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Disability is a core justice issue, 

but people with disabilities are often an afterthought where social justice is 

concerned. Unless you have a disability or a relationship with a person who has 

a disability, the barriers to full inclusion may not be immediately visible; but 

inherent bias and a lack of engagement of people with disabilities have led to 

separate, segregated service models that continue to isolate people with 

disabilities from the community and their typical peers. The “invisibility” of 

people with intellectual and developmental disabilities (IDD) to typical citizens 

has long been a marker for potential abuse and neglect.1 

Disability cuts across all segments of society. Even though an estimated 

sixty-one million American adults have a disability and about seven million Amer-

icans have intellectual and developmental disabilities (IDD), the challenges faced 

by people with disabilities remain largely hidden from view, and systems of 

support are often lacking.2 Opportunity exists to build neurodiversity and disabil-

ity into justice conversations.3 A recent study showed that 90 percent of compa-

nies had diversity priorities, but only 4 percent factored in disability.4 Certainly, 

the conversation about diversity, equity, and inclusion (DEI) is not a new one in 

the nonprofit sector. Increased consideration for “accessibility” is gaining trac-

tion as DEIA (diversity, equity, inclusion, and accessibility) reflects issues of 

ableism and sanism.5 It also signals greater attention and investment from 

nonprofit and other leaders. 

Person First, Disability Second 
The Road to  
Full Inclusion 
by  Nicol e  Z e r i l l o

■	 Shared language around the experience of disability is a starting point for having increased choices in the 
world. It also helps ensure people with disabilities are respected for who they are as people. Practice and 
policy must shift to become person-centered.
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abstract public policy area—has a “devastating effect” on 

an ongoing basis, according to a study out of the United 

Kingdom from 2018, showing that the perception gap of 

disability prejudice has more than tripled since 2000.13 

Negative perceptions of people with disabilities persist 

“from the seemingly benign to overt discrimination.” Dis-

playing “commonly held” attitudes, the study showed 

75 percent of respondents perceiving people with disabil-

ities “some or most of the time. . . needing to be cared for,” 

and 13 percent “hardly ever or never think(ing) of (people 

with disabilities) as the same as everyone else.” Negative 

perceptions of people with disabilities shifted according to 

the quality of relationships with those who had disabili-

ties—and were likened to “long-term contact” with other 

diverse populations. The disability charity Scope shared 

these results from a 2017 British Social Attitudes survey 

of “a nationally representative sample of around 3,000 

people,” focused in part on the experience of living in the 

United Kingdom.14 

Increased attention to the dominance of ableism and 

sanism is needed at a time when disparities that impact 

vulnerable populations continue to surface. For children 

with disabilities, the use of electric shock devices is still 

legal in several states, despite being deemed torture by the 

United Nations.15 In the past year, the Food and Drug Admin-

istration sought to ban such use, but was overturned by the 

United States Court of Appeals for the District of Columbia 

Circuit.16 Just as the Centers for Disease Control and Pre-

vention declared racism “an epidemic impacting public 

health,”17 children of color remain underdiagnosed with 

autism and developmental disabilities.18 

DISABILITY DISCRIMINATION
COVID-19 has spotlighted bioethical questions and the gaps 

in equitable treatment. Adults with disabilities who are as 

young as eighteen live in nursing homes or institutions due 

to a lack of home- or community-based alternatives in their 

state.19 During the pandemic, this setting exacerbated 

issues, ranging from higher infection rates to unequal 

access to vaccines to a lack of timely guidance on virus 

monitoring or social distancing.20 In such settings, deaths 

The structural exclusion and underfunding of disability programs create  
troubling outcomes that appear at each life stage for people with disabilities.

Broadly speaking, equity and inclusion initiatives have 

increased in prominence in the nonprofit sector in the wake 

of the movement against anti-Black racism, thanks to the 

activist efforts of the Movement for Black Lives (M4BL) and 

Black Lives Matter keeping antiracist work front and center. 

According to Nonprofit HR’s 2021 Nonprofit Diversity Prac-

tices report, Black Lives Matter “responses” inspired 

63 percent of 675 North American organizations to make 

“adjustments to prioritize/reprioritize diversity objectives, 

programs and/or initiatives.”6 Of the surveyed organiza-

tions, 28 percent also reported that they planned to increase 

or had increased their diversity budget.7 However, only 

6 percent had provided “ability-centered training.”8 

The structural exclusion and underfunding of disability pro-

grams create troubling outcomes that appear at each life 

stage for people with disabilities.9 Special education 

funding through the Individuals with Disabilities Education 

Act (IDEA) has not progressed alongside existing needs.10 

In 2020, Congress funded only 13.2  percent of its 

40 percent contribution—leaving states and local districts 

on the hook for $24 billion in costs.11 Like so much in the 

disability sector, service funding varies across individual 

states and becomes an annual advocacy charge to maintain 

or even meet the status quo.12

PUTTING THE PERSON FIRST
A justice lens begins with putting the person first when 

referring to the experience of disability: a person with devel-

opmental disabilities; a person who resides in a group 

home. It’s about acknowledging the experience of disability 

for a person rather than using a diagnosis to define a per-

son’s personality, interests, or goals. When possible, con-

sider not referring to the disability at all and just tell the 

story. Language goes to deeper issues that tie to visibility 

and the systemic exclusion of people with a disability. Some 

people live independently, in supportive apartments, in 

group homes, or with their families. How people with disabil-

ities process and engage with the world is as varied as the 

human experience itself. 

Society’s general unwillingness to engage people with dis-

abilities—as individual people rather than as some 
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Olmstead violations occur on an ongoing basis and are 

addressed by the U.S. Department of Justice (DOJ) and 

Department of Health and Human Services’ Office of Civil 

Rights (OCR).33 According to a 2019 report from the Med-

icaid and CHIP Payment and Access Commission (MACPAC), 

there were over fifty “integration matters” addressed by the 

DOJ in twenty-six states and D.C. from 2009 to 2016. The 

OCR “intervened,” “often with DOJ,” in more than “80 cases 

of Medicaid beneficiaries in institutional or segregated set-

tings as well as for persons at-risk of institutionalization or 

loss of community-based services.”34 

POLICY PERILS
Medicaid also funds direct care for people with disabilities. 

The professionals undertaking this work are known in the 

industry as direct support professionals (DSPs). The DSP 

role and term are not well-known outside of the disability 

sector. It’s a profession requiring talent and care of the most 

intimate parts of a person’s life. This lack of recognition 

unfortunately corresponds with “an average annual turnover 

rate of 45 percent” and “an average pay of $10.72 per 

hour”35—which, according to Nicole Jorwic, senior executive 

officer, state advocacy, and senior director, public policy, 

at The Arc—was a statistic from before COVID-19; since the 

pandemic, turnover probably even increased.36

“We are requiring people to be impoverished in order to 

access these services, and then on the flip side of that the 

workforce is not making a living wage,” said Jorwic.37 

These positions are primarily held by women of color.38 The 

Arc—as part of  the Care Can’t Wait coalition, which includes 

the National Women’s Law Center and TIME’S UP Founda-

tion—is advancing an agenda with requests including “the 

investment of $400 billion in Medicaid home and communi-

ty-based services.”39 

The Better Care Better Jobs Act brings to life the American 

Jobs Plan proposal for $400 billion in funding for home- and 

community-based services. Though not all of that money will 

support the DSP workforce, such an investment will begin 

the important work of improving supports for more than 

3.2 million Americans, including senior citizens and people 

Segregation, casual prejudice, and isolation continue to separate people with disabilities  
from full community inclusion and the opportunity to lead the lives they choose.

have been underreported.21 Disability discrimination also 

appeared in reported incidences of ventilator-use limits, 

triage biases, and denial of care.22 

Outside of pandemic realities and despite more than thirty 

years of the Americans with Disabilities Act of 1990 and its 

antidiscrimination mandate, people with disabilities remain 

one of the most vulnerable groups in the United States.23 

They are more likely to be unemployed, victims of crimes, 

and live in poverty.24 Thirty-eight percent of state and federal 

prisoners have at least one disability, according to a 2016 

Bureau of Justice Statistics report. Of those disabilities, the 

most common is a cognitive disability (23 percent).25 

Segregation, casual prejudice, and isolation continue to sep-

arate people with disabilities from full community inclusion 

and the opportunity to lead the lives they choose.26 Funding 

for services that assist people with disabilities to more fully 

participate in the community remains inadequate. Disability 

advocates campaigned for the Better Care Better Jobs Act—

currently under review by the Senate Finance Committee—

because it increased Medicaid funding for home and 

community–based services (HCBS),27 among other key 

investments, such as the direct care workforce.28

Community integration was advanced by the U.S. Supreme 

Court in Olmstead v. L.C. (1999), known as the Brown v. 

Board of Education of the disability rights movement.29 

Rejecting segregation and wide-spread institutionalization, 

the Olmstead ruling held that people with disabilities had 

the civil right to live in the community with state-funded 

supports30—albeit with approval from treatment profes-

sionals who determined that they met specific criteria. 

Under Title II of the Americans With Disabilities Act, such 

community-based services must be provided when medical 

professionals find it “appropriate,” and the person to be 

supported chooses such an option and “can be reasonably 

accommodated, taking into account the resources available 

to the State and the needs of others with mental disabili-

ties.”31 Yet the flexibility of Olmstead enables states to, at 

a “reasonable pace,” maintain ongoing waiting lists to “tran-

sition” people into the community; integration efforts con-

tinue to evolve via Medicaid access and funding.32 
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Socially enforced invisibility, isolation, and social barriers divide 
people with disabilities from their peers and endanger them. 

Bernard Baker, president of Self Advocates Becoming Empow-

ered (SABE), a national nonprofit, remembers the challenges 

of being in a chair and special education classrooms at a time 

when to be included in typical classrooms meant having to 

be carried up and down flights of stairs. After decades of 

advocacy across a number of states, Baker believes that 

normalizing the experience of disability is a value of compas-

sion and community that should begin in childhood. 

“[People] are afraid to ask you what happened, and they’ll 

sit there and stare at you. When I went to high school, a lot 

of people . . . were afraid to talk to me,” said Baker. “What I 

want people to understand is that we’re people first. Disabil-

ity comes second.”46

Hezzy Smith, director of advocacy initiatives at the Harvard 

Law School Project on Disability, agrees. Smith is a sibling 

advocate, has volunteered at Special Olympics, and sees his 

support of the disability sector as “always . . . just a part of 

life.” In addition to increasing meaningful self-advocate roles 

at provider agencies, Smith says that “people with intellectual 

and developmental disabilities need to be hired by those 

state and federal organizations to be quality control 

specialists.”47

Increased inclusion would lead to “a win-win, because the 

policy-makers, administrators, and auditors would have an 

array of people who could bring potential flags to their atten-

tion,” as well as “provide jobs to the people with intellectual 

and developmental disabilities to whom they’re paying lots of 

taxpayer dollars to just provide services,” said Smith.48  

For Smith, “Without it even being altruistic, it would make 

good business sense in a lot of these cases to get people 

with intellectual disabilities on boards, employ them as con-

sultants, and use their expertise to enhance whatever you’re 

offering.”49 

As a self-advocate, Baker, a father who dreams of opening 

up his own transportation company and has taught people 

who recently developed disabilities to ride the bus, is inter-

ested in more than a seat at the table. He wants to ensure 

that his voice is not only heard but also valued. For people 

uncertain about how to speak about the experience of 

with disabilities, to lead lives of increased independence and 

inclusion.40

For Jorwic, like many advocates, full integration in society 

remains a critical focus. Disability was part of the fabric of 

Jorwic’s life, from being a student in the “first included 

classroom in her school district” to being a sibling advocate 

for her brother, Chris. “There’s a huge deficit in understand-

ing in the general public of the disability experience . . . (and) 

of the history of the disability rights movement,” said Jorwic. 

“We need to make people comfortable with using language 

around disability and incorporating people with disabilities 

and their stories into things that aren’t necessarily about 

disability specifically.”41

This lack of understanding and shared language, according 

to Jorwic, also impacts policy-makers through inconsistent 

language provided by constituents when sending legislative 

requests and in data collection. For example, DSPs do not 

currently have a standard occupational code, which impacts 

workforce statistics.42 Data are also lacking around “the 

places where people with disabilities were living during the 

pandemic,” according to Jorwic.43 

“A lot of support for people with disabilities is funded through 

Medicaid, which is a federal program run by states. It’s called 

different things in different places. This leads to confusion 

for families and for media . . . (and) state and federal govern-

ment when it comes to data collection,” said Jorwic.44 In 

Illinois, community-based residences are called community 

integrated living arrangements (CILAs). New York, instead, 

has individualized residential alternatives (IRAs). Unsurpris-

ingly, “because of that variation, we don’t have a lot of 

national data when it comes to settings ultimately or during 

COVID specifically for people with disabilities.”45 

Socially enforced invisibility, isolation, and social barriers 

divide people with disabilities from their peers and endanger 

them. The divide begins almost imperceptibly in early child-

hood, when students with disabilities are placed on a sep-

arate track from their peers. This impacts the quality of 

education these students receive, which is also affected by 

race and class. 
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disabilities, Baker proposes that they “invite people with 

disabilities to come in and talk to their employers.”50 

■

Shared language around the experience of disability is a 

starting point for having increased choices in the world. It 

also helps ensure people with disabilities are respected for 

who they are as people. Practice and policy must shift to 

become person-centered. For individuals, signing up for 

advocacy alerts or following disability rights organizations 

online can help keep them informed about federal and state 

legislation, where lawmakers may need to see constituent 

support for disability issues. Organizations can join this call 

to action by developing training and evaluating gaps in their 

operations and culture. It’s a matter of placing value on 

different abilities and experiences. 

In order for deep change to take place, Baker insists that 

people with disabilities need a seat at the table. “People 

with disabilities need to be included in all segments of the 

government. And we don’t need to be included in the middle, 

when people are planning stuff for us; we need to be included 

from the beginning. When you leave out people with disabil-

ities and put them in the middle, then we’re lost—because 

we’re trying to fill in something that somebody else 

started.”51 
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