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Note from the editor
We are pleased to feature an introduction and excerpt from the 

memoirs of NADD long-time friend and colleague Dr. Daniel Toma-
sulo, author of American Snake Pit: Hope, Grit and Resilience in 
the Wake of Willowbrook. Susan Jennings provides an impassioned 
defense of her son’s placement in a facility with a resulting improve-
ment in his quality of life. Dr. Jarrett Barnhill provides the first in 
a series of installments in his Neuroscience Review regarding de-
velopmental neuroscience and the emerging idea that psychiatric 
disorders may be neurodevelopmental in nature. Astrid Berry and 
Edward Seliger devote this month’s U.S. Policy Update to an over-
view of the three competency-based certifications available through 
NADD and Pennsylvania’s leadership in incorporation of these cer-
tifications in its plan to address the needs of individuals with in-
tellectual disability and co-occurring mental health disorders. Dr. 
Kendall Leser shares findings from his doctoral studies in the DSP 
Interests and Concerns column in which he provides implications 
for DSP practice to adhering to the Individual Service Plan while 
advocating for the rights of people whom DSPs support. The Fam-
ily Corner contains an interview by Sue Gamache of former NADD 
CEO and founder Dr. Rob Fletcher. In this interview he speaks 
about the impact of having a sibling on the spectrum and the influ-
ence of his experiences on shaping his career in dual diagnosis.

In addition to enjoying the rich contents of this issue, please 
consider sharing your work and studies with regards to individu-
als with intellectual disability and co-occurring mental health dis-
orders. I look forward to reviewing your submissions.

Lucy Esralew, Ph.D., NADD-CC
drlucyesralew@gmail.com
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Opinions expressed in the NADD Bulletin are not necessarily 
those of NADD or the Editors.

Professional Certification by NADD 
 

Raising the Bar 
 
NADD Competency-Based Clinical Certification 
 

Clinicians (master’s level and above; licensed professionals) can seek NADD 
Competency-Based Clinical Certification.  Clinical certification through the NADD 
Competency-Based Clinical Certification Program validates and provides assurance to 
people receiving services, professional colleagues, employers, and third-party payers 
that a clinician has met the standards established by NADD for providing services to 
individuals with IDD/MI 

 
NADD Competency-Based Dual Diagnosis Specialist Certification 
 

A Specialist in the field of dual diagnosis is defined as an individual who delivers, 
manages, trains, and/or supervises services for persons with intellectual/developmental 
disabilities and mental health needs.  NADD Competency-Based Dual Diagnosis 
Specialist Certification demonstrates the Specialist’s knowledge, skill, and competency. 

 
NADD Competency-Based Direct Support Professional Certification 
 

NADD has developed a program to certify the competency of DSPs who support people 
with a dual diagnosis (IDD/MI).  The goal of DSP certification through the NADD 
Competency-Based Direct Support Professional Certification program is to improve the 
quality and effectiveness of services provided to individuals with a dual diagnosis 
through the development of competency-based standards for Direct Support 
Professionals and through promoting their ongoing professional development. 

 

 
 

Information about NADD Certification Programs is available at 
http://thenadd.org/products/accreditation-and-certification-programs/  
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American Snake Pit
Dan Tomasulo, PhD, MFA, MAPP, Core Faculty, Spirituality Mind Body Institute, 
Teachers College, Columbia University

NADD: Where Hope Lives
I am pleased that NADD has invited me to write 

an intro with a brief sample of my memoir, Ameri-
can Snake Pit: Hope, Grit, and Resilience in the 
Wake of Willowbrook. I feel, in many ways, that my 
professional development and identity was forged 
around my connection with NADD. From the very 
beginning, the pioneering work that evolved out of 
Rob Fletcher’s leadership has sparked our collec-
tive imagination and inspired each of us to offer 
services, conditions, and research which have and 
continue to significantly improve the lives of the 
people with whom we work. 

I’ve watched as my colleagues developed di-
agnostic paradigms, training interventions, 
medical breakthroughs, community support net-
works, therapy protocols, evaluation tools, staff 
initiatives, and countless other improvements for 
those with compromised lives. NADD has been 
a beacon of light in helping create or advance 
best practices in the field. I’ve been privileged to 
contribute to this movement through the group 
model of interactive-behavioral therapy (IBT); 
writing about the criteria for post-traumatic 
stress disorder in the DM-ID; and more recently, 
by promoting the practice of principles of posi-
tive psychology into treatment and programing 
initiatives. The depth, breadth, and innovations 
of my colleagues at NADD serve as an ongoing 
source of inspiration and accountability. As a 
group, we’ve witnessed marginalized individuals 
transform from living in the worst conditions to 
a life of fulfillment, and I am proud to be part of 
such a dynamic group of professionals.

Along this journey, many of us have collected 
stories. The aggressive and offensive young man 
who gets—and holds—a job at the local fast-
food establishment, the introverted woman who 
becomes skilled at cooking a meal for her aging 
mother, the isolated senior who learns to dance. 
At conferences, dinners, and in private conver-
sations, we swap war stories and successes, fail-
ures and lessons, tragedies and triumphs. These 
stories are at the very foundation of what we 
do—and why we do it. 

The outside world rarely gets a glimpse into 
these unique and transformative narratives of 
hope, grit, and resilience. In many ways, the 
stories of courageous people with ID/DD are as 
marginalized as they’ve been. The Vietnam War 

and the Woman’s Liberation movement, evolv-
ing during the same timeline as the fight for 
rights for people with ID/DD, had many eloquent 
authors who shed light on the struggles and 
achievements of their cause. For people with ID/ 
DD, the very disability limiting their self-advoca-
cy also thwarted their capacity to tell their story. 
American Snake Pit is my effort at trying to cor-
rect this.

After the atrocities were brought to light by 
Geraldo Rivera’s news team, a class-action law-
suit charged that Willowbrook had violated the 
constitutional rights of its residents. The Willow-
brook Consent Judgement that followed was the 
beginning of social justice reforms brought on by 
legal mandates, among them: The Protection and 
Advocacy (P&A) System in the Developmental Dis-
abilities Assistance and Bill of Rights Act (1975); 
The Education For All Handicapped Children Act, 
P.L. 94-142 (1975); and The Civil Rights of Institu-
tionalized Persons Act (CRIPA)(1980).

The last one was important to me as a clini-
cian. It was the point in American history when 
mental health became a civil right. It provided 
not only facilities for persons with intellectual or 
psychiatric disabilities, but also nursing homes, 
prisons, jails, juvenile detention centers, and cor-
rectional facilities. 

American Snake Pit is about an experimental 
group home commissioned to take some of the 
most difficult individuals out of Willowbrook dur-
ing the height of this movement. It takes us back 
to 1979—just as the need for NADD is born—and 
shows what is possible with individuals whom 
the institutions were certain would fail. Yet, be-
cause of their capacity to thrive when given the 
proper conditions, the residents of this home, and 
other homes like it, became pioneers in the men-
tal health movement in the United States.

I hope you find the story engaging, thought pro-
voking, and entertaining. Proceeds from the book 
are being donated to YAI/National Institute for 
People with Disabilities, the agency who originally 
sponsored the home. The book may also be used as 
a fundraiser for organizations. For more informa-
tion, please contact media@stillhousepress.org

I’ve also written the screenplay based on the 
book, which has enjoyed a terrific response at 
screenplay festivals, winning 27 awards since 
last June. It has become a timely tale consider-



24 March/April 2018    Volume 21    Number 2

The NADD BULLETIN

ing our current political landscape. My hope in 
telling this story is to inspire understanding and 
hope by showing the capacity and resilience of 
the human spirit. Our community needs to know 
more of these stories that we all have. It would be 
my pleasure to help in any way I can to help you 
write about your stories and bring them to pub-
lication. My email is tomasulo@tc.columbia.edu. 

Thank you for the opportunity to write about my 
work. I hope you enjoy this excerpt from the book.

Sophia
“I think that particularly at Willowbrook, we 

have a situation that borders on a snake pit.”
—Robert Kennedy, 1965

I never tasted another person’s blood before 
Sophia’s.

She emerged from behind the dresser naked, de-
stroying everything in her path, her body marked 
with jagged keloid scars and burns, a geography 
of abuse by those who came before me.

Like me, they had also claimed they were there 
to help.

Sophia used her bare hands and feet to de-
molish a dresser drawer by kicking and pushing 
down the sides. It felt like watching an animal dig 
a shelter to live in. She grunted, panted, ripped 
apart the wood, and shredded clothes that had 
been in the drawers. Littered with debris, the 
room appeared as if a grenade had gone off. One 
hadn’t, but a detonation was coming.

It startled her when I opened the door. She 
growled and turned away. As I moved into the 
room, I called to her.

“Sophia, it’s okay. Do you remember me?”
Her wiry body seemed an odd combination of 

raw power and poor muscle tone. She bent toward 
the dresser and reached down to grab it, the whole 
thing, with her right hand on the bottom and her 
left hand holding the top frame where the first 
two drawers had been. She lifted the five-drawer 
dresser. I could see the strain in her muscles. Her 
body looked as if someone had placed iron cables 
inside pastry dough. She turned toward me, her 
front covered by self-inflicted wounds: cuts, bruis-
es, punctures, and burns. The largest scar—a dis-
colored, vulgar slash—crossed her heart between 
her scarred breasts, which were too large for her 
five-foot, one-hundred-pound frame. They hung 
down in front of her like distended water balloons. 
I took in a sharp breath that made a slight sucking 
noise, a startle-response to the grotesque.

Her strength was a marvel to witness. She 
let out a long growl and pulled the dresser back 
toward her and up over her head. The remaining 

drawers came out of their tracks, hitting her. The 
bottom drawer rested on the inside of her right 
arm, and she rotated toward me, our eyes con-
necting. I’d seen this look with other patients. A 
psychotic episode was well underway, and her 
eyes were engorged and bloodshot. Her black 
curly hair provided a frame to contain the rage in 
her eyes. Her breathing was shallow, but harsh, 
and I half expected to see steam come out her nos-
trils. She held the dresser above her head and bent 
her knees. With one long push and grunt, she 
heaved it toward me.

As it came at me in slow motion, my academic 
life felt more irrelevant than ever. Every syllabus 
from every psychology course I’d taken flashed 
into my brain to no avail. No class had covered 
this situation. I knew what to do if someone was 
uncooperative while taking an IQ test; I could 
handle a child who didn’t want to talk during a 
therapy session; I could mediate an argument 
that broke out between two inpatients. But no 
course syllabus included “How to Subdue a Violent 
Naked Woman.” I wasn’t fully inside the room, so 
protecting myself was the easy part.

I stepped back and pulled the door within an 
inch of its frame. The dresser landed with a dull 
cracking sound, face down, behind the door, and I 
watched Sophia for a moment through the open-
ing. Eventually, I pushed the door and I could feel 
the weight of the dresser against it. As I stepped 
inside the room, I could see that Sophia had al-
ready destroyed the clothes hanging in the wall 
closet behind me.

“Sophia, it’s okay. You’re safe here. This is 
your home,” I said, as clearly as possible without 
screaming.

Sophia’s breathing became rapid, her eyes 
darted, and she took short, halting steps like a 
caged animal. I couldn’t imagine what she was 
planning. She turned away from me, facing the 
window. I felt glad the institute replaced all the 
windows with plexiglass—this was exactly why. 
A decorative railing outside provided triple rein-
forcement to prevent any possibility of someone 
falling or jumping out. Sophia faced the window 
and for a split second calmed herself. I’d also seen 
this with others—the time during the rage in 
which everything stops momentarily before esca-
lating beyond comprehension.

She stood about four feet from the window and 
made a twisting motion with her body, hurling her 
fist, like a torpedo, into the plexiglass. It cracked 
at the point of impact, and Sophia’s fist, wrist, 
and elbow went through not one, but both panes. 
Her bleeding was immediate and profuse.
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I instinctively ran toward her—exactly the wrong 
thing to do. Sophia looked over her left shoulder 
at me, and I saw her fear mixed with rage. She 
pulled, tugged, and yanked her arm, but it was 
stuck in the plexiglass and, since it didn’t shatter, 
the rigid edges grabbed hold of her flesh. I tried to 
grab her shoulders to prevent her from pulling, but 
my action made her more agitated, and she made 
repeated, frantic attempts to free herself. Finally, 
with one violent jerk, she tore her arm free. 

Her veins became fountains of blood, and she 
grunted and breathed heavily. Nothing I did 
calmed her. Blood, more than I had ever seen in 
my life, gushed out of her. I tried to reach for her 
arm, and it splattered into my face. My leather 
jacket, white shirt, and light blue tie were satu-
rated, and I could feel the salty thickness of her 
blood in my mouth. She pulled away from me 
and tried to run out of the room, but the dresser 
now blocked the door. She grunted and shook 
her arm, as one does after banging a finger with 
a hammer, and blood spattered onto the walls, 
floor, and ceiling. I couldn’t catch her, and the 
thought occurred to me that anyone watching 
this scene—a man in a shirt and tie chasing a 
naked woman around a room that had been the 
scene of obvious violence—would conclude that I, 
not she, was the person responsible for the blood-
shed. When I got too close, Sophia hit the right 
side of my head with her arm, and I could feel the 
blood settle in my ear. At one point, I had to wipe 
my eyes because I couldn’t see. 

I had my back to the door and didn’t realize 
someone had entered. A small, stocky woman 
straight-armed me with her left arm and bear-
hugged Sophia, bringing her to the ground. So-
phia was on her back while this woman sat on 
Sophia’s stomach. She grabbed a piece of the 
clothing from the floor and wrapped Sophia’s 
arm, tourniquet style, as she spoke.

“Sophia, Sophia, Sophia, what did you do? I go 
to the bathroom for two minutes and look at this. 
How did you do this to yourself?”

The woman looked up at the window and quick-
ly surveyed the damage in the room. To my great 
surprise, Sophia had calmed down and smiled. 
The woman kept her hand on Sophia’s right arm 
and spoke to me. “She’s going to need a lot of 

stitches. Who are you? What are you doing here?”
I found a clean part of my shirt and wiped blood 

from my face. “My name is Dan. I’m the new 
manager for this program.”

“Dr. Dan,” she said. “I heard about you. Wel-
come to Walden House. You’re the expert on how 
to work with folks like Sophia.”

“I’m not actually a doctor yet, and I sure don’t 
know about the expert thing.”

“I’m Taimi.” She took her hand off Sophia’s arm 
and extended it toward me. “Nice to meet you. 
First day on the job, eh?” She still held onto my 
hand.

“Yeah.” I surveyed my jacket, shirt, and tie.
“You know what I think your first official duty 

will be?” 
“What’s that?”
“Call 911 and tell them to get an ambulance 

here—and quick.”
I ran out the door and down the stairs. I stopped 

abruptly at the landing and ran back up, just as 
quickly, to the room. Taimi was gently wrapping 
Sophia’s arm with clothing to soak up the blood. 
I was out of breath.

“What’s the address?”
Taimi lifted her eyebrows and cocked her head. 

“Just tell them to come to the group home for the 
Willowbrook inmates. Believe me, everyone in 
town knows who, and where, we are.”

The Author
Dan Tomasulo is the author of two previous 

titles, most recently Confessions of a Former 
Child: A Therapist’s Memoir (Graywolf Press, 
2008), winner of the 2009 Rebecca’s Reads Writ-
ten Arts Award in Creative Nonfiction. He co-
authored Healing Trauma: The Power of Group 
Treatment for People with Intellectual Disabili-
ties (2005), the American Psychological Associa-
tion’s first book on psychotherapy for people with 
intellectual disabilities, and is also the author of 
Action Methods In Group Psychotherapy: Prac-
tical Aspects (Taylor & Francis, 1998). His sec-
ond memoir, American Snake Pit, was selected 
as a finalist for The Southampton Review’s 2016 
Frank McCourt Memoir Prize and the screenplay 
has received over 20 awards at international film 
festivals since June 2017.

 
Write for the NADD Bulletin. Contact Editor Lucy Esralew at drlucyesralew@gmail.com. 
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In Defense of the Institution for Individuals 
with Severe Autism
Susan H Jennings

My son, Joey, age 26, with the functioning level 
of a child, is big, strong, and handsome with a 
mischievous sense of humor.  He has been diag-
nosed with autism, intellectual disability, and 
schizo-affective disorder. Eighty percent of the 
time he is a joy to be around, but obsessive-com-
pulsive thoughts circle relentlessly in his mind, 
periodically building up into an anxiety that cul-
minates in a destructive temper tantrum.  There 
is no malice in his anger; he just lashes out wild-
ly, breaking furniture and glass, punching holes 
in walls, and bruising direct care staff who try to 
restrain him until the neurological storm pass-
es.  Afterwards he is remorseful and apologetic, 
saying “I’m sorry, I’m sorry” over and over again 
while he tries to undo the damage he caused.

What Do You Do If the 
Medication Doesn’t Work?

Psychiatrists experimented with a grand total 
of 21 different drugs to manage our son’s mal-
adaptive behaviors.  The psychotropic drugs 
made his aggressive behavior infinitely worse 
and made him more dangerous.  The drugs 
caused him to have psychotic auditory and visual 
hallucinations.  After he was weaned from these 
medications, he was left with disfiguring female 
breasts, a Parkinsonian tremor in his hands, and 
metabolic syndrome.

Finally, a psychiatrist advised me that the only 
way psychotropic drugs would successfully work 
to manage my son’s behaviors would be if he 
were given a high enough dose to put him into a 
coma.  This same psychiatrist, the Medical Direc-
tor of the hospital’s psychiatric unit, where my 
son stayed for 6 months while his social workers 
searched for yet another group home willing to 
take him, achieved remarkable results without 
the use of drugs.  My son lived for months with-
out a single behavioral incident on this psychia-
trist’s unit with no psychotropic medications, his 
severe and erratic behaviors controlled by the 
structured, serene institutional facility environ-
ment and the behavioral techniques of the unit’s 
supportive, professional staff.

A light bulb moment!  In the appropriate envi-
ronment, assisted by a professional support staff, 
my son could have a safe, healthy, and happy life.

Isolation and Segregation in the 
Community “Group” Home

Joey could never safely adapt to the unstruc-
tured, unpredictable environment of the “com-
munity” group home.  The low paid staff could 
not manage his maladaptive behaviors safely.  
The staff had no other staff or supervisors right 
there on the premises of the group home to ad-
dress the immediate and urgent needs of chal-
lenging behaviors and to help and support the 
direct care staff in the line of fire. As a result, the 
staff would often have to resort to calling 911 for 
the police or wrestle with my son in body bruis-
ing physical restraints.

Likewise, some of the low paid, poorly super-
vised and trained community group home staff 
made poor choices for my son, like taking him to 
see the pornographic movie Fifty Shades of Grey, 
which distressed Joey so much he called me to 
declare “Call the cops, call the judge, call Presi-
dent Obama, and tell him I don’t like inappropri-
ate video!”

Joey was discharged from three different com-
munity group home organizations as unmanage-
able and thrown into 5 different psychiatric units 
under the legal mechanism of a Section 302 dur-
ing a 3-year period.  His life spiraled into trauma, 
chaos, and suffering.

Because his maladaptive behaviors could not 
be managed safely in the community group home 
environment, he was always assigned to a one-
person small house or apartment with two staff.  
He was never more isolated and segregated than 
when he was in a group home in “the community.”  
It was an oxymoron to call his one-person “group” 
home a “group” home.  It was an oxymoron to call 
his residence as being located “in the communi-
ty,” as if he were surrounded by understanding 
and friendly neighbors. In our opinion, he was 
more like a prisoner in solitary confinement in a 
very small prison with two prison guards.

He was taken out to community events, local 
attractions, and restaurants by his community 
group home staff, but to my knowledge he never 
made a single friend in the community. He was 
taken to other group homes as well, but this in-
volved a lot of travel as community group homes 
are required by law to be a certain distance 
apart, and his behaviors after these long trips 
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sometimes got him expelled from the companion-
ship in these group homes.

Joey would call me at our home 18 or more 
times a day from the community group home, 
begging to see us, because he was so lonesome 
and miserable.

During the years of our son’s placement in a 
community home, our family’s experiences led us 
to believe that the Hallmark-card sentiment for 
inclusion into the community by proponents of 
community group homes is a myth.  The only in-
teractions my son had with his neighbors in the 
surrounding community was when they would 
call the police to complain about the noise he 
made or when he insisted on throwing his gar-
bage into a neighbor’s garbage can.

Saved by the Institution - A Congregate 
Care Campus Residential Setting - The 
Pennsylvania Developmental State Center

Joey has finally found a measure of comfort, 
safety and quality of life in one of Pennsylvania’s 
state-operated residential treatment centers for 
persons with developmental disabilities.  He is 
surrounded by trained staff and people with chal-
lenges like himself who include him in bonfires, 

picnics, golf cart rides, bingo games, pool parties, 
and outings.  His compassionate direct care staff 
at the center have supervisors and professional 
clinicians on the premises to support them in 
their important and challenging work.

He still engages in destructive behavior period-
ically, but the calm, professional staff can handle 
the challenges and are inspiring to watch.

Brick and Mortar Make a Difference
The state center facility walls are thick and 

soundproofed – important to someone like my au-
tistic son who is sensitive to sound. (In his com-
munity group home apartment, even I could hear 
the neighbors through the walls and ceiling, how 
torturous for someone with sensory issues!)

The thick heavy safety furniture is too difficult 
for him to break or throw. 

Now Joey only calls me once a day to excitedly 
report on the day’s activities.  Joey has a life now. 
Our family will forever be grateful to the State of 
Pennsylvania for White Haven Center.

For further information, you may contact Su-
san Jennings at rjen@ptd.ne. 

Neuroscience Reviews

Biomarkers and Research Domain Criteria
Jarrett Barnhill, MD, DFAPA, FAACAP, UNC School of Medicine

New findings from the translational neurosci-
ences are providing new insights into psychiatric 
diagnoses. Since the introduction of the DSM-3, 
diagnosis shifted away from a psychodynamic 
foundation towards a descriptive categorical ap-
proach. This transition diminished a classifica-
tion based on etiopathogenic/pathophysiological 
models. For clinical purposes, the DSM III-V and 
the DM-ID-1 and 2 provided a workable and very 
useful model for classifying mental disorders. 
For researchers, however, the descriptive/cat-
egorical model has several limitations. Many of 
these grow out of the heterogeneity of psychiatric 
disorders. One emerging idea suggests that most 
psychiatric disorders are neurodevelopmental in 
nature and emerge as a result of altered devel-
opmental trajectories of many brain networks. 
These atypical trajectories are the result of vari-
ations in multidirectional gene-environmental 
interactions that arise in response to wide vari-
ety of psychosocial, cultural, and ecological in-

fluences (also labeled as transactional relation-
ships). In the next four articles, we will explore 
the implications of these by exploring several key 
ideas emerging from ongoing research in the de-
velopmental neurosciences.

But just in case anyone thinks this is our prob-
lem, there are similar conflicts between the mo-
lecular and population geneticists studying an-
cient genomes, and the dirt-digging archeologists 
and tooth and bone paleoanthropologists. This 
conflict suggests continually shifting fault lines 
between both disciplines and affects the inter-
pretation of new findings as well as revising our 
current models of human evolution. The impact 
of these two streams of evidence leads to a state 
in which many established theories are now in 
a state of flux. On the one hand, the “conserva-
tives or traditionalists” base their conclusions 
on tried and true stone and bone evidence and 
tend to build theoretical and explanatory models 
on this field work. The second, or “radical/gene 
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hunters” are perceived as undermining the tried 
and true methodologies of analyzing anatomical 
and archeological evidence. The new kids on the 
block rely instead on laboratory studies that fo-
cus on molecular and population genetics of vari-
ous hominids to assess the ever changing nature 
of evolving species-relatedness. The bone and 
stone scientists are dubious of laboratory stud-
ies, while the geneticists and molecular biologists 
complain that anatomy is not as reliable a tool to 
classify hominids. These conflicting data create 
a cognitive dissonance that needs resolving. The 
process is reminiscent of the Hegelian concept 
of the dialectic, requiring an eventual reconcili-
ation of these approaches that struggle with di-
versity within populations with new approaches 
to tracking evolutionary change in populations. 

These conflicts should remind us that in sci-
ence, every finding and theory is subject to 
change in the face of new data. In this world 
view, if something can never be refuted, then it 
falls into the realm of dogma. In many cases, we 
have a limited evidence-base to anchor many of 
our assumptions about the nature, classification, 
and treatment of mental disorder in people with 
ID and ASD. We need reliable evidenced-based, 
epidemiological data to accomplish this goal. 
These data will hopefully reduce the tendency to 
rely upon armchair speculation and folklore (the 
way it’s always been done). But we should not 
forget that this foundation is the starting point 
and that much of our research will fall prey to 
time and new discoveries. The trick for us is to 
avoid contentious debates over who presents the 
truth with a capital ‘T.’ Just as the changes in pa-
leoanthropology unfold, we also must integrate 
new data from the translational neurosciences 
and devote ourselves to continually upgrading 
the “bio” in our biopsychosocial models. Data 
can also shape changes in the psychosocial forces 
that contribute mightily to our current and fu-
ture understanding of the transactional nature 
of human developmental and psychopathology. 
Just as in the neurosciences new data should 
challenge our biopsychosocial constructs. We 
must develop the flexibility and willingness to 
prove ourselves wrong and change how we think 
about behavioral health issues. Otherwise we are 
dealing with reification and dogma rather than 
data-based science. 

These upcoming articles will challenge our as-
sumption (both the correct and incorrect ones). 
Some of these ideas will be unfamiliar, especially 
those related to the use of biomarkers, neuro-
physiological studies, changing data sets about 

brain development, and the increasing reliance 
upon molecular genetics and neuropharmacol-
ogy. Many are called upon to assess and treat 
individuals that don’t seem to fit into any diag-
nostic box or are resistant to most, if not all, of 
our current evidence-based treatments. Some of 
this dissonance is related to incomplete or inade-
quate clinical information, especially those relat-
ed to the ecological forces. We must also strive to 
minimize either-or thinking about these complex 
problems. Humility and curiosity rather than 
certainty and hubris are really needed to cope 
with the incompleteness of our understanding. 
The ancient Greeks saw philosophy as a means 
of coping with cynicism, skepticism, and nihil-
ism. Today we assign this protective role to the 
combined wisdom of assessment and treatment 
teams and data. So where do the translational 
neurosciences fit into this process? 

In our last review, we delved into the inter-
face between neurodevelopmental disorders and 
primary psychiatric disorders. This article ad-
dressed heterogeneity from a macrocosmic point 
of view—what things look like from 30,000 feet. 
That flyover revealed several areas that need 
further exploration. Our next step is to dive into 
the unknown (at times it seems like unknowable) 
depths of gene-environmental interactions—the 
neurobiology of temperament, attachment, and 
complex social behaviors; biomarkers that un-
derlie both risk and resilience factors—and de-
velop a workable means of addressing the multi-
directional influences of psychosocial events and 
ecological conditions on emerging behavioral 
health issues. The problems with this approach 
is the difficulty translating the intricacies of 
genes, molecules, functional neuroanatomy, and 
neurophysiology for clinicians trained in the so-
cial sciences, and of vice versa. 

One tactic is to change our notion of diagnosis. 
Instead of focusing our DSM-5 or DM-ID-2 crite-
ria of depressive or anxiety disorders that respond 
to many of the same interventions (especially 
pharmacological ones) from those that do not. To 
develop a sense of personalized care, we need to 
parse diagnostic categories into subgroups (endo-
phenotypes) that share temperamental, genetic, 
and neurobiological risk factors. These include 
behavioral inhibition, neuroticism, affect and 
behavioral dysregulation, approach/avoidance, 
attachment behaviors, externalizing/internaliz-
ing, and other temperamental traits. Underlying 
these temperamental traits (intermediate phe-
notypes) are dysregulation in serotonin, norepi-
nephrine, dopamine GABA and peptidergic neu-
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rotransmitters and neruromodulators activity, 
dysregulation of excitatory/inhibitory networks, 
release and physiological effects of oxytocin/va-
sopressin, and CRF/cortisol release, variations in 
basic neurophysiological activity associated with 
different patterns of cortical and limbic activity, 
and develop a better awareness of integrated and 
segregated brain circuits. 

The common denominators for this level of 
analysis are outlined in the RDoC and defined 
in current research into Intermediate Phenotype 
(models that focus on the microcosmic world of 
gene-environmental activity, neurophysiological, 
neuroendocrine, and neuropharmacology of neu-
roanatomical networks). This approach explores 
the integration, flexibility, and balance between 
“top down” (RDoC) and “bottom up” (intermedi-
ate phenotype) influences on behavior. In 2003, 
the author published a prototype of this model 
that addressed some of the issues associated 
with DSM-IV. That paper lacked a research base 
but argued that the model of categorical diagno-
sis appears less useful for many individuals with 
severe/profound ID. Newer tools like the RDoC 
are taking these ideas to a new level. Next up the 
RDoC in more detail. 

Readings
American Psychiatric Association. (2013). Di-
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635-656). Cambridge, MA: Academic Press.
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Press.

For further information, contact Dr. Barnhill 
at Jarrett_Barnhill@med.unc.edu

US Public Policy Update
NADD Certifications Recognized in Pennsylvania 
Home and Community-Based Services Waiver
by Astrid Berry and Edward Seliger

Three competency-based certifications offered 
by NADD for people providing services to indi-
viduals with intellectual/developmental dis-
abilities co-occurring with mental illness have 
been written into Pennsylvania’s Section 1915(c) 
Home and Community Based Services waiver 
program rules:  

·	 NADD Competency-Based Clinical Certifica-
tion·	 NADD Competency-Based Dual Diagnosis 
Specialist Certification·	 NADD Competency-Based Direct Support 
Professional Certification

These certifications are among the possible 



30 March/April 2018    Volume 21    Number 2

The NADD BULLETIN

qualifications required in providing enhanced 
level of care.  

Purpose of the Home and Community-
Based Services Waiver Program

The Medicaid Home and Community-
Based Services (HCBS) waiver program 
is authorized in §1915(c) of the Social 
Security Act. The program permits a 
State to furnish an array of home and 
community-based services that assist 
Medicaid beneficiaries to live in the com-
munity and avoid institutionalization. 
The State has broad discretion to design 
its waiver program to address the needs 
of the waiver’s target population. Waiver 
services complement and/or supplement 
the services that are available to partici-
pants through the Medicaid State plan 
and other federal, state and local public 
programs as well as the supports that 
families and communities provide. 

The Centers for Medicare & Medicaid 
Services (CMS) recognizes that the de-
sign and operational features of a waiver 
program will vary depending on the spe-
cific needs of the target population, the 
resources available to the State, service 
delivery system structure, State goals 
and objectives, and other factors. A State 
has the latitude to design a waiver pro-
gram that is cost-effective and employs a 
variety of service delivery approaches, in-
cluding participant direction of services. 

Under these three waivers in Pennsylvania -- 
Consolidated, Person and Family Directed, and 
Community -- providers can provide enhanced 
level of care in prevocational facilities, Adult 
training facilities, Community Participation Ser-
vices, Employment services, In-home and Com-
munity Services and Respite Services.  

Enhanced level of care provides 1:1 or 2:1 (staff 
to participant) staffing for a participant.  En-
hanced level of care is based on a participant’s 
behavioral or medical support needs. 

Effective 1/1/18, at least one staff person 
must have one of the following certifica-
tions or degrees to provide enhanced lev-
els of service to participants who do not 
require a nurse to provide the enhanced 
level of service: 
•  NADD Competency Based Clinical Certifica-

tion. 
•  NADD Competency-Based Dual Diagnosis Cer-

tification. 

• NADD Competency-Based Direct-Support Pro-
fessional Certification. 

• Registered Behavior Technician. 
• Certified Nursing Assistant. 
• Board Certified Assistant Behavior Analyst. 
• Bachelor’s Degree in Psychology, Educa-

tion, Special Education, Counseling, Social 
Work or Gerontology.

The Advantages of These Waiver Rules
The requirement that at least one staff person 

must have one of the required certifications or de-
grees in order to provide enhanced levels of service 
is intended to help insure that these enhanced ser-
vices are performed by qualified individuals.  By 
requiring individuals providing enhanced services 
to have an appropriate certification or degree, the 
State is attempting to raise the bar for the quality 
of services provided and thus to improve the qual-
ity of life of those receiving these services.

The NADD Competency-
Based Certifications

In order to raise the bar for services provided 
to, as well as to recognize professionals providing 
quality services to individuals with co-occurring 
IDD and mental illness, NADD developed the fol-
lowing professional certifications:

The NADD Competency-Based Clinical 
Certification is available to state-licensed or 
governing board-certified clinicians.  NADD 
identified five competency areas in which clini-
cians should have proficiency:

• Positive Behavior Supports and Effective 
Environment

• Psychotherapy 
• Psychopharmacology 
• Assessment of Medical Conditions 
• Assessment 

The NADD Competency-Based Dual Diag-
nosis Specialist Certification is available to 
individuals who deliver, manage, train and/or 
supervise services for persons with intellectual/
developmental disabilities and mental health 
needs.  NADD identified six competency areas 
in which dual diagnosis specialists should have 
proficiency:

• Multimodal bio-psycho-social approach
• Application of emerging best practices;
• Knowledge of therapeutic constructs;
• Respectful and effective communication;
• Knowledge of dual role service delivery & 

fiduciary responsibilities; and
• Ability to apply administrative critical 

thinking.
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The NADD Competency-Based Direct Sup-
port Professional Certification is available to 
people providing direct care to individuals with 
co-occurring IDD and mental illness.  NADD rec-
ognizes the importance of the direct support pro-
fessional in the care of individuals with co-occur-
ring IDD and mental illness.  NADD identified 
five competency areas in which the DSP should 
have proficiency:

• Assessment and Observation
• Behavior Support
• Crisis Prevention and Intervention
• Health and Wellness
• Community Collaboration and Teamwork

Information about the NADD competency-based 
certification programs is available online at http://
thenadd.org/products/accreditation-and-certifi-
cation-programs/.  For further information about 
the NADD certification programs, you can contact 
Edward Seliger, Project Coordinator at eseliger@
thenadd.org.  

US Policy Implications  
Pennsylvania’s inclusion of the NADD com-

petency-based certification programs provides a 
model for other states in addressing provider ca-
pability in addressing individuals with intellec-
tual/developmental and co-occurring mental dis-
orders.  As this certification inclusion enhances 
person-centered care, Pennsylvania is providing 
cost-benefit examples for all stakeholders – man-
aged care organizations, providers, family mem-
bers, Federal and state governments, and advo-
cates – to learn from and exemplify.

For further information, contact Astrid Berry 
at ABerry@nhsonline.org. 

The “U.S. Public Policy Update” is an ongoing 
column in The NADD Bulletin.  We welcome your 
comments and submissions for this column.  To 
learn more or to contribute to this column you 
may contact Eileen Elias, Editor of the U.S. Pub-
lic Policy Update at eelias@jbsinternational.com. 

DSP Interests and Concerns

A DSP’s Role in Promoting the Health of 
People with Developmental Disabilities 
Kendall A. Leser, PhD, Assistant Professor of Community and Environmental 
Health, Old Dominion University, Norfolk, VA 

For me, becoming a DSP changed my life. It was 
the summer of 2007, and I was a broke college stu-
dent— one summer evening I replied to an online 
ad to watch a young 14-year old boy with autism. 
I was thinking, “Wow, this family lives near me 
AND they pay well. No way!” I did not really even 
consider what caring for someone with a disabil-
ity would be like nor did I have any interest in 
the disability field at that point in time. Instead, 
I was thinking, “This can’t be too hard. I can do 
this!” The day after I replied to the online ad, I 
was interviewed by the young boy’s mother and 
was hired to watch him for one night so his par-
ents could attend an event at his school. Well, that 
one night turned into a couple of weeks, and those 
couple of weeks eventually turned into 7+ years. 
During this time, I become a Medicaid-waiver 
provider and provided afterschool care to him, 
watched him almost every Saturday night, and 
spent my summers with him as his DSP at sum-
mer camp. I felt like I had become a member of the 
family. Being a DSP for this young boy with au-
tism became part of my identity, both personally 

and professionally. While working as a DSP, I was 
enrolled in graduate school and developed an aca-
demic interest in the field of health promotion for 
people with developmental disabilities and their 
caregivers and ended up doing my entire disserta-
tion on this topic. 

I recently published an article with my doc-
toral committee members from my dissertation 
research entitled, “The Perceived Role of Direct 
Support Professionals in the Health Promotion 
Efforts of Adults With Developmental Disabili-
ties Receiving Support Services” in the journal 
Intellectual and Developmental Disabilities. This 
study used six focus groups to explore how DSPs, 
people with developmental disabilities, family 
members, and agency administrators viewed the 
role of DSPs in promoting the health of people 
with developmental disabilities. Understanding 
the perceived role of DSPs in health promotion 
efforts is important because DSPs make up such 
a large part of the social networks of people with 
developmental disabilities and research has sug-
gested that members of one’s social network can 
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influence one’s health behaviors. 
The main findings from this study emphasized 

the importance of having all DSPs follow Indi-
vidualized Service Plans (ISPs) while, at the same 
time, protecting the rights of the people with de-
velopmental disabilities they serve. Many study 
participants made the suggestion that since ISPs 
are required for the care/service needs of someone 
with a developmental disability, that it would be 
important to include specific health promotion 
goals in ISPs. For instance, does someone with a 
developmental disability also have heart disease? 
The recommendation based on these findings 
would be to add a healthy diet/exercise goal to the 
ISP (of course with the permission of the person 
with a developmental disability). However, what 
if the person with a developmental disability and 
heart disease, wishes to eat one too many donuts 
as they sit on the couch all day? That’s their right, 
right? Absolutely, it’s their right, just as it is any-
one else’s right! The challenge that this study calls 
attention to is that people with developmental dis-
abilities may not always have the cognitive abili-
ties to know if something they are doing is harm-
ful to themselves. That’s where DSPs can play a 
large role in trying to model healthy behaviors 
(e.g., packing a healthy lunch, encouraging a walk 
or stroll through the park) to the people with de-
velopmental disabilities they serve. Also, DSPs 
can try to limit the use of unhealthy rewards. For 
instance, instead of, “If you stop that aggressive 
behavior, we will go to the store and buy candy” 
try something like, “Let’s take a walk and you can 

tell me why you are so upset on our walk.” Easier 
said than done, I know, but it’s a step in a healthy 
direction that doesn’t violate anyone’s rights. One 
of the findings from this study also suggested that 
one way to promote health for people with devel-
opmental disabilities would be to attend healthy 
cooking classes or other healthy events in the com-
munity alongside their DSPs—so that both can 
learn how to be healthy together. These are just 
a few examples of the many findings of this recent 
study; I encourage you to read the full article to 
learn more. If you have questions, comments or 
suggestions about this work, please feel free to 
contact me at kleser@odu.edu. I would love to hear 
your feedback about ways to improve health for 
people with developmental disabilities and their 
DSPs!

Citation: Leser, K.A., Pirie, P.L., Havercamp, 
S.M., Ferketich A.K., & Wewers, M.E. (2018). The 
perceived role of direct support professionals in the 
health promotion efforts of adults with develop-
mental disabilities receiving support services. Intel-
lectual and Developmental Disabilities, 56:1,40-55

For further information, contact Kendall Leser 
at kleser@odu.edu .

DSP Interests and Concerns is an ongoing col-
umn in The NADD Bulletin. We welcome your com-
ments, suggestions, and submissions for this col-
umn. To learn more or to contribute to this column, 
you may contact Melissa Cheplic, Editor of DSP In-
terests and Concerns at cheplima@rwjms.rutgers.edu.

Family Corner

Robert Fletcher
Sue Gamache

This column in the NADD Bulletin is an inter-
view with Dr. Rob Fletcher. Rob is the founder of 
NADD and had been NADD CEO until his retire-
ment last month. The Family Voices Committee 
is very happy to welcome Rob as a member of the 
committee, not as his past role of CEO demand-
ed, but as a family member. 

What prompted you to go into 
the field of helping people with 
a dual diagnosis of IDD/MI? 

In 1977, I was a social worker in a mental health 
day treatment program for people with persistent 
and serious mental illness. Several members had 

an IDD, co-occurring with a mental health diagno-
sis. The director of the program thought that these 
people demanded too much attention and asked 
me, knowing that I had prior experience in IDD, 
to take these people out of the mainstream group 
and start my own group. And so I did. This soon 
developed into the first day treatment program in 
the country for adults with dual diagnosis. 

Please tell us your family story. 
I have an older sister who was diagnosed at age 

3 with childhood schizophrenia. If she were diag-
nosed today of course it would have been autism. 
Growing up, I knew she was a bit strange, socially 

Like us on Facebook  www.facebook.com/NADDMHID 
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isolated with poor social skills. However, because 
of the great impact and stigma of that mental 
health disorder, the family did not talk about my 
sister’s diagnosis. As an early adult, she was diag-
nosed with bipolar disorder. Today, we know that 
she has autism and never had schizophrenia, but 
it took 60 years to discover that she was misdiag-
nosed. Over the last several decades I have been 
very involved in my sister’s welfare, care, and well 
being. She is married to a former IBMer who is 
also on the spectrum. They raised 2 children, and 
they both have a master’s degree. During times 
of difficulties in life for my sister, the family has 
always supported her and assisted in many ways. 
As an example: when she was experiencing diffi-
culties related to raising her two children, my wife 
and I would welcome her children into our home 
for a period of time until my sister was able to get 
back on her feet. Due to the strong family support 
provided to my sister and her family, there has 
never been a need for her to be hospitalized. Ex-
cept for seeing a psychologist and psychiatrist, she 
has never been involved in any other program. 

How did your family move beyond 
the stigma that the mental 
health diagnosis created?

When I got my master’s degree in social work 
in 1974, I brought the issue of stigma to my fam-
ily and educated them, which resulted in our be-
ing more open to talk about my sister’s situation 
and all that it entailed. I was very insistent about 
this. We were able to rise above it which freed us 
to be in a space where we could talk about my 
sister’s condition. 

Now when problems arise, key family mem-
bers, including my sister and her husband, con-
vene to discuss and solve the problem. The family 
functions in a team approach to problem solving. 
She has never received services. The family are 
the service providers. 

What has been the most satisfying 
as it relates to your family? 

The strong family support that is created by 
the circling of the family around my sister has 

been enriching not only to my sister but to the 
entire family, and that has been personally sat-
isfying. In the field we call it a wrap around ap-
proach. That is what we do, and I find that very 
satisfying. 

Is there anything that frustrates you? 
Yes, I do get frustrated with certain behaviors 

that my sister exhibits. To tell the truth, some-
times I don’t have the patience, but I know that 
in that moment I can rely on another family 
member to pick up the ball and give me a break. 
Through the years there have been many situ-
ations that were quite challenging to my sister 
and, by extension, to the family. It is invaluable 
to me that we have this team approach, so that 
no one person bears all the responsibility. We can 
build on each other’s strengths and not worry 
about our individual weaknesses.

Lastly, is there anything else that 
you would like the NADD Bulletin 
reader to know about you? 

While I was the instigator in moving my fam-
ily in the direction of removing the mental ill-
ness stigma and talking openly about anything 
that was a challenge regarding my sister, it 
took me quite a while to apply that to my own 
life. I am very dyslexic and struggled with that 
all my life. My mother gave me tremendous 
support in my pushing through my education 
to the point where I was able to get a Doctor-
ate in Social Work. I tried my hardest to hide 
my dyslexia until I was in my 40’s. Now that I 
removed that stigma for myself, I wear it as a 
badge of courage.

Family Corner is an ongoing column in The 
NADD Bulletin and is published under the aus-
pices of the NADD Family Voices Committee. We 
welcome your comments, suggestions, and sub-
missions for this column. To learn more or to 
contribute to this column, you may contact Julia 
Pearce, Editor of Family Corner runnamokk@
hotmail.com

Like us on Facebook  www.facebook.com/NADDMHID 
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NADD Accreditation 
 
 

Programs that want to be known as providing quality services for individuals with a dual 
diagnosis should seek accreditation by NADD.  Accreditation by NADD indicates that 
the program meets the standards established by NADD for providing services to 
individuals with a dual diagnosis.   
 
 
NADD evaluates the program in the following 18 areas: 
  
▪ Medication Reconciliation 
▪ Holistic Bio-Psycho-Social Approach 
▪ Database/Outcome measures 
▪ Protocols for Assessments 
▪ Treatment / Habilitation Plans 
▪ Basic Health Care 
▪ Interdisciplinary Team 
▪ Training / staff and family 
▪ Crisis Prevention and Intervention 
▪ Cultural Competency/Family Values 
▪ Trauma 

▪ Quality Assurance/Incident 
Management 

▪ Evidence-Based Treatment 
Practices 
Ethics, Rights, Responsibilities 

▪ Interagency and Cross-Systems 
Collaborations 

▪ Long Term Living – Service 
Coordination  

▪ Advocacy and Rights 
▪ Health Informatics (Technology) 

 
 

Earn the NADD “Seal of Approval” for your program. 
 

 
 
 

Information about the NADD Accreditation Program is available at 
http://acp.thenadd.org/acp.htm 

 



Note from the editor
We are pleased to feature an introduction and excerpt from the 

memoirs of NADD long-time friend and colleague Dr. Daniel Toma-
sulo, author of American Snake Pit: Hope, Grit and Resilience in 
the Wake of Willowbrook. Susan Jennings provides an impassioned 
defense of her son’s placement in a facility with a resulting improve-
ment in his quality of life. Dr. Jarrett Barnhill provides the first in 
a series of installments in his Neuroscience Review regarding de-
velopmental neuroscience and the emerging idea that psychiatric 
disorders may be neurodevelopmental in nature. Astrid Berry and 
Edward Seliger devote this month’s U.S. Policy Update to an over-
view of the three competency-based certifications available through 
NADD and Pennsylvania’s leadership in incorporation of these cer-
tifications in its plan to address the needs of individuals with in-
tellectual disability and co-occurring mental health disorders. Dr. 
Kendall Leser shares findings from his doctoral studies in the DSP 
Interests and Concerns column in which he provides implications 
for DSP practice to adhering to the Individual Service Plan while 
advocating for the rights of people whom DSPs support. The Fam-
ily Corner contains an interview by Sue Gamache of former NADD 
CEO and founder Dr. Rob Fletcher. In this interview he speaks 
about the impact of having a sibling on the spectrum and the influ-
ence of his experiences on shaping his career in dual diagnosis.

In addition to enjoying the rich contents of this issue, please 
consider sharing your work and studies with regards to individu-
als with intellectual disability and co-occurring mental health dis-
orders. I look forward to reviewing your submissions.

Lucy Esralew, Ph.D., NADD-CC
drlucyesralew@gmail.com
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those of NADD or the Editors.

Professional Certification by NADD 
 

Raising the Bar 
 
NADD Competency-Based Clinical Certification 
 

Clinicians (master’s level and above; licensed professionals) can seek NADD 
Competency-Based Clinical Certification.  Clinical certification through the NADD 
Competency-Based Clinical Certification Program validates and provides assurance to 
people receiving services, professional colleagues, employers, and third-party payers 
that a clinician has met the standards established by NADD for providing services to 
individuals with IDD/MI 

 
NADD Competency-Based Dual Diagnosis Specialist Certification 
 

A Specialist in the field of dual diagnosis is defined as an individual who delivers, 
manages, trains, and/or supervises services for persons with intellectual/developmental 
disabilities and mental health needs.  NADD Competency-Based Dual Diagnosis 
Specialist Certification demonstrates the Specialist’s knowledge, skill, and competency. 

 
NADD Competency-Based Direct Support Professional Certification 
 

NADD has developed a program to certify the competency of DSPs who support people 
with a dual diagnosis (IDD/MI).  The goal of DSP certification through the NADD 
Competency-Based Direct Support Professional Certification program is to improve the 
quality and effectiveness of services provided to individuals with a dual diagnosis 
through the development of competency-based standards for Direct Support 
Professionals and through promoting their ongoing professional development. 

 

 
 

Information about NADD Certification Programs is available at 
http://thenadd.org/products/accreditation-and-certification-programs/  



T
H

E

BULLETIN

VOLUME 21 NUMBER 2
MARCH/APRIL- 2018

NON-PROFIT ORG.
U.S. Postage

P A I D
Permit No. 96

Kingston, NY 12401
132 Fair Street, Kingston, NY 12401-4802

Address Service Requested

The official Publication of NADD

Visit the NADD website at www.thenadd.org for more information on upcoming 
conferences and trainings. Updated information is posted as available.

Upcoming Conferences/Trainings
************************************

State of Ohio 16th Annual MI/DD Conference
September 24-25, 2018 * Columbus, Ohio

NADD 35th Annual Conference & Exhibit Show
October 31 – November 2, 2018 * Seattle, Washington




