number of 

youth with severe physical disabilities pursuing higher education in comparison with youth who 

have higher incidence disabilities, such as learning disabilities or less severe orthopedic 

impairments.  Stumbo, Martin, and Hedrick (2009) ventured that the lack of personal assistance 

services as an educational accommodation provided by postsecondary education institutions may 

be a “deal breaker” for youth with physical disabilities to enroll in college.  In lieu of these 

supports from the institution, the researchers state that youth with personal assistance needs may 

choose to attend colleges close to family in order to continue to access this informal caregiving 

assistance.  Students also faced the multiple stressors of learning to manage personal assistance 

services while adjusting to the academic rigors of postsecondary education.  Furthermore, 

students have to learn how personal assistance services are provided in the community where the 

college is located.  Stumbo, Martin, and Hedrick (2009) recommend future research focused on 

the identification of best practices to providing PAS in college settings; the development and 

evaluation of higher education PAS demonstration projects; and the outcomes related to extreme 

variations in federal and state programs and policies supporting PAS. 

 No other articles published since 2000 addressing the provision of PAS for students with 

physical disabilities in postsecondary education, besides the two originating from Hedrick and 

the University of Illinois teams were identified.  However, these articles illustrate the need to 

develop a research base addressing the use of PAS to support the pursuit of higher education as 

preparation for competitive employment for youth with physical disabilities.   
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PAS and employment 

 While the literature addressing the needs of youth with physical disabilities in higher 

education is sparse, a more robust research base exists for the use of PAS in employment 

settings, but these studies suffer the same limitations of the higher education literature and 

combine all workers with disabilities under one umbrella term.  PAS in the workplace is not a 

covered accommodation under the Americans with Disabilities Act (ADA), but is necessary for 

adults with significant physical disabilities to maintain competitive employment.  In the 

employment setting, the definition of personal assistance varies and often references 

accommodations necessary to perform job duties, but does not address needs related to activities 

of daily living such as eating or using the bathroom (Stoddard & Krause, 2006).  Much of the 

literature addressing PAS use in the workplace fails to separate the needs of workers with 

chronic health conditions, cognitive disabilities, or psychiatric disabilities from those with 

physical disabilities.   

 Stoddard and Krause (2006) from the Rehabilitation Research and Training Center on 

Personal Assistance Services are prominent researchers on the use of PAS to support 

employment. In their 2006 study, Stoddard and Krause interviewed 20 individuals using PAS in 

the workplace and 21 employers about their experiences with PAS supporting employment.  

Most employers who were interviewed had formal policies established to address 

accommodations in the workplace, and treated PAS similarly to other accommodations.  Overall, 

employers reported leaving personal care needs such as toileting and eating to their employees to 

coordinate, and the costs for this assistance came from various sources: the employer, Medicaid, 

other federal support programs, or out-of-pocket.  Some PAS users were unwilling to ask their 

employer to assume the costs of PAS support in the workplace, and  indicated a need to better 
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address PAS funding when travelling for work, and/or to be able to work at home so that daily 

needs could be met using PAS.  Many individuals interviewed relied on informal assistance from 

coworkers, but this was identified as causing potential problems when people with disabilities 

were in supervisory roles or needed regular daily assistance with tasks.   Some employers 

established relationships with local vocational rehabilitation agencies and independent living 

centers to assist with implementing accommodations. Employees using PAS reported a need for 

disability awareness and training programs within the company and at times felt attitudinal 

barriers from coworkers and the need to “pull their own weight” as part of the team.  The 

researchers then proposed best practices for PAS accommodations in the workplace and 

suggested future research to focus on whether the increased availability of PAS could result in 

increased employment for people with disabilities. 

 In a study examining the components of Medicaid PAS programs, a research team from 

the University of Massachusetts analyzed successful elements of state Medicaid PAS programs, 

consumer understanding about using Medicaid PAS to support employment, barriers to accessing 

employment PAS, and views of employers about PAS in the workplace (Ellison, Glazier, 

O’Connell, Norton, & Himmelstein, 2010).  The Medicaid programs examined did not cover 

PAS for work-related tasks for which the employer had a responsibility to provide 

accommodations for under the ADA, but the state programs varied in how they defined 

employment related PAS and most limited assistance to personal care or attending to medical 

needs in the workplace.  Transportation policies also varied, with some states allowing Medicaid 

PAS hours to be used to support transportation for employment or community involvement and 

other state programs excluding transportation from coverage all together.  Ellison et al. (2010) 

found through consumer focus groups, which included individuals with mobility impairments, 
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that PAS was vital to maintaining employment and that the line between personal care and work-

related tasks was often blurred.  Consumers felt uncomfortable asking coworkers for assistance, 

preferred to receive assistance in the workplace from PAS workers, but also expressed wanting 

the flexibility to pay coworkers for the assistance provided in the workplace.  The researchers 

emphasized the importance of additional PAS hours being allocated under Medicaid to support 

employment, and the necessity of future research to assess the cost-benefit analysis of providing 

such services. 

 Coble-Temple, Mona, and Bleecker (2003) also conducted consumer focus groups to 

better understand the successes and struggles of people with mobility disabilities and blindness 

who use PAS in the workplace.  Participants recalled instances of discrimination by employers, 

explicit or perceived, when requesting reasonable accommodations, resulting in participants 

fearing to request formal accommodations, limiting their PAS needs in the workplace, and 

constantly negotiating informal assistance from coworkers.  Some workplaces did not have an 

established process for requesting accommodations and incorporating PAS into the workplace as 

a support; this left participants unsure of how to best approach these requests and having to 

educate employers about their responsibilities under the ADA.  Participants also expressed the 

preference of hiring their own PAS workers when using them in an employment setting to ensure 

the high quality of someone they brought into the workplace.  When asked about changes that 

need to be made to the current PAS system to support employment, participants responded that 

employers needed to be educated about disability discrimination and their legal responsibilities 

for accommodations, PAS workers should be paid higher wages, and PAS should hold a higher 

status as a profession. 



156 
 

 Barriers to using PAS in the workplace also have been specifically addressed in the 

research literature (Neri, Wong, & Harrington, 2013).  In a study of individuals who are enrolled 

in Medicaid in California, Neri, Wong, & Harrington (2013) report less than 1% of individuals 

used PAS in the workplace.  Through phone interviews with county Medicaid directors and 

program managers, the researchers uncovered multiple barriers to explain the low use of PAS in 

the workplace in California.  Interviewees reported that California counties did not track the use 

of PAS in the workplace, consumers with PAS needs were not aware of the ability to use PAS in 

the workplace or the availability of the Medicaid Buy-In program, and consumers did not receive 

additional PAS hours to use in the workplace and instead had to use their allocated home hours 

to supplement work participation.  Additionally, PAS workers were only paid for the time it took 

to actually perform a task, and were not compensated for time traveling to and from the 

workplace or gas money, resulting in consumers not being able to recruit PAS for small periods 

of time and it not being cost effective for the PAS worker to accept the assignment.  Medicaid 

caseworkers also articulated that many of their consumers were too disabled to work, or were not 

interested in employment, while others felt that PAS should not be used outside the home; these 

views reflect low expectations of people with disabilities in society and attitudinal barriers 

existing within gatekeepers of PAS services.  The researchers called for a renewed commitment 

on the part of states to make PAS services more readily accessible to working adults with 

disabilities. 

 Hernandez et al. (2007) also used focus groups, consisting of 74 people with disabilities, 

to conduct a study about their experiences with employment, the Ticket-to-Work program, and 

vocational rehabilitation services to identify barriers to employment.  Forty-three percent of the 

sample had mobility impairments and all participants were employed or actively seeking 
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employment.  Participants reported experiences with negative attitudes of employers, and felt 

that when applying or interviewing for positions, employers underestimated the abilities of 

people with disabilities to perform tasks necessary to the job, held common societal stereotypes 

about disability, or were concerned about the possibility of costly accommodations.  Participants 

also stressed the importance of advanced education to be competitive in the job market.  Those 

with mobility disabilities cited barriers related to accessible transportation to and from work, as 

well as the accessibility of their homes.  The Social Security Administration’s Ticket-to-Work 

program was complex and difficult to understand according to the focus group participants.  

When asked about their experiences with vocational rehabilitation services, many participants 

reported dissatisfaction with their counselors and cited a lack of communication and follow 

through on the part of their counselors. Services and support were not coordinated in a timely 

manner, and participants were connected with menial and less career-oriented jobs.  Hernandez 

et al. (2007) emphasized the importance of increasing opportunities for advanced education for 

people with disabilities and encouraged future research that is qualitative in nature to explore the 

experiences of working adults with disabilities in a more in-depth manner. 

 While several studies illustrated the practices and policies related to using PAS in the 

workplace, no articles were uncovered that addressed how the use of PAS actually influences 

employment outcomes, and several researchers highlighted the fact that many states and counties 

do not track the utilization of PAS in the workplace through Medicaid funding programs, thereby 

leaving researchers without a true understanding of the number of people with disabilities who 

take advantage of existing programs to support employment.  Research has primarily focused on 

PAS in the employment setting and experiences with employers and coworkers, but limited 
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qualitative data was available to truly gain an in-depth understanding of the lived experiences of 

people with physical disabilities.   

Discussion 

 As a result of this comprehensive review of the literature, young adults with physical 

disabilities who use PAS and who are successfully engaged in higher education and competitive 

employment are clearly a unique group of individuals who do not occupy a dominant voice in the 

literature.  While existing literature documents the important role of PAS in educational and 

vocational success, little data is available to determine the components and structure of an 

effective PAS service delivery system (Ellison et al., 2010; Hedrick et al., 2012; Hernandez et 

al., 2007; Houtenville & Ruiz, 2011; Kiernan & Hart, 2011; Loprest & Maag, 2007; Stoddard & 

Krause, 2006; Stumbo et al., 2009).  Additional qualitative data is needed to better understand 

the lived experiences of individuals with specific disabilities and how PAS influences higher 

education and employment.  As suggested by researchers, there is a need for greater awareness 

of existing PAS programs that support employment, and revisions are needed to current program 

policies in order to adequately support employment (Ellison et al., 2010; Hernandez et al., 2007; 

Neri et al., 2013).  The lack of literature available examining any aspect of PAS in higher 

education is striking, even though current PAS and employment research suggests that advanced 

education is important to people with disabilities obtaining competitive employment (Fleming & 

Fairweather, 2012; Snyder, Dillow, & Hoffman, 2009).  Establishing a robust base of research 

about PAS and higher education could be a crucial component to better understanding how to 

prepare young adults with physical disabilities to participate in the job market. 

 In the literature reviewed, persistent negative stereotypes about disability held by 

employers and coworkers, as well as perceived discrimination embedded in hiring practices and 
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by current employers were common themes (Hernandez et al., 2007; Stoddard & Krause, 2006; 

Coble-Temple et al., 2003).  The 2010 report released by the National Organization on Disability 

and Kessler Foundation examining the employment of people with disabilities indicates that the 

majority of employers view the cost of hiring people with disabilities as no more than able-

bodied employees.  Moreover, many employers regard their employees with disabilities as 

having more dedication and less turnover.  Yet, as illustrated by the focus groups of people with 

disabilities in studies by Hernandez et al. (2007), Stoddard & Krause (2006), and Coble-Temple 

et al. (2003), there is much work to be done before employers widely embrace these views and 

translate them into practice.  These studies demonstrated that even with PAS to support 

employment, people with disabilities still face deep-seated institutional discrimination and 

inherent ableism entrenched in the culture of the American workplace.   

 This research highlights the need to reform current programs and policies to support PAS 

in employment and higher education as well as address continued societal stereotypes about 

disability as incapacity; however, in spite of these barriers, some people with severe disabilities 

have been able to achieve advanced degrees and gainful employment. Much is unknown about 

people with physical disabilities who are “on the cliff” or who are about to disqualify themselves 

for PAS funding because of their employment achievements, but then would not be able to afford 

PAS on their own.  Little has been written about how PAS influences their daily lives, including 

employment and education outcomes.   

 A troublesome finding of this review is that the literature specific to youth with 

neuromuscular disease is limited to Duchenne muscular dystrophy (DMD) and paints a bleak 

view of the future for these men (Abbott & Carpenter, 2014; Gibson et al., 2007).  The current 

research base reflects the significant disability and shortened lifespan of a large percentage of 
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men with DMD, but does not illustrate the diversity of experiences within the DMD community. 

The natural history of DMD is changing as a result of long-term glucocorticoid regimes, the 

introduction of therapeutic strategies aimed at mediating the effects of the disease, and other 

advances in medical management (McDonald, 2013).  The existing literature base is reflective of 

many young adults with DMD who did not have access to such medical management or 

emerging therapeutic strategies, but fails to acknowledge differences in disease progression 

within the dystrophinopathy spectrum (diseases with a mutation in the dystrophin gene 

responsible for DMD), thereby subjecting all men with DMD to the same fatalistic representation 

of the future.  Highlighting examples of men with DMD who have achieved success in 

educational and vocational endeavors could aid in challenging this defeatist view of their futures.  

Similarly, few studies that compose the current research base deconstruct the notion of disability 

as incapacity by examining the experiences of the most severely disabled and their vocational 

viability as a result of modifications in their environment and access to PAS.   

 Based on the results of the literature reviewed, abundant opportunities exist to address the 

disparities in the education and employment participation of people with physical disabilities.  

The Kessler Foundation and National Organization of Disability (2010b) recommend employer-

based initiatives, such as the creation of disability-specific diversity policies by companies, track 

company hiring practices of people with disabilities and set hiring goals, create work 

environments that are inclusive of diversity and disability, and recruit employees with disabilities 

by partnering with existing recruitment services specifically for people with disabilities (Kessler 

Foundation/NOD, 2010a).  Based upon this review of the literature, it would seem that the 

following additional strategies might greatly improve the support of employed people with 

disabilities: 
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10. Employer incentive programs for hiring people with disabilities to counter potential fear 

by employers of being held responsible for costly accommodation in the workplace, 

discrimination lawsuits, or worker compensation or injury lawsuits as a result of the 

Americans with Disabilities Act; 

11. Financial support via scholarships and the Rehabilitation Services Administration for the 

higher education and internship experiences of young adults with disabilities to prepare 

for entry into the job market; 

12. Increased funding to the Rehabilitation Services Administration to support a 

comprehensive service program for all youth with disabilities to receive assistance for 

college tuition, accessible transportation, PAS when needed; the elimination of vocational 

rehabilitation agency waiting lists for services; and additional training for vocational 

rehabilitation counselors to effectively meet the needs of transition-age youth seeking 

competitive employment; 

13. Legislative reforms mandating the Medicaid program authorize additional PAS hours to 

support personal assistance in the workplace to eliminate the need for people with 

disabilities to reallocate their in-home hours to sustain employment and establishment of 

a universal tracking system to monitor the use of Medicaid for employment-based PAS; 

14. Program reforms that provide a path to transition off of government assistance.  

Currently, no wrap around PAS programs exist for an individual to gradually assume the 

responsibility of funding their own PAS and exceeding the income eligibility by one 

dollar results in the loss of all benefits.  However, the establishment of a sliding scale 

program that allows the financial responsibility of PAS to gradually shift from 

government to personal funding could decrease overall program expenses, increase the 
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tax revenue from which government programs could draw funding, and combat work 

disincentives inherent in the existing program; 

15. Medicaid program reforms that standardize policies across states to benefit employed 

individuals, such as mandating transportation be covered under PAS programs and a 

standardized definition of PAS in the workplace; and,  

16. PAS industry reforms that aim to increase the quality of the PAS workforce available to 

people with disabilities, including directives to provide compensation to PAS workers 

“on call”, the provision of livable wages for PAS workers, and payment for travel 

associated with caregiving duties. 

 Future research is necessary to give voice to the experiences that young people have with 

PAS in higher education and employment, and how experiences with PAS impact their plans for 

the future and ability to carry out those plans.  The following research approaches could expose 

additional strategies to promote the educational and vocational achievements of young adults 

with specific disabilities:   

5. Engaging in research that illustrates the educational and vocational needs of young adults 

with specific disabilities to elucidate the varying needs of individuals with different 

disabilities; 

6. Cultivating research that includes the experiences of young adults who use PAS in 

college settings; 

7. Initiating studies to compare participation in education and employment as well as 

quality-of-life of people who use PAS among countries with different disability benefit 

programs;  
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8. Examining innovative demonstration projects that disrupt the current schema of linking 

income and PAS program eligibility.   

Further qualitative research is necessary to better understand how existing PAS policies and 

support services are perceived and experienced by young adults who engage in higher education 

and employment.  Additional studies including young adults with significant physical disabilities 

who use PAS could provide a greater understanding of how to empower other youth with 

disabilities to pursue higher education and employment and combat existing disparities in 

employment between youth with physical disabilities and their non-disabled peers. 
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APPENDIX E: THE INFLUENCE OF PAS ON HIGHER EDUCATION FOR YOUNG 

ADULTS WITH NEUROMUSCULAR DISEASE 
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Abstract 

Striking disparities exist in higher education rates between young adults with disabilities and 

their non-disabled peers. This study is a qualitative analysis using a phenomenological approach 

to examine the lived experiences of young adults with neuromuscular disease and how their use 

of personal assistance services (PAS) impacted their pursuit of higher education.  A series of 

three interviews were conducted with nine participants ages 24-35 with Duchenne muscular 

dystrophy, spinal muscular atrophy, and limb-girdle muscular dystrophy who have completed 

undergraduate and/or advanced degrees, are employed, and utilize at least 20 hours per week of 

paid PAS. Participants overall had positive college experiences and report the easiest time 

coordinating PAS and staffing caregiving needs was during college, even while utilizing a 

significant amount of informal caregiving from family and friends.  Families of participants 

expected college attendance and the need for PAS influenced the choice of college; however, the 

pursuit of advanced degrees was discouraged due to income restrictions to qualify for PAS.  The 

lack of experience with PAS prior to college significantly impacted higher education 

experiences. Participants expressed preferences for both consumer-driven and agency-based 

models of providing PAS, reported negative interactions with vocational rehabilitation 

counselors, and speculated that societal stereotypes and low expectations of people with 

disabilities influence educational opportunities. Young adults with neuromuscular disease are 

willing, wanting, and capable to participate in higher education as a path to gainful employment 

and could not have completed their degrees without PAS. Efforts to prepare families and youth 

to manage, recruit, and fund PAS could help ease the transition to college. 

Keywords: disabilities, neuromuscular disease, higher education, transition, PAS, caregiving 
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The Influence of PAS on Higher Education for Young Adults with Neuromuscular Disease 

 Youth with neuromuscular diseases such as Duchenne muscular dystrophy and spinal 

muscular atrophy were not living into adulthood two decades ago, but as a result of advances in 

the medical management of these disease, more youth than ever are living into adulthood, 

necessitating the need to address transition planning in this population (Blum, 2005; Schrans et 

al., 2013).  Young adulthood is an important time in the lives of all youth, and young adults with 

disabilities have similar goals as their non-disabled peers, with both groups wanting to 

participate in typical adulthood tasks related to education, employment, and their communities at 

the same rates (Wagner, Newman, Cameto, Levin, & Marder, 2007).  Unfortunately, large 

disparities in educational and employment achievements exist between youth with and without 

disabilities, and youth without disabilities achieve far greater success in these endeavors 

(Blomquist, 2006; Institute on Disability, 2011; Wagner, Newman, Cameto, Levine, & Garza, 

2006).   

 The benefits of higher education and employment for youth with disabilities are well-

documented.  College educated adults with disabilities are more likely to be employed, live 

independently, be more financial stable, and have larger social networks (Fabian, 1992; Institute 

for Higher Education Policy, 1998; Loprest & Maag, 2007; Newman et al., 2001).   The 

completion of advanced degrees lays the foundation for youth with disabilities to pursue 

employment, and is becoming increasingly essential to successful employment outcomes for 

these youth (Hernandez et al., 2007; Kiernan & Hart, 2011).  However, youth with disabilities 

are less likely to pursue higher education and complete degrees than their non-disabled peers, 

and only 9% of youth with disabilities attend a four year university, compared to 28% of youth 

without disabilities (Kessler Foundation & NOD, 2010b; Wagner et al., 2006).  Interestingly, 
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86% of youth with disabilities expect that they “definitely or probably will” attend college, but 

only 19% graduate, which suggests significant barriers are in place for them to translate their 

expectations into reality (Wagner et al., 2007).  Graduation rates drop to 14% for youth with 

severe disabilities, indicating the more severe the disability the less attainable higher education 

becomes (Kessler Foundation/NOD, 2010a).  We still do not have a comprehensive 

understanding of why these disparities in adult outcomes exist; nor do we fully understand the 

extent to which our current policies and systems of support may contribute to these disparities.   

Pediatric-Onset Neuromuscular Disease 

 Duchenne muscular dystrophy, spinal muscular atrophy, and limb-girdle muscular 

dystrophy are rare pediatric-onset neuromuscular diseases with different ages of onset, 

progression of weakness, and prognosis, but have similar physical and psychosocial needs during 

the transition to adulthood.  Duchenne muscular dystrophy (DMD), which is an x-linked disorder 

that only affects males, is typically diagnosed between four and five years old.  Boys with DMD 

usually lose the ability to walk by the age of 12 years old, have progressive upper body 

weakness, and experience respiratory insufficiency and cardiomyopathy in their teen years.  Two 

decades ago DMD was almost always fatal in late-teens, but the lifespan of men with DMD is 

now mid-twenties to early thirties (Bushby et al., 2009).  Spinal muscular atrophy (SMA) is a 

recessive genetic motor neuron disease that affects both males and females.  There is a fatal 

infantile form of the disease referred to as SMA type 1, and a teen or adult-onset form of the 

disease referred to as SMA type 3.  All of the participants in this study have SMA type 2, which 

is diagnosed between the ages of 6-18 months as a result of delayed motor milestone 

development. Children with SMA type 2 are never able to walk, rely on a power wheelchair for 

mobility, and experience respiratory and swallowing insufficiency as part of the disease, which 
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can sometimes be fatal.  People with SMA type 2 can live well into adulthood with appropriately 

managed pulmonary and nutritional interventions (Wang et al., 2007).  Limb-girdle muscular 

dystrophy (LGMD) consists of over 30 different genetic disorders with different phenotypes and 

progression, several of which are pediatric-onset and can result in significant lower and upper 

body weakness resulting in the need for assistance with many activities of daily life.  Several 

types of LGMD have respiratory and cardiac complications, but are overall not lethal disorders 

(Narayanaswami et al., 2014).        

Barriers to Achievement 

Low expectations 

  Low expectations on the part of family, friends, teachers and others may 

contribute to disparities in higher education between young adults with disabilities and their non-

disabled peers.  Youth with disabilities have higher expectations than their parents, with 60.8% 

wanting to complete a four year college, and only 38.4% of parents believing that achievement is 

possible (Wagner et al., 2007).  Youth are vulnerable to the expectations of those around them 

and internalize these expectations; high parental expectations for the future lead to children 

having higher expectations for the future (Bandura, Barbaranelli, Caprara, & Pastorelli, 2001; 

Wagner et al., 2007).  The emotional and academic encouragement of parents, teachers, and 

other adults has been associated with increased self-efficacy, higher self-esteem, and higher 

aspirations for the future of youth with disabilities (Bandura et al., 2001; Sanders, 2006; Wagner 

et al., 2007; Yun & Kurlaender, 2004). 

Accessibility and coordination of PAS  

 Access to quality reliable personal care assistance is vital to engaging in postsecondary 

education and employment for young adults with a severe physical disability (Ellison, Glazier, 
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O’Connell, Norton, & Himmelstein, 2010; Fabian, 1992; Hedrick et al., 2012; Hernandez et al., 

2007; Stoddard & Kraus, 2006; Stumbo, Martin, & Hedrick, 2009).  For youth with significant 

physical disabilities who use PAS, the transition to adulthood includes having to learn the adult 

service system and programs, employing and managing professional caregivers, and navigating 

separation from family while still requiring their physical assistance with activities of daily 

living.  IDEA legislation mandates school-based transition planning beginning at age 14, but this 

often does not take place in a way that is inclusive of adult service providers that will be 

supporting the student as a young adult. Independent living centers, vocational rehabilitation 

services, Medicaid, Social Security, and college disability services offices are vital resources to 

young adult with disabilities and should play an active role in transition planning (Johnson, 

Stodden, Emanuel, Luecking, & Mack, 2002; Morningstar et al., 2001; Shogren & Plotner, 2012; 

United State Government Accountability Office [USGAO], 2012).   

 Many young adults with neuromuscular diseases such as Duchenne muscular dystrophy, 

spinal muscular atrophy, and limb-girdle muscular dystrophy rely on vocational rehabilitation 

and Medicaid to fund paid PAS, assistance that if paid out-of-pocket would cost tens of 

thousands of dollars annually.  These programs are complex to navigate and difficult to 

understand.  Families often lack awareness of programs available, and youth can experience long 

waitlists for services (USGAO, 2012).  Due to low income and asset thresholds to qualify for 

PAS support, work disincentives are inherent in the program and consequently people with 

disabilities may rely on these programs for life, resulting in significant long-term costs to society 

(Kaiser Commission, 2000; Social Security Administration [SSA], 2013; USGAO, 2012).  The 

income and eligibility requirements of these programs have been identified as the largest barrier 
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to accessing PAS for people with disabilities (Grossman, Kitchener, Mullan, & Harrington, 

2007).   

  In addition to qualifying for federal and state PAS support programs, people with 

physical disabilities often face difficulties recruiting and coordinating quality PAS staff to meet 

their daily needs.  Research indicates the majority of PAS consumers prefer consumer-directed 

services where the individual controls the hiring, training, scheduling, and managing of workers, 

but not all states offer this program and many people with disabilities continue to use agency-

based services even when having a consumer-directed program option (Grossman et al., 2007; 

Kaiser Commission, 2008).  Individuals providing PAS generally earn less than ten dollars per 

hour, have a high school education or less, work part-time, and do not have health insurance 

(Kaiser Commission, 2008; Paraprofessional Healthcare Institute [PHI], 2012; Seavey, 2011).   

These factors create a shortage of PAS workers, high turnover in the profession, and a lack of 

high quality providers, which influences the quality of care available to young adults with 

disabilities (Grossman et al., 2007; Kaiser Commission, 2008; Kaiser Commission, 2004; 

Seavey, 2011).  

 Little is known about the use of PAS in higher education settings, and even less is known 

about using PAS to support college students with physical disabilities (Hedrick et al., 2012; 

Stumbo et al., 2009).  University disability services staff acknowledge that some students with 

physical disabilities have not enrolled in college, dropped out, or experienced negative 

educational outcomes as a result of using PAS, but virtually no other research exists that provide 

even a perfunctory examination of PAS to support the postsecondary education of young adults 

with physical disabilities (Hedrick et al., 2012; Stumbo et al, 2009).   
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 Furthermore, very little higher education research is disease-specific and essentially no 

research on the transition to adulthood exists for youth with neuromuscular disease in the U.S. 

outside of the healthcare field. . Wolff (2014) suggests that there may be some unique 

considerations for youth with pediatric-onset muscular dystrophies and spinal muscular atrophies 

as they transition to adulthood and pursue higher education as a result of progressive muscle 

weakness and limited upper body strength, while having cognitive functioning similar to their 

non-disabled peers.  Additionally, the natural history of these diseases has vastly changed over 

the past two decades, and many families were historically advised that their children would not 

reach adulthood and would not have access to educational and vocational opportunities 

(McDonald, 2013).  Further inquiry is crucial to gain a more in-depth understanding of the 

educational experiences of young adults with neuromuscular disease who use personal assistance 

services, and how to best support youth with physical disabilities in their postsecondary 

educational goals. 

Present study 

 This work examines the experiences of a unique group of individuals who do not occupy 

a dominant voice in the literature: people with significant physical disabilities who have 

completed postsecondary degrees and use PAS.  Much is unknown about how PAS influences 

their daily lives, including higher education outcomes, and why disparities persist in education 

rates between young adults with physical disabilities and their non-disabled peers.  Furthermore, 

this work deconstructs the notion of disability as incapacity and examines the experiences of the 

most severely disabled and their educational and vocational viability as a result of modifications 

in their environment and access to PAS.  
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 This study is a qualitative analysis using a phenomenological approach to obtain in-depth 

information about the lived experiences of young adults with neuromuscular disease and the 

meaning they attribute to their experiences with personal assistance services to support higher 

education (Giorgi, 1997; Glesne, 2006; Seidman, 2006; Temple, Edwards, & Alexander, 2006).  

Specifically, there were four general areas of inquiry: 

1. The experiences that young people with neuromuscular disease had with PAS in higher 

education;  

2. How experiences with PAS impacted their plans for the future and ability to carry out 

those plans;  

3. How existing PAS policies and support services are perceived and experienced; and  

4. How participants perceive other factors such as race, gender, and SES influence their 

PAS experiences and education outcomes. 

METHODOLOGY 

Participants 

 Purposive sampling was used for the study and interviews were conducted until 

saturation of data was reached (Marshall & Rossman, 2011; Seidman, 2006).  Four of the 

participants had a working relationship with the researcher prior to participating in the study. 

During the interviews, young adults with disabilities were asked questions to ascertain how they 

construct the world around them, make decisions about their future, and understand how 

personal assistance services interacts with other complex contextual variables in their lives to 

influence their education outcomes.  To be a part of the study, the individual had to: 

 Have a neuromuscular disease 

 Be between the ages of 23-35 
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 Have graduated from a four-year college with a bachelor’s degree 

 Not be able to transfer independently 

 Utilize at least 20 hours a week of paid personal assistance services 

 Be employed full-time or part-time 

 A recruitment email describing the study was sent to twelve individuals known to the 

researcher who potentially met study inclusion criteria.  Of those, four participants agreed to be a 

part of the study and met the inclusion criteria.  An additional recruitment email was sent to 

1,896 individuals registered with the Muscular Dystrophy Association who have limb-girdle 

muscular dystrophy, Duchenne muscular dystrophy, spinal muscular atrophy, and congenital 

muscular dystrophy.  Of those, five additional participants agreed to be a part of the study and 

met inclusion criteria, for a total of nine participants (see Table 1).  Saturation was reached at 

nine participants when new information was no longer being presented to the researcher 

(Seidman, 2006).  Baker and Edwards (2012) support the value of information gained through 

smaller case studies of 5-10 participants and acknowledge that smaller studies can provide 

adequate insight into the phenomenon studied. 

 All participants who met inclusion criteria were accepted to be a part of the study.  A 

written informed consent form was sent to all participants prior to the first interview.  

Participants were asked to read and sign the informed consent, return the signed form via email, 

and during the first interview, the researcher reviewed the consent form and answered questions 

about the study and participants’ rights.   

Procedures 

 A series of three interviews, approximately seven days apart, were conducted with each 

participant, lasting approximately 60-90 minutes each.  Because the participants live in various 
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locations across the country (seven different states among the nine participants), phone 

interviews were conducted and audio recorded.  Each interview started with a discussion about 

confidentiality, anonymity, and protecting the privacy of participants.   

 The first interview focused on the context of the participant’s experiences to gain as 

much information as possible about his/her use of personal assistance services throughout the 

transition to higher education (Seidman, 2006).  The second interview reconstructed details of 

the individual’s daily life and present lived experiences related to the use of personal assistance 

services (Seidman, 2006).  Finally, the third interview reflected on the meaning the participant 

attributes to his/her experiences (Seidman, 2006).  

 Pilot interview questions were circulated to a small group of four young adults with 

neuromuscular disease to ensure that the questions being asked would be likely to elicit the 

information to appropriately and thoroughly understand the intersection between personal 

assistance services and higher education outcomes.  Feedback from the focus group was 

incorporated to create a final list of structured interview questions to provide the foundation for 

each interview. 

Data analysis 

 All interviews were transcribed by a third party and then checked by the researcher.  

Participants then were asked to review their interviews for accuracy and to ensure the interview 

correctly depicted their views on the topic.  The interview transcripts were then carefully 

evaluated to code the data, generate themes, and identify important connections among themes.  

Coding categories were based on the data, marked on the hard copy interview transcript, coded a 

second time by the researcher, and then recorded in an Excel document (Weis & Fine, 2000).  

 Throughout the interview process, theoretical and thematic memos and notes were 
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generated, reflecting on interview content (Marshall & Rossman, 2011).All transcriptions and 

results were member checked, with the participants providing feedback at all stages of the study.  

An audit trail was kept detailing all data, transcripts, process notes, coding, and analysis (Glesne, 

2006; Lincoln & Guba, 1985; Morse et al., 2002; Shenton, 2004).  Validity was confirmed by 

comparing the experiences and comments of participants against each other and carefully 

constructing an interview that elicited significant depth in responses (Seidman, 2006).   

 The researcher engaged in reflexivity through journaling during the study to examine 

how researcher perspectives shape the study and study conclusions (Cohen & Crabtree, 2006; 

Lincoln & Guba, 1985; Shenton, 2004).  I came into the study believing that if systemic barriers 

did not exist for individuals with neuromuscular disease who use PAS, they would make 

different decisions related to education, employment, as has been suggested by disability 

activists (Longmore, 2003). This study has both confirmed and challenged those assumptions.    

Results 

How PAS impacted educational plans 

 Through coding and analyzing the transcriptions, three themes emerged related to how 

the participants’ experiences with PAS impacted their educational plans and ability to carry out 

those plans: (a) the use of PAS did not negatively impact family expectations of college 

attendance; (b) lack of experience with paid PAS prior to college impacted higher education in 

various ways; and (c) choice of college was influenced by the need for PAS in some capacity.  

  Family expectations impacted higher education.  All but one participant 

articulated that college attendance was an expectation by parents and that higher education was 

valued by the family.  Parents had expectations of college attendance for both their disabled and 
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non-disabled siblings.  The expectation of higher education was not altered due to the 

individual’s disability and many of the parents of participants completed college degrees. 

 Everyone in my family went to college. I knew when I was 10 years old that I was going 

to college. That wasn’t a question. My family is highly, highly educated. 

 I knew where I wanted to go before I got there and I had parents that were bright enough 

to agree and enabled me when I needed them to for me to get there. My dad knew back 

then that that was how I was going to make it in todays’ world. Not everybody has that. 

 Similarly, all nine participants described themselves as good students and as having good 

grades.  Participants were in college-track courses and advanced placement classes, and several 

graduated at or near the top of their class.  Several participants reported their parents and 

grandparents had saved money to pay for part or all of their postsecondary education.  

Eight of nine participants attributed family resources as playing an important role in enabling the 

pursuit of higher education.   

There were years in college that I remember thinking like what am I doing, is this the 

right path? I think anyone has that at some point, but it helped having a great support 

system at home.  I would not have been as successful as I was if it was not for my family 

and the support that they’ve given me over the years emotionally, financially, physically. 

I think if it weren’t for that, I already know I would not be where I am today.  

 Lack of knowledge of PAS impacted higher education. Each participant described 

having no experience coordinating paid personal assistance services prior to enrollment in 

postsecondary education, a time when they were expected to interview, train, and manage their 

caregivers.  Every participant whose physical abilities required caregiving as a teenager had 

those needs met by a parent.  Parents were the sole caregivers until their children left for college 
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and did not utilize paid caregivers outside of the family unit. In some cases this was because the 

family did not know about coordinating PAS, in other cases it was because the parents felt it was 

their singular responsibility.  

 My parents did everything. They didn’t get a PCA or a caregiver and to this day, they’re 

not comfortable really having PCAs helping me, coming onto their property really. 

I’ve gotten to where I’m okay using PCAs, but [my mom] still wanted to do it as long as 

she could. 

 The only exception to utilizing caregivers outside of the family unit was a one-week 

summer camp sponsored by the Muscular Dystrophy Association attended by seven of the nine 

participants. Three women who attended the camp described it as being important in their 

transition to college. 

 When I went to MDA camp, I would have a counselor there and I always said that that’s 

probably why it wasn’t that weird for me when I got to college and got an aide because 

ever since I was six years old, I was showing people how to take care of me. I learned 

that whole week. I had to be able to tell my counselor what I needed because she didn't 

know me.  

 I think it really helped when I went to camp there were older girls there.  So I was able to 

see girls who had muscular dystrophy, who had boyfriends, who were going to college, 

who had jobs, who were figuring stuff out and still had fulfilling lives.  It made me realize 

I could still fulfill a lot of the things I wanted to do.  

 While it would seem that the participants would have needed personal assistance services 

in high school during school hours, this happened in variable ways and overall did not provide 

opportunities for young people to learn the skills necessary to recruit and manage PAS, with the 
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exception of one participant. Often the young people did not want the stigma of having an adult 

assist them and sometimes limited their physical needs to avoid utilizing an aide during school 

hours.  Four participants articulated that they did not want to be seen in the special education 

classroom or did not want an aide “following them around” during school.  Having formal 

personal assistance services in secondary school had perceived negative social implications for 

the participants.  Several participants felt more comfortable with friends and classmates assisting 

when needed. 

The [aides] weren’t needed.  They pretty much just sat there and they distracted me from 

my classes.  They were just in there with no purpose. The last few years [in high 

school]…I would get help from the other students. That helped my socialization. 

I really make a conscious effort not to have to ask for any more help than I needed, which 

I think by the time I was in college probably in part why it was so hard for me to 

transition. 

 Resistance to formal assistance during adolescence culminated in a lack of preparation to 

coordinate these services upon going to college.  Most participants expressed having never 

considered how care would be arranged prior to senior year of high school and when they did 

this happened in the few months prior to going to college. Three of the participants cited their 

local independent living center as helping provide information about coordinating personal 

assistance services in college; however, overall participants expressed feeling unprepared for the 

task of coordinating their caregiving while at college and four of the nine participants directly 

stated this.  

  PAS impacted college choice. When choosing a college to attend, a variety of factors 

played a role, including accessibility, academic rigor, atmosphere, and proximity to parents. 
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Participants had no experience with paid personal assistance services prior to attending college 

and this played a central role in choosing a college for three participants. 

I ended up only applying to one [school] and that’s probably another mistake that I 

would love to have back because educationally, I was so much better. But my parents, 

because they didn’t prepare me for the PCA aspect, that really limited me on the school 

that I chose. I never had PCAs before I was 17. 

I guess the college that I chose to go to was based on my aide care and will I have it, will 

it be close to that service? So my choice on education was definitely dependent on that.  

My ability to go back and forth to grad school, again, it’s probably been dictated on what 

aide care I have. 

 One participant chose to complete his education online instead of coordinating aides on 

campus. When asked to reflect on why he did not attend college away from home, he says: 

 Maybe I was a little bit scared too, to go somewhere else. You know, if I didn’t have to 

worry about transportation and caregivers, I could have gone to a university on campus.  

 While the need for personal assistance services was identified as a primary factor in 

choice of college to attend for four participants, accessibility, atmosphere, and academic rigor 

were also important.  Two participants described making visits to colleges where they 

experienced significant inaccessibility that deterred them from enrolling. Atmosphere and “the 

vibe” of the college were important to four of the participants.  Two of the participants were 

particularly concerned with the academic rigor of the university and aimed to attend the best 

school possible.   
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 While two participants chose colleges that are attended by a large number of people with 

disabilities and have high levels of accessibility, two participants described their choice in a 

college as challenging what was expected of them and consciously chose not to attend a college 

where others with disabilities were likely to enroll.   

The other thing about them was that they didn’t have any other persons in a wheelchair 

at the school.  It was just something unique that felt like a dare at the time.  And when I 

toured, the lady that gave me the tour she was telling me not to come. She said well, 

we’re not ready for you, we’re not prepared, things aren’t accessible. If you come here 

it’s going to be just you, you’ll be alone.  At the time I just smiled because it felt like a 

dare. 

 Proximity to family also played a role in the decision of where to attend college.  For five 

of the nine participants, staying close to home (or at home) allowed them to function with a 

safety net and provided the opportunity to receive informal caregiving from family should they 

need.   

 I chose to stay in the Midwest largely because of my support is my parents. I chose my 

college partly based on the school, that it’s a really good school, but also the fact that 

I’m within driving distance of my parents. 

 While the proximity to family was important, three participants had considered or applied 

to colleges in other states but ultimately chose a university closer to home and looking back 

recognize the benefits of doing so.  For three others, several hours from home or attending 

college in another state allowed them to experience truly living on their own.   
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I really wanted to get away from my parents.  I wanted to be alone and I wanted to be on 

my own, and college seemed like a way of doing that. 

 The support received from the disability services office at the universities was an 

important factor in college attendance for several of the participants.  Five of nine participants 

mentioned interaction with their university’s disability services office helping them make the 

transition to college.  For two of the participants, reassurance from the admissions coordinator 

was the reason they chose to attend that college. 

 I spoke to the admissions coordinator. He got me into that college based on what he told 

me. He says you don’t need to be afraid. We had the services for you. You have nothing 

to worry about. We’ll get you through. That’s not a problem, so they were the first ones 

that said that. That was because…there was like 25-30 people in power chairs that go to 

that school. 

How PAS impacted college experiences 

 Themes that emerged regarding the experiences that young people with neuromuscular 

disease had with PAS in higher education were: (a) participants expressed preferences for both 

consumer-driven and agency-based care models; (b) a high level of informal caregiving by 

friends and family was used by most participants and often was crucial to supporting the pursuit 

of higher education; (c) participants reported overall positive social and educational experiences; 

and (d) in retrospect, college was the easiest time to recruit PAS and staff personal caregiving 

needs.  All participants needed some level of physical assistance during college; however, three 

participants did not use paid personal assistance services until late in their college years or used 

informal caregiving through friends and family to meet their needs.  Lack of awareness about 
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PAS services, as well as self-awareness regarding physical needs both played a role in not 

accessing paid PAS in college. 

Well, I think coming from small town I wasn’t really surrounded with other people with 

disabilities before.  My response to everything was to make the best with what you have.  

I never was aware of some of the more formal resources that were available. 

The most difficult is just figuring out how to find a good aide and everything. I guess I 

have this certain too much pride or something. I don’t think I realized how much I 

needed. 

 Preferences for both agency and consumer-directed PAS.  Participants expressed 

preferences for both agency and consumer-directed PAS, and four participants have experience 

using both models.  During college, five participants used consumer-directed care and assumed 

the responsibility for recruiting, training, and scheduling their aides.  These participants reported 

feeling strongly about selecting those providing care to them, due to either having a bad 

experience with an agency themselves or having heard negative stories from friends.  

I never even thought about using an agency to be honest.  Friends of mind had awful 

experiences with agencies and so I was more and more sure that that was not what I 

wanted to do. 

When I first was leaving, my parents were really uptight about it and didn’t trust 

consumer-directed models. They said that I should be doing the agency. So I ended up 

doing both.  My first week I hired an agency to send me people and I was also doing my 

own consumer-directed as well.  The agency thing lasted about a week and then I quit 

that because it was misery. It was a horrible experience and I knew I could do equally 
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poorly by myself if I chose. There were some mornings where she just didn’t show up and 

that was the end of it. 

 Participants who used consumer-directed care models also valued having fellow students 

as aides and the scheduling flexibility that this afforded them.  Six participants stated they have 

developed friendships with their student aides over the years. 

I wanted people my age and peers. To me, my attendants are often like friends, not my 

friends first, but my friends afterwards and it’s easier for me to connect with them. I’m 

spending all the time with them. And I would like to have something in common with 

them. 

Another reason I like to take students is I like the flexibility.  I like to be able to call them 

up at 10 and say “hey, can you be by at 11:30 instead of 11” or whatever. And students 

are much more willing to do that; an agency, like, good luck.   

 One participant reported restrictive agency policies as a reason for choosing consumer-

directed care. 

You know, [agencies] exist and I once kind of looked into it, but it seemed like it took a 

lot of hours and sometimes they'd be saying like oh we need two people for this when it's 

really someone just trained properly, it's not a two-person job.  I just kind of found better 

success on my own. I think there's a lot more stipulations and rules and they want to 

protect their caregivers, which makes sense.  

 Some participants had strong feelings about using consumer-directed care, while others 

felt that contracting with a home health agency provided them the support needed and took time 

consuming responsibilities such as hiring and recruiting off their hands at a time when they were 
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also focused on their educational responsibilities. Other participants felt that they didn’t have the 

skills to recruit and hire their own staff.   

I have no desire to spend that much time trying to hire people. I don’t have the time to 

spend.  

Some people seemed to really like consumer directed things, but I found it just awful, 

just interviewing people trying to figure out what's the best. I don't really know how to 

screen people or anything.  My efforts trying to do it on my own didn't really work out 

too well. All the successful aides I've had have been through agencies.  

 By using an agency model of PAS, the responsibility for all emergency staffing changes 

rests with the agency, meaning that if an aide did not show up or cancelled at the last minute, the 

participant did not have to find someone on his/her own.  One participant used a consumer-

directed model in college and since has moved to an agency-based staffing model.  She compares 

the two models and expresses her preference for agency-based care and reports that she did not 

know that using an agency was an option during college. 

The hiring process, it was difficult to reach out and explain enough without being too 

personal. I always felt like it being such a small campus, it’s such a small community, I 

kind of felt like they see this ad they know it's me. It kind of felt like I was putting my 

privacy out on a limb.  I think because I actually go through an agency to hire my aides 

now that I don't mind the aide care. 

 While some participants expressed preferences for one of the two care models, both 

consumer-directed and agency-based models were not without problems and influenced the 

college experience and occasionally attendance at class.  Both model resulted in staffing issues, 
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which caused significant stress for the students.  Turnover in aides and staffing issues with the 

agencies plagued participants using agency-based PAS.  Participants reported employing self-

advocacy skills when having problems with agencies.   

My agency has a really bad reputation and they have terrible communication. I’d call 

them - It was ‘oh, we’re working on somebody’.  I guess there was a couple of times I 

was late in the mornings when they said they were going to come get me up. I was like 

this is not okay. I can’t just skip class because you didn’t schedule my aides properly. 

There were a couple of times there that it did affect my attendance in class. 

 Students who used consumer-directed care and were responsible for recruiting, hiring, 

training, scheduling, and managing their own PAS also reported stress related to these tasks. 

At the time I felt like that was my sole job literally was hiring, firing, keeping track. It 

was really overwhelming that freshman year.  I had been a very dedicated student, but 

that freshman year was horrible.  

 I often started with getting the schedule made at the beginning of the week. There would 

be some shift or five shifts later in the week that were not yet set because nobody had 

volunteered. And I had to hunt people down later in the week to get someone to commit to 

it, so there was some stress there on my part. It’s a tradeoff, I had a lot less turnover, but 

the stress was higher for me. 

 Informal caregiving important to meeting needs.  Despite having paid personal 

assistance services, participants discussed relying on family, friends, and roommates while in 

college at least five times each during the interviews.  Participants felt that they had a sufficient 

number of hours approved to meet their needs overall, and rarely reported unmet needs during 

college. Yet, informal supports often proved crucial to the participants having their needs fully 
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met.  At times, participants relied on friends, family, and roommates to supplement paid 

caregivers. One participant who attended college within an hour of his parent’s home reported 

going home on the weekends to allow his paid caregivers the weekend off.  Other participants 

relied on family to bring meals to the dorm on the weekend when the cafeteria was closed, assist 

in the morning when an aide didn’t show up, drive four hours to the college and provide 

assistance when the participant was in between aides, and provide care during the last three 

weeks of school and finals week when an aide quit unexpectedly.  Participants also relied on 

friends and roommates during college, some with social activities, while others had friends who 

would assist with more intimate caregiving tasks.  The participant who went home on weekends 

his freshman year to give his caregivers a break stated: 

As I got into my upperclassman years, I wanted to be on campus more often – [I] had 

some great roommates that even helped pitch in and cover some of the caregiving needs. 

One was a nursing student so it made a huge difference. 

 Only one participant reported not utilizing informal caregiving regularly during college, 

but that participant still relied on family to assist during an emergency with staffing turnover.  

All participants did not utilize paid personal assistance services during breaks and relied on 

parents for daily care.  Alternatively, two participants relied entirely on informal caregiving of 

parents, friends, and family to complete their postsecondary education.   

I wasn’t really aware of PCAs as a resource and why I didn’t really use them in college – 

I think I could have benefited from it, just because I do think it puts a different dynamic 

on your relationship when you’re friends with somebody but you’re also dependent on 

them for things that you couldn’t do on your own.  It adds an extra strain to the 

relationship or an extra element to the relationship. 
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 Positive social and educational experiences regardless of need for PAS.  Seven 

participants described going away to college as a generally positive experience and described 

social networks, friendships, extracurricular activities, and academic achievements.  Overall, 

professors were accommodating to the needs of the disabled students, campuses were accessible, 

modifications were made to dorm rooms and apartments, and the participants greatly enjoyed 

their college experience.   

It turned out once we got there it was amazing.  They did a great job with working with 

me, everything.  And making sure it met the needs that I had.  So I am really glad I did it.  

I dealt with home sickness my first year and it probably had to do in part with that – just 

a change from relying on my parents to relying on other people. But I met so many great 

people that I had a lot in common with, and they had a lot of friends, and I think that 

made it easier. You know, I dealt with frustrations, I dealt with weeks where there were a 

lot of holes in the schedule, but I was able to take it in stride, I think, because I knew that 

it was a part of what it meant to be independent. 

 Two of the five male participants described some level of social isolation in high school, 

but had very positive experiences once at college. 

 College was really easy for me. For all the lack of friends and social relationships that I 

had in public school, in college I actually did have many friends who I would go out with, 

and I mean, things were a lot different in college for me. 

 The transition to college can be difficult for any student, but for one participant in 

particular who was diagnosed with a progressive neuromuscular disease as a teenager, the 
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transition was especially difficult and she also still was forming her identity as a person with a 

disability.   College was a pivotal time characterized by stress and anxiety for this participant. 

 I have never in my life had to explain my disability more than I ever did that year. That 

year, I think was a lot of realization that this is my life, this is my future.  Even in middle 

school that first time after being diagnosed, it didn’t even phase me. I don’t really think 

mentally I even really saw, oh wow, you have a disability. But soon as I get to college, it 

was very apparent – that you have a disability – and it was the first time really ever 

having to confront any of those feelings. There were things that I just didn’t plain partake 

in just because I just didn’t want to have to confront explaining anything more.  

Everything kind of came to a head at that freshman year.  I often felt like I was a burden I 

think more so than I did with my family. 

 Five participants reported that they had the easiest time recruiting caregivers and 

coordinating care during college.  Communal living in dormitories afforded participants with a 

large pool of young people, peers, and students who have flexible schedules from whom to 

recruit caregivers.  College was also a time in which the participants formed large social 

networks of friends and roommates to provide informal caregiving.  During college, participants 

had a larger pool of paid and unpaid caregivers and friends to draw from when needing support 

with overnight needs and in cases of emergency or being without a paid caregiver.  Participants 

who used consumer-directed PAS reported high quality of care during their college years. 

 My staff was so big that, my staff was 10 people. I had so much good help that I didn’t 

have to put up with bad help. Those days ended as soon as I graduated but when I was in 
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college I was well taken care of. They’re young, they’re strong, they’re in good health. 

They go to a geek school so you get to communicate on the same wavelength.  

 I ended up having pretty high quality people and I think [it] is just a great school, it 

attracts a high quality of students. I seemed to find people that provided great care and 

were pretty much for the most part always reliable. 

 Ultimately, PAS and both informal and paid caregivers were the reason the nine adults 

were able pursue and complete post-secondary degrees.  Without this support, participants would 

not be where they are today – all holding either part-time or full-time positions in competitive 

employment.  When asked what the benefits of quality paid PAS has been, one participant 

responded: 

Well, I mean, I’ve been able to get up in the morning. I’ve been able to live 

independently; because I’ve been able to live independently, I’ve had the privilege of 

getting two degrees, getting a master’s degree. 

Looking back on the both challenges and successes of coordinating PAS during college, one 

participant articulated that her experiences in college set the trajectory for her experiences as an 

employed adult. 

When your parents are doing it, it’s a little different.  So I think taking over that care at 

17 was kind of a huge step in my independence, and was really important for the rest of 

my life and what I’m doing now.  

How social policies and support services impacted education 

 Existing social policies and support services impacted the pursuit of higher education, 

and the majority of participants worked with Medicaid, Social Security, and vocational 



199 
 

rehabilitation services.  When coding the data for how the existing policies and support services 

that impact PAS were perceived and experienced by those individuals for whom they were 

created, the following themes emerged: (a) negative interactions with vocational rehabilitation 

services administration counselors; (b) pursuit of advanced degrees were discouraged due to 

income restrictions to qualify for PAS; and (c) participants speculated that societal stereotypes 

and low expectations of people with disabilities influences educational opportunities. 

All but one participant described experiences with existing social policies and support services 

that negatively influenced his/her educational outcomes. As one participant articulated: 

I don't think PCA’s and people prevent you from doing things. It’s the rules that you need 

to follow in order to have PCA's that prevent you from doing things. 

 Vocational rehabilitation support but negative interactions with counselors.  Six of 

nine participants received financial assistance for higher education from vocational rehabilitation 

services (VR) on account of having a significant physical disability.   Four participants received 

various amounts of tuition assistance from VR, as well as additional assistance with book fees.  

Two participants had PAS paid for through VR due to one participant not qualifying for income-

based Medicaid, and the Medicaid Waiver was not open for enrollment for the other participant. 

While participants were grateful for the support from VR, they acknowledged difficulty with VR 

procedures and policies.  Two participants were able to employ self-advocacy skills to navigate 

the policies and procedures of VR, one of whom was able to negotiate with VR to reimburse her 

college for PAS paid in advance in order to institute a more timely payment process for aides 

working for her.  In one situation, a participant was able to successfully advocate attending a 

college out of state when VR was resistant to that plan. 
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They wanted me to go to a state school, and I made a presentation that showed them if I 

graduated from a state school I would be making 35% of what I’d be making if I 

graduated elsewhere.  And we came up with a deal where they would take my money not 

covered by scholarship, subtract it from the cost of tuition at the state school, and that is 

what they would help with. 

 Three participants did not receive assistance from VR for higher education.  One 

participant recalls enrolling in a career planning program at age 17 even though VR was not 

paying for any expenses related to higher education. 

I had a meeting with [VR] when I was a senior in high school and we were in a meeting 

for probably an hour and a half to two hours and they were forcing me to go into this 

career planning. They need to know what you want to do and they need to know when you 

want to do it by. At that point, I have no idea what I want to major in and it was really 

irritating because – I mean, I understand that’s their job and that’s why they’re there to 

help get you along on a career path, but I was 17 years old. I didn’t know what I wanted 

to do yet. I wanted to just get to college and then figure it out then, which I did.  I 

submitted my schedule and my grades to them every semester. I don’t even know why. I 

wasn’t asking them to pay for anything. 

 VR served as the gatekeeper of information regarding PAS for two participants.  One 

participant did not access VR or PAS services because he did not understand the VR program or 

why he should enroll. 

Here’s the explanation I got. Hey, there’s this program you need to get into. Why? You 

just do it. It’ll help you.  I went in and had an interview with somebody. Nobody told me 
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why. They didn’t tell me what it was. I think the person I talked to just assumed I knew.  

Yeah, I don’t respond very well to people saying ‘just do this.’ 

A second participant also experienced VR as a gatekeeper of information and reports not 

receiving information about their PAS options from the counselor.  The participant experienced 

great anxiety and stress employing a consumer-directed model of PAS. When asked why she did 

not use an agency during college, the participant responded:   

I think that was an option, but I remember [VR] discouraging that for some reason and 

I’m not really sure why. I think it might be because the overhead with an agency tends to 

be more expensive. I think VR wanted to pay the least amount that they possibly could.  

And I didn’t know that at the time and I didn’t know enough to say I really needed to go 

through an agency. I didn’t even know agencies existed until after I was even on the 

waiver. I went in blind, completely blind. I didn’t know enough to ask questions.  Looking 

back on it there were a lot of things I would have changed.  

 One participant in particular experienced a VR counselor who discouraged her from 

pursuing an advanced degree.  VR did not provide financial assistance for her undergraduate 

degree, but provided funding for vehicle modifications and training for the participant to drive 

following her bachelor’s degree.  She did not end up attending graduate school due to difficulty 

coordinating PAS out-of-state and the accessibility of the school but instead was able to find a 

job without the assistance of VR. She describes her experience working with VR: 

After I graduated I actually told [VR] that I wanted to go to grad school and that I was 

planning on doing that. I wasn’t asking them to pay for anything. I was just letting them 

know that that was my plan.  After that, she wrote me back a really not very nice email 
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telling me, you don’t need to go to grad school. You need to get a job. We’re not paying 

for you to go to grad school. You have plenty of qualifications to get a job here. And 

then they forced me to go into this job placement company to help me find a job, a job 

placement counselor, they gave me a counselor. And by that point, I had already found a 

job. 

 Income limits negatively impacted the pursuit of advanced degrees. Two participants 

also experienced disincentives to pursuing advanced degrees, but instead of being discouraged 

directly by counselors, they faced restrictions due to income limits associated with qualifying for 

funding programs for PAS.  With an advanced degree the participants’ income would disqualify 

them for PAS programs.  

I was not able to complete my graduate degree because I would be ineligible for personal 

care due to the starting wage of my field. That means I have all the coursework done, in 

some ways I feel like I’ve done it already. I just didn’t claim it. 

 Another participant who is employed currently and is within $60 of exceeding the income 

limit for PAS support through the Medicaid Waiver program would like to attend grad school but 

recognizes how this might result in the loss of PAS services if the degree results in qualifying for 

a higher paying job. 

That does scare me.  If I choose to go to grad school, am I going to be able to implement 

that degree or a position that will allow me to move forward or up further?  But on the 

other hand, if I don't do that, then do I have the skills that will allow me to see an income 

that would afford being able to independently to pay for aide care? I want that 

independence in knowing that I can utilize the aide care and not worry that that could be 
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taken away due to even $1 an hour.  If I were able to afford aide care independently, I 

would. 

 Societal stereotypes and attitudinal barriers negatively influence pursuit of higher 

education.  While systemic barriers exist to higher education for youth with disabilities, six of 

nine participants also attributed societal stereotypes and attitudinal barriers as negatively 

influencing the pursuit of higher education and acknowledged how the support of friends and 

family in their lives have counteracted these influences.  These barriers are both imposed by 

society as well as internalized by people with disabilities and their friends, family, and teachers 

at times, according to participants.  When describing the expectations of people with disabilities 

in society, one participant provided this example: 

When I was applying for colleges and scholarships – there’s a book of scholarships; 

there’s all kinds of things in there, but my disability and physical disability in particular 

is not one of them. There is not one single scholarship in there for me. I’m not saying that 

that’s what we should do is to set up a bunch of scholarships. What I’m trying to say is 

that it’s just not a situation people even think of. It’s too small. It’s too unknown. 

Another participant recognizes these societal stereotypes and expectations in her everyday 

interactions and speculates that those partially served as a catalyst to exceed these expectations 

and choose the most prestigious colleges and careers. 

I’ve always been one who was striving to be the best that I can. I feel like maybe it’s 

because I feel like I have something to prove. Because people don’t give me enough 

credit maybe, if they don’t know me they assume that I have a mental disability or 

something. So I have sort of always felt like I needed to prove myself even more 

than…but I have also just had that drive no matter what.   
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 As stated previously, nearly all participants acknowledged the importance of the support 

of immediate family.  Two participants reflected on how the support of family and others helped 

them cope with societal stereotypes and low expectations of people with disabilities. 

It’s a tough road to go and it takes a long time. It took multiple years of effort and some 

people just aren’t going to make it. That’s unfortunate. Part of it is they don’t know how. 

I think there’s an education part of it – expectations about what it means to be disabled, 

preconceived notions about what it means to be disabled. I think some families treat that 

differently than what my family did. My house had expectations and I’m sure that’s not 

really the case in all houses.  Even with “normal” children, you’d see the same thing and 

they don’t have the same challenges. 

 Participants also recognized how societal stereotypes and expectations can be internalized 

and ventured that self-limiting feelings could influence whether or not a young person with a 

disability pursues higher education.  When asked why their peers with similar disabilities have 

not achieved the same levels of success in higher education as they have, participants stated that 

“people without disabilities have unfair judgment about what someone can or can’t do based on 

their disability”, “people with disabilities have limiting beliefs that they adopt as their reality”, a 

lack of self-confidence, and family expectations.  At the same time as recognizing how other 

young people with disabilities might be influenced by societal stereotypes, three participants 

acknowledged how their own self-limiting beliefs influenced their pursuit of higher education. 

What happened when I was younger I chose a college that I went to based on my physical 

disability not based on my educational needs and that was in some ways a bad decision.  

I wish someone could of told me you don’t have to – just because you’re disabled doesn’t 

mean you need to settle. I wish someone would have told me that I didn’t need to settle. 



205 
 

Discussion 

 The purpose of this study was to identify how the need for personal assistance services 

(PAS) impacts the pursuit of higher education and college experiences for young adults with the 

most significant physical disabilities, specifically neuromuscular disease.  The study was 

designed to examine the lived experiences of young adults who require PAS to attend college in 

order to gain a greater understanding of how to empower other youth with disabilities to pursue 

higher education and combat existing disparities in higher education between youth with 

physical disabilities and their non-disabled peers. 

 The results suggest that the factors influencing the pursuit of higher education begin early 

in life for participants and confirm existing research that illustrates the importance of family 

expectations and value placed on education (Bandura et al., 2001; Sanders, 2006; Wagner et al., 

2007).  Surprisingly, the NLTS-2 study and subsequent research by Wagner et al. (2007) and 

Halpern et al. (1995) do not show disparities in postsecondary education rates based on family 

financial resources; however, other research indicates socioeconomic status is a key determinant 

in educational attainment, grades, selection of a student’s major area of study, and income return 

on education for their non-disabled peers (Beattie, 2002).  Participants consistently articulated 

the importance of family financial resources in this study, but did not explore the impact of SES 

in more depth, and contradictory research studies continue to blur our understanding of how SES 

influences higher education for youth with disabilities.  Fleming & Fairweather (2012) reported 

that traditional demographic predicators of attending a four-year college were more influential 

than disability-related factors.  The results of this study indicate the importance of family 

expectations, financial resources, and emotional support cannot be underestimated, and for these 

participants, family support seemed to be the glue that holds it all together.   
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 While demographic factors may or may not influence the attainment of higher education 

for youth with disabilities, youth in need of personal assistance services face unique barriers, 

both logistical barriers of coordinating caregiving and also systemic barriers of qualifying for 

services, to make higher education a reality.  Families and participants had no experience in 

coordinating caregiving prior to college and often did not know about the services for which they 

qualified.  This supports previous nursing research indicating that awareness of existing 

education and career support is a barrier to transition to adulthood, although more recent 

confirmation studies have not been conducted (Blomquist, Brown, Peersen, & Presler, 1998).  As 

stated by participants, the lack of experience with PAS prior to college influenced the perception 

of being able to attend college and choices regarding where to attend college.  Several 

participants articulated that they would have had experience with PAS prior to the first day of 

college and identified things they would have done differently looking back.   

 The use of PAS makes higher education possible for these students, but coordinating and 

managing these services and staff is difficult for an inexperienced teenager living away from 

home for the first time.  The student goes through multiple transitions simultaneously – not only 

is the teenager adjusting to being on his/her own for the first time, which has shown to cause 

psychological distress, but also a disabled teen is making the transition to new caregivers, likely 

resulting in additional stress (Fisher, 1987; Hedrick et al., 2012; Hicks & Heastie, 2008).  

Participants in this study reported persistence and not giving up as important to their success in 

higher education, and demonstrated self-advocacy skills to address challenges they experienced 

coordinating PAS, supporting previous evidence suggesting the importance of resiliency, self-

determination, and self-advocacy in the transition to adulthood for youth with disabilities (Berry, 

Ward, & Caplan, 2012; Gretzel & Thoma, 2008; Hartley, 2012; Palmer & Roessler, 2000; 
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Wehmeyer & Palmer, 2003) .The results of this study provide support for the creation of 

programs specifically designed to prepare youth to fund, recruit, and manage PAS during college 

and navigate public programs of support.  Based on the experiences of participants in this study, 

essential components to such a program would include an overview of support programs, skills 

to recruit and schedule caregivers, strategies to address issues related to adjusting emotionally to 

increased reliance on others, and self-advocacy training.   

 Further complicating the transition to adulthood is that no one program or agency has the 

responsibility to help guide and support youth with disabilities and their families during the 

transition to college, resulting in a disjointed approach to providing transition services and 

information about available support programs.  In coordinating transition services, families and 

youth ultimately interface with several agencies and have to determine eligibility for multiple 

programs, including the school system, which mandates transition planning through IDEA 

starting at 14; vocational rehabilitation agencies; Social Security Administration; and Medicaid.  

This was reflected in the study, with participants reporting being involved with multiple agencies 

and receiving information about coordinating PAS from several different sources, if they 

received it at all.  Research indicates inconsistent engagement across agencies and that a lack of 

collaboration plagues school-based transition planning (Johnson et al., 2002; Morningstar et al., 

2001).  As reported by Agran, Cain, and Calvin in 2002, vocational rehabilitation counselors 

often are not a part of school-based transition meetings, and agencies work in silos to coordinate 

transition services.  In the current system, it is no one agency’s responsibility to ensure that 

young people with disabilities receive the information necessary to plan for PAS in higher 

education, which may be why participants often did not receive timely information or received 

inaccurate information. 



208 
 

 Research indicates that very few rehabilitation professionals are trained in transition or 

feel competent to address transition-specific issues in clients.  Recent findings indicate that 

vocational rehabilitation counselors are not consistently trained to deliver transition services and, 

while they value such training and services, overall do not feel prepared to support transition-age 

youth (Plotner & Fleming, 2014; Plotner, Trach, & Strauser, 2012).  Perhaps this helps to explain 

the negative experiences participants reported with vocational rehabilitation counselors in this 

study.       

 Engaging in higher education is not easy – it is a hard road that only the most savvy and 

resourceful young adults are able to successfully navigate, and this was seen during recruitment 

when close to 2,000 young adults were invited to participate in the study but only nine responded 

and met inclusion criteria.  This study focused on youth who had “made it” and succeeded in 

higher education and employment, providing unique perspectives about their path this success.  

Despite multiple barriers to the pursuit and completion of postsecondary education, youth with 

severe physical disabilities can be successful in college and complete bachelors and advanced 

degrees.  Participants reported positive social experiences in college and a great deal of personal 

and professional growth, supporting previous research findings.  Higher education played a vital 

role in preparing participants for employment, independent living, and engaging meaningfully in 

their communities, and these findings confirm previous studies that have concluded higher 

education is an important step in the future success of people with disabilities (Fleming & 

Fairweather, 2012; Snyder, Dillow, & Hoffman, 2009).  

Limitations of the study 

 The results of the study must be considered within the context of certain limitations.  

While efforts were made to include a diverse sample of individuals, this was achieved for 
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geographic location, gender, and age, but not for ethnicity, race, or socioeconomic status. 

Disability is not the sole defining feature for the participants and one could logically assume that 

their experiences also are shaped by gender, race, ethnicity, and socioeconomic status.   Every 

participant in the sample is Caucasian and of middle-class background, and therefore the 

intricacies of ethnic, racial, and socioeconomic influences were unable to be captured and 

addressed in this study.  Most of the participants had parents who were college graduates, so the 

bias of college attendance inherently exists within the sample to some degree.  The inclusion of 

more first generation college graduates with physical disabilities could have added further depth 

to the understanding of how PAS influences higher education outcomes.  Four women and five 

men participated in the study and no themes emerged suggesting gender influenced their 

experiences and no gender-based differences between the participants were noted. However, this 

topic was not explicitly explored with participants.  Additionally, this was a retrospective 

analysis of the college experiences of youth with disabilities; as such, time may have played a 

factor in shaping their feelings about college experiences.  Further research is needed to better 

understand how these factors influence experiences with PAS and higher education, and it could 

be beneficial to interview current college students to gain a more accurate understanding of their 

experiences with PAS in “real time”.  

 Despite the limitations of working with a particularly homogenous sample looking back 

on their college experiences, the study has illustrated some important common experiences that 

young students with disabilities have with PAS during college and has relevant implications for 

rehabilitation and advocacy professionals, as well as future research. 

Implications for future research and professional practice 
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 While multiple agencies and programs exist to support young people with disabilities as 

they make the transition to college and support their PAS needs, this study illustrates that for 

these particular participants, participants who came from educated and well-off families in many 

cases, information about these agencies and programs are not readily accessible to all who need 

them.  Ultimately, how do we make college attendance and the coordination of PAS easier for 

youth with disabilities and their families?  What are the best models to facilitate the provision of 

transition services to youth with disabilities and how can the process be more inclusive of the 

multiple adult providers necessary for a successful transition to higher education?  The 

examination of collaborative models to provide transition services could give rise to the 

development of best practices and more standardized approaches to transition and support across 

states.   

 Moreover, the lack of experience with PAS prior to college elicits the question of 

whether providers should be encouraging the introduction of caregiving services to families and 

the use of outside providers during high school or earlier to provide youth with experience 

coordinating care prior to attending college.  While this practice would introduce PAS services to 

families during a time when parents are able to provide the vast majority of care for their 

disabled child, early introduction of PAS into the home could ease the transition to college for 

young adults with physical disabilities.  Recreational programs, such as the Muscular Dystrophy 

Association’s week-long summer camp, were identified as being important to prepare 

participants to use PAS later in life, suggesting that professionals should encourage involvement 

in these types of programs.  Research examining the impact these types of programs have on 

readiness for higher education and independent living could be beneficial.  Additional research 

also could uncover the benefits of such interventions by examining the differences between the 
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college experiences of youth who had PAS prior to college and those whose first experience with 

PAS was at college.   

 Most participants in this study had financial and emotional support from family to attend 

college, and parents expected the participants to pursue higher education.  Most participants 

strongly attributed their success in college to these factors.  However, this finding raises several 

additional questions. For example, what strategies can professionals use to work with families to 

build expectations of college attendance for youth with disabilities? How do we work with 

families to build expectations of college attendance for youth with disabilities where none exist 

or the family does not have sufficient resources?  Research examining the experiences of youth 

with disabilities who need PAS, and who completed college without significant family support 

and resources, could help inform future professional development in this area. Additionally, the 

young adults with disabilities who participated in this study had more sources of support to draw 

from during college than when they became employed, including access to more paid caregivers, 

informal supports, peer support, and financial assistance.  Further research could help identify 

how these types of support in higher education can be incorporated into the lives of employed 

young adults and work settings.  

 Further research is warranted to examine how to address the systemic issues faced by 

youth with disabilities who want to achieve success in higher education and how to begin 

reshaping low societal expectations of people with disabilities. Investing in education has shown 

to positively impact employment and a significant amount of resources were invested by VR on 

college attendance for five of the nine participants (Benshoff, Kroeger, & Scalia, 1990; 

Lindstrom, Doren, & Miesch, 2011; Loprest & Maag, 2007).  Yet, this raises the public policy 

question of what the return on investment is if the need to restrict income to maintain eligibility 
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for PAS, and ultimately restrict taxes paid into the system once employed, continues to exist; this 

warrants further study.  Pilot projects to encourage the pursuit of terminal and advanced degrees 

while addressing income limitations to qualify for PAS services could be proposed and studied.  

Further research is needed to ascertain the experiences of young adults who have pursued 

advanced degrees, the support necessary to do so, and to what degree income limits created 

barriers. Additionally, research that examines the experiences of current college students who 

use PAS could add depth to our understanding and address limitations of the retrospective 

analysis of this study. 

 Young adults with neuromuscular disease are willing, wanting, and capable to participate 

in higher education as a path to gainful employment; and while they sometimes experienced 

difficulties coordinating PAS during college, participants overall felt that they had an easier time 

recruiting caregivers and coordinating care during college than post-college, suggesting the need 

for further research focusing on PAS and the transition from higher education to employment.  

Attention to PAS access and support programs in the disability community could aide in 

breaking the cycle of poverty and dependence in the disability community.  With medical 

interventions and drug development contributing to significant increases in lifespan for people 

with once-fatal pediatric diseases, especially neuromuscular diseases, coupled with advances in 

technology to support people with physical disabilities, it is realistic to anticipate that the 

generation of students entering primary school now will have a longer lifespan, higher quality of 

life, and more opportunities to pursue higher education than their predecessors.  It also is 

reasonable to speculate that other young adults with physical disabilities outside of the 

neuromuscular community who use these services, interact with corresponding funding agencies, 

and are faced with similar life decisions, experience equivalent barriers and successes in making 
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the transition to adulthood while coordinating PAS.  Addressing systemic issues related to 

support and financing of PAS now will help prepare for this next generation and aid in creating 

an environment that sets them up for success, with young adults, their families, and the disability 

community fully engaged and playing a central role in reform efforts.   
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Table 1 

Participant Characteristics 

     

Age Diagnosis Highest Degree College PAS 

Funding 

Model Used 

34 Duchenne 

muscular 

dystrophy 

Bachelors Medicaid Waiver Consumer-

directed 

 

24 

 

Spinal muscular 

atrophy 

 

Bachelors 

Medicaid Waiver Agency 

 

29 

 

Spinal muscular 

atrophy 

 

J.D. 

 

Vocational 

Rehabilitation 

 

Consumer-

directed 

 

28 

 

Spinal muscular 

atrophy 

 

Masters 

 

Medicaid Waiver 

 

Consumer-

directed 

 

28 

 

Duchenne 

muscular 

dystrophy 

 

Masters 

 

Medicaid 

 

Agency 

 

35 

 

Limb-girdle 

muscular 

dystrophy 

 

Bachelors 

 

N/A 

 

N/A 

 

29 

 

Duchenne 

muscular 

dystrophy 

 

Masters 

 

Medicaid 

 

Consumer-

directed 

 

31 

 

Duchenne 

muscular 

dystrophy 

 

Masters 

 

None 

 

Parents  

 

33 

 

Limb-girdle 

muscular 

dystrophy 

 

Bachelors 

 

Vocational 

rehabilitation 

 

Consumer-

directed 
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APPENDIX F: THE INFLUENCE OF PAS ON EMPLOYMENT FOR YOUNG ADULTS 

WITH NEUROMUSCULAR DISEASE 
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Abstract 

Striking disparities exist in employment rates between young adults with disabilities and their 

non-disabled peers. This study is a qualitative analysis using a phenomenological approach to 

examine the lived experiences of young adults with neuromuscular disease and how their use of 

personal assistance services (PAS) impacted employment.  A series of three interviews were 

conducted with nine participants ages 24-35 with Duchenne muscular dystrophy, spinal muscular 

atrophy, and limb-girdle muscular dystrophy who have completed undergraduate and/or 

advanced degrees, are employed, and utilize at least 20 hours per week of paid PAS. Through 

coding and analyzing the transcriptions, five themes emerged regarding the experiences that 

young people with neuromuscular disease had with PAS and employment: (a) the importance of 

working to quality of life, which is made possible by PAS; (b) a high level of stress associated 

with coordinating PAS to support employment; (c) access to quality PAS is vital to employment; 

(d) a high level of informal caregiving by non-paid friends, family, and colleagues was used by 

most participants and often was crucial to supporting the pursuit of employment; (e) limiting 

PAS needs in the workplace. Two themes emerged related to how the participants’ experiences 

with PAS impacted their plans and ability to carry out those plans: (a) PAS limits the ability to 

be spontaneous; and (b) PAS limits geographic mobility, both of which impact employment.  

Four themes emerged regarding the ways in which existing policies and support services that 

impact PAS were perceived and experienced by those individuals for whom they were created: 

(a) income restrictions create work disincentives; (b) transportation is vital to employment and 

quality-of-life; (c) programs are complex and difficult to understand; and (d) stereotypes and 

discrimination influence employment.  

Keywords: physical disabilities, neuromuscular disease, employment, transition, PAS, 

caregiving 
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The Influence of PAS on Employment for Young Adults with Neuromuscular Disease 

 

 People with disabilities are significantly more likely to live in poverty than people 

without disabilities, and poverty has been shown to further exacerbate the effects of disability 

and chronic illness (Batavia & Beaulaurier, 2001; Longmore, 2003; Lustig & Strauser, 2007).  

Poverty has been linked to decreased quality of life, access to health care, social networks, and 

educational attainment.  Fifty-seven percent of people with severe disabilities report struggling 

financially and as having income less than $15,000 annually; employment is a main source of 

income for adults in developed countries and is an avenue to ascend from poverty (Kessler 

Foundation & NOD, 2010a).  According to the Kessler Foundation and the National 

Organization on Disability (2010), the employment rate of people with disabilities has remained 

relatively static since the passage of the Americans with Disabilities Act in 1990.  Furthermore, 

inordinate disparities exist in the employment rates between people with disabilities (21%) and 

non-disabled adults (60%).  These inequalities are intensified the more severe the disability, and 

only 4% of people who have a “very severe disability” are employed (Kessler Foundation & 

NOD, 2010b). 

 For youth with disabilities making the transition to adulthood, graduating from 

postsecondary education, and entering the job market, these are troubling statistics that beg 

further inquiry.  Youth with physical disabilities increasingly are able to participate fully in 

education and employment as a result of substantial advances in assistive technology and 

medical interventions extending their lifespan (Blum, 2005; Stumbo, Martin, & Hedrick, 2009; 

United States Government Accountability Office [USGAO], 2008).  Higher education is a 

crucial step to prepare for employment, and although still a cause for concern, the gap in higher 

education continues to decrease between youth with disabilities and their non-disabled peers; 
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college graduation rates are 19% for people with disabilities and 27% for people without 

disabilities. Among those pursuing graduate degrees, these disparities are even less, with 6% of 

people with disabilities achieving advanced degrees compared to 9% of their non-disabled peers 

(Kessler Foundation & NOD, 2010b).  This suggests that people with disabilities are becoming 

progressively more competitive in a 21
st
 Century knowledge-based job market (Kiernan & Hart, 

2011).  

 Employment often is seen as a gauge for the successful transition to adulthood (Magill-

Evans, Darrah, Galambos, & Nickerson, 2008).  Youth with disabilities generally want to engage 

in their communities and seek traditional adult roles, and 86% expect to pursue employment as 

adults; however, less than 30% of youth actually achieve this goal (Kiernan & Hart, 2011; 

Wagner, Newman, Cameto, Levine, & Marder, 2007).  Individual predictors of employment 

have been demonstrated in the literature, and youth who have higher cognitive abilities, personal 

determination, and self-efficacy, and lower levels of depression and severity of disability are 

more likely to be employed.  Family and community factors also have been shown to play an 

important role in employment, and youth with higher family support, use of technology, work 

experiences, and educational mainstreaming are also more likely to maintain employment as 

adults (Lindstrom, Doren, & Miesch, 2011; Magill-Evans et al., 2008; Wagner et al., 2007).  

However, in a study of predictors of employment for young adults with developmental motor 

disabilities by Magill-Evans et al. (2008), a large amount of the variance was unexplained, 

signifying that there is much that is still unknown about predictors of workforce participation for 

youth with physical disabilities.   

 For youth with severe physical disabilities who are making the transition to adulthood 

and engaging in higher education and employment, personal assistance services (PAS) are vital 



228 
 

to supporting daily activities; depending on level of need, these services could cost tens of 

thousands of dollars annually if paid out-of-pocket. These youth often rely on Social Security, 

Medicaid, and vocational rehabilitation programs for the necessary PAS funding to maintain 

employment.  Unfortunately, accessing funding programs for PAS support comes with its own 

set of challenges and there is a lack of awareness of these programs among adults with 

disabilities, families of youth with disabilities, and service providers (USGAO, 2012).  Programs 

of support for youth as they make the transition to adulthood have different eligibility criteria, 

often have long wait lists, have policies which vary across states, and require extensive 

documentation of disability, and as such, can be complex to understand and navigate, creating 

barriers to accessing this support (Kaiser Commission, 2000; O’Day, 1999; Social Security 

Administration [SSA], 2013; Stapleton, O’Day, Livermore, & Imparto, 2005; USGAO, 2012).  

Further complicating the transition to adulthood for youth with physical disabilities who use 

PAS, support programs are administered through four different government agencies – the 

Department of Education, the Department of Labor, the Social Security Administration, and the 

Department of Health and Human Services.  This results in both a macro-level as well as 

individual-level disjointed approach to supporting transition (O’Day, 1999; USGAO, 2012). 

 Once access to PAS has been attained, thereby allowing for pursuit of employment, 

adults with physical disabilities face work disincentives and income restrictions inherent in 

means-tested programs, which leave them economically vulnerable or may result in decisions to 

forego employment altogether, accept low paying jobs to meet income eligibility, or decline 

career advancement opportunities or promotions (Kregel, 2009; O’Day, 1999; Olney & Lyle, 

2011; USGAO, 2009). Social Security and Medicaid have a number of programs designed to 

encourage work and to transition off of government assistance, but few people with disabilities 
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are aware of the programs, like SSA’s Ticket to Work program, and less than 1% of people 

receiving assistance ever leave the program (Hernandez et al, 2007; Neri, Wong, & Harrington, 

2013; Schuster, Timmons, & Moloney, 2003).  According to the Kessler Foundation and NOD 

(2010), 23% of people with disabilities do not work due to fear of losing essential healthcare 

benefits, including the PAS support through the Medicaid program. 

 Despite barriers embedded in programs to support PAS, a small percentage of young 

adults with severe physical disabilities have maintained successful employment, although 

workforce participation and the lived experiences of young adults with neuromuscular disease 

remain largely unexamined (Schrans et al, 2013; Wolff, 2014).  Research indicates that the hours 

of PAS support approved through Medicaid programs are often not enough to support the in-

home and workplace needs of people with disabilities, and Medicaid policies do not authorize 

additional PAS to be allocated to support employment.  This forces young adults to have to 

ration their PAS hours between home and work (Grossman, Kitchener, Mullan & Harrington, 

2007; Neri et al., 2013). Other research demonstrates people with disabilities have difficulty 

accessing quality care, and that many have had experiences with verbal and physical abuse, theft, 

extortion, and carelessness at the hands of PAS workers (Curry et al., 2009; Grossman et al., 

2007; Kaiser Commission, 2004; Oktya & Thompkins, 2004; Seavey, 2011).  Furthermore, 

employed people with disabilities cite a shortage of PAS workers and lack of back-up providers 

for last minute staff cancellations as problematic and contributing to poor care (Grossman et al., 

2007; Neri et al., 2013).   

 According to a USGAO study in 2008, current programs of support for PAS do not 

reflect the “current state of science, medicine, technology, and labor market conditions,” and for 

young people with pediatric onset neuromuscular disease, the severity of their diagnosis is not 
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necessarily correlated with being able to work.  Pediatric onset neuromuscular diseases, such as 

Duchenne muscular dystrophy (DMD), spinal muscular atrophy type two (SMA), and certain 

types of limb-girdle muscular dystrophy (LGMD) typically result in severe physical disability by 

adulthood.  Duchenne muscular dystrophy is an x-linked disorder that affects males and is 

usually diagnosed around four and five years of age.  Boys with DMD typically lose the ability 

to walk between 10 and 12 years old, have progressive muscle weakness throughout the body, 

and can have fatal pulmonary and cardiac complications (Bushby et al., 2009).  SMA type 2 is an 

autosomal recessive genetic disorder usually diagnosed between 6 and 18 months of age.  

Children with SMA type 2 are never able to walk and have significant upper and lower body 

weakness, including pulmonary and swallowing insufficiency (Wang et al., 2007).  LGMD is an 

umbrella term for over 30 different genetic diseases, several of which are childhood-onset, result 

in progressive upper and lower body weakness, and have pulmonary and cardiac complications 

associated with them (Narayanaswami et al., 2014).  DMD and SMA were once-fatal in 

adolescence, but as a result of improvements in pulmonary and cardiac management (i.e. non-

invasive ventilation, portable ventilators, prophylactic cardiac medications and benefits from 

long-term steroid use), these youth can now live into their 20’s, 30’s, and beyond.  

 There are more opportunities than ever for people with disabilities, including those with 

neuromuscular diseases, to be a part of the workforce, but little information is available about the 

lived experiences of young adults with severe physical disabilities (Wolff, 2014).  This is 

necessary to guide policymakers in addressing the disincentives to work that individuals who use 

PAS confront, even as researchers note that fundamental changes in public policies are necessary 

to increase employment for people with disabilities and combat the structural barriers to 

employment currently in place (Burkhauser & Stapleton, 2004; Lopreset & Maag, 2007; Olney 
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& Lyle, 2011; Wolff, 2014).  This work examines the experiences of a unique group of 

individuals who do not occupy a dominant voice in the literature: people with neuromuscular 

disease who are successfully engaged in competitive employment, as well as several participants 

who are “on the cliff” or who are about to become disqualified for services because of their 

employment achievements, but who will not be able to afford PAS without financial support.     

 This study is a qualitative analysis using a phenomenological approach to obtain in-depth 

information about the lived experiences of young adults with neuromuscular disease and the 

meaning they attribute to their experiences with personal assistance services (Giorgi, 1997; 

Glesne, 2006; Seidman, 2006; Temple, Edwards, & Alexander, 2006).  Furthermore, this work 

deconstructs the notion of disability as incapacity and examines the experiences of the most 

severely disabled and their vocational viability as a result of modifications in their environment 

and access to PAS.   Specifically, the study is designed to elicit the perspectives of participants 

across four general areas of inquiry: 

1. The experiences that young people with neuromuscular disease have with PAS in 

employment;  

2. How experiences with PAS impacted their plans for the future and ability to carry out 

those plans;  

3. How existing PAS policies and support services are perceived and experienced; and  

4. How participants perceive other factors such as race, gender, and SES influence their 

PAS experiences and employment outcomes.   

Method 

Participants 
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 Purposive sampling was used for the study and interviews were conducted until 

saturation of data was reached (Marshall & Rossman, 2011; Seidman, 2006).  Four of the 

participants had a working relationship with the researcher prior to participating in the study.   

To be a part of the study, the individual had to have a neuromuscular disease, be between the 

ages of 23-35, not be able to transfer independently, and utilize at least 20 hours per week of paid 

personal assistance services. Participants also had to have graduated from a four-year college 

with a bachelor’s degree and be employed full-time or part-time.  

 A recruitment email describing the study was sent to twelve individuals known to the 

researcher who potentially met study inclusion criteria.  Of those, four participants agreed to be a 

part of the study and met the inclusion criteria.  An additional recruitment email was sent to 

1,896 individuals registered with the Muscular Dystrophy Association who have limb-girdle 

muscular dystrophy, Duchenne muscular dystrophy, spinal muscular atrophy, and congenital 

muscular dystrophy.  Of those, five additional participants contacted the researcher, met 

inclusion criteria, and agreed to be a part of the study, for a total of nine participants (see Table 

1).  All participants who met inclusion criteria were accepted to be a part of the study.  Saturation 

was reached at nine participants.  A written informed consent form was sent to all participants 

prior to the first interview.  Participants were asked to read and sign the informed consent, return 

the signed form via email, and during the first interview, the researcher reviewed the consent 

form and answered any questions about the study and participants’ rights.   

Procedures 

 A series of three interviews approximately seven days apart were conducted, with each 

interview lasting approximately 60-90 minutes each.  Because the nine participants live in seven 

different states across the country, phone interviews were conducted and audio recorded.  
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Questions were asked to encourage the participants to reconstruct their experiences with personal 

assistance services, making the transition to adulthood, employment experiences, and the 

meaning they make of their experiences (Seidman, 2006).   

 The first interview focused on the context of the participant’s experiences to gain as 

much information as possible about his/her use of personal assistance services throughout the 

transition to independent living and employment (Seidman, 2006).  The second interview 

reconstructed details of the individual’s daily life and present lived experiences related to the use 

of personal assistance services to support employment (Seidman, 2006).  Finally, the third 

interview reflected on the meaning the participant attributes to his/her experiences (Seidman, 

2006).  

 Pilot interview questions were circulated to a small group of four young adults with 

neuromuscular disease to ensure that the questions being asked would be likely to elicit the 

desired information and depth of responses.  Feedback from the focus group was incorporated to 

create the final list of structured interview questions used in the study.  

Data analysis 

 All interviews were transcribed by a third party and then checked by the researcher.  

Once reviewed by participants, the researcher carefully reviewed the interview transcripts to 

code the data, generate themes, and identify important connections among themes.  Coding 

categories were based on the data, marked on the hard copy interview transcript, coded a second 

time by researcher, and then recorded in an Excel document (Weis & Fine, 2000).  

 Throughout the interview process, theoretical and thematic memos and notes were 

generated, reflecting on interview content (Marshall & Rossman, 2011). All transcriptions and 

results were member checked, with the participants providing feedback at all stages of the study.  
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An audit trail was kept detailing all data, transcripts, process notes, coding, and analysis (Glesne, 

2006; Lincoln & Guba, 1985; Morse et al., 2002; Shenton, 2004).  Additionally, two colleagues 

with significant experience in the field of rehabilitation counseling audited the research (Cohen 

& Crabtree, 2006; Lincoln & Guba, 1985).   

 The researcher engaged in reflexivity through journaling during the study to examine 

how researcher perspectives shape the study and study conclusions (Cohen & Crabtree, 2006; 

Lincoln & Guba, 1985; Shenton, 2004).  As a result of over a decade of experience working with 

people with neuromuscular disease who are in need of personal assistance services, I held the 

belief that systemic barriers are largely responsible for the disparities in employment rates 

between people with disabilities and their non-disabled peers.  This study has both confirmed 

and challenged those assumptions.    

Results 

Experiences with PAS and employment 

 Through coding and analyzing the transcriptions, several themes emerged and  are 

presented below, by area of inquiry.  Five themes emerged regarding the experiences that young 

people with neuromuscular disease had with PAS and employment: (a) the importance of 

working to quality of life, which is made possible by PAS; (b) a high level of stress associated 

with coordinating PAS to support employment; (c) access to quality PAS is vital to employment; 

(d) a high level of informal caregiving by non-paid friends, family, and colleagues was used by 

most participants and often was crucial to supporting the pursuit of employment; (e ) limiting 

PAS needs in the workplace.  

 The importance of employment to quality of life.  All of the participants expressed the 

importance of employment to their quality of life and stated that this was made possible by the 
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support of paid PAS.  Participants felt that engaging in employment provided them with a 

purpose in life, the opportunity to give back, and social inclusion. When asked about the 

importance of employment, one participant felt that employment increased social inclusion and 

responded: 

 The whole point of having a job is to get out of the house.  There’s nothing worse than 

sitting at home by yourself. I like being out and about. 

 Participants acknowledged that without PAS, employment would not be possible and 

PAS influences all aspects of life, independent living, and community involvement for people 

with disabilities.  This is reflected in a young woman’s comments: 

 If it weren’t for my aide care I would not be as happy as I am.  I’m able to get to and 

from work. I’m able to get ready for work. It’s allowed me to live my life as much as 

possible even though my body is kind of breaking down around me.  It’s allowed me to 

have an arm and a leg by extension.  I’m a better person for it   I’m happy that I have this 

service. 

 Employment was deeply important to many of the participants, was a key component to 

living independently, and was a path for greater self-determination, as was acknowledged by a 

man with SMA:  

I'm not going to stop working. I'm never going to be that guy that’s on Social Security.  

To me being on Social Security means that you've given up. For me it's a matter of pride. 

You know, I worked my whole life to be here. If I wanted to go live on social security, why 

would I have bothered to do anything? I want to live a fulfilled life and have the freedom 

to do as much as I can with what I have, but I can't do that if I'm unemployed. Most 

people who are even kind of 20%  disabled as I am would be on social security. 
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 While employment seemed to be the “natural next step” for most of the participants 

following the completion of higher education, two participants with Duchenne muscular 

dystrophy articulated did not anticipate living into adulthood.  This meant that they did not 

prepare adequately in college to engage in employment, although both are currently employed. 

I picked my major in college because I thought I’d be dead by now, let’s be honest. A 

career was the last thing on my mind when I chose a major. If I wanted a career that 

there was a massively huge future from, I would have probably went into something else, 

but I didn’t think I would need it. 

 Internships were cited as leading to job opportunities for two participants and five 

participants reported having internships that were important to their career readiness and growth.  

While all of the participants currently are successfully employed in their fields of interest, two 

telecommute from home and four cited difficulties arranging workplace accommodations at 

some point in their career.  A teacher explains how her first job presented accessibility 

challenges:   

I did some substitute teaching, but I really didn’t like it. A lot of the teachers would leave 

vague sub plans and were not expecting someone in a wheelchair being in their room, so 

a lot of classrooms were not accessible. So it was just kind of a stressful situation to be 

going to a different school every day and not knowing how stuff was set up and what I’d 

be able to do in the classrooms. 

 Coordinating PAS to support employment created stress.  Employment helped 

participants feel like they were a productive member of society; however, holding a job was not 

without its own set of challenges and often came at a cost of great stress to coordinate PAS.  

Regardless of using a consumer-driven model of PAS or agency-based PAS, many participants 
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experienced challenges with coordinating care and recruiting quality caregivers. This stress 

appears cyclical and dependent upon the reliability and quality of caregivers.  As one participant 

points out, persistence is a key characteristic to cope with the stress. 

There's some days where it does feel like it's working okay, but there's days when it feels 

very, very stressful. I think the main thing is you just have to not to give up and just keep 

trying.  

 Of the nine participants, seven attributed their greatest stress to coordinating and 

managing PAS.  For some participants, stress was related to the quality of caregivers and 

staffing issues, but two participants reported that never being alone also caused stress. 

I think the hardest part is that I'm constantly having to be interacting with people all the 

time and it gets exhausting and for PCA's I don't think they understand. They want the 

hours to make it worthwhile to come to your house. Somebody's coming to my house to 

put me to bed and I really just want to go to the bathroom, brush my teeth, and go to bed. 

But because they need so many hours to be at my house, I'm exhausted and tired at the 

end of the day and I pretty much have to clean my house for two hours with a PCA so I 

can go to bed.  It's things like that, it gets tiring to always have to be directing somebody 

or doing something.  

 One participant felt that providers or paid caregivers who were unreliable did not always 

understand the participant’s responsibilities as employees.  At times, this negatively impacted 

employment for the participants. Six of the nine participants relied solely on paid caregivers to 

get them out of bed for work in the morning and five of the participants specifically mentioned 

the importance of having a reliable morning caregiver.  One woman reflects on the stress 

associated with this:    
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I don't really know how to describe that level of stress to somebody who's not dependent 

upon somebody else. It's hard sometimes to go to bed at night when you have a job and 

you're expected to be a professional and you don't know if the person who's supposed to 

wake you up is going to show up in the morning to get you out of bed. And a lot of times 

PCA's think that because you're disabled that your work is just going to be like oh, that's 

okay, we know you’re disabled, so it's not a big deal you can be late whenever you want. 

But it’s actually the exact opposite of that; because I am disabled, I need to prove myself 

over and over and over again. In spite of my disability, I will be a professional, I will be 

there, I will go above and beyond and do my job because everybody's constantly doubting 

you or that's my perception anyways. 

 Four participants reported issues with finding reliable morning caregivers and two 

women describe their experiences as follows: 

It started to cause a big problem when I had just gotten my job and the person that was 

supposed to get me up in the morning no-called, no-showed. So I was 45 minutes late to 

work.  

I just got hired for a job this summer, but the start time is at 7:30 so it's very hard for 

them to find a PCA who will come to my house at 5:30 in the morning. That makes it hard 

for me to choose to take job opportunities because I'm worried about what's going to 

happen with my PCA stuff and how that's going to make me look professionally if the 

PCA doesn't show up or is late. There's not like a get out of jail free card, you know.  

Three participants expressed being deliberate about who they placed in that morning shift in 

order to be on-time for work. 
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I never put somebody in on a morning who I don't trust, so the people that work mornings 

are typically my best folks so to speak. Those people know that if they don't show up that 

means I don't eat, I don't work, I don't pee and that will make me very upset. 

Having a good person in the morning also was enough to keep a participant working with an 

agency that they would otherwise normally leave due to issues staffing other shifts in evenings 

and weekends.  One participant describes this dilemma:   

I want to be finished with them and move on to somebody else, but I have a couple of 

people that work with them that I don't want to give up and that's how it is right now with 

the morning aide that gets me up to work. She has never missed a day in two or three 

years and it's super important that I have a reliable person in the morning because I 

cannot be late for work. I can get fired for being late too much because before her, they 

would just not show up and no call, no show. I woke up at like 8:05 - why am I still in 

bed?  My roommate luckily was still home, so she got me up for work really fast. 

  Two participants built in “incentives” to recruit and keep a dependable person in 

the morning to help support employment and counteract issues related to low pay by agencies.  

Five of the nine participants report having at one time paid an aide for time not worked. 

My agency doesn’t pay my aides well enough to want to come help in my house, so coming out 

for an hour isn’t really worth it to most people. Since getting up for work is extremely important 

and I need them to be on time, I told [the agency] that I needed two hours in the morning. That 

way [the aide] had the incentive of being there working and getting paid for two hours.  In 

addition to finding a reliable morning caregiver, the transition in caregivers or routine for any 

reason also can be  a cause of great stress and anxiety to participants, and four participants 

specifically discussed this during the interviews.  One participant reported that he actively 
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avoids any situation where the agency has to send a replacement for his regular caregiver. He 

says “even if it’s a good aide, I still have to get used to them and it’s just hard to do.”  One 

female participant articulated: 

I feel like it’s a little bit of scary every time you have somebody new in your home, 

especially if they’re putting you in bed. If I’m laying in bed, there is nothing I can do if 

they decide to rob my house or do something like that, so trust is a big issue.  

 Access to quality PAS is vital to employment.  PAS is a vital aspect of maintaining 

employment for participants.  In addition to providing for basic needs such as getting the 

participant ready for the day in their home so they can go to work, three participants reported that 

caregivers also assisted them in the workplace.  Aides came to a teacher’s classroom to help set it 

up for the school year, and caregivers drive or accompany two participants to and from work.  

Three participants have their caregivers assist them at work with bathroom breaks, office duties, 

getting into the building, or getting set up at his/her work station for the day.   

 Unfortunately reliable and consistent paid caregiving is not always easy to come by.  

Seven of nine participants expressed difficulties with the quality of PAS, regardless of using an 

agency or consumer-directed model of service.  One particular issue for two of the six 

participants using an agency to staff their PAS was that the agency had restrictions on hours of 

operation.  For one participant in a small town and only one agency available for PAS, this 

negatively impacted employment because the agency would not provide caregivers before 8 

a.m.  This meant that he had to find a job that did not require him to work before 10 a.m., 

significantly limiting employment options.  He now works from home and describes how this 

affects his employment and education:   



241 
 

Because I can’t get them here before 8 am during the week…8 is the earliest they start 

and sometimes I kind of feel hindered because I can’t really start doing like my job or 

schooling while they’re here most of the time, even if they’re done, because it just feels 

awkward to make them sit in silence in the living room.   

Another participant had to change agencies due to restrictive hours of operation that would not 

allow her to maintain employment.  

They actually sent us a letter saying they’d only staff PCA shifts between business hours 

like 8:00 to 5:00, which is ridiculous because if you use a PCA, you’re probably using 

them to get out of bed and get into bed. They also wanted the shift to be a minimum of 

four hours long per shift, so for example, if you worked at 8:00 in the morning, you’d 

have to have a PCA scheduled to come to your house at 4:00. 

 Such agency policies are restrictive to young, working adults and forced the two 

participants to choose between switching agencies and caregivers or modifying their 

employment and schedules.  Turnover and finding reliable staff were challenges that seven 

participants faced when coordinating PAS to support employment, and several participants had 

issues daily.  Three participants mentioned instances when they urinated on themselves due to 

staff not showing up and four participants reported instances of being “stuck in bed” or not 

being able to get into bed due to unreliable caregivers.  Another confessed that she feels she has 

to lie about what time she has to be at places so that when staff do not show up she has time to 

find another caregiver to assist.  One participant reports having 16 shifts not filled or last minute 

“call-offs” from the agency over the past month, resulting in daily stress to get her needs met.  

She explains: 
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 Well lately, it’s been a lot more stressful.  They (the agency) can't staff me appropriately 

and they give me last minute notice. It would cut out a lot of stress of not knowing if 

somebody is actually going to come or if I need to make alternate plans to figure out how 

I’m going to be able to go to the bathroom after the 10 hours that I haven't gone.  

One participant felt that unreliable caregivers were perhaps the biggest threat to her quality of 

life as a disabled person, more so than her physical health and disability. 

It’s the most frustrating thing about having a disability, to be honest. I don’t mind having 

a disability at all, but I mind having to rely on other people when they are not able to be 

reliable.   

 In addition to experiencing difficulty staffing PAS shifts, four participants expressed 

concerns about the quality of caregiving and recounted experiences where they were injured by 

caregivers, stolen from, or the caregiver refused to or was unable to do his/her job.   

 I've been injured countless times. The most exhausting part of it is waking up and 

knowing you're going to get your butt kicked and you have to smile through it. I try to 

keep a good humor. When people mess up, I don't yell at them. I understand that they're 

not trying to hurt me.  

 Two participants reported incidents when the agency sent a caregiver who was “wildly 

inappropriate” and was either on drugs or discussing substance use while working with the 

client.  Theft was also an issue that five participants have had to deal with.  One participant 

reported three separate incidences of being stolen from by paid caregivers, twice last year.  This 

seemed to be both a learning experience for the young adults and a side effect of having so many 

people coming in and out of the home, particularly when using an agency with high turnover in 
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caregivers.  One participant reported having over 60 caregivers in the past decade.  Two 

participants report: 

 I had to place cameras in my house because the cameras would check the random people 

that they’d send in.  

 

 We had a PCA who stole cash from us and then quit right after she stole from us, and we 

didn’t have proof it was her. Then she was caught stealing from another client, she 

actually stole thousands of dollars out of his savings account.  

 Participants also cited difficulty having caregivers who did not speak English well 

enough to understand the instructions they were being given. This was identified as an issue by 

three participants, including one man who was injured and had to call the paramedics.  

 He’s a very nice guy, he’s trustworthy. He needs the money, he needs the work, but he is 

a danger to my health. I’m trying to explain to him where the bandages are, where the 

gauze is, you know how to stop the bleeding because he had no idea. I tried to explain to 

him how you compress, he doesn’t understand, so I had to call the paramedics  It doesn’t 

matter how nice you are. If I have to call the ambulance over here, it’s not going to work. 

 Not all participants had difficulty staffing PAS shifts or finding quality caregivers. Three 

participants reported that they have been able to find ample caregivers to meet their needs, with 

one participant reporting that when he places an ad for an open position he receives 

approximately 150 inquiries.  He feels that his ability to create an advertisement that makes the 

job sound active and fun contributes to his success recruiting PAS.  Another participant  

speculates that the reason he is able to hire and retain caregivers is because he lives in a large 

metropolitan area populated by many immigrants who are willing to work hard and take pride in 
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their work, but also admits that he had difficulty staffing his PAS hours when living in rural 

areas during college.   

 Eight participants cited the low pay, lack of consistent hours and schedules, and the 

absence of benefits as barriers to obtaining quality PAS.  Several participants described their 

caregivers as “down on their luck individuals” who are poor and overall felt that their caregivers 

should be making much more than currently paid.   

They have to drive 25 to 30 minutes to get to my house and by the time they get there, 

they’re only here for an hour. That pay doesn’t even cover the gas that they used to get 

here. They don’t pay them any mileage so they’re sending the aides all over the city. 

They’re using all this gas and they’re really not getting paid anything. 

 

To be honest it's a temporary job at best. It's not something permanent. There are a few 

people that are PCA's permanently, but you can't live off of—$11 an hour is not very 

much. 

 In addition to wages and benefits, three participants cited unconventional work hours as 

adding complexity to recruiting and retaining quality caregivers, with one participant stating “I 

think it attracts a lot of people who have trouble holding down a traditional job.”  

Unconventional work hours coupled with caregivers trying to piece together enough shifts to 

make a livable wage often left participants walking a fine line between proving they need the 

amount of hours of care they are approved for, using those hours, functioning efficiently so that 

they can live their lives, and making the shift “worth it” for PAS providers.  One participant 

explains how this influences her daily life:   
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I think the main issue that always is coming up for me is that PCA companies are 

wanting PCAs to work longer and longer shifts to make it more worthwhile for them to 

make the drive to your house. And for somebody who works that isn’t very realistic 

because my average morning shift is about two hours long and there’s some PCAs who 

when they’ve asked them to work, they don’t want to have to waste the gas money to go 

somewhere to work for two hours.  So I feel like something needs to be done where either 

PCAs are compensated for gas mileage or something needs to change because when 

you’re dependent upon somebody for personal care, that’s what you want is your 

personal care taken care of – so you can go about your life and have a fulfilling life.  You 

don’t want somebody following you around for four hours out of your day when you 

don’t need them there just because they want the gas money, you know?  

One participant reported that if the caregiver gets her duties completed in an hour and the shift is 

two hours long, then he feels that he needs to sit and talk with the caregiver instead of getting on 

with his day.  In this situation, participants reported having to choose between caseworkers 

possibly taking approved hours away from the participant if they don’t use the entire two hours, 

filling the time, or engaging in fraudulent activities by dismissing the caregiver early and not 

reporting it to the agency resulting in them getting paid for time not worked.   

 Despite almost all of the participants having had difficulty with the quality of PAS, all of 

the participants also reported that they had received great care, too.  All participants have been 

able to recruit caregivers who they described as honest, flexible, respectful, and caring.  Eight 

participants reported having long-term caregivers who had provided PAS to them for lengths of 

two to seven years, and one participant who has two long-term caregivers states: 



246 
 

I would say with both of my aides I feel like they are part of my family. My aide on the 

weekend, I would say he’s more like a friend because we share a lot of the same interests. 

My other aide, he’s been with me the longest, I feel like he’s a part of the family. 

 Elevated use of informal caregivers.  Ultimately, a participant’s ability to find and 

retain reliable caregivers affects his/her ability to maintain steady employment and have his/her 

basic needs met. Participants did not report having unmet needs per se, but reported using a high 

amount of informal caregiver supports from friends, family, and roommates. Three participants 

live with their parents, two of whom use their parents for evening and overnight assistance on a 

daily basis; two of the six participants who live on their own report a time when they relied on 

friends, family, or roommates for back-up caregiving when an aide cancelled or did not show up.   

Four participants reported using informal caregiving to directly support employment.  

Interestingly, one participant uses his approved 8 hours a day of PAS for support in the 

workplace and lives at home with his parents so they can provide morning and evening 

caregiving support.  One participant reported having a family member physically assist him carry 

out his employment responsibilities, while another participant calls her mother on the rare 

occasion she needs to go to the bathroom while at work.  A third participant recalls:   

When I did my student teaching I always arranged to be at school where another person 

was from my class.  We would drive together because I didn’t have my license, but my 

family had a van so my friends could drive the van with the ramp in it so I could go to my 

student teaching.  

  Having parents who are aging created a reluctance to rely on parents and 

produced an awareness that they will not always be available as a physical support to most of the 

participants, especially for the two participants who live at home.  The age of parents and their 
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ability to continue to provide physical care for their children was discussed by seven of the nine 

participants.   

It’s an easy back up when things get desperate. But her back is getting worse and I don’t 

like asking her as much now.  I don’t want her to get hurt.   

My dad would work a whole day and he would still have to help me. I could see it was 

very tiring for him. He’s getting old, he’s going to be 60 soon.  It was too big a burden on 

my parents. 

While the majority of the participants reflected on the aging process and the decreased physical 

strength of their parents through aging, none of the participants reported having discussed a plan 

should the participant outlive his/her parents.  A participant who lives with his parents says: 

We never really sat down and really talked with the family about what we'd do. I kind of 

worry about even the next five years or so—you know, eventually at some point, it’ll be 

too hard for them, and I'd need to go somewhere else.  I would definitely need care giving 

more and I don't want to go to a nursing home. 

 Limiting needs in the workplace.  Although participants received support from both 

paid PAS and informal caregiving from friends and family, seven participants report limiting 

their need for assistance; this happens both in and outside of the workplace.  Four participants 

reported being careful about what they eat and drink during the work day to avoid using the 

bathroom at work.  These participants do not have PAS at work. 

It's hard because it only takes like 10, 15 minutes to have to go to the bathroom. To 

get someone to come to my work for once during the week for ten minutes is not going 

to happen. I can't even hardly get people to come for an hour sometimes. 
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Limiting food and drink intake has health consequences for the participants, and was specifically 

recognized as an issue by four participants.  One participant even reports having difficulty 

getting blood drawn due to dehydration.  Participants also report limiting their needs in the 

workplace by not wearing a coat to work during the winter months, not taking off their coat at 

work, and/or bringing items that they can eat without assistance, such as soup.  Other participants 

reported limiting their overnight needs, while five participants lived with other people – friends, 

roommates, or family - who could meet these needs if necessary. 

Well, I don't have any needs overnight, not like I need night care. Right now, when 

I’m using my bi-pap at night, I’m supposed to use like a nasal support, but since I'm 

by myself and I can't adjust it, it's not safe really to do that. There's been times when 

I've called a PCA because I had to go to bathroom, but a lot of times now…if you pee 

on yourself, you just pee on yourself. 

How PAS impacts plans for the future and ability to carry out those plans 

 Through coding and analyzing the transcriptions two themes emerged related to how the 

participants’ experiences with PAS impacted their plans and ability to carry out those plans. 

Participants had to plan their daily lives carefully and were unable to spontaneous.  Participants 

also experienced limited geographic mobility, which influenced employment for several 

participants. 

 PAS means limited ability to be spontaneous.  At a very basic level, the need for PAS 

means having to plan every detail of every day.  The lack of spontaneity and flexibility in 

schedule impacted employment for four participants.  Difficulties in scheduling PAS sometimes 

made it difficult to participate in last-minute work events, attend career networking opportunities 

and conferences, and it restricted work hours.  One participant’s employer mandates Saturday 
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work hours during particularly busy periods for the company.  In these circumstances, she 

chooses to extend her work day instead of work on Saturday because it is so difficult to change 

her PAS schedule.  Two participants explain the impact of PAS on their daily lives: 

Sometimes I feel like I'm stuck in difficult situations. For example, staying late at work to 

go to a meeting everybody else is going to or going home so I can go use the bathroom. If 

there's a meeting scheduled all of a sudden during the day and people are staying late 

and then, I'm supposed to stay late, but I also haven't used the bathroom all day.  

 

You know, I think the weird part is that for an able-bodied person when you ask them 

what are you doing next week they can let you know they’re going to work or they're 

doing this or they might have a big plan for a weekend. But I can tell you exactly what 

time I'm going to the bathroom every day for the next month.  Every single thing has to be 

so scheduled out, it makes it difficult to participate in a lot of normal day-to-day 

activities. 

 PAS impacts geographic mobility.  Along with employment, independent living was 

important to most participants and viewed as an age-appropriate achievement.  In addition to 

living on their own, five of nine participants expressed wanting to live in other states than the 

state in which they currently lived.  Participants wanted the geographic mobility to be able to 

seek employment, internships, advanced degree programs, and warmer climates in other states.  

Yet, the complicated nature of qualifying for programs, the paperwork involved, and the long 

waiting lists for PAS support were deterrents to pursuing opportunities in other states.  For 

participants who live in a major metropolitan area that includes multiple states, this is 

particularly problematic when looking for jobs. 
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The fact that each state has different Medicaid rules makes it so complicated.  I mean, it 

would be such a problem for me to even move across the river. It’s too complicated to 

move – you have to deal with state laws, counties.  If I moved I would probably have to 

do a lot of paperwork and stuff over again. I might have to get different aides. It’s very 

difficult. 

Among participants, eight commented on the difficulty understanding and navigating the 

different PAS programs in different states, creating a disincentive to move. Yet, three 

participants reported that moving states would increase their quality of life and eliminate the 

social isolation experienced during winter months. 

How existing policies and support services were perceived and experienced 

 When coding the data for how the existing policies and support services that impact PAS 

were perceived and experienced by those individuals for whom they were created, the following 

themes emerged: (a) income restrictions create work disincentives; (b) transportation is vital to 

employment and quality-of-life; (c) programs was complex and difficult to understand; and (d) 

stereotypes and discrimination influence employment.  

 Participants experienced income restrictions and work disincentives.  To qualify for 

PAS, participants could not make more than $2,000 per month or have more than $2,000 in 

assets or savings.  One participant had too much money in savings to qualify for Medicaid PAS, 

so the caseworker encouraged him to spend the money on a funeral plan.  He had to drain his 

savings account to receive services. Participants who made more than $2,000 per month 

participated in a pooled trust, kept cash in their house, and/or invested in their home in order to 

continue qualifying for services.  One participant reports: 
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I’m afraid that they’re going to take away my services, so I have to pull cash out and 

keep it in a safe at home. Every spring, I have to give them my bank statements from the 

last two months. 

Three participants use a special needs pooled trust to accommodate income restrictions and 

maintain Medicaid eligibility for PAS.  Each month, the participants contribute the amount of 

money to the trust to cover their “spend down” to qualify for Medicaid.  One participant had 

mixed feelings about participating in the special needs trust and felt uncomfortable with having 

to give her money to someone else to manage in addition to losing the money should she die. 

One of the stipulations with the Special Needs Trust is that if I were to pass away and 

there's still a balance within the trust that money goes back to the state.  It's sad. It's 

scary. I really wish that I would be able to have more say in that. I understand the idea 

behind it to cover expenses paid by the waiver, but on the other hand too, it's my money. 

It's my money I've earned over the years so it leaves a little bitterness in my mouth. 

 To qualify for Medicaid PAS services, participants reported feeling that they had to 

maintain a level of poverty.  If participants make one dollar over the income limit they lose their 

PAS funding and Medicaid eligibility.  Two participants were very close to this income limit and 

this influenced their career decisions. 

Within $60. Yeah, I'm not joking. I've purposely made it to the point where even if I 

wanted to, I could not take an extra day of work. My employer is very aware of—and I 

purposely allowed her to be aware of it, but they have really let me do as much as I can 

do without going over whatever it is I need as far as raises. 
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If I go a dollar over that amount they take the program away from me. People are saying 

well, why don't you just pay for it out of pocket? But my problem is that my staff cost 

about $45,000, okay.  I wouldn’t make anything if I had to take another $45,000 out. I'd 

have to quit my job and in that case the state would still be paying to take care of me. 

They just wouldn't be getting anything back and all the tax money that I used to pay, they 

wouldn't get that either. 

Two participants recalled a time that they made an employment decision based on the ability to 

maintain Medicaid eligibility.  One participant moved to a different state where the Medicaid 

Buy-In program had a higher income limit specifically so he could work in his field while 

maintaining eligibility for PAS and another participant has passed up opportunities for new jobs 

and promotions. 

And I didn't [apply for the job] because I knew that I would be making not significantly 

more money, but enough that would put me over what would be allowable under the 

waiver program. I think if I didn't need the aide care services, I probably would have 

applied for the job. I was fairly confident they would have hired me.   

 The income eligibility restrictions create disincentives for career advancement for 

participants.  This includes pursuing advanced degrees, which if put to use may put them over 

the income limit to qualify for PAS through Medicaid.  One participant completed his doctorate 

degree but was unable to claim it because the starting wage in his field with a PhD was too high 

and he would no longer be eligible for PAS.  Another participant anticipated having a similar 

problem if she goes to graduate school. 

I was not able to complete my graduate degree because I would be ineligible for personal 

care due to the starting wage of my field. That means I have all the coursework done, I 
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just didn’t claim it. When you get hired for a position they have a number in mind and 

that’s what they’re offering you.  I asked them, you know, is there any way I could lower 

my wage or, and they said well we can but we will demote you and it will go as a mark on 

your record.  But we can’t have you working doing this job making less than what we 

pay. 

 

If I choose to go to grad school, am I going to be able to implement that degree or a 

position that will allow me to move forward or up further?   But on the other hand, if I 

don't do that, then do I have the skills that will allow me to see an income that would 

afford being able to independently to pay for aide care, and that's why I feel like I 

struggle. If I were able to afford aide care independently, I would.  

When asked if they would do anything different if they did not have to consider income 

eligibility, one participant close to the income limit responded: 

I feel like maybe I would have taken a different route as far as work goes. In order for me 

to qualify for the aide care under the Medicaid or the amount of aide care that I need in 

my home, you have to meet the Medicaid waiver stipulations. So financially speaking, I 

think I would have probably accepted higher wages than what I'm currently making. I 

think the route of my career has been based a lot on whether or not I would be able to 

have aide care available.  

 Every participant articulated frustration related to not being able to save money, plan for 

retirement, or accrue assets under the Medicaid program.  Participants are unable to inherit 

money, married a non-disabled person with income, or receive other compensation for disability 

without significant risk of losing benefits and PAS. Income restrictions were recognized as a 
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major barrier to both planning for the future and being able to transition to paying for PAS out-

of-pocket.  If participants are not able to gain wealth and assets, they are not able to transition off 

of assistance, keeping them in a “poverty trap” and dependent on government programs to meet 

needs. 

I'd like to make the buy-in program about enabling folks and not punishing them or 

putting them in poverty. If you're taking a group of people that are traditionally 

underemployed and they're telling you that they want to work and that they're willing to 

go through hell and multiple decades of work to get to a place where they can earn and 

own something of their own, I don't understand why that's an issue for some people. I 

didn't have this dropped into my lap. I earned every bit of it, and I feel that I've earned 

income, I've earned my home, and I've earned my lifestyle just like anybody else. I would 

like to see happen where that's respected and encouraged and taught to folks who are 

younger that this is an option for you.  

 

 A lot of people still feel it’s a poverty program. They like to marry poverty with disability 

and any hint or whiff of someone with a disability enjoying their life or making something 

of themselves seems to be met with doubt and concern as if they're being defrauded or 

something - when the real people who are being defrauded are the ones with the 

disabilities. All of the rules that come attached to that were meant to make us 

impoverished; it’s not good for our lives. 

 One participant in the study paid for PAS out-of-pocket and did not confront issues 

related to maintaining program eligibility.  Paying out-of-pocket provided her a level of mobility 

in her career and economic advancement and freedom that other participants did not possess.  
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Her out-of-pocket expenses were approximately $14,000 per year, the lowest of all of the 

participants, and she has creatively been able to arrange PAS to afford assistance both at work, at 

home, and overnight.   

 Participants were not unanimous regarding whether or not they planned to stay on 

government assistance, but expressed that they did not perceive other options.  Six participants 

felt they would stay on government assistance while two participants expressed wanting to fund 

PAS on their own, but acknowledged that “getting off” government assistance was difficult. 

I feel like I fall somewhere in the middle. I’m not super wealthy enough to be able to 

afford $30,000 worth of aide care a year, but I'm also not to the point where I'm unable—

I mean I would be working much more on a daily basis with it, if the law allowed for that, 

but on the other hand, I'm unable to get to work without the aide care, so it's kind of a 

mixed bag.  

I’d like to do to be able to make enough money that I don’t qualify for these programs so 

I can pay for my own people. I have a reason—it actually, it bothers me to be on 

government stuff. I’ve always liked to be able to say I did something on my own.  

 Support programs are complex and difficult to understand.  Nine participants hailed 

from seven states, and as a result, were asked many clarifying questions about the programs and 

policies in their specific state.  At some point during the interview, all but one participant were 

unable to answer questions related to program policies and eligibility.  Some participants are 

more skilled than others in navigating policies and two participants have been involved in 

advocacy work for disability policy reform. 

I feel like I've figured it out myself. It's been difficult and I think I'm a smart person, and I 

can't imagine some other people how they even figure it out, it's just so complicated.  
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Some participants report not being aware that particular resources existed or the nuances of such 

programs, like having a choice between consumer-directed and agency-based models of care or 

being able to work while on Medicaid. 

When I first got into Medicaid, I had the understanding that I couldn't work and make 

money, but then we later found out that I can make money as long as it's not over a 

certain amount that Medicare or social security stipulates, which I think is 900 something 

a month.  So I don't know if they just didn't understand or they made some type of change.   

 Questions regarding eligibility, income, and assets were particularly difficult for 

participants to answer due to the complexity of the system.  Additionally, some participants were 

asked to recall eligibility details about programs they have been on for over a decade.  

Surprisingly, five participants were unaware of how close they were to income limits before they 

lost eligibility for the program.  Alternatively, the one participant who paid out-of-pocket for 

PAS was unsure if she could somehow qualify for the Medicaid Buy-In program.  As 

participants became more successful professionally and more progressed in their physical state, 

they had to constantly renegotiate their qualifications for the programs.  One participant reports 

trying to figure out whether a recent letter from Social Security closing his case would disqualify 

him for PAS funding: 

I was on social security and I still have a file with them, which they were not giving me 

any money considering I work. Now, that’s actually becoming an issue because they just 

gave me a letter saying that they want to close my file. I'll have to call the county and try 

to appeal that or figure out what the heck I should be doing. That's something I got to 

figure out exactly how it works.  
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 Participants often relied on caseworkers, social workers, and independent living center 

staff to guide them through the complexities of program eligibility requirements. Four 

participants remarked that sometimes caseworkers do not provide accurate information and 

recalled experiences when they were given incorrect information.  One participant states that 

“you can’t always trust what those people in authority say.”  Additionally, recertification for 

programs takes place on a regular basis, and participants report home visits with caseworkers 

taking place monthly, quarterly, and annually.  However, caseworker certification visits often 

took place during work hours, forcing participants to take off work to be recertified, and three 

participants reported last-minute rescheduling of visits as problematic. 

 To navigate the complex program policies a certain level of self-advocacy was necessary, 

and eight of nine participants exhibited strong self-advocacy skills throughout their interviews as 

they recalled negotiating with caseworkers, counselors, employers, caregivers, and PAS 

agencies. When asked how one develops these skills, one participant states “It’s one-part innate, 

one-part learned”.  Another participant who uses PAS in the workplace states: 

I kind of had to sort of negotiate having my aide come to work with me. That was a 

seen as sort of an unusual thing and I had to sort of explain to them my situation. 

That’s another skill - You’ve got to be very vocal and you’ve got to stick up for 

yourself. If they say – oh it’s going to be difficult for us to figure this out with an aide 

and working just say oh, I’ll just stop working.  You have to really stand up for 

yourself.  

A second participant who first used PAS during her freshman year of college reflects on how 

developing self-advocacy skills influenced employment and her well-being. 
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I think I was coming into my own skin. At that point, I had been working in this 

position at my job and I think work-wise I think I was gaining more confidence in 

myself knowing that if something’s not working out, you need to say something.  That 

took a few years, but, I do feel like my well-being, my safety, my anxiety, my whole 

life is much better now that I found my voice. It took a while.  

 The importance of transportation to employment.  Accessible transportation 

significantly impacts an individual’s social mobility, mobility within their community, and 

ability to maintain employment.  All participants commented on the importance of accessible 

transportation to their quality of life.  Accessible vehicles are expensive and, although vocational 

rehabilitation services at times will offer support to adapt vehicles and provide disabled driver 

training, the expense of the vehicle is the responsibility of the individual and requires a large 

investment.  Two participants received assistance from vocational rehabilitation to adapt their 

vehicles, and all nine participants received financial assistance from family to purchase an 

accessible vehicle.  One participant reports vocational rehabilitation paid for a joystick and 

modifications valued at $70,000; she reports that without VR, she would not have been able to 

pay for this, which allows her to drive to and from work daily.  Two participants are able to drive 

independently, six participants have their paid caregivers drive their vehicles, and four 

participants relied on paid caregivers to drive them to and from work.  However, PAS 

transportation policies vary by state and were restrictive for two participants in particular who 

lived in states where paid caregivers were not legally allowed to drive the vehicle as part of their 

duties. 

My aides are not supposed to drive me at all - that is actually against policy. I think it’s a 

stupid rule, my aides think it’s a stupid rule. If both of my aides could drive, it would 
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make life so much easier.  I mean, even in a place with great public transit, for someone 

with a disability, not all transit is accessible.  It makes it very difficult. I think the rule is 

there because most people they take care of are probably elderly and they are not going 

to work or anything.  I don’t want to have to break the law. 

 In order to access their community, healthcare, and employment, two participants 

basically had to break the law so that their aides could drive their vehicles.  One participant paid 

caregivers out-of-pocket to do so.  This policy was perceived as unnecessarily restrictive to 

participants and negatively influenced their quality of life. 

 Lack of employment support from VR counselors after college.  As shown in Table 2, 

vocational rehabilitation (VR) was used as a resource to participants primarily for support in 

college and with making modifications to vehicles; however, VR was perceived as offering little 

support for employment by participants.  

Actually VOC Rehab didn’t do crap really for me except to help me pay for a car, which 

I’m very grateful for, but since my parents have always made so much more than what 

they allowed for they never paid for anything for me. My parents paid out of pocket for 

everything. But they (VR) were always on my back for getting all my grades and 

everything every semester. 

VR did offer assistance to five participants to pursue higher education, ultimately to prepare for 

employment, but one participant had to petition to attend a college out-of-state that would lead to 

better employment opportunities.  These participants expressed frustration with the support 

offered from VR and felt that VR did not offer services commensurate with their college 

educations.  One participant felt that his VR counselor did not support his career vision and had 
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very few ideas of other employment opportunities. Another participant reflects on her experience 

with her VR counselor: 

It was a pretty big source of frustration for me, because I was required to go to meetings 

with them but I didn’t feel like they were able to help me. I felt like the worker I had 

talked down to me a lot, treated me like I was stupid. They would talk to me about 

common sense skills for interviews, what to wear to interview, and tips like that, which 

were things that I was well aware of having graduated from college, worked at a school, 

and done my student teaching.    

One participant feels that experience with VR are “all relative to the counselor” and says that 

“some are much better than others.” Two participants who have PAS in the workplace to directly 

support employment articulated that they felt like an “outlier” and an unusual client for their 

counselors because they were searching for careers and competitive employment as opposed to 

low-wage or entry-level positions. 

I was applying for jobs but I was required to meet with them because they were paying 

for my school and they were invested in whether or not I found work.  When I met with 

them it felt like they had never had to deal with someone with a disability who was 

looking for a [professional] job. So the tips they were giving me really didn’t apply to 

getting a job [in my field].  So it felt like they didn’t really know how to help me with 

things. They did nothing to help me find work. 

One participant reports that “VR required some convincing” to assist him with college and 

employment because of his prognosis, which created uncertainty about how long he would live.  

This participant decided to opt out of using VR as a resource.  Only one participant used VR to 

help adapt the workplace, but this attempt was unsuccessful. 
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Due to the investment VR made in the higher education of five of the participants, those 

participants were required to meet with VR counselors after graduation, but offered little 

assistance to put participants’ degrees to use in a competitive job market.  This was overall 

frustrating for participants and viewed as unnecessary and a poor use of the participants’ time 

and resources.  One participant went as far as saying “it’s like, what’s the point of Voc Rehab on 

some front.” 

 Stereotypes of disability pervade the workplace.  Six participants articulated beliefs 

that societal stereotypes and expectations about people with disabilities continue to pervade the 

workplace and influence the ability of people with disabilities to obtain employment.  Two 

participants recalled instances when they were directly affected by discrimination or stereotypes 

in the workplace.  One woman recalls an interaction with a coworker: 

So I explained to [my coworker] that I’d been applying for jobs, but hadn’t gotten hired. 

She said oh, that’s really surprising because I’d think with you being in a wheelchair, 

they’d hire you right away. I said if I get hired for a job I want it to be because they think 

I’m a good [candidate], not because I’m sitting in a wheelchair. 

 Other participants felt that the definition of disability as not being able to work, a key 

component to qualifying for PAS programs, is counterproductive to people with disabilities 

seeking careers. 

I think it has to do with ideas of what disability means to our culture. Often disability has 

to do with someone who got hurt on the job or something - there’s basically one 

definition of disability and that’s you’re not able to do work equals you are disabled.  But 

that is not the same position I’m in. I consider myself disabled but I do not consider 

myself unable to work.  
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 Other participants acknowledged that general stereotypes related to how people with 

disabilities are viewed by able-bodied employers and colleagues also creates work disincentives 

and makes seeking employment more difficult.  One participant feels “people judge people very 

quickly on their appearance and they see you” as less capable, and another participant feels that 

low expectations of people with disabilities would lead to employers hiring an able bodied 

person before a disabled person.  However, a third participant who works as an advocate in the 

disability employment field recognizes that societal stereotypes are not solely at play and states 

that “people with disabilities have limiting beliefs that they adopt as their reality.”  

 The majority of participants did not experience overt discrimination in the workplace and 

all are currently successfully employed.  However, several participants recognized the complex 

interaction of societal expectations and stereotypes about disability coupled with policies that 

limit earnings create disincentives for people with disabilities to engage in employment.  

Instead of dealing with trying to go to interviews and trying to impress people and trying 

to fight against all of that, it’s very easy just to get a disability check and stay at home 

and do what you like to do and enjoy your life instead of having all that stress. I know a 

lot of people with muscular dystrophy and a lot of them do not work or they have jobs 

where they work from home just for those reasons I just stated. It's just easier for them 

and it's convenient and they don't have to deal with people judging them.   

Discussion 

 The purpose of this study was to identify how the need for personal assistance services 

(PAS) impacts employment for young adults with the most significant physical disabilities, 

specifically neuromuscular disease,  in order to gain a greater understanding of how to empower 

other youth with disabilities to pursue employment..  The study recruitment proved challenging, 
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with only nine individuals volunteering for the study and meeting inclusion criteria, which 

suggests that youth with neuromuscular disease who complete higher education, are employed, 

and utilize PAS outside of their family is a small group. This study illustrates the myriad of ways 

the need for PAS both positively as well as negatively influences employment outcomes for 

these participants.  

 The participants in the study articulated the importance of employment to their quality of 

life, which supports previous studies illustrating the benefits of employment to people with 

disabilities (Fabian, 1992; Schur, 2002).  Traits such as motivation and persistence became 

increasingly important once the participant transitioned from college to employment; this 

transition was a game changer for the participants in this study.  Once leaving college and 

moving into the workforce, PAS became much more difficult to recruit and the quality of PAS 

decreased for several participants (Wolff, 2014).  Furthermore, the majority of participants 

actively limited their needs in and out of the workplace, at times sleeping without the appropriate 

breathing equipment, limiting food and water intake, and relying on friends and family for 

assistance.  As one participant stated, “we have to make it easier to assist people in the 

workplace.”  The experiences of participants reflected the current research base that exposes the 

low pay, high turnover, and variable quality of the PAS workforce; however, because PAS was 

seen by these participants as so vital to employment, they used creativity and went to great 

lengths to successfully coordinate their PAS (Curry et al., 2009; Grossman et al, 2007; Hagglund 

et al., 2004; Kaiser Commission 2004; Kaiser Commission 2008; Okatay & Thompkins, 2004; 

PHI, 2012; Seavey, 2011).    

 In addition to facing challenges in recruiting and staffing quality PAS, participants faced 

barriers related to maintaining eligibility for PAS services through government programs. While 
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this study examines the experiences of young adults who have achieved success in employment 

and make up a small percentage of working adults with disabilities, even the most successful 

young adults are trapped in a cycle of poverty and dependence on the government programs 

providing PAS funding (Loprest & Maag, 2007).  As evidenced by the experiences of the 

participants, young people with disabilities can be employed, but can only achieve wealth and 

financial success to a point.  The need for PAS significantly limits their ability to achieve higher 

levels of success in their career, as illustrated by participants’ experiences of work disincentives, 

marriage penalties, inability to save money, and other restrictive policies.  It is rare that upon 

graduation from college that a young person has a job lined up that affords them the ability to 

pay $20,000-$40,000 of caregiving costs; therefore, many employed young adults, such as the 

participants in this study, must make themselves eligible for Medicaid in order to obtain PAS.  

However, there is no clear path to transition from dependence on government programs and no 

programs exist to successfully bridge the gap between dependence and self-sufficiency, which 

has long been recognized within the research and rehabilitation community as an issue in need of 

attention (O’Day, 1999; Olney, 2007; Olney & Lyle, 2011; Stapleton et al., 2005; Winter, 2004).  

Programs such as the SSA Ticket-to-Work Program and Medicaid Buy-In program serve to 

weaken the link between income and eligibility, but participants in this study who accessed these 

programs still experienced restrictions on employment and income (Burkhauser & Stapleton, 

2004).  Furthermore, the participants’ experiences reflected a system of support that is too 

complex and thereby inaccessible and confusing to its clients (O’Day, 1999; Olney & Lyle, 

2011; Stapleton, O’Day, Livermore, & Imparto, 2005; USGAO, 201).  According to participants, 

the existing system does not support the career success and self-determination of people with 
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disabilities and therefore continues to be unable to offer a means of self-sufficiency and financial 

independence.  

 Despite the many systemic barriers to employment, all of the participants in the study 

found employment on their own without the assistance of vocational rehabilitation services.  

Vocational rehabilitation services were used by participants to primarily support college 

attendance and accessible transportation.  Investing in education has been shown to positively 

impact employment, and students with disabilities who receive VR services have been found to 

have higher GPAs during college, suggesting positive benefits of VR involvement (Benshoff, 

Kroeger, & Scalia, 1990; Lindstrom, Doren, & Miesch, 2011; Loprest & Maag, 2007).  

Participants in this study though found the involvement of VR counselors to be ineffective and 

frustrating, and mainly used VR services for financial support.  A significant amount of 

resources were invested by VR on college attendance for five of the nine participants; yet, this 

raises the question of what the return on investment is if the need for PAS limits the income, and 

ultimately taxes, of participants once employed.  In 2011, VR spent over $282 million on 

supporting postsecondary education in the course of a year, but the necessity of limiting the 

earnings means that their contributions back into the system through taxes are also limited 

(Institute on Disability, 2013).  As evidenced by the experiences shared by participants, if people 

with disabilities achieve career success and financial wealth, then under the current system 

people with disabilities will always be forced to choose between having daily needs met and 

advancing their career and earning income (Burkhauser & Stapleton, 2004).  Not all students are 

taking advantage of available VR resources though, as seen with four participants in this study 

and upwards of 70% of participants in other studies (Benshoff et al. 1990). 
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 Participants in the study felt that stereotypes and stigma related to societal expectations of 

people with disabilities still exist in the workplace; disability rights advocates feel that our 

current policies both mirror and replicate these societal stereotypes and expectations (Longmore, 

2003).    Other studies support the stereotypes and inaccessibility issues expressed by some, but 

not all, of the participants in this study, including the inaccessibility of work places, being judged 

by others as not being able to work, and being discouraged by previous difficulty finding 

employment (Hernandez et al., 2007; Neri et al, 2013; Stoddard & Krause, 2006; Temple, Mona, 

& Bleecker, 2000).   

 Even with the presence of these stereotypes, these nine participants were able to find and 

sustain employment despite their need for assistance with virtually all activities of daily living.  

As such, the definition of disability as the inability to work is outdated, partly as a result of the 

technological advances that have allowed people with significant physical disabilities to actively 

engage in everyday life, including education, employment, and community-based activities.  

However, public policies to provide financial support and services to people with disabilities 

have not evolved, and disability continues to be defined by an inability to maintain substantially 

gainful employment activity and be unemployed (Burkhauser & Stapleton, 2004; Longmore, 

2003).  This raises the question – is it wise public policy to spend billions of dollars each year to 

make people dependent on the government and limit their potential?  Research indicates a 42% 

lower chance of employment for those with early onset disabilities, such as neuromuscular 

disease, compared to adult-onset chronic health conditions, but this dropped to 8% when 

controlled for benefit receipt, suggesting that much of the disparity in employment rates between 

people with and without disabilities can be attributed to the receipt of government benefits 

(Loprest & Maag, 2007).   Burkhauser and Stapleton (2004) assert that only when policies are 
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enacted that eliminate the caretaker and medical model of providing services will this change.  

 The results of this study confirm previous examinations of employment barriers for 

people with disabilities, and endorses systemic reforms put forward by Burkhauser & Stapleton, 

O’Day (1999), Olney & Lyle (2011), and Stapleton et al. (2005), such as disrupting the link 

between income and health insurance, creating incentives for employers to hire people with 

disabilities, incorporating the ICF and transitioning to a functional definition of disability, 

increasing awareness of existing support programs, decreasing the complexity of program 

policies, and assuming all people with disabilities can work given the appropriate adaptations.   

Additionally, researchers suggest employing early interventions in transition planning, building 

incentives to work and save money into the existing system while providing benefits that provide 

a reasonable standard of living, addressing disability discrimination, and a single point of entry 

for all support programs.  Based on the results of this study and the experiences shared by 

participants, the following additional recommendations could greatly improve opportunities for 

employment:   

17. Build the expectation that all people with disabilities can be employed. This begins early 

in life, at the moment of diagnosis for some families with children who have pediatric-

onset neuromuscular diseases.  Engaging medical professionals and neurologists as 

partners in rehabilitation research and transition planning can assist to create expectations 

of children with disabilities achieving success in employment and education regardless of 

their physical disabilities.  Changing the language of diagnosis in the medical field could 

impact the expectations of people with disabilities. 

18. Initiate reforms in the PAS industry that aim to increase the quality of the PAS workforce 

available to people with physical disabilities.  This might include mandates to provide 
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compensation to PAS workers “on call”, compensation for travel time, the provision of 

livable wages for PAS workers, and payment for travel associated with caregiving duties. 

19. Address the needs of youth with physical disabilities who use PAS within vocational 

rehabilitation programs. This includes incorporating a disability studies perspective into 

counselor training programs, supporting more robust continuing education for counselors 

about the needs of transition-age youth without intellectual disabilities, a renewed focus 

on career planning and the identification of competitive jobs requiring advanced degrees, 

and incorporating young adults with disabilities more fully as partners in the employment 

planning process.  

20. Create competition for services and choice in providers.  Generating competition for VR, 

PAS, and other services within the marketplace could increase the quality of services 

provided, resulting in increased choices in services and self-determination for consumers. 

21. Reform programs to provide a path to transition off of government assistance.  Currently, 

no wrap around PAS programs exist for an individual to gradually assume the 

responsibility of funding their own PAS and exceeding the income eligibility by one 

dollar results in the loss of all benefits.  However, the establishment of a sliding scale 

program that allows the financial responsibility of PAS to gradually shift from 

government to personal funding could decrease overall program expenses, increase the 

tax revenue from which government programs could draw funding, and combat work 

disincentives inherent in the existing program; 

22. Standardize a subset of Medicaid policies across states to benefit employed individuals, 

such as mandating transportation be covered under PAS programs, a standardized 

definition of PAS in the workplace, and the implementation of reciprocal agreements 
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between states to make it easier for youth with disabilities to pursue the best employment 

or educational opportunities wherever the geographic location. 

Limitations of Study 

 The results of the study must be considered within the context of certain limitations.  

While efforts were made to include a diverse sample of individuals, this was achieved for 

geographic location, gender, and age, but not for ethnicity, race, or socioeconomic status.  

Research suggest there are gender and racial differences in career goals, training, and 

expectations, but this was not captured in this study (Lindstrom, Harwick, Poppen, & Doren, 

2012; Powers, Hogansen, Geenen, Powers, & Gil-Kashiwabara, 2008; Trainor, Lindstrom, 

Simon-Burroughs, Martin, & McCray Sorrells, 2008).  Every participant in the sample is 

Caucasian and of middle-class background, and therefore the intricacies of ethnic, racial, and 

socioeconomic influences were unable to be captured and addressed in this study.   Four women 

and five men participated in the study and no themes emerged suggesting gender influenced their 

experiences and no gender-based differences between the participants were noted. However, this 

topic was not explicitly explored with participants and perhaps would be more evident by 

examining the experiences of individuals who were not employed.  Disability is not the sole 

defining feature for the participants and their experiences are shaped by gender, race, ethnicity, 

and socioeconomic status.  Additionally, participants were asked retrospective questions about 

their experiences with PAS in higher education and reported that PAS was much more difficult 

to recruit currently.  The views of participants about their college experiences may have changed 

over time, and some participants graduated from college up to 12 years prior.  Further research is 

needed to better understand  experiences with PAS and employment and how that differs from 

the experiences of students using PAS to support higher education.  
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 Despite the limitations of working with a particularly homogenous sample, the study has 

illustrated some important common experiences that young students with disabilities have with 

PAS and employment, and has relevant implications for rehabilitation and advocacy 

professionals, as well as future research. 

Future Research 

 This study and many others have illustrated deficits in our current provision of 

community and in-home support for people with disabilities. Perhaps no part of the disability 

community feels the restrictions of the Medicaid and Social Security Administration programs to 

a greater degree than bright, motivated, and ambitious young people with physical disabilities 

requiring PAS who seek the same unfettered and self-determined success as their non-disabled 

peers.  Therefore, future research has the opportunity to test innovative new programs of PAS 

support that not just weaken the link between income and program eligibility, but break it.  

Policy initiatives that create work incentives and wrap-around PAS support within the Medicaid 

program offer unique research opportunities and can serve as a catalyst for people with 

disabilities to engage in valued roles in American society.  Research efforts focused on states 

with more liberal support programs and eligibility criteria could help establish a link between 

state policies and employment rates as well as identify best practices in which other states and 

Federal legislation can adopt. 

 Researchers suggest that the employment rate of those with disabilities who do not 

receive government assistance is comparable to employment rate of the non-disabled (Loprest & 

Maag, 2007). Only one participant in this study did not rely on government assistance for PAS 

and additional research examining how these individuals are able to coordinate and fund PAS 

out-of-pocket could provide insight to policymakers and others with disabilities who wish to 
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break the cycle of government dependence.  It may be particularly important to examine the 

experiences of those who have PAS needs and were able to transition from government 

assistance to self-sufficiency, although anecdotal evidence suggests this is a rare occurrence.    

 Additional research opportunities exist within the PAS workforce, as programs that raise 

the pay, benefits, and standard of living within this vital industry serve to also increase the 

quality of life of its consumers.  Further research examining how and why people with 

disabilities limit their needs in and outside of the workplace could also be particularly insightful, 

as would examining ways in which formal (paid) and informal (unpaid) physical support in the 

workplace can be more accessible to working adults with disabilities. 

 All but one participant in this study relied on government assistance for PAS which has 

shown to have a negative impact on employment; this raises the question – what makes these 

participants different and how can we foster these traits in other youth with disabilities?  In the 

absence of significant policy reforms, perhaps the single best thing we can do for youth with 

disabilities is to enhance their self-advocacy skills and help them “find their voice.”  Additional 

research is needed to explore how to build motivation, persistence, and self-advocacy skills in 

youth with disabilities to build in them the resilience to navigate such a complex system of 

support and the multiple barriers to success that exist within the current programs and policies. 

 The great majority of young adults with neuromuscular disease are willing, wanting, and 

capable of participating in gainful employment and while they are disabled, they do not consider 

that to mean they are unable to work.  Careful examination and modification of the rules and 

operating procedures of PAS access and support programs in the disability community could aid 

in breaking the cycle of poverty and dependence on government programs.  With medical and 

technological advances contributing to significant increases in lifespan for people with once-fatal 
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pediatric diseases, especially neuromuscular diseases, it is realistic to anticipate that the 

generation of students entering primary school now will have a longer lifespan, higher quality of 

life, and more opportunities to pursue competitive employment than their predecessors.  With 

this renewed understanding of the lived experiences of youth with neuromuscular disease who 

use personal assistance services to support employment, rehabilitation professionals can fully 

engage young adults, their families, and the disability community as partners in reform efforts to 

create a better system of support for people with disabilities and disrupt the link between poverty 

and disability. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



273 
 

References 

Baker, S.E. & Edwards, R. (2012). How many qualitative interviews is enough? Retrieved from 

the National Centre for Research Methods website: 

http://eprints.ncrm.ac.uk/2273/4/how_many_interviews.pdf 

Batavia, A. & Beaulaurier, R. (2001). The financial vulnerability of people with disabilities: 

Assessing poverty risks.  Journal of Sociology and Social Welfare, 28, 139-162. 

Benshoff, J., Kroeger, S., & Scalia, V. (1990). Career maturity and academic achievement in 

college students with disabilities. Journal of Rehabilitation, 40-44. 

Blum, R. (2005). Adolescents with disabilities in transition to adulthood. In Osgood, W., Foster, 

E., Flanagan, C., & Ruth, G. (Eds.), On your own without a net: The transition to 

adulthood for vulnerable populations (pp. 323-348). Chicago, IL: The University of 

Chicago Press. 

Burkhauser, R. & Stapleton, D.C. (2004). The decline in the employment rate for people with 

disabilities: Bad data, bad health, or bad policy? Journal of Vocational Rehabilitation, 20, 

185-201.  

Bushby, K., Finkel, R., Birnkrant, D., Case, L.E., Clemens, P.R., Cripe, L. … Constantin, C. 

(2009). Diagnosis and management of Duchenne muscular dystrophy, part 1: Diagnosis, 

and pharmacological and psychosocial management. Lancet Neurology, Online 

publication. doi:10.1016/S1474-44222(09)70271-6 

Cohen D. & Crabtree B. (2006).  Qualitative Research Guidelines Project.  Retrieved from 

Robert Woods Johnson Foundation website: http://www.qualres.org/HomeExte-

3704.html 

Curry, M.A., Renker, P., Hughes, R., Robinson-Whelen, S., Oschwald, M., Swank, P., & 

Powers, L. (2009). Development of measures of abuse among women with disabilities 

http://eprints.ncrm.ac.uk/2273/4/how_many_interviews.pdf


274 
 

and the characteristics of their predators. Violence against Women, 15, 1001-1025. 

doi:10.1177/1077801209340306 

Fabian, E. (1992). Supported employment and the quality of life: Does a job make a difference? 

Rehabilitation Counseling Bulletin, 36, 84-98.  

Giorgi, A. (1997). The theory, practice, and evaluation of the phenomenological method as a 

qualitative research procedure. Journal of Phenomenological Psychology, 28, 235-260.  

doi: 10.1163/156916297X00103  

Glesne, (2006). Becoming qualitative researchers: An introduction. Boston, MA: Pearson 

Education, Inc. 

Grossman, B., Kitchener, M., Mullan, J., & Harrington, C. (2007). Paid personal assistance 

services: An exploratory study of working-age consumer perspectives. Journal of Aging 

and Social Policy, 19, 27-45. doi:10.1300/J031v19n03_03 

Hagglund, K., Clark, M., Mokelke, E., & Stout, B. (2004). The current state of personal 

assistance services: Implications for policy and future research. NeuroRehabilitation, 19, 

115-120. 

Hernandez, B., Cometa, M.J., Velcoff, J., Rosen, J., Schober, D., & Luna, R.D. (2007). 

Perspectives of people with disabilities on employment, vocational rehabilitation, and the 

Ticket to Work program. Journal of Vocational Rehabilitation, 27, 191-201. 

Institute on Disability. (2013). Annual disability statistics compendium. Durham, NH. Retrieved 

from http://disabilitycompendium.org/cmopendium-statistics/vocational-rehabilitation 

Kaiser Commission on Medicaid and the Uninsured. (2008). Consumer Direction in Personal 

Assistance Services in Medicaid: A Review of Four State Programs (Research Report No. 

7757).  Retrieved from Kaiser Family Foundation’s website: www.kff.org 

http://psycnet.apa.org/doi/10.1163/156916297X00103
http://disabilitycompendium.org/cmopendium-statistics/vocational-rehabilitation
http://www.kff.org/


275 
 

Kaiser Commission on Medicaid and the Uninsured. (2004). Olmstead v. L.C.: The Interaction of 

the Americans with Disabilities Act and Medicaid (Research Report No. 7096). Retrieved 

from Kaiser Family Foundation’s website: www.kff.org 

Kaiser Commission on Medicaid and the Uninsured. (2000). Medicaid Eligibility for Individuals 

with Disabilities (Research Report No. 2150). Retrieved from Kaiser Family 

Foundation’s website: www.kff.org 

Kessler Foundation & National Organization on Disability. (2010a). Survey of the Employment 

of Americans with Disabilities. Retrieved from  

http://www.2010disabilitysurveys.org/octsurvey/pdfs/surveyresults.pdf 

Kessler Foundation & National Organization on Disability. (2010b). The ADA, 20 Years Later: 

Survey of Americans with Disabilities.  Retrieved from 

http://www.2010disabilitysurveys.org/pdfs/surveysummary.pdf 

Kiernan, W. & Hart, D. (2011). You have come a long way baby, but not far enough?  Journal of 

Vocational Rehabilitation, 35, 181-183. DOI:10.3233/JVR-2011-9568 

Kregel, J. (2009).  Work incentives planning and assistance programs: Assisting beneficiaries to 

obtain employment and reduce dependence on SSA benefits. Journal of Vocational 

Rehabilitation, 2009, 31, 1-9. 

Lincoln, YS. & Guba, EG. (1985). Naturalistic Inquiry. Newbury Park, CA: Sage Publications.  

Lindstrom, L., Doren, B., Miesch, J. (2011). Waging a living: Career development and long-term 

employment outcomes for young adults with disabilities. Exceptional Children, 77, 423-

434.  

http://www.kff.org/
http://books.google.com/books?hl=en&lr=&id=2oA9aWlNeooC&oi=fnd&pg=PA5&sig=GoKaBo0eIoPy4qeqRyuozZo1CqM&dq=naturalistic+inquiry&prev=http://scholar.google.com/scholar%3Fq%3Dnaturalistic%2Binquiry%26num%3D100%26hl%3Den%26lr%3D


276 
 

Lindstrom, L., Harwick, R., Poppen, M., & Doren B., (2012). Gender gaps: Career development 

for young women with disabilities.  Career Development and Transition for Exceptional 

Individuals, 35, 108-117. DOI: 10.1177/0885728812437737 

Longmore, P. (2003).  Why I burned my book and other essays on disability. Philadelphia, PA: 

Temple University Press. 

Lopreset, P. & Maag, E. (2007).  The relationship between early disability onset and education 

and employment.  Journal of Vocational Rehabilitation,26, 49-62. 

Lustig, D. & Strauser, D. (2007). Causal relationships between poverty and disability. 

Rehabilitation Counseling Bulletin, 50, 194-207. Doi:10.1177/00343552070500040101 

Magill-Evans, J., Darrah, J., Galambos, N., & Nickerson, C. (2008). Predictors of employment 

for young adults with developmental motor disabilities. Work: A Journal of Assessment, 

Prevention and Rehabilitation, 31, 433-442. 

Marshall, C. & Rossman, G. (2011).  Designing qualitative research.  Thousand Oaks, CA: Sage 

Publications. 

Morse, J. M., Barrett, M., Mayan, M., Olson, K., & Spiers, J. (2002). Verification strategies for 

establishing reliability and validity in qualitative research. International Journal of 

Qualitative Methods, 1.  Retrieved from http://www.ualberta.ca/~ijqm/ 

Narayanaswami, P., Weiss, M., Selcen, D., David, W., Raynor, E., Carter, G. …Amatao, A.A. 

(2014). Evidence-based guideline summary: Diagnosis and treatment of limb-girdle and 

distal dystrophies. Report of the Guideline Development Subcommittee of the American 

Academy of Neurology and the Practice Issues Review Panel of the American 

Association of Neuromuscular & Electrodiagnostic Medicine. Neurology, 83, 1453-1463. 

doi:10.1212/WNL.0000000000000892 



277 
 

Neri, M., Wong, A., & Harrington, C. (2013). Barriers to use of workplace personal assistance 

services to support employment in California. Journal of Disability Policy Studies, 23, 

207-214. Doi:10.1177/1044207311433205 

O’Day, B. (1999). Policy barriers for people with disabilities who want to work. American 

Rehabilitation, Spring-Summer 1999, 8-15. 

Okatay, J. & Tompkins, C. (2004). Personal assistance providers mistreatment of disabled adults. 

Health and Social Work (29), 177-188 

Olney, M. (2007). Caught in a social safety net: Perspectives of recipients of Social Security 

disability programs on employment. Journal of Applied Rehabilitation Counseling, 38, 5-

13. 

Olney, M. & Lyle, C. (2011). The benefits trap: Barriers to employment experienced by SSA 

beneficiaries. Rehabilitation Counseling Bulletin (54), 197-209. DOI: 

10.1177/0034355211400209 

Paraprofessional Healthcare Institute. (2012, May). America’s direct care workforce: Facts 3. 

Retrieved from http://www.phinational.org/fact-sheets/facts-3-americas-direct-care-

workforce-0 

Powers, K., Hogansen, J., Geenen, S., Powers, L., & Gil-Kashiwabara, E. (2008). Gender matters 

in the transition to adulthood: A survey study of adolescents with disabilities and their 

families. Psychology in the Schools, 45, 349-364. Doi: 10.1002/pits.20297. 

Schrans, D., Abbott, B., Peay, H.L., Pangalila, R.F., Vroom, E., Goemans, N.,…Seavey, D. 

(2013). Transition in Duchenne Muscular Dystrophy: An expert meeting report and 

description of transition needs in an emergent patient population.  Neuromuscular 

Disorders, 23, 283–286. 



278 
 

Schur, L. (2002). The difference a job makes: The effects of employment among people with 

disabilities.  Journal of Economic Issues, 36, 339-347. 

Schuster, J., Timmons, J., & Moloney, M. (2003). Barriers to successful transition for young 

adults who receive SSI and their families.  Career Development for Exceptional 

Individuals, 26, 47-66. Doi: 10.1177/088572880302600104 

Seavey, D. (2011). Caregivers on the front line: Building a better direct-care workforce. Journal 

of the American Society on Aging, 34, 27-35. 

Seidman, I. (2006). Interviewing as qualitative research: A guide for researchers in education 

and social sciences. New York, NY. Teachers College Press. 

Shenton, A. (2004). Strategies for ensuring trustworthiness in qualitative research projects. 

Education for Information, 22, 63-75. 

Social Security Administration. (2013). 2013 Red Book: A summary guide to employment 

supports for people with disabilities under the Social Security Disability Insurance and 

Supplemental Security Income programs. Retrieved from Social Security Administration 

website: http://www.socialsecurity.gov/redbook/eng/TheRedBook2013.pdf 

Stapleton, D., O’Day, B., Livermore, G., & Imparato, A. (2005). Dismantling the poverty trap: 

Disability policy for the21st century. Policy brief, Employment and Disability Institute 

Collection, Cornell University. Retrieved April 4, 2009, from 

http://digitalcommons.ilr.cornell.edu/cgi/viewcontent.cgi?article=1124&context=edicolle

ct 

Stumbo, N. J., Martin, J. K., & Hedrick, B. N. (2009). Personal assistance for students with 

severe physical disabilities in postsecondary education: Is it the deal breaker? Journal of 

Vocational Rehabilitation, 30, 11-20. 

http://www.socialsecurity.gov/redbook/eng/TheRedBook2013.pdf


279 
 

Temple, B., Edwards, R., & Alexander, C. (2006). Grasping at context: Cross language 

qualitative research as secondary qualitative data analysis. Forum: Qualitative Social 

Research, 7(10). Retrieved from http://nbn-resolving.de/urn:nbn:de:0144-fqs0604107 

Trainor, A., Lindstrom, L., Simon-Burroughs, M., Martin, J., McCray Sorrells, A., (2008). From 

marginalized to maximized opportunities for diverse youths with disabilities.  Career 

Development for Exceptional Individuals, 31, 56-64. DOI: 10.1177/0885728807313777 

United States Government Accountability Office, Report to the Ranking Member, Committee on 

Education and the Workforce, House of Representatives. (2012). Students with 

Disabilities: Better Federal Coordination Could Lessen Challenges in the Transition 

from High School (GAO-12-594). Retrieved from 

http://www.gao.gov/assets/600/592329.pdf 

United States Government Accountability Office, Report to the Ranking Member, Subcommittee 

on Oversight of Government Management, the Federal Workforce, and the District of 

Columbia, Committee on Homeland Security and Government Affairs, U.S. Senate. 

(2008). Federal Disability Programs – More Strategic Coordination Could Help 

Overcome Challenges to Needed Transformation. (GAO-08-635). Retrieved from 

http://www.gao.gov/new.items/d08635.pdf 

Wagner, M., Newman, L., Cameto, R., Levine, P. & Marder, C. (2007). Perceptions and 

expectations of youth with disabilities: A special topic report of findings from the 

National Longitudinal Transition Study – 2 (NLTS2). (NCSER 2007-3006). Menlo Park, 

CA: SRI International. 



280 
 

Wang, C., Finkel, R., Bertini, E., Schroth, M., Simonds, A., Wong, B. … Trela, A. (2007). 

Consensus statement for standards of care in spinal muscular atrophy. Journal of Child 

Neurology, 22, 1027-1049. doi:10.1177/0883073807305788  

Weis, L. & Fine, M. (2000). Speed Bumps: A student-friendly guide to qualitative research. New 

York, NY. Teachers College Press. 

Winter, M. (2004). Public policies and vulnerable populations.  Human Ecology, June 2004, 10-

13. 

Wolff, J. (2014). The intersection of PAS and higher education for youth with neuromuscular 

disease. (Doctoral dissertation, University of Arizona). 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



281 
 

Table 1 

Participant Characteristics 

     

Age Diagnosis Employment 

status 

PAS Funding Model Used 

34 Duchenne 

muscular 

dystrophy 

Full-time Medicaid Buy-In Consumer-

directed 

 

24 

 

Spinal muscular 

atrophy 

 

Full-time 

Medicaid Waiver Agency 

 

29 

 

Spinal muscular 

atrophy 

 

Full-time 

 

Out-of-pocket 

 

Consumer-

directed 

 

28 

 

Spinal muscular 

atrophy 

 

Full-time 

 

Medicaid Waiver 

 

Consumer-

directed 

 

28 

 

Duchenne 

muscular 

dystrophy 

 

Full-time 

 

Medicaid 

 

Agency 

 

35 

 

Limb-girdle 

muscular 

dystrophy 

 

Part-time 

 

Medicaid 

 

Agency 

 

29 

 

Duchenne 

muscular 

dystrophy 

 

Two part-time 

jobs 

 

Medicaid Buy-In 

 

Agency 

 

31 

 

Duchenne 

muscular 

dystrophy 

 

Part-time 

 

Medicaid Waiver 

 

Agency 

 

33 

 

Limb-girdle 

muscular 

dystrophy 

 

Part-time 

 

Medicaid Waiver 

 

Agency 
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Table 2 

Vocational Rehabilitation Support 

     

Age Diagnosis Highest Degree VR Support – 

College 

VR Support - 

Employment 

34 Duchenne 

muscular 

dystrophy 

Bachelors Tuition 

assistance 

None – case 

closed 

unsuccessfully 

 

24 

 

Spinal muscular 

atrophy 

 

Bachelors 

 

None 

 

Accessible van 

modification and 

driving course 

 

29 

 

Spinal muscular 

atrophy 

 

J.D. 

 

PAS 

 

None 

 

28 

 

Spinal muscular 

atrophy 

 

Masters 

 

Van 

modifications, 

driving course, 

books, partial 

tuition 

 

None 

 

28 

 

Duchenne 

muscular 

dystrophy 

 

Masters 

 

Career 

counseling 

 

 

None 

 

35 

 

Limb-girdle 

muscular 

dystrophy 

 

Bachelors 

 

Tuition 

 

Tips for job 

seekers provided, 

but secured own 

employment 

 

29 

 

Duchenne 

muscular 

dystrophy 

 

Masters 

 

None 

 

Unsuccessful 

adaptation in 

workplace 

 

31 

 

Duchenne 

muscular 

dystrophy 

 

Masters 

 

None 

 

None 

 

33 

 

Limb-girdle 

muscular 

dystrophy 

 

Bachelors 

 

Tuition 

assistance, PAS, 

books, laptop 

 

None 

 

 


