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Note from the editor

We are pleased to offer excerpts from A Trauma-Informed 
Toolkit for Providers in the Field of Intellectual and Devel-
opmental Disabilities, which is edited by Steven Marcal, Psy.D., 
and Shawn Trifosos, LMSW. Included, here, are the prefaces from 
Ed Bartz and Dan Tomasulo, Ph.D., and the introduction.  Lucy 
Esralew, Ph.D., again shares musing from the road—this time 
with an assist from her colleague Seth Keller, MD—including 
highlights from the recent American Academy for Developmen-
tal Medicine and Dentistry (AADMD) 15th annual conference in 
Houston with a particular focus on the National Task Group on 
Intellectual Disabilities and Dementia Practices (NTG) activities 
related to that conference.

Jarrett Barnhill, M.D. lays out the next year’s agenda of what 
topics need to be addressed to understand how recent develop-
ments in neuroscience can be applied to persons with intellectual 
and developmental disabilities. Jackie Keith, Ed.D., raises the is-
sue of lack of access and lack of parity in mental health services 
for individuals with dual diagnoses within the US Public Policy 
Update. Dr. Jennie Swartz and Cecelia Kittell identifies ways in 
which DSPs can advance the health of the individuals whom they 
support through their healthcare advocacy efforts.

The NADD Bulletin can serve as a forum for the advancement 
of best practice in mental health supports for persons with intel-
lectual and developmental disabilities and their family and staff. 
Please consider sharing your best practices with us by submitting 
an article.

Lucy Esralew, Ph.D., NADD-CC
drlucyesralew@gmail.com 
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Improved outcomes for individuals with co-
occurring intellectual/developmental disability 
(IDD) and mental illness depend upon 
effective psychiatric treatment.  Effective 
treatment requires an accurate psychiatric 
diagnosis.  Obtaining that accurate psychiatric 
diagnosis for individuals with IDD has been, 
and remains, very challenging.  This book was 
written to address this challenge. 
 
The groundbreaking publication of the 
Diagnostic Manual-Intellectual Disability 
(DM-ID): A Textbook of Diagnosis of Mental 
Disorders in Persons with Intellectual 
Disability in 2007 gave clinicians and 
providers in the field of dual diagnosis 
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An Extract from A Trauma-Informed Toolkit 
for Providers in the Field of Intellectual and 
Developmental Disabilities

A Trauma-Informed Toolkit for Providers in the 
Field of Intellectual and Developmental Disabili-
ties, edited by Steven Marcal, PsyD, and Shawn 
Trifoso, LMSW, is available as a free download 
at http://www.acesconnection.com/blog/a-trau-
ma-informed-toolkit-for-providers-in-the-field-
of-intellectual-disabilities. Reprinted here, with 
permission, is a Preface by Ed Bartz, a Preface by 
Dan Tomasulo, and the Introduction. 

Preface by Ed Bartz
This Toolkit is especially important to me, 

because of my background and my experience 
with many people with developmental disabili-
ties. While I may not by a typical Adverse Child 
Experiences (ACEs) survivor, I am a survivor of 
adverse experiences. I am the youngest of six sib-
lings and was born in the early 60’s. At this time 
diagnosing my cerebral palsy took some time. 
My parents were told not to expect a lot from me 
cognitively. Mom and Dad disregarded this ad-
vice. I was acknowledging my name and knew all 
five siblings by name. Six children was a lot to 
attend to so I was placed in an institution. This 
was an adverse environment for my emotional 
and intellectual advancement. Thankfully I was 
only exposed to this environment for four years. 
I was moved to a rehabilitation hospital where 
my brain was exercised. This was an enlighten-
ing experience for everybody.

My time at Helen Hayes Hospital was spent on 
learning how to speak, eat and asking for help to 
go to the bathroom. These are tasks usually re-
served three to four year olds. I was seven and 
eight when I moved to Helen Hayes Hospital. My 
potential was tapped and given a chance to grow. 
This all sounds great but I wanted to be home with 
my family. Yes, I had people who cared about me 
but they were not Mom and Dad. The older I got 
the more friends I accumulated. I became outgoing 
and people gravitated toward me. Still, regardless 
of how many friends I made I longed to be with 
family. Yes, staff at Helen Hayes considered me 
part of their family but I knew the difference. I 
would be invited to employees’ homes to meet 
their families. This served two purposes, I got out 
of the hospital for a while and the children of the 
employee were exposed to a person with a disabil-

ity. These experiences helped me realize that I had 
something to contribute to society.

Today I contribute to society be being an edi-
tor for an on-line magazine, Capability, writing 
about people and their accomplishments. Often 
I am asked to speak at local colleges on different 
aspects of my life. In the recent past, the Uni-
versity at Albany’s School of Social Welfare, as 
part of the MARC grant, enlisted me as a “policy 
entrepreneur.” As the editor and a writer for Ca-
pability magazine, I have developed skills that 
will be helpful in this regard. With the advance-
ment of communication and technology I am able 
to keep in close contact with my four sisters and 
their children. My family may be spread through-
out the country but we are all just an e-mail or a 
Facebook message away.

Through my writing, I will be advocating for 
people with developmental disabilities and a his-
tory of adverse experiences. This will enable me 
to showcase my writing skills while educating 
others about ACES.

Preface by Dan Tomasulo
Over the past 35 years the field of intellectual 

disabilities has evolved significantly with ex-
ceptional developments in treatment, medicine, 
programming and expansion of services. Yet, for 
all these advances, the struggle to initiate and 
maintain these advances has been problematic. 
Funding for staff and services has remained a 
perpetual effort— often as a matter of survival 
rather than thriving. The result is continual is-
sues with staff turnover, compassion fatigue, and 
lowered productivity.

The approach to these issues has been to try 
and problem-solve them. This method follows 
a well-known pattern: we identify a problem, 
conduct a root cause analysis, brainstorm solu-
tions, analyze them—then develop a treatment 
or action plan as an intervention. By definition 
if something is broken and we fix it—we have re-
stored the condition back to zero. This is deficit-
based change. We’ve done this for so long (and 
often under the gun) that we haven’t stopped to 
ask if there is a better way to tackle our needs. 
Not just to fix things—but to take a situation and 
make it thrive and flourish.
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To do this we need another approach—one that 
enhances our problem-solving method by coming 
at the issue from a completely different angle: 
strengths-based innovation. Hundreds of studies 
have now confirmed that investing in agency and 
employee well-being in a proactive way helps in 
the delivery of services. But these studies have 
been slow to come into practice. In the field of 
intellectual disabilities finding low cost, effective 
ways to bring these new methods to fruition is 
happening—yet is in its infancy. Developmen-
tal and Intellectual Disabilities and Trauma: 
An Agency Toolkit goes to the very heart of the 
concern. Agencies and staff are at significant risk 
when working with people with intellectual dis-
abilities because they have a disproportionally 
high incidence of trauma related disorders. Wit-
nessing, hearing about, or experiencing traumat-
ic events is a daily possibility for our workforce. 
While other professions, such as first responders 
or the police, might be able to say the same—our 
exposure and mission is different. We are in the 
relationship with an individual for the long haul. 
The healing elements of our interventions have 
more to do with us than the technique we are us-
ing. If we aren’t in a good place what we do won’t 
be nearly as effective.

This toolkit offers what is essential as we move 
forward as practitioners in the field. Problem 
solving has gotten us here—but it won’t get us 
to where we want to go. Taking deliberate steps 
toward increasing the well-being and self-care 
of agencies and their staff is the next necessary 
frontier. It is time for a change.

Daniel J. Tomasulo, Ph.D.,TEP, MFA, MAPP
Adjunct Faculty—Columbia University, 
Teachers College, Department of Counseling
and Clinical Psychology / Positive Psychology
Adjunct Faculty Master of Applied 
Positive Psychology Program
University of Pennsylvania

Introduction
Research has shown that people with intellec-

tual/developmental disabilities (IDD) are at sig-
nificantly more risk of abuse and neglect than is 
the general population. Intellectual Disability has 
been defined as “a disability characterized by sig-
nificant limitations in both intellectual function-
ing and in adaptive behavior- which includes ev-
eryday social and practical skills. This disability 
originates before the age of 18 by most definitions.

The term Developmental Disability is broader 
term, and includes both intellectual and some 

physical disabilities that usually are present 
from early childhood, and also occurs by the age 
of 18. Child abuse and neglect have been defined 
as “any act or series of acts of commission or omis-
sion by a parent or other caregiver (e.g., clergy, 
coach, teacher) that results in harm, potential for 
harm, or threat of harm to a child” (Centers for 
Disease Control and Prevention, n.d.). For our 
purpose, this definition of abuse and neglect is 
also applied to adults who may be vulnerable due 
to a developmental disability. Reviews of the lit-
erature on prevalence of abuse and neglect dem-
onstrate that risks for children with disabilities 
are increased as compared to the rates reported 
for the general population (Sullivan, 2009; Sul-
livan and Knutson, 2000; Horner-Johnson & 
Drum, 2006; Govindshenoy & Spencer, 2006).

The causes for increased risk of maltreat-
ment in children with IDD have been noted to 
include: that they may have more difficulty re-
porting abuse, be considered less credible, and 
that more empathy may be offered to caregivers 
than in children without disabilities (Manders & 
Stoneman, 2009). Additionally, it appears that 
increased parental stress and the vulnerability 
of this population contribute to increased risk. 
Wald (2003), for example found that children 
with disabilities likelihood of being subjected to 
corporal punishment increased based on the se-
verity of their disability.

Martha Davis, of the Robert Wood John-
son Foundation, recently spoke to groups from 
around the US participating in the Mobilizing 
Action for Resilient Communities grants (presen-
tation at MARC conference, November 9, 2015). 
Ms. Davis poignantly stated that we need to “de-
velop a culture of power.. .we can create a unified 
voice for how to prevent the predictable. We are 
builders; brick by brick, we are linking systems 
together and denying trauma.” Given the re-
views of the literature cited above on prevalence 
of maltreatment in children with IDD, it is rea-
sonable to conclude that this population is partic-
ularly at risk of experiencing Adverse Childhood 
Experiences (ACEs), and that we in the field of 
developmental disabilities had better start mix-
ing the mortar for building our system’s strength 
in this regard. As such we need to take steps to-
ward increasing the knowledge base of providers, 
address prevention, and offer trauma/resilience-
informed care when needed. The good news is 
that great work is happening all around us in the 
field of IDD. This groundbreaking work is being 
done by people like Karyn Harvey who addresses 
the issues associated with developing behavioral 
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interventions (Harvey, 2012). Nancy Razza and 
Dan Tomasulo, who developed a group treatment 
program for people with IDD who have a trauma 
history (Razza & Tomasulo, 2005), and Tamsin 
Cottis in the UK, who discussed a wide range of 
topics associated with treatment of this group 
(Cottis, 2009).

Work to help improve self-care for staff serving 
people with IDD is being advanced by Stephen 
Noone and Richard Hastings in their work de-
signed to build resilience in direct support pro-
fessionals (Noone & Hastings, 2009). Singh and 
colleagues have also addressed training direct 
support professionals in approaches to address 
their self-care (Singh, Lancioni, Karazsia, & My-
ers, 2016). Both of these groups have begun to 
establish evidence based approaches to training 
staff; and their work supports such training as it 
reduces turnover, injuries and subsequent trau-
ma to individuals served and staff, and is cost-
effective.

The National Association for the Dually Diag-
nosed (NADD) under the able leadership of Rob-
ert Fletcher, has gone as far as rethinking the 
Diagnostic and Statistical Manual-V for people 
with ID (Fletcher, Barnhill, & Cooper, (Eds.), 
2016). There is also great work being done to ad-
vance psychology in a larger context, which can 
inform our work. In particular, positive psycholo-
gy as explained by Seligman (2011), has multiple 
applications. Another relatively new innovation 
is the Copeland Center’s “Wellness and Recov-
ery Action Plan” training, which can inform our 
work with individuals with IDD and in self-care 
of staff (Copeland, 2012; Copeland, 2014).

At the Center for Disability Services (CFDS), 
we have adopted a new model for Therapeutic 
Support Plans. We strive to develop treatment 
approaches that go beyond simplistic behavioral 
interventions, are written so they are clear to 
staff, and are informed by a deeper understand-
ing of the individual; this is no small challenge 
particularly when regulatory requirements stip-
ulate items that must be included. Harvey (2011) 
has described a similar approach with her sug-
gestion for a more encompassing Mental Health 
Plan for people with IDD. The approaches taken 
by CFDS and Harvey (2011) are intended to go 
beyond the old style “behavior plan,” offering new 
and trauma-informed ways to understand and 
support the individual towards a better quality 
of life. These approaches are consistent with the 
Restorative Integral Support (RIS) model (Lar-
kin & Records, 2011; Larkin, Beckos & Shields, 
2012; Larkin & MacFarland, 2012).

The purpose of this Toolkit is to integrate some 
of the best practices that can be applied to the 
work we do with people with IDD who have ex-
perienced trauma. As the reader, upon reading 
this document, you will have what we hope is a 
tool for the future, guidance and inspiration for 
your work, and direction for your reading and re-
search.

A person who has experienced trauma, but fails 
to get the needed supports, suffers further dam-
age. In the general population, trauma experi-
enced during childhood is linked to the ten leading 
causes of early morbidity (Felliti et al., 1998). This 
is due to psychological stress, the physical impacts 
of stress, and to the increased likelihood of the 
person using coping strategies that are toxic- like 
drinking, drugging, smoking, and excessive eat-
ing. People with developmental disabilities may 
also engage in coping strategies that are poten-
tially harmful, and these may be manifested in 
the same or different ways- for example, aggres-
sive behavior may develop due to feeling unsafe, 
when access to the effects of maladaptive coping 
strategies is curtailed. The consequences of ag-
gressive behavior and other behavioral problems 
frequently perpetuates the trauma. Being physi-
cally taken down by another person is a re-trau-
matization for a person with a history of physical 
abuse, and a new trauma for one without such a 
history. Intense, emotionally charged, interaction 
with others, including assuming physical risk, is 
often traumatic for staff. Given these impacts, the 
increasing interest in addressing these problems 
in the United States and internationally is criti-
cally needed and welcomed.

The responsibilities of those in a range of func-
tions working in the field of IDD give impetus 
for shared concern, or even alarm. Quality Im-
provement departments are focused on reducing 
untoward incidents at their agencies. Evidence 
shows that well trained staff, and staff who have 
been taught self-care, are much less likely to re-
sort to physical intervention, and less physical re-
straint translates to fewer episodes of trauma for 
individuals with IDD and staff (Singh, Lancioni, 
Karazsia, and Myers, 2016). Regulatory bodies 
look for evidence that care is taken to minimize 
abuse, and also to minimize the use of physical 
restraints and other restrictive interventions. 
Human Resource departments must concern 
themselves with the human and capital costs of 
high turnover. Administrators have a stake as 
well, for all the above reasons, and to ensure that 
agencies have policies and practices that best 
serve the people we support. Behavior Special-
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ists, Social Workers, Mental Health Counselors, 
Psychologists, and Psychiatrists in the field need 
to be aware of methods that work to treat this 
group of valuable, but vulnerable people, who are 
even more likely to have had adverse experiences 
than others.

The focus of the toolkit is on areas other than 
psychotherapy, although the principals and infor-
mation discussed here are critical for therapists. 
The following references, are representative, but 
by no means exhaustive, and are provided for the 
reader seeking specific information on therapy 
for people with IDD and a trauma history: Bedard 
(2013), Cotis (2009), Fernando, K. and Medlicott, 
L. (2009), Haydon-Laurelut M.andNunkoosing, 
K. (2010), Mevissen, L., Lievegoed, R., Seubert, 
A., de Jongh, A. (2011), and Peckham, Howlett, 
Corbett (2006), and Razza and Tomasulo (2005). 
The full references may be found in the reference 
section of this toolkit.

Chapter 1 offers information and a guide for di-
rect support professionals to enhance their well-
ness and resiliency. Research has shown that 
self-care is critical, and can positively impact the 
quality of care, reduce use of restrictive interven-
tions, and reduce turnover. Self-care for Direct 
Support and other professionals serving people 
with trauma and IDD is critical, but often given 
too little attention. This chapter offers sugges-
tions and resources for staff who may come to the 
work with their own trauma history, suffer from 
direct trauma in their work, or suffer from vicari-
ous trauma as they hear the stories of those who 
have suffered direct trauma. The Chapter may 
also be used for staff training.

Chapter 2 provides background information as 
to the problem of ACEs and the evidence that the 
problem is magnified further in the field of IDD. 
Adverse childhood experiences and later trauma 
in people with IDD is a problem worthy of atten-
tion in its own right.

Chapter 3 provides guidance for trauma in-
formed behavioral planning. Functional Behav-
ioral Analysis for people with a trauma history 
requires special understanding. We know that 
a person’s behavior may serve a function such 
as “escape” or “gaining attention”, but know-
ing that a behavior may be manifested by an 
individual due to a trauma history, leads to 
potentially different interventions. In fact, the 
behavior may not serve a purpose or function 
at all; it may be an anxious response devoid of 
purpose, but requiring understanding. Critical 
elements needed in planning for people with a 
trauma history are delineated. A sample “trau-

ma-informed” support plan is included to pro-
vide guidance in this area.

Chapter 4 is geared at offering direction for 
planning for agency administrators, quality assur-
ance staff, and interested others. Agencies serving 
people with IDD are responsible for: minimizing 
restrictive interventions like physical restraints, 
interviewing victims of possible abuse, providing 
training to staff sensitizing them to trauma relat-
ed care needs, and overseeing the care provided by 
direct support professionals and clinicians.

For additional information, contact Steve Mar-
cal at marcal@cfdsny.org. 
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Tales of an Itinerant Psychologist

National Task Group on Intellectual 
Disabilities and Dementia Practices
Lucille Esralew, PhD
(with an assist from the itinerant neurologist Seth Keller, MD)

In June, my professional travels took me to 
Houston for the 15th annual American Academy 
of Developmental Medicine and Dentistry (AAD-
MD) conference. This unique conference was held 
from June 2-4 in Houston at the Cooley Center, 
which is part of the University of Texas Health 
Science Center at Houston. My purpose, in this 

column, is to share information about that con-
ference with the Bulletin readership. It is also my 
opportunity to share information about the AAD-
MD and a coalition affiliated with the AADMD, 
the National Task Group on Intellectual Disabili-
ties and Dementia Practices (NTG). Both groups, 
like NADD, consist of spirited and dedicated in-
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dividuals who lend their time and talents to ad-
vancing health and clinical care for individuals of 
all ages with intellectual disabilities and devel-
opmental disorders.

Now, about the conference… I want to thank 
my colleague and friend Seth Keller MD who pro-
vided me with the crib notes on the sessions that 
I did not attend. This review highlights the NTG 
track within the AADMD conference.

Prior to the conference, a delegation of NTG-
affiliated practitioners attended a community 
forum sponsored by Baker-Ripley and the Al-
zheimer’s Association Houston. They discussed 
the state of ID dementia care supports and ser-
vices in Houston, TX. NTG co-chairs Seth Keller 
and Matt Janicki provided a review of ID and 
dementia as well as how linking this topic to 
what is known about individuals who age with 
Down syndrome. Local community partnerships 
were discussed as well as how current and future 
education, training, and care efforts could be 
further developed. Beth Stalvey, the Executive 
Director of the Texas Council for Developmental 
Disabilities (TCDD) presented at the forum. She 
reviewed the Council’s efforts and plans in sup-
port of aging and dementia. Beth also moderated 
a panel on the concerns and challenges that Di-
rect Support Professionals face in being able to 
provide supports to those that they care for.

The conference featured an international group 
of practitioners, researchers, and providers. 
There were plenary sessions, panels, and poster 
sessions. The Saturday keynote featured Lotta 
Granhom-Bentley, Ph.D., from the University 
of Denver, who researches cognitive aging and 
spoke to us about the value of blueberries, a Med-
iterranean diet, exercise, and cognitive training 
in maintaining healthy cognitive aging among 
individuals with intellectual disability and neu-
rodevelopmental disorders. This writer offered a 
workshop reviewing the use of the NTG-EDSD, 
which is a rating instrument that captures ob-
servations of cognitive, behavioral, and adaptive 
changes which can aid caregiver decision-making 
with regards to the early detection of dementia 
and necessary treatment, support, and services 
(www.aadmd.org/ntg).

The Spirit of the NTG award was given, this 
year, to Jadene Ransdell who is a family ad-
vocate and co- leader of the Family Advocacy 
Group within the NTG. She is a co-facilitator for 
a monthly family support group through which 
she advances education and awareness about de-
mentia and IDD. She has worked tirelessly with 

national groups concerned with individuals with 
Down syndrome and focused on the aging issues 
of individuals with Down syndrome who are at 
risk for developing early onset Alzheimer’s dis-
ease.

Sara Weir, President of the National Down 
Syndrome Society (NDSS), helped to moderate 
the Building Bridges IDD Healthcare Panel. The 
NDSS helped to support the conference. She also 
shared with participants upcoming plans for her 
group to expand care supports and training on 
aging and dementia.

As has been our tradition during the past sev-
eral annual conferences the NTG held a member-
ship meeting to plan for future education, train-
ing and advocacy issues. 

Now about our sponsors…The AADMD is 
an association of physicians, dentists, and al-
lied health professionals who are interested in 
advancing the healthcare needs of individuals 
with intellectual and developmental disabilities 
across the lifespan. In recent years, non-medical 
clinicians (such as this author) have been drawn 
to their sponsored activities and events. My un-
derstanding is that the organization is in the pro-
cess of a name change that will reflect its diverse 
clinical membership.

The AADMD was organized in 2002 in rec-
ognition of the need to advance the discussion 
about healthcare policy and practices for the 
specialty population of individuals with neuro-
developmental disorders. As will be no surprise 
to this readership, there are difficulties that cut 
across the issues of healthcare availability, ac-
cessibility, and parity such as the availability 
and accessibility of knowledgeable practitioners 
who are willing to treat individuals with neuro-
developmental disorders. These are among the 
factors that place individuals with intellectual 
and neurodevelopmental disorder at a disadvan-
tage regarding healthcare compared with their 
chronological neurotypical peers. Moreover, cur-
rent medical, nursing and dentistry programs 
can be characterized as lacking the relevant 
curriculum, mentorship and clinical field place-
ments that are all needed to train interested 
practitioners. Current policies and funding also 
work against recruitment of talented clinicians 
because of the failure to widely reimburse ser-
vices for individuals who treat individuals with 
complex healthcare needs as is the case for many 
individuals with neurodevelopmental disorders 
who have a wide range of co-occurring medical 
and mental health problems. 
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The AADMD is the “home” for like-minded 
clinicians who are interested in advancing best 
practice and quality clinical care for individuals 
with intellectual disabilities and neurodevelop-
mental disorders. In addition, the membership 
is interested in patient-centered practice and 
research that includes the “voice” of individuals 
with disabilities and lifts all stakeholders includ-
ing parents and caregivers. They not only work 
towards dissemination of best practices among 
colleagues, they work to democratize knowledge 
about best practice among stakeholders by uti-
lizing accessible language for individuals who 
are not medical professionals. Like the NADD, 
the AADMD has many community partners with 
whom we advance “visionary advocacy” (www.
aadmd.org).

There are several specialty interests within the 
AADMD. The membership has promoted Special 
Olympics and has been involved in the advance-
ment of health issues of special athletes. My 
particular interest is the SIG affiliated with the 
AADMD, the National Task group on Intellectu-
al Disabilities and Dementia Practices. I encour-
age anyone interested in aging with disabilities 
to explore the materials available for download 
from the NTG even if you are not particularly 
interested in the topic of cognitive and adaptive 
changes with aging associated with dementia. 
There are individuals who are active within the 
National Task Group who are interested in aging 
and cognitive health of Special Olympians.

In many ways, I think the membership of the 
AADMD and NADD are kindred spirits inter-
ested in advancing the same goal of quality care 
for individuals with intellectual disability and 
neurodevelopmental disorders. Several of us are 
members of both organizations. In addition to the 
aforementioned reasons to spend time with AAD-
MD/NTG members, the recent conference was a 
wonderful opportunity to hang out with these 
dedicated men and women because they throw 
a good party!

The NTG is affiliated with the American Acad-
emy of Developmental Medicine and Dentistry 
and the Rehabilitation Research and Training 
Center on Developmental Disabilities and Health 
at the University of Illinois at Chicago and other 
partners, such as the Center on Excellence in Ag-
ing at the University at Albany and the Gerontol-
ogy Division of the AAIDD. The NTG is a mem-

ber of LEAD - ‘Leaders Engaged on Alzheimer’s 
Disease’ - a Washington-based coalition working 
to focus attention on Alzheimer’s disease and re-
lated disorders. The chairs of the NTG are Mat-
thew P. Janicki, Ph.D. and Seth M. Keller, MD 
(www.aadmd.org/ntg).

The NTG is a coalition of individuals who are 
interested in adults with intellectual and de-
velopmental disabilities who are affected by Al-
zheimer’s disease and related dementias – as 
well as their families and friends. The impetus 
for the formation of the NTG was the recognized 
need to advance the particular needs of individu-
als with neurodevelopmental disorder within the 
National Plan to Address Alzheimer’s Disease 
(NAPA). The NTG convened a ‘Screening Work-
group’ in 2010, which presented its initial report 
at the first plenary meeting of the NTG in St. 
Paul, Minnesota in June 2011. 

The group produces materials related to de-
mentia, including practice guidelines, screening 
tools, education and training curricula and work-
shops, and agency and family-based information. 
The group also provides technical assistance. 
You can download a wealth of practical guide-
lines and tools produced by NTG membership 
from the NTG webpage, including the National 
Task Group Early Detection of Dementia Scale 
(NTG-EDSD), which is available in a variety of 
languages, in both electronic and pdf formats.

Both the AADMD and the NTG host webinars 
that are open to both members and non-members 
relevant to the healthcare needs and best prac-
tices for individuals with intellectual disabilities 
and neurodevelopmental disorders. 

I encourage all of you to visit the website 
for the American Academy of Developmental 
Medicine and Dentistry (AADMD) to familiarize 
yourselves with the activities of this group: www.
aadmd.org. In order to learn more about the 
work of the National Task Group, please visit our 
page: www.aadmd.org/ntg

The 2018 AADMD-NTG conference will be held 
in Seattle, Washington on June 29, 30, and July 
1. The conference will take place in partnership 
with Special Olympics as part of their National 
Games.

For additional information, contact Seth Keller 
at sethkeller@aol.com or Lucy Esralew at drlucy-
esralew@gmail.com. 
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Neuroscience Reviews

Where Science and Clinical Practice Meet
Jarrett Barnhill, MD, DFAPA, FAACAP, UNC School of Medicine

In the past half dozen articles, we delved into 
some complex topics in the neuroscience litera-
ture. It becomes obvious that keeping up with the 
pace of change continues to be a major challenge 
for any clinician. Staying abreast requires an 
efficient means of disseminating relevant infor-
mation in a format that is both understandable 
and useful to clinicians in their daily practice. 
Unfortunately, many families do not have such 
networks and end up relying exclusively on the 
internet as a primary source of information. Al-
though helpful, this approach has its downside. 
Unless families and providers are familiar with 
the nature of internet websites, there is always 
a risk of being misinformed. For example, some 
sources of information are clearly dispensing bi-
ased information arising from underlying ideo-
logical or economic pressures (publication biases, 
or confusing “infommercials” with scientific evi-
dence). Mass media outlets tend to focus on sig-
nificance of conclusions rather than an analysis 
of the limitations that may undermine conclu-
sions about the study. On rare occasions, even 
meta-analyses can be undermined by a limited 
number of quality studies, clinicians overstating 
their value to practitioners, or misinterpreting 
ambiguous findings. So what is the nature of this 
uncertainty in our age of information? 

One particular problem arises from the in-
creasing specialization of scientists and scientific 
knowledge. For example, the actions of a specific 
gene or neuronal pathway may be groundbreak-
ing but not necessarily clinically applicable or rel-
evant to current clinical practice. Likewise, the 
increasing specialization of researchers leaves 
us struggling with studies that are devoted to 
smaller and smaller parts of a particular prob-
lem. We can lose sight of the forest by looking 
at the bark on individual trees. At meetings, you 
might attend a presentation by a world author-
ity that focuses on his or her specific research 
interests. Some experts may be less effective in 
communicating the relevance of their findings to 
a general audience. For example, presenters may 
have difficulty explaining their complex data in 
understandable language (translation of jargon 
into plain English). A corollary is making sure 
the attendee understands the level of complex-
ity or the level of basic knowledge needed to get 
much out of the presentation. I would be lost at 

a lecture on the mathematics involved in the dis-
covery of the Higg’s boson or Hawking radiation 
but might really enjoy a discussion of the broader 
concepts that are part of this research. 

In such a context, a useful psychopharmacol-
ogy lecture may focus on classes of medications, 
common side effects, efficacy in common psychi-
atric disorders, and the logic behind clinical deci-
sion-making. Yet if you are not familiar with the 
more esoteric aspects of neuropharmacology, you 
might fall asleep in a presentation that focuses 
on the molecular aspects of second messenger 
systems or gene activation and regulation.

Confessional aside, there are some very inter-
esting trends arising in psychopharmacology. 
This series we will not concentrate on evidenced 
based research but nibble around the edges of 
some fascinating stuff. For example, we are real-
izing that some older medications are now being 
recycled for different purposes. For some new dis-
coveries are opening doors that we did not antici-
pate years ago. The history of psychopharmacol-
ogy has many stories about drugs borrowed from 
other fields that turn out to be effective against 
some psychiatric disorders. Perhaps the most fa-
mous of these are the antipsychotic, chlorproma-
zine (Thorazine), and the tricyclic antidepressant 
(imipramine). Thorazine emerged as a pre-anes-
thetic but a sharp French clinician revolutionized 
neuropharmacology by using it to calm psychotic 
patients. Thorazine and later antipsychotics pro-
vided a frontline treatment for schizophrenia, 
but they changed the direction of public health 
approaches to psychiatry. Imipramine was an 
ineffective antipsychotic that turned out to be ef-
fective against depression and a variety of other 
conditions including panic disorder and enuresis. 
We will explore some of these new applications of 
older drugs in a subsequent article. 

It is apparent that many drugs are only par-
tially effective and that the differences between 
response, improvement, and remission can differ 
across psychiatric syndromes and choice of treat-
ments. This variability suggests that we need to 
address several issues before we move on. These 
involve the following:

1. Are descriptive, non-etiological-based, di-
agnostic categories sufficiently fine-tuned 
to improve treatment efficacy (increase the 
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number of remission vs. partial responders or 
treatment nonresponders)?

2. How do we deal with the considerable hetero-
geneity of most psychiatric disorders in terms 
of variation in clinical presentation (semiol-
ogy), age of onset, gender, severity, comorbidi-
ties, and secondary forms that occur in the 
context of other genetic/metabolic, medical, 
neurological, and neurodevelopmental disor-
ders?

3. Can we improve our efficacy rates with bet-
ter pharmacogenomic and molecular pharma-
cologic data; subtyping syndromes based on 
shared temperamental traits; intermediate 
end phenotypes based on comparative studies 
of neuroimaging, neurophysiological and oth-
er symptom and genetic/metabolic markers? 
This process is closer to the research domain 
criteria approach outlined by the NIMH. 

4. How do we integrate dueling heterogeneities: 
heterogeneity associated with varying levels 
of ID, and co-occurring medical, neurological, 
behavioral, and psychiatric disorders?

5. How do we integrate psychosocial variables in 
an era of gene-environmental interaction and 
epigenetic effects on development, variations 
in psychopathology, and medication sensitiv-
ity and responsiveness? Do we need to fine-
tune the biopsychosocial model to capture the 
new approaches emerging from the neurosci-
ences?

6. How do we disseminate these new ideas to pa-
tients and families, clinical service providers, 
and other members of the treatment teams; 
the taxpaying public; policy makers, and poli-
ticians who control the purse strings? 

These are topics for exploration over the next 
year. Be patient as we try to unravel some very 
complex but intriguing aspects of the neurosci-
ence revolution as it applies to individuals with 
ID. 

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

US Public Policy Update
Eliminate Discriminative Practices against 
Persons with Mental Illness and Co-Occurring 
Intellectual Disability: Let Their Voices Be Heard
Jackie Keith, Ed.D, LPA, BCBA-D

The following article is provided through the 
NADD US Health Policy Committee. It addresses 
the impact of stigma on individuals with mental 
illness and co-occurring intellectual disabilities.

Throughout history the United States has faced 
many challenges in efforts to eliminate discrimi-
nation. Women were once considered of less im-
portance and/or of less value in society than men. 
There were expectations of servitude and few 
educational opportunities. Women did not have 
a voice when it came to democracy for change as 
they were not allowed to vote. Women stood up 
in protest to demand their rights. Today women, 
although they continue to face discrimination in 
the workplace, for the most part are recognized 
for their important contributions and in most 
cultures face injustices that pale in comparison 
to the injustices faced in the past. 

For centuries, the African American people 

faced cruel and inhuman injustices. There were 
extreme abuses of power against them. They had 
no voice when it came to democracy for change as 
they were not allowed to vote. They often lived 
in deplorable conditions and had few opportuni-
ties for improvement to their lives. They were 
not allowed equal access to public places. They 
were not allowed to eat in public restaurants or 
use public transportation. They had separate en-
trances to medical facilities. They went to segre-
gated schools where they were issued used and 
outdated books. They used the back door of pub-
lic theaters where they sat in an upper chamber 
separate from other theater patrons. It was not 
until the equal rights movement in the 1960s 
that this population of people achieved equal 
rights, and, while we continue to face some injus-
tice, again it pales in comparison to the injustice 
faced by this population in the past. 
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We overcame inequality in public education. 
Persons with intellectual development disabili-
ties (IDD) including those with co-occurring men-
tal illnesses (MI) were at one time often declared 
uneducable and sent home to live their lives in 
virtual seclusion from society. Now, persons with 
IDD have rights to public education. 

In our modern world, most feel that discrimina-
tion has for all intents and purposes made great 
strides towards equality for all. Granted we have 
made tremendous advances. However, discrimi-
nation still exists and is often overlooked. Re-
cently, in 2015, I attended a theatre performance 
in a local theatre. It was an Elvis impersonator, 
and the group I was with was very excited to be 
in attendance. What I experienced when I got 
there was humbling to say the least. You see, I 
was with a group of persons with IDD. I had ac-
companied my daughter and my grandson, who 
is a member of this population. It saddened my 
heart to see and hear how this group of people 
was treated in public. As we entered the build-
ing I heard whispered comments “what are those 
people doing here? Oh lord this is going to be a 
mess.” Others whispered under their breath “they 
won’t be sitting near us.” Sure enough, we didn’t 
sit among those without disabilities. We climbed 
two flights of stairs and sat in the upper chamber 
away from others. I was appalled. Those without 
disabilities who could have easily taken the two 
flights of stairs sat on the first floor. Those with 
disabilities, most of which required significant as-
sistance getting up the stairs, put their safety at 
risk to be able to experience what most of us take 
for granted. At the start of the performance the 
audience was encouraged to enjoy themselves, to 
not hold back from “making some noise.” But in 
the upper chamber those with disabilities were 
encouraged to remain quiet, and not express 
their excitement, so as not to disturb others. At 
intermission, those with disabilities waited in 
their places while those without disabilities were 
served refreshments. When this was completed, 
those with disabilities were helped down the two 
flights of stairs and given one cookie and a small 
glass of soda and then helped back up the two 
flights of stairs to see the final part of the perfor-
mance. Unlike how most people would have re-
acted to such treatment, they were, for the most 
part, happy and continued to be excited. They did 
not know they were being discriminated against. 
And like other groups in the past who had no 
voice, this population of people while they are 
given the opportunity to vote, do not understand 
the process, therefore they have no voice in the 

democratic process and rely upon those who do 
understand to advocate for their rights. 

I have become much more aware of the dis-
crimination against persons with IDD over the 
past 2 years. After 20 years of working with 
people with IDD and/or MI, I recently began a 
position that involves crisis intervention to those 
with IDD/MI. What an eye-opener. While I was 
aware of the negative social impact and stigma-
tization of having IDD, until this point I was not 
aware that discrimination of persons with IDD 
existed at such magnitude. It didn’t take long for 
me to realize that access to mental health care 
for those with IDD is hardly equal to access to 
mental health care for those without IDD. I was 
so naive. I thought that access to health care was 
available to all and that physical access for those 
with handicaps had for the most part ended dis-
crimination. I have come to realize that equal 
access means more than wheelchair ramps at 
public facilities and designated parking. It must 
also include access to inpatient psychiatric care, 
therapeutic interventions, and counseling. 

In our modern world one would think that this 
problem would have already been resolved. So I 
can only conclude that most people, like my for-
mer self, are unaware of the problem. Therefore, 
there has to be a voice for those with IDD/MI and 
it must be strong and relentless, as it has been 
in the past for those that have been faced with 
discrimination. 

Persons with IDD/MI, currently do not have 
equal access to psychiatric inpatient treatment 
nor do they have equal access to therapeutic in-
terventions and counseling services. While I am 
not aware of any studies or surveys that have 
been conducted, I can attest to the fact that in 
the past two years, I have come to realize that 
in the State of Texas many, if not most, psychi-
atric inpatient facilities (with the exclusion of 
the state hospitals) have criteria for admission 
that excludes those with IDD who have an Intel-
ligence Quotient of less than 70. As a person who 
has many years of experience working for the lo-
cal authorities for intellectual disability, let it be 
known that this excludes all of the persons being 
served through the local IDD authorities, all of 
whom have an IQ of 69 or below. As the move-
ment toward deinstitutionalization moves for-
ward, this problem cannot be ignored. Not only 
is it wrong to discriminate based on disability, 
communities need to be equipped to provide for 
the service needs of this population of citizens.

I believe that part of the problem exists due to 
ignorance regarding the need for mental health 
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services for this population, the misguided belief 
that persons with IDD do not benefit from thera-
peutic interventions, and the lack of therapeutic 
programming that is currently in place within 
the psychiatric inpatient and outpatient facili-
ties. 

There is a great need for equal access to mental 
health treatment for persons with dual diagno-
ses of IDD and MI. There has to be a solution. 
Therapeutic intervention can be adapted for per-
sons with IDD. Admission criteria to psychiatric 
inpatient treatment can be revised to eliminate 
exclusionary criteria of those with MI and co-oc-
curring IDD. Treatment programs and Discharge 

criteria from psychiatric treatment facilities can 
be adapted using a person-centered approach to 
treatment. 

At the annual Texas Counsel which will be held 
in June 2017, the challenges of providing mental 
health services to persons with co-occurring IDD 
and avenues toward change will be addressed. It 
is but a first step toward the journey of eliminat-
ing yet again discrimination toward some of our 
valued citizens. 

For additional information, contact Dr. Keith 
at Jackie.keith@myburke.org 

DSP Interests and Concerns

Building Competence: Health and Wellness
Dr. Jennie J. Swartz, DNP jswartz@nd.gov and Cecelia Kittell CKittell@nhsonline.org 

Direct Support Professionals are often the first 
people to notice changes in the individuals in our 
care. They often know the individual best and 
are able to identify small changes that could be 
signs of illness. Many individuals in our care are 
unable to tell us with words how they feel, but 
they can and do frequently tell us by a change in 
the way they act or the sounds they make. When 
changes occur, DSPs often describe the person as 
being “not right” or “not themselves.” How the 
change is described to a primary care doctor or 
clinician will make a difference in the health care 
provider’s ability to understand the value of the 
observation, figure out what the problem is, and 
treat it.

The qualified DSP recognizes that for people 
with IDD/MI behavioral symptoms are often a 
key component to the diagnosis and treatment of 
health disorders. The DSP takes time to main-
tain accurate and complete documentation in ac-
cordance with agency/organizational guidelines. 
He/she organizes and communicates this infor-
mation in useful ways. The DSP teaches skills to 
assist individuals in monitoring their symptoms 
and maintaining personal records.

When you notice that something is not right, 
it may be helpful to think about describing your 
observations by comparing them to how the in-
dividual usually behaves or appears. When you 
look at the person or think about what you are 

seeing, ask what is different from what you usu-
ally see. Be sure that you document – clearly, 
concisely and completely. Subtle changes are of-
ten missed. Failing to document what you do ob-
serve can lead to delays in care that have adverse 
outcomes for the person.

Communication with the healthcare profes-
sional on behalf of an individual with a dual di-
agnosis is important in assisting the physician to 
make the correct diagnosis and order the proper 
medications/treatments. Caregivers are often 
aware of valuable information about the indi-
vidual’s health, likes/dislikes, wants/needs, and 
behaviors and are usually the first to be aware of 
any changes in the individual, whether physical 
or behavioral. Information and concerns regard-
ing the individual are communicated verbally or 
through documentation in their notes to other 
caregivers and healthcare providers. Effective 
communication between caregivers, supervisors, 
and healthcare providers is vital. Providing a 
general picture of the individual and reporting 
any changes observed can mean the difference 
between life and death in some instances. When 
an individual has an appointment to see a physi-
cian, it is important that caregivers not only ef-
fectively report the necessary information to the 
physician, but also document the outcome of the 
appointment to ensure that all of the doctor’s or-
ders are followed. 
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Here are some tips below.

Become a Communication Ally with 
the Healthcare Community

•	 Prepare the person in advance about what the 
appointment will entail and respond to any 
concerns or questions that might arise

•	 Encourage and support the person to be in-
formed and to speak to the maximum degree 
possible at the appointment; bring audio/vi-
sual aids if helpful 

•	 Expect and prepare to take necessary infor-
mation and data to the appointment- be in-
formed and prepared to discuss on behalf of 
the individual

•	 Encourage the physician to communicate di-
rectly with the individual

•	 Ask questions and take notes; complete and 
acquire all documentation

•	 Share and implement physician recommenda-

tions per orders 

The previous is a segment from an upcoming 
Health and Wellness Lesson as part of the NADD 
Competency-Based Direct Support Professional 
webinar series.

View the complete Health and Wellness Com-
petency Standard and benchmarks here: http://
acp.thenadd.org/manuals/dsp/standard-4.pdf 

For further information, contact Dr. Jennie J. 
Swartz, DNP at jswartz@nd.gov or Cecelia Kit-
tell at CKittell@nhsonline.org.

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

We are pleased to offer excerpts from A Trauma-Informed 
Toolkit for Providers in the Field of Intellectual and Devel-
opmental Disabilities, which is edited by Steven Marcal, Psy.D., 
and Shawn Trifosos, LMSW. Included, here, are the prefaces from 
Ed Bartz and Dan Tomasulo, Ph.D., and the introduction.  Lucy 
Esralew, Ph.D., again shares musing from the road—this time 
with an assist from her colleague Seth Keller, MD—including 
highlights from the recent American Academy for Developmen-
tal Medicine and Dentistry (AADMD) 15th annual conference in 
Houston with a particular focus on the National Task Group on 
Intellectual Disabilities and Dementia Practices (NTG) activities 
related to that conference.

Jarrett Barnhill, M.D. lays out the next year’s agenda of what 
topics need to be addressed to understand how recent develop-
ments in neuroscience can be applied to persons with intellectual 
and developmental disabilities. Jackie Keith, Ed.D., raises the is-
sue of lack of access and lack of parity in mental health services 
for individuals with dual diagnoses within the US Public Policy 
Update. Dr. Jennie Swartz and Cecelia Kittell identifies ways in 
which DSPs can advance the health of the individuals whom they 
support through their healthcare advocacy efforts.

The NADD Bulletin can serve as a forum for the advancement 
of best practice in mental health supports for persons with intel-
lectual and developmental disabilities and their family and staff. 
Please consider sharing your best practices with us by submitting 
an article.

Lucy Esralew, Ph.D., NADD-CC
drlucyesralew@gmail.com 
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Improved outcomes for individuals with co-
occurring intellectual/developmental disability 
(IDD) and mental illness depend upon 
effective psychiatric treatment.  Effective 
treatment requires an accurate psychiatric 
diagnosis.  Obtaining that accurate psychiatric 
diagnosis for individuals with IDD has been, 
and remains, very challenging.  This book was 
written to address this challenge. 
 
The groundbreaking publication of the 
Diagnostic Manual-Intellectual Disability 
(DM-ID): A Textbook of Diagnosis of Mental 
Disorders in Persons with Intellectual 
Disability in 2007 gave clinicians and 
providers in the field of dual diagnosis 
(IDD/MI) the resource they needed to provide 
a more accurate psychiatric diagnosis for 
individuals with IDD.  It has become the “gold 
standard” in psychiatric diagnosis for 
individuals with IDD. 
 
More than 100 experts from around the world have now updated the DM-ID to accompany the 
DSM-5.  The DM-ID-2 was developed to facilitate an accurate psychiatric diagnosis in persons 
who have intellectual disabilities and to provide a thorough discussion of the issues involved in 
reaching an accurate diagnosis.  The DM-ID-2 provides state-of-the-art information concerning 
mental disorders in persons with intellectual disabilities.  Grounded in evidence based methods 
and supported by the expert-consensus model, DM-ID-2 offers a broad examination of the issues 
involved in applying diagnostic criteria for psychiatric disorders to persons with intellectual 
disabilities.  The DM-ID-2 is an essential resource for every clinician who works with 
individuals with a dual diagnosis (IDD/MI).  
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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
************************************

11th European Congress of Mental Health  
in Intellectual Disability

September 21-23, 2017 * Luxembourg

State of Ohio 15th Annual MI/DD Conference
September 25-26, 2017 * Columbus, Ohio

NADD 34th Annual Conference & Exhibit Show
November 1-3, 2017 * Charlotte, North Carolina




