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There is a range of advocacy strategies that the Council 
will support, depending on the issue and the sense 
of urgency, as well as the history of ‘tried and failed’ 
approaches to determine which advocacy strategies will 
reach the goal of a group most effectively. The following 
was written by Anita Cameron of ADAPT. 
We thought it would be a good idea to 
share her thoughts on one of the many 
strategies available. 

Advocacy and policy training are great 
and necessary but there is a tool in the 
toolbox glaring all in the face, yet the 
advocacy and policy types don’t want to 
discuss or utilize it—direct action. All 
civil rights that we enjoy were gained by 
direct action, then, the policy stuff came 
into play. Hundreds, thousands of people, 
including children, marched, protested, 
and were jailed fighting for civil rights for 
African Americans. Some folks even gave 
their lives! How many suffragettes were 
beaten and dragged to jail for fighting for the right to vote? 
In the arena of disability rights, every major piece of dis-
ability legislation/rules was gained by direct action. Do any 
of you old-timers remember the 504 actions and sit-ins of 
the ‘70s? I was a small child, but I sure remember reading 
about them!

All I’m saying is this: Being nice has its place. Meetings 
have their place. Policy discussions are definitely impor-
tant and there are times for those, as well. There comes a 
time, however, when advocates realize that they’re being 
strung along, bamboozled, screwed, or when an oppo-
nent simply says “no.” That’s where direct action comes 
in. When, during a meeting at the White House, President 

Obama told ADAPT members “no” to including provisions 
for long term care in the Affordable Care Act, we didn’t 
shrug our shoulders, hang our heads and go home to 
pray. We walked out of that meeting and 99 of us chained 
ourselves to the White House gate and were arrested. 

That led to the inclusion of what became 
Community First Choice in Obamacare. 
I always find it infuriating that policy 
folks snub their noses at ADAPT and 
other movements like us, yet, gladly 
reap the benefits that we put ourselves, 
and sometimes, our lives on the line to 
get. Even worse, and I’ve experienced it 
firsthand, is when groups who normally 
have no use for ADAPT try to use us to 
protest for them. Ugh!

Look, I fully understand that direct action 
isn’t for everyone or every group. Really, 
I get it. I also understand that direct 
action isn’t always warranted; it, too, has 
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its place and time, and doesn’t always have to 
include civil disobedience. Direct action, when 
used correctly, can be a powerful and effective 
tool in the advocacy and activist toolbox. Even 
if it isn’t used eventually, it should be part of 
advocacy training.

Critically important to our movement is the 
inclusion of youth. Not just ages 18–30, but 
younger. And yes, they need to understand 
the concept and the importance of direct 
action so that they can understand what’s 
going on if, or when, they see their parents 
engaging in it. I see plugs for CCDC’s and DD 
Council’s advocacy and policy training. I’m 
going to put in a plug for the ADAPT Youth 
Summit. In fact, I’m going to invite youth 
and others to join our local ADAPT chapter. 
For example, Kyle Glozier of Pennsylvania 
ADAPT joined as a small child, and is now  
26 years old. There is a great article about 
Kyle in the Pittsburgh Post during his activity 
with the Showdown at the Constitutional 
Corral with Clint Eastwood. I watched him 
and his brothers grow up in ADAPT. There 
are children and teenagers born into ADAPT 
who haven’t missed an action, ever. They are 
real leaders and can’t wait to take on leader-
ship responsibilities. These kids have the full, 
unyielding support of their parents, many who 
have, themselves, been arrested doing civil 

disobedience with ADAPT. That’s the key. Our 
youth must have the support of their parents 
to be advocates and activists. Often, parents 
of kids with disabilities are very protective, 
but as parents, we have to teach our children 
to stand up for themselves; to be good self-
advocates. Not every young person will turn 
out to be a staunch activist, but don’t squash it 
if they do, particularly if they are adults.

So, my point is this: You cannot talk about the 
sacrifices of advocates in our movement and 
community without acknowledging the work 
of those of us who went all the way and went 
to jail for our resolve, for fighting for the rights 
of folks with disabilities. Our civil rights were 
not gained by policy alone, but by a combi-
nation of advocacy tools, most notably (and 
dramatically), direct action. Besides, at least 
in ADAPT, the strongest, fire-in-the-belly activ-
ists can make excellent policy folks. Just ask 
Bruce Darling and Dawn Russell!

Anyway, that’s all I have to say on this subject, 
and since I tend to offend people, I’m going to 
take the opportunity to apologize in advance. 
Those who know me know that I’m not inten-
tionally offensive; I simply speak my mind and 
stand by what I say.

FREE OUR PEOPLE!!!  
Anita Cameron

By Deane Beebe

PHI Michigan has released its survey findings on workers who support self-directing 
participants in two of Michigan’s Medicaid home and community-based services waiver 
programs: the MI Choice and Community Mental Health (CMH) self-determination 
programs.
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The surveys were conducted as part of an effort by Michigan 
state agencies to strengthen their self-direction programs 
(also known as consumer direction) by learning more about 
the workers who are hired and supervised by the program par-
ticipants. (The MI Choice program serves elders and people 
living with physical disabilities. The CMH waiver program 
serves individuals with intellectual and developmental disabili-
ties and mental illnesses.)

“While the consumer-directed option has become increas-
ingly preferable and grown widely throughout the nation, basic 
information and demographic data on workers who provide 
services and supports to self-directed program participants 
are scarce,” said PHI Michigan Senior 
Workforce Advocate Tameshia 
Bridges, who administered the 
surveys. “For the first time, with these 
surveys we are capturing information on 
job satisfaction, compensation, training 
needs and preferences and intention to 
stay, as well as demographic data that 
has traditionally been collected only on 
workers employed by agencies.”

Survey Findings
The surveys found that:

• More self-directed workers are 
family members in MI Choice 
than in CMH Waiver programs. In 
MI Choice, 49 percent of workers 
are family members, compared to 
only 27 percent in the CMH waiver 
programs. 

• Workers supporting self-
directing participants are, 
overall, satisfied with their jobs. As many as 58 percent 
of friends and family members providing paid support 
services in the MI Choice program and 63 percent of 
all workers in the CMH self-determination program 
expressed interest in working for another self-directing 
participant when the one they currently support no longer 
needs them.

• The majority of CMH workers supporting self-
directing participants believe that training in certain 
core competencies should be mandatory. While there 
are modest competency and training requirements for 
direct-care workers in both programs, survey respon-
dents from both programs identified care skills—bathing, 
toileting, eating, dressing; communication skills; and first 
aide, CPR, and universal precautions—as some of the 
many topics for which they would like more training.

• Common assumptions about family members and 
friends working in the Medicaid self-determination 
programs are not reflected in the survey findings.

• For example, most family member workers do not live 
with the program participants. Only 35 percent of family 
workers live with the participant they are paid to support.

• Additionally, family members do not do this work to reap 
substantial financial rewards from the program. In both 
programs, direct-care workers with no prior relationship to 
the program participant earned higher wages than family 
members.

The workers surveyed in both pro-
grams reported that transportation 
reimbursement and health care cov-
erage were lacking and problematic.

“Studies have found that securing and 
maintaining a workforce is one of the 
main barriers to delivering in-home 
services and supports,” said PHI 
Midwest Director Hollis Turnham. 
“With adequate data on the workers 
who provide services and supports to 
self-directed participants, Michigan will 
be better able to plan and build the 
direct-care workforce it needs to serve 
consumers who have chosen the 
consumer-directed option.”

“Findings from Surveys of MI Choice 
and CMH Self-Directed Workers 
Executive Summary” and the results 
of three companion surveys on the 
direct-care workforce that were 
administered to Michigan providers of 

Medicaid-funded HCBS programs are available on the PHI 
Michigan website.

The surveys conducted by PHI Michigan were supported by 
a grant from the Centers for Medicare and Medicaid Services 
(CMS) to the Michigan Office of Services to the Aging.

For more information on Michigan’s direct-care workforce, see 
“PHI’s State Facts: Michigan’s Direct-Care Workforce” and the 
“PHI State Data Tool.”

http://tinyurl.com/lkyljca

http://tinyurl.com/lkyljca
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Good morning. Thank you for joining us today as we announce a 
landmark settlement agreement between the United States, the 
State of Rhode Island, and the City of Providence, vindicating the 
civil rights of approximately 200 individuals with intellectual or 
developmental disabilities (I/DD). 

Today’s agreement is about opportunity. It’s about growth. And 
it’s about human dignity. That’s because today’s agreement 
centers on integrating people with disabilities into the engine of 
the economic mainstream: the workplace.

Work is a fundamental part of adult life for people with and 
without disabilities. It provides a sense of purpose, shaping who 
we are and how we fit into our community. Meaningful work—
becoming a contributing part of society—is essential to people’s 
economic self-sufficiency, as well as self-esteem and well-being.

Participation in the mainstream of American life was the goal 
of the Americans with Disabilities Act since its passage over 20 
years ago. The ADA prohibits state and local governments from 
segregating people with disabilities just because of their disabili-
ties.

For many people with disabilities, however, the tyranny of 
low—or no—expectations has cut off the opportunity to work 
alongside those without disabilities, in real jobs that pay a regular 
wage. Even 23 years after the ADA though, the State of Rhode 
Island and the City of Providence have allowed their low expecta-
tions to create a system that left people with disabilities no choice 
but to be separated from society in the sheltered workshops at 
Training Thru Placement (TTP) and the Harold A. Birch Vocational 
Program at Mount Pleasant High School (Birch).

What does it mean, to have “no choice?” For Steven Porcelli it 
means that a young man who worked in a real job after high 
school at a hardware store, could not—for the next 30 years—
escape a sheltered workshop setting where he earned less than 
$2.00 an hour doing work he disliked. Because the State only 
offered services for people with I/DD in segregated places like 
TTP, he could not return to integrated employment, even though 
he asked to leave over and over. Steven was trapped at Training 
Thru Placement for no reason other than the State’s choices.

TTP and the State made no 
effort to help Steven find a job 
that matched his strengths and 
interests. TTP had no incentive to do 
so. The company was a licensed provider of employment services. 
It got paid to have Steven there. It also got paid by outside busi-
nesses for his work. Meanwhile, TTP reported paying its workers 
with disabilities an average hourly wage of $1.57 per hour, with 
one individual making as little as 14 cents an hour.

As a result of its profits and the State’s support, TTP became one 
of the largest segregated employment and day providers in the 
state for individuals with I/DD. 

Speaking of day services: when Rhode Islanders with disabilities 
aren’t working, state law provides that they should get supports 
to participate in day activities that promote socialization and skill 
building. But the extent of the state-funded day services at TTP 
consisted mostly of playing cards, coloring and talking to other 
workers with disabilities at the facility.

Steven’s story is one that Rhode Islanders should feel sad about. 
But they should also feel angry because these people were robbed 
of years of productivity, learning, and contributing to their com-
munities.

And this story also played out over decades for many area high 
schoolers with disabilities. That is because the Birch Vocational 
Program was essentially a feeder for TTP—a direct pipeline. 

Most high schoolers spend four years in school. However, stu-
dents typically enter Birch at age 14 and do not leave until they 
are 21 years old. During this time, with few exceptions, the only 
work experience they have gotten is in an on-campus sheltered 
workshop. For seven years, these young people have spent 1–2 
hours during each school day—and sometimes longer hours, as 
well as Saturdays—working on contract piecework, just like at 
TTP. 

Students at the Birch sheltered workshop were paid between 50¢ 
and $2 per hour, no matter what job function they performed or 
how productive they were. Some students were paid no wages at 

Real Jobs for Real Pay for Rhode Island
Remarks As Prepared for Delivery by Senior Counselor to the 
Assistant Attorney General for the Civil Rights Division  
Eve Hill on the Americans with Disabilities Act

 PROVIDENCE, R.I.— June 13, 2013
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all. Such students spent hours a week placing buttons in plastic 
bags, only to have their work dumped back into a pile at the end of 
the day. 

Because of this training—indeed, cultivation—for life in a shel-
tered workshop, it is not surprising that in 26 years of operation, 
less than a handful of individuals transitioned into individual 
supported employment after leaving Birch. Instead, many ended 
up at TTP, where they often stayed for decades.

One mother of a Birch student who graduated this week observed 
that at Birch, her daughter “learned to fixate on what she can’t 
do, rather than what she can.” But, this mother continued, there is 
a lot out there that her daughter can do: “She is not a failure; she 
should have opportunities.”

The ADA requires government services for people with disabili-
ties to be provided in the most integrated setting appropriate for 
them. The Supreme Court decision making this requirement clear, 
Olmstead v. LC, has been called the Brown v. Board of Education 
of the disability rights movement. And nowhere is that more true 
than here. TTP and Birch demonstrate in every way that separate 
is not equal. 

I am happy to say, however, that all of the foregoing now defini-
tively belongs in the past. It is a new day in Rhode Island, and 
especially in Providence, for people with I/DD. The people with 
disabilities at TTP and Birch are capable of holding regular jobs—
individual jobs in typical work settings that pay minimum wage  
or higher. And they want to.  

Under today’s agreement, the State will help every person at 
TTP to find, get, keep, and succeed in real jobs with real wages. 
They will accomplish that by providing “supported employment” 
services.

Over the next year the State and City of Providence will also 
provide integrated transition services at Birch to prepare them 
to do the same: find, retain and succeed in real jobs when they 
leave school. Instead of sheltered workshop experience, students 
with I/DD will now get exposure to real-world internships, trial 
work experiences, and other services to ensure that after gradu-
ation, they can successfully move into community-based jobs, 
rather than to segregated settings like TTP. For young people like 
the ones who held their graduation ceremony at Birch this past 
Monday, this means the difference between “being dropped off 
a cliff,” as one parent described it to us, and having the kind of 
meaningful workweek or career to which we all aspire.

I am proud to say that through this agreement, the State of Rhode 
Island and City of Providence have truly embraced integrated 
employment for people with disabilities. Under this agreement, 
individuals will work, on average, in supported employment for at 
least 20 hours per week.

And when individuals are not working, they will have access to 
integrated day services to be able to enjoy doing the things the 
rest of America does when not working—recreational, social, 

educational, cultural, and athletic activities, out in the community, 
right alongside people without disabilities. 

Under this agreement those supported employment and inte-
grated day services will support a 40-hour work week. So—for 
the entire time individuals are not working—they will be offered 
the opportunity to participate in community-based, integrated 
activities. This is the first agreement reached by a public entity 
with the Justice Department to articulate and embrace this “full-
time integration” standard.

We are happy to acknowledge that, at this moment, Rhode Island 
has stopped providing services or funding for new participants 
at TTP’s sheltered workshop and facility-based day program, and 
the City of Providence has stopped providing services or funding 
to Birch’s in-school sheltered workshop. The State and the City of 
Providence are to be commended for swiftly tackling this problem, 
and I thank them for their cooperation as the Department of 
Justice continues its investigation of the remainder of the State’s 
employment and day activity service system.  

I would also like to extend thanks to the U.S. Department of Labor 
(DOL), whose Wage and Hour Division, as part of new strategic 
enforcement effort between the agencies, first alerted the Civil 
Rights Division to problems at TTP. Throughout our investiga-
tion, DOJ has worked closely with our counterpart to enforce the 
related provisions of the ADA and the Fair Labor Standards Act. 
DOJ and DOL share the common goal of ensuring that workers 
with disabilities receive meaningful employment opportunities 
and are equitably compensated for their work, according to the 
law. We are grateful for DOL’s assistance and look forward to 
continuing this important and productive partnership.

For far too long, people with disabilities who can and want to 
work and engage in all aspects of community life have been 
underestimated by public service systems that have had limited 
or no expectations for them. Under this agreement, things are 
now changing. 

Steven Porcelli is especially excited about now having the chance 
to achieve his 30-year goal of returning to work in the community, 
where he will have—I quote—“the opportunity to be with dif-
ferent people, to talk to different people, and to feel independent.” 
When asked what it would mean for him to work in supported 
employment, Steve responded, “it makes me feel good; it’s some-
thing that I’ve wanted to achieve for a long time . . . I just never 
thought things would change.” 

We believe that under this agreement, things will change for the 
better. At the same time, we recognize that unnecessarily segre-
gated employment and day services are the norm in far too many 
states. Unfortunately, the exploitation and tyranny of low expec-
tations we found at these two providers are an all-too-common 
result of the segregation of people with disabilities. That is why 
we at the Department of Justice will continue to work hard to 
fight this type of discrimination.
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In a few weeks, the American Psychiatric Association will 
release its new edition of the Diagnostic and Statistical 
Manual of Mental Disorders (DSM-5). This volume will tweak 
several current diagnostic categories, from autism spectrum 
disorders to mood disorders. While many of these changes 
have been contentious, the final product involves mostly 
modest alterations of the previous edition, based on new 
insights emerging from research since 1990 when DSM-IV 

was published. Sometimes this research recommended  
new categories (e.g., mood dysregulation disorder) or that 
previous categories could be dropped (e.g., Asperger’s  
syndrome).1

The goal of this new manual, as with all previous editions, 
is to provide a common language for describing psychopa-
thology. While DSM has been described as a “Bible” for the 
field, it is, at best, a dictionary, creating a set of labels and 
defining each. The strength of each of the editions of DSM 
has been “reliability”—each edition has ensured that clini-
cians use the same terms in the same ways. The weakness 
is its lack of validity. Unlike our definitions of ischemic heart 
disease, lymphoma, or AIDS, the DSM diagnoses are based 
on a consensus about clusters of clinical symptoms, not any 
objective laboratory measure. In the rest of medicine, this 
would be equivalent to creating diagnostic systems based 
on the nature of chest pain or the quality of fever. Indeed, 

The Way It Is
There’s a thread you follow. It goes among
things that change. But it doesn’t change.
People wonder about what you are pursuing.
You have to explain about the thread.
But it is hard for others to see. 

While you hold it you can’t get lost.
Tragedies happen; people get hurt
or die; and you suffer and get old.
Nothing you do can stop time’s unfolding.
You don’t ever let go of the thread.

— William Stafford 

Transforming 
   Diagnosis

     By Thomas Insel,  
Director of the National Institute of Mental Health,  

on April 29, 2013
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symptom-based diagnosis, once common in other areas of 
medicine, has been largely replaced in the past half century 
as we have understood that symptoms alone rarely indicate 
the best choice of treatment.

Patients with mental disorders deserve better. NIMH has 
launched the Research Domain Criteria (RDoC) project to 
transform diagnosis by incorporating genetics, imaging, 
cognitive science, and other levels of information to lay the 
foundation for a new classification system. Through a series 
of workshops over the past 18 months, we have tried to 
define several major categories for a new nosology (see right 
column). This approach began with several assumptions:

• A diagnostic approach based on the biology as well as 
the symptoms must not be constrained by the current 
DSM categories,

• Mental disorders are biological disorders involving brain 
circuits that implicate specific domains of cognition, 
emotion, or behavior,

• Each level of analysis needs to be understood across a 
dimension of function,

• Mapping the cognitive, circuit, and genetic aspects of 
mental disorders will yield new and better targets for 
treatment.

It became immediately clear that we cannot design a system 
based on biomarkers or cognitive performance because we 
lack the data. In this sense, RDoC is a framework for col-
lecting the data needed for a new nosology. But it is critical to 
realize that we cannot succeed if we use DSM categories as 
the “gold standard.” 2 The diagnostic system has to be based 
on the emerging research data, not on the current symptom-
based categories. Imagine deciding that EKGs were not 
useful because many patients with chest pain did not have 
EKG changes. That is what we have been doing for decades 
when we reject a biomarker because it does not detect a 
DSM category. We need to begin collecting the genetic, 
imaging, physiologic, and cognitive data to see how all the 
data—not just the symptoms—cluster and how these clusters 
relate to treatment response.

That is why NIMH will be re-orienting its research away 
from DSM categories. Going forward, we will be supporting 
research projects that look across current categories—or 
sub-divide current categories—to begin to develop a better 
system. What does this mean for applicants? Clinical trials 
might study all patients in a mood clinic rather than those 
meeting strict major depressive disorder criteria. Studies of 
biomarkers for “depression” might begin by looking across 
many disorders with anhedonia or emotional appraisal bias 
or psychomotor retardation to understand the circuitry under-

lying these symptoms. What does this mean for patients? 
We are committed to new and better treatments, but we feel 
this will only happen by developing a more precise diagnostic 
system. The best reason to develop RDoC is to seek better 
outcomes.

RDoC, for now, is a research framework, not a clinical tool. 
This is a decade-long project that is just beginning. Many 
NIMH researchers, already stressed by budget cuts and 
tough competition for research funding, will not welcome 
this change. Some will see RDoC as an academic exercise 
divorced from clinical practice. But patients and families 
should welcome this change as a first step towards “preci-
sion medicine,” the movement that has transformed cancer 
diagnosis and treatment. RDoC is nothing less than a plan 
to transform clinical practice by bringing a new generation 
of research to inform how we diagnose and treat mental 
disorders. As two eminent psychiatric geneticists recently 
concluded, “At the end of the 19th century, it was logical to 
use a simple diagnostic approach that offered reasonable 
prognostic validity. At the beginning of the 21st century, we 
must set our sights higher.” 3

The major RDoC research domains:

• Negative Valence Systems

• Positive Valence Systems

• Cognitive Systems

• Systems for Social Processes

• Arousal/Modulatory Systems
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Access Attributes 
Average annual cost of owning a car:  $9,498 (http://www.convergencepartnership.org)

Portion of federal transportation funding dedicated to highways:  80% (http://www.policylink.org) 

Who spends 42% of their total income on transportation:  People in the lowest 20% income bracket. 
Who spends 22% of their total income on transportation:  People in the middle income bracket.  
(http://www.sierraclub.org/sprawl/reports/transit_factsheet.pdf)

Percent of the 2 million people with disabilities who never leave homes because they have no access 
to transportation:  28 (http://www.aapd.com/resources/publications/transportation-disabilities.pdf)

The federal interagency initiative aimed at improving the availability, quality, and efficient delivery of 
transportation services for older adults, people with disabilities, and individuals with lower incomes:  
United We Ride (http://www.dol.gov/odep/topics/Transportation.htm)
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