
1

for Individuals with 
Developmental Disabilities

IssuesIssuesIssues
ProviderProviderProvider



2

Introduction
People with developmental disabilities may need a range of 
supports and services to remain living in their community. A 
provider is an agency or independent contractor who can 
help with services such as homemaker and personal care 
(HPC), nursing, adult day programs, respite, transportation, 
homedelivered meals, or other services. Each provider 
must be certified by the Ohio Department of Developmental 
Disabilities (DODD) to provide these services under one of the 
three Medicaid Home and Community Based Services (HCBS) 
waiver programs. If an individual has a waiver, they can use
the waiver to pay the provider an hourly rate for their services. 

Waiver programs improve quality of life for people with 
developmental disabilities and their families and strengthen 
communities by providing essential supports. By reducing 
unnecessary placements in nursing homes and institutions, 
waivers are highly cost-effective, make best use of tax dollars, 
and help create more inclusive communities.

This issue brief discusses provider issues that affect services 
available to people with developmental disabilities, family 
economic security, and the providers themselves. The 
brief concludes with recommendations for solutions to the 
challenges faced by the providers who are essential to the 
success of waiver programs and people with disabilities and 
their families.
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Provider Shortages
There is an increasing shortage of healthcare providers in the 
United States, creating a potential crisis for individuals with 
developmental disabilities. The 2020 “Case for Inclusion” found 
that states across the country face a caregiver “workforce in 
crisis” with turnover rates just under 70% in one state. Sean 
Luechtefeld of the American Network of Community Options 
and Resources said, “There isn’t a state in the nation where 
this is not a challenge.”1

Without the help they require to remain independent, people 
with developmental disabilities who need assistance are at 
significant risk, contributing to unreasonably long waiting lists 
for services and leading many people to reconsider more 
expensive segregated care models, like nursing homes and 
Intermediate Care Facilities. According to the President’s 
Committee for People with Intellectual Disabilities (PCPID), 
“solutions to the direct support workforce crisis are critical to 
ensuring that people with intellectual disabilities can live, work 
and contribute to their communities.”2
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Reasons for Shortages

Low pay rates and lack of employment benefits are one primary 
reason for the shortage of providers. According to the National 
Core Indicators (NCI) Staff Stability Survey of 2018, all direct-service 
providers’ median pay was $12 an hour.3 In Ohio, the median pay for 
all direct service providers was $10.51 an hour.4

Ohio is behind many states in rates of pay for direct-service 
providers. In Ohio, the average yearly salary of a certified nursing 
assistant is $27,040.5 32 states pay certified nursing assistants a 
higher salary.6 For a single person, this salary is 211.91 percent of the 
federal poverty level. For a single parent with two children, this salary 
is 124.49 percent of the federal poverty level.7 In this example, the 
family would qualify for government benefits like Medicaid and food 
assistance because of their low income. In fact, more than one-third 
of nursing assistants are eligible for government benefits despite 
their hard work.8

According to the NCI Survey, almost 30 percent of direct-service 
providers were not offered employer-based health insurance. In 
the same survey, nationally, 65.4 percent of direct service survey 
responders were offered an employer-based pension plan.9 
However, in Ohio, only 25.3 percent were offered the opportunity to 
participate in a plan.10

Pay and Lack of Benefits

$$$
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Working as a direct-service provider can be physically and emotionally 
demanding. Because individuals with developmental disabilities 
can also have physical disabilities, many service providers help 
with hands-on activities like bathing, lifting, transferring, toileting, 
mobility, and other physical activities. Most service providers work 
alone and may have no assistance in lifting or moving the people in 
their care. Between 40% and 48% of the home healthcare workers’ 
time may be spent in poor posture combinations, including forward-
bent and twisted postures associated with shoulder, neck, and back 
complaints.11 People’s homes do not typically have the equipment 
necessary to safely transfer or lift people, unlike in hospitals or 
nursing facilities, which is another factor that can lead to injury.

Working long hours can also contribute to high rates of physical 
injury for direct service providers. For example, being required to 
work overtime increased the odds of injury by 80 percent among 
nursing assistants.12

Further, individuals with developmental disabilities can also have 
behavioral issues that can be a risk to direct-service providers. 
According to the CDC, in 2007, America’s 896,800 home healthcare 
workers reported a staggering 27,400 injuries, including muscular-
skeleton injuries, accidents, and violence against providers.13 Direct 
service providers also risk getting sick from infectious diseases due 
to close contact with individuals with illnesses. The concern is even 
greater during public health crises like COVID-19.

Injury and Illness
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More than 2 million home healthcare workers across the U.S. provide personal assistance and health 
care support to older adults and people with disabilities in their homes and community based settings.14 
Most direct service providers work two to three jobs to make ends meet,15 and the median age of home 
health care workers is 45.16

Besides the physical challenges of working with individuals with developmental disabilities, there are 
concerns about how providers are treated on the job. Direct service providers may experience violence 
directed towards them, inappropriately heavy workloads and levels of responsibility, incivility and bullying 
by coworkers, supervisors or managers, long hours and double shifts, increased physical demands of 
the work, and sexual harassment. In one study conducted in Oregon, home healthcare workers reported 
high levels of workplace physical violence (44%), psychological abuse (65%), sexual harassment (41%), 
and sexual violence (14%).

Race has been reported as a factor in direct-service providers’ treatment and their overall job 
satisfaction. For example, according to the National Nursing Assistants Survey, Black nursing aides 
across job categories reported less perceived control, earned $2.58 per hour less, and worked 7.1 
hours on average more than their white counterparts.17

The challenges faced by home healthcare workers disproportionately affect women. Home healthcare 
workers are predominantly female (89%). Women of color are also disproportionately affected, with 
24.4% of home healthcare workers self-identifying as Black or African American, 20.0% as Hispanic or 
Latino, and 4.4% as Asian.18 Over one-quarter of home healthcare workers
were born outside the United States, but nearly 90 percent are U.S. citizens.19

Violence, Harassment, and Discrimination
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According to a report by PCPID, “low wages, scant benefits, limited 
training and lack of career advancement opportunities have resulted 
over the past 30 years in high turnover and vacancy rates throughout 
the long-term services and supports (LTSS) industry.”20 Over a year, 
more than half of providers will leave their job. According to the 
NCI Staff Stability Survey of 2018, the yearly national turnover rate 
of direct-service providers is 51.3 percent.21 The high turnover rate 
of direct service providers is especially harmful to individuals with 
developmental disabilities, who generally thrive with routine and 
consistency. 

High Turnover 

Homemaker and personal care services (HPC) often cannot be 
provided by a parent or family member for a child under 18 years of 
age. The Ohio Administrative Code explicitly states that parents of 
someone under 18 years old and family members living with them 
cannot be paid for HPC services for children receiving the SELF waiver. 
22 Under the Level One and IO Waivers, parents of minor children 
enrolled on those two waivers may be paid caregivers, if necessary 
and authorized through the person-centered planning process. 23 
However, DODD typically only permits this in limited circumstances. 
On April 17, 2020, DODD announced that parents of minors could 
be paid HPC providers in limited circumstances and only during the 
COVID-19 pandemic. DODD stated this “would only be permitted 
when there is an immediate need and the regular provider is not 
available or able, and when an alternate provider is not available or 
able, to provide waiver services during the state of emergency.”24 
Under ordinary circumstances, parents and family members cannot 
act as paid providers for children, limiting their options when they 
cannot find providers to serve their children. When parents cannot 
find a provider to serve their children, one or both may be forced to 
stay at home to provide care. This eliminates parents’ employment 
options and puts enormous financial strain on most families.

Parents and Family Cannot Act as Paid Provider 
for Children 
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Emily lives with her parents, Cori and Mark, in a rural county in Ohio. 
At age 14, Emily is very bright and capable but is challenged with 
sensory processing issues, communication problems, and difficulty 
feeding herself due to autism and general anxiety. Emily has been on 
the waiting list for a Medicaid waiver for nine years. During that time, 
Cori and Mark sought alternative community-based services and 
other funding sources to try to meet Emily’s needs. Emily has been 
receiving Multi-System Youth funding temporarily and was recently 
approved for a SELF waiver.

Emily’s parents want to find a provider so that Emily can learn to 
be more independent from her parents. Additionally, Mark works 
outside the home and Cori would like to work outside of the home, 
which has not been possible with Emily’s needs.

Emily and her parents reside in a small, rural county. There are very 
few providers who serve their county. Cori and Mark have found a 
provider based in a large city willing to serve their county. However, 
the agency will need to find and hire qualified local staff to provide 
HPC and other services to Emily. The agency has a high demand 
in their urban county. It often does not have enough staff to cover 
the time required to drive and provide services without hiring 
additional people. Even with the SELF waiver, therefore, Emily will 
not have access to the assistance she needs to move forward more 
independently due to a lack of providers for rural areas.

Emily’s Story 

Rural Issues
Finding a qualified service provider is especially challenging for 
individuals and families living in rural parts of the state. Although 
providers can get mileage reimbursed, it is more economically 
feasible to spend the time providing the greatest number of direct 
service hours, as opposed to traveling to provide fewer individuals 
with services.
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Coco and her aunt, Bianca, moved to Ohio from a western state. Coco is 30 years old and has been 
living with her aunt, who is also her legal guardian, for most of her life. Coco has been diagnosed with 
Cerebral Palsy, Autism Spectrum Disorder, Obsessive Compulsive Disorder, Pica, Developmental Delay, 
and a severe intellectual disability. Coco is non-verbal and can become very upset when she cannot 
communicate her needs. Coco can walk on her own, but she relies on Bianca to bathe her, dress her, 
and change her diapers. Coco requires 24-hour care due to her disabilities. Coco cannot be left alone 
because she poses a risk to herself and others. Coco’s behaviors include harming others and herself, 
picking at her skin, running away, and eating inedible or dangerous items. Coco also has insomnia and 
only sleeps two hours a night. 

When Coco moved to Ohio, her County Board of Developmental Disabilities evaluated her and found her 
eligible for their services. The County Board also chose to place her on a Level One waiver, the lowest 
level of funding and support of the three waiver programs. Coco began using her waiver to pay for an 
adult day program, which provided Bianca some relief. Bianca, however, felt that she was the best 
person to provide Coco’s care. Bianca became a certified independent provider for homemaker and 
personal care (HPC) services, which allowed her to receive some compensation for the extensive care 
she provides to Coco. This allowed Bianca to remain at home and care for Coco, rather than needing 
to find an outside job and hire a skilled service provider, which would likely cost more than she could 
make working outside the home. Because of Coco’s extensive needs, funding for her Level One waiver 
ran out six months into her waiver span. Coco was then granted some temporary emergency funding. 

With her ABLE attorneys’ help, Bianca appealed a Waiting List Assessment decision that determined 
Coco had current, but not immediate needs. In her case, the hearing officer found that Coco had 
immediate needs (needs that would not be met within 30 days) and ordered the County Board to take 
immediate action. At that time, the County Board enrolled Coco in an Individual Options (IO) waiver.

Under the IO waiver, Bianca could be compensated for more of her time caring for Coco through a 
service called shared living. As a shared living participant, Bianca gets paid a daily rate for her assistance 
on days when Coco does not use other services like respite, adult day programs, or homemaker and 
personal care services. This is a cost-effective and humane solution for a family facing big challenges 
and working hard to make ends meet.

Coco’s Story 

Options for Families
Some families have found creative options to be able to meet their needs. For adults, family members 
and caregivers may become paid direct-service providers by becoming certified by DODD. Additionally, 
the IO waiver can be used by someone who lives with an adult receiving the waiver to compensate for 
their time spent caring for the individual. This service is called shared living.
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Recommendations for Solving the Issues 
Discussed in this Brief

1. Increase pay rates and benefits for Home and Community Based 
Services providers.25

2. Technical assistance and financial grants through federal 
agencies to encourage states to implement technology solutions 
in long-term services and supports, such as remote monitoring, 
sensors, robotics, and smart homes. Better use of technology 
would create efficiencies, reduce costs, reduce injuries, and 
support community living for people with intellectual disabilities.26

3. The Ohio Department of Developmental Disabilities could deliver 
immediate relief with these policy changes:

• Allow parents or family members to act as paid providers for 
both children and adult recipients in the Level One and IO 
waiver programs.

• Allow Homemaker and Personal Care services to be 
conducted virtually to help address the shortage of providers, 
especially in rural areas.27

• Allow more than one household member to serve as a paid 
provider under the IO waiver’s shared living service to help 
reduce the need for outside providers.
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