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Note from the editor

Dr. Robert Fletcher reviews the resources available through 
NADD including training and certifications that can help the 
workforce better address challenges in serving individuals with 
dual diagnosis. Lucy Esralew, Ph.D. writes about why it is pref-
erable for clinical supervisees to be less like Sherlock Holmes 
and more like Columbo. Dr. Jarrett Barnhill shares his thoughts 
about evidence-based medicine in the first of his several essays 
on that topic. Margaret T. Gilbride, JD, CT. writes about the role 
of DSPs supporting individuals who are grieving in this month’s 
DSP column. Jenise Woolf writes with humor about her tribula-
tions and dreams regarding her son who is on the spectrum and is 
diagnosed with a co-occurring mental health disorder. 

We extend an invitation to all of you to take a step back from 
what you are doing long enough to write about and share your 
clinical work with our readership community.

Lucy Esralew, Ph.D., NADD-CC
lesralew@trinitas.org

TABLE OF CONTENTS
Addressing Workforce Challenges in Serving  
Individuals with Co-Occurring MI/IDD .......................................23

Just One More Thing .......................................................................26

Neuroscience Reviews:  
An Essay on Evidence-Based Medicine:  
Dogma in the Making? ..................................................................27

DSP Interests and Concerns:
Partnering on Mental Health Needs: DSPs on the Frontline  ....29

Family Corner:
Ethan .............................................................................................31

The NADD Bulletin
is the official publication of NADD. 
 
Copyright ©2014 
ISSN 1065-2574

EDITOR:
Lucy Esralew, Ph.D., NADD-CC
MANAGING EDITOR:
Robert Fletcher, D.S.W., A.C.S.W., NADD-CC

B U L L E T I N

THE

132 Fair Street
Kingston, NY 12401-4802
(845) 331-4336
(800) 331-5362
FAX (845) 331-4569
E-Mail: info@thenadd.org
http://www.thenadd.org

Robert J. Fletcher, D.S.W., A.C.S.W., NADD-CC
Chief Executive Officer

FOUNDER

President
Donna Nagy McNelis, Ph.D., NADD-CC

Philadelphia, PA

Vice-President
Daniel Baker, Ph.D., NADD-CC

New Brunswick, NJ

Secretary
Julia Pearce

West Jordan, UT

Treasurer
Terrence McNelis, M.P.A.

Erdenheim, PA

_________

L. Jarrett Barnhill, M.D., NADD-CC
Chapel Hill, NC

Joan Beasley, PhD.
Chestnut Hill, MA

John Holderegger, M.S.
Evanston, WY

John McGonigle, Ph.D.
Pittsburgh, PA

Susan Morris, M.S.W., R.S.W.
Toronto, ON, Canada

James Napolitan, Ph.D.
Chicago, IL

Stephen Ruedrich, M.D.
Cleveland, OH

Hugh Sage, Ph.D.
Enid, OK

Michael Schroeder, M.S.W.
Columbus, OH

Peggie Webb, M.A.
Murrietta, CA

22 35March/April 2016    Volume 19    Number 2

The NADD BULLETIN

BOARD OF DIRECTORS

March/April 2016    Volume 19    Number 2

The NADD BULLETIN

Opinions expressed in the NADD Bulletin are not necessarily 
those of NADD or the Editors.

The NADD Accreditation and Certification Programs 
 
Let the world know that you provide quality services for 
individuals with co-occurring mental illness and 
intellectual disability.  Seek accreditation and/or 
certification from NADD. 
 
 
Program Accreditation 
Competency-Based Clinical Certification 
Competency-Based Specialist Certification  
Competency-Based DSP Certification 
 
  
Visit http://acp.thenadd.org/ or click the Accreditation/Certification icon on the NADD home page 
(www.thenadd.org) for details.  

S a v e   t h e   D a t e 
 

 

 

NADD 33rd Annual Conference & Exhibit Show 2016 
November 2-4, 2016 

Sheraton on the Falls (Wed – Fri) 
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Addressing Workforce Challenges in Serving 
Individuals with Co-Occurring MI/IDD
Robert J. Fletcher, DSW, ACSW, NADD-CC, Founder and CEO, NADD

Individuals with mental illness (MI) co-occur-
ring with intellectual/developmental disability 
(IDD) have complex needs and present clinical 
challenges to the professionals, programs, and 
systems. These individuals are among the most 
challenging, expensive, and intractable to work 
with. Although the situation has been improv-
ing, there are still many instances when the two 
relevant service delivery systems (behavioral 
health and developmental disabilities) deny ser-
vices, believing that the appropriate provider of 
services should be found in the other service de-
livery system. Service providers and clinicians 
often feel poorly prepared to serve this challeng-
ing population, and as a result they may choose 
to not work with individuals who have these two 
co-occurring disorders.

NADD, whose mission over the past 30+ years 
has been “to advance mental wellness for persons 
with developmental disabilities through the pro-
motion of excellence in mental health care,” has 
developed a series of initiatives aimed at rais-
ing the confidence and quality of the workforce 
providing services to individuals with MI/IDD. 
Divided between training and certifying compe-
tence, these initiatives are designed to result in 
improved quality of life for individuals receiving 
services, increased knowledge and competency 
for staff, as well as overall cost savings.

Training Component
NADD offers training by recognized experts in 

the field on all aspects of mental health concerns 
in individuals with intellectual/developmental 
disability. Our new training initiative centers 
on offering train-the-trainer sessions based on 
Mental Health Approaches to Intellectual/De-
velopmental Disability: A Resource for Trainers 
by Robert J. Fletcher, Daniel Baker, Juanita 
St Croix, and Melissa Cheplic. A flash drive is 
included with this book, which has PowerPoint 
slides to facilitate offering trainings. Ten mod-
ules are covered in these trainings:
Module I: What Is a Dual Diagnosis?
Module II: Building on the Basics: Understand-

ing Assessment Practices in Dual Diagnosis
Module III: Mental Health Evaluations: Mental 

Status Examinations (MSE)
Module IV: Signs and Symptoms of Mental Illness

Module V: From DM-ID to DM-ID-2
Module VI: Support Strategies
Module VII: Adaptive Therapy for People with 

IDD
Module VIII: Childhood and Adolescences
Module IX: Aging
Module X: Inter-Systems Collaboration

Learning objectives are included for each mod-
ule, and pre- and post-tests are included in an ap-
pendix, as well as in an accompanying work book: 
Trainee Workbook for Mental Health Approaches 
to Intellectual/Developmental Disability. 

Accreditation and Certification
With the NADD Accreditation and Certifica-

tion Programs, NADD, in association with the 
National Association of State Directors of De-
velopmental Disability Services (NASDDDS), 
has established standards and benchmarks for 
services provided to individuals who have intel-
lectual and developmental disabilities co-occur-
ring with mental illness. The NADD Accredita-
tion and Certification Programs were developed 
to raise their level of care, as well as to provide 
recognition to those programs and professionals 
offering quality care.

The NADD Accreditation and Certification 
Programs are composed of four interrelated pro-
grams: Accreditation for programs, Competency-
Based Clinical Certification, Competency-Based 
Dual Diagnosis Specialist Certification, and 
Competency-Based Direct Support Professional 
Certification. 

The NADD Accreditation Program
NADD developed the NADD Accreditation Pro-

gram to improve the quality and effectiveness of 
services provided to individuals with a dual di-
agnosis through the development of competency-
based professional standards and through pro-
moting ongoing professional and program devel-
opment. 

A NADD Accreditation survey evaluates a pro-
gram on the basis of eighteen competency mod-
ules:
· Medication Reconciliation
· Holistic Bio-Psycho-Social Approach
· Database/Outcome measures
·	 Protocols for Assessments
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·	 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 Collabora-

tions
· 	 Long Term Living – Service Coordination 
·	 Advocacy and Rights Health Informatics 

(Technology) 
(Note: Only the standards that are applicable 

to the program will be evaluated.)
One way that NADD Accreditation differs from 

almost all other accreditation programs is the 
inclusion of a consultation component. Through 
their expertise, NADD surveyors are not only 
able to identify areas that are in need of improve-
ment, but they are also able to offer concrete sug-
gestions about how to improve the program. The 
consultation component takes place on site dur-
ing the course of the survey.

Competency-Based Clinical Certification 
Program 

The NADD Competency-Based Clinical Certifi-
cation was developed to improve the quality and 
effectiveness of services provided to individuals 
with a dual diagnosis through the development 
of competency-based professional standards and 
through promoting ongoing professional develop-
ment. Certification attests to the clinician’s com-
petency in providing services to individuals with 
a dual diagnosis. 

NADD has identified five competency areas 
that applicants for Clinical Certification must 
demonstrate mastery of. 
·	 Positive Behavior Supports and Effective En-

vironment
·	 Psychotherapy 
·	 Psychopharmacology 
·	 Assessment of Medical Conditions 
·  Assessment 

In order to be considered for Clinical Certifica-
tion, an applicant must meet certain pre-requi-
sites. They must be licensed to practice in a state 
or province or recognized as Applied Behavior 
Analyst, and they must have five years experi-
ence in support of persons with intellectual dis-
abilities and mental health issues. They are re-
quired to submit three letters of reference.

Applicants are required to submit a five page 
work sample work of a case that demonstrates 
clinical work with a person who has a dual diag-
nosis. The work sample should include formula-
tion/conceptualization of clinical problem(s), for-
mat for therapy or intervention, landmark events 
or salient issues that arose during the course of 
treatment and how these were addressed within 
treatment, reflection on issues within therapy 
and/or ethical concerns and/or issues relevant 
to cultural competency, and how the clinical ap-
proach was informed by an understanding of in-
tellectual disability or dual diagnosis.

The final aspect of the certification process is a 
telephone-based interview/exam. 

Prior to the interview, the applicant is pre-
sented with a case vignette approximately about 
which he or she will be asked to verbally offer 
his/her thoughts and reflections (i.e., provide a 
case formulation and treatment plan). 

Clinicians who receive NADD Clinical Certifi-
cation are entitled to use “NADD-CC” as a cre-
dential. 

The NADD-CC is being recognized by a wider 
and wider variety of different entities as a unique 
specialty, and we anticipate broader recognition 
as time passes. Individual municipalities such 
as the City of Philadelphia recognize the NADD-
CC, giving specific preference in a Request For 
Proposals. Some third party payers, including 
managed care entities, recognize NADD-CC. In-
dividual states, such as MN and NJ, recognize 
NADD-CC and are in the process of adopting 
NADD-CC into service qualifications and job 
class specifications. 

Competency-Based Dual Diagnosis Special-
ist Certification

The NADD Competency-Based Dual Diagnosis 
Specialist Certification Program is designed for 
specialists in the field of dual diagnosis who de-
liver, manage, train and/or supervise services for 
persons with intellectual/developmental disabili-
ties and mental health needs. Staff working in 
units of county, state or provincial government, 
QIDPs, RN’s, LPN’s, program directors, program 
supervisors, case/care managers, program spe-
cialists, supports coordinators, peer specialists, 
trainers, and others are examples of roles that 
can apply for this certification.

The specialist seeking certification is required 
to demonstrate mastery of the following six com-
petency areas: 

1. Bio-psycho-social approach
2. Application of emerging best practices
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3. Knowledge of therapeutic constructs
4. Respectful and effective communication
5. Knowledge of dual role service delivery & 

fiduciary responsibilities
6. Ability to apply administrative critical 

thinking

Competency-Based Direct Support Profes-
sional Certification

In general, DSPs spend more time with the 
person with IDD/MI than any other professional. 
The competence of the DSP can make a big differ-
ence in the quality of life for people. DSPs are of-
ten the ones charged with supporting skill build-
ing. They help the person engage in recommend-
ed therapies on a day-to-day basis. This work re-
quires an advanced level of skill and knowledge 
to do well. However, there is little available to 
guide DSPs and others in identifying the specific 
competencies a DSP should have for this work. 
As a result, many DSPs are under-qualified. Too 
often, they lack the support and training to do 
well. This lack of standards can make finding, 
hiring, training, and retaining qualified DSPs 
difficult. As a result, many people with IDD/MI 
do not have adequate daily support. 

NADD identified five competency areas that 
the DSP applicant must demonstrate competen-
cy in:
1. Assessment and Observation
2. Behavior Support
3. Crisis Prevention and Intervention
4. Health and Wellness
5. Community Collaboration and Teamwork

Synergy and Motivation
Several programs, recognizing the value of 

having qualified, certified personnel, reward 
employees who achieve certification through a 

financial bonus or increased pay. The CLOUD 
Project in South Carolina rewards certified DSPs 
with a bonus. The Behavioral Health Center of 
Nueces County, Texas, gives NADD-certified 
DSPs a raise. Certain Departments in the State 
of Ohio recognize NADD Clinical Certification as 
one of the certifications that entitle employees to 
increased remuneration. 

One requirement of the NADD accreditation, 
is that after the initial period of the accredita-
tion the program is required to have 10% of their 
workforce, in various categories (clinical, dual di-
agnosis specialist, DSP) be NADD-certified. This 
will help insure the quality of the services and 
supports provided.

Those who complete the train-the-trainer mod-
el will have a higher level of knowledge and will 
have the tools and skills to train others concern-
ing mental health aspects in persons with IDD. 
Those who complete a NADD competency-based 
certification program have demonstrated a high 
level of competency in their respective role. Pro-
grams that receive NADD accreditation have 
demonstrated that the treatments and supports 
they offer are of a high quality as measured by 
NADD standards. As a result of NADD trainings, 
certifications, and/or accreditation, it is expected 
that we will see improved outcomes for clients 
who use the services. Additionally, the anticipat-
ed outcome will include fewer hospitalizations; 
fewer emergency room visits and less needed for 
other crisis intervention services. This should 
significantly reduce costs.

Additional information is available on the 
NADD website, www.thenadd.org. Dr. Fletcher 
can be contacted at rfletcher@thenadd.org or by 
phone at 845-331-4336.

Reprinted with permission from Behavioral 
Health News, Spring Issue, 2016.

Consultation and Training 
 

Keeping abreast of the latest developments in the study of dual diagnosis presents challenges to 
any organization.  NADD provides state-of-the-art consultation and training to agencies, 
organizations and government entities across a broad spectrum of issues concerning persons with 
dual diagnoses.  NADD’s large network of experts is ready to analyze and assist your 
organization in the development of programs, treatments, and supports to better serve your 
clients.  Our experts can help keep your organization on the cutting edge of the study of dual 
diagnosis. 
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Tales of an Itinerant Psychologist

Just One More Thing 
Lucille Esralew, PhD, NADD-CC

I have supervised clinicians and students for 
many years on their crisis response and stabili-
zation services for individuals with intellectual 
and developmental disabilities. One of the first 
things I tell staff and students is that I view cri-
sis response and stabilization as forms of clini-
cal sleuthing. We get calls informing us that 
something has happened, and we then embark 
on a process of gathering information, determin-
ing what data we are missing, and how we will 
obtain that missing data. We pull these find-
ings into a case conceptualization which guides 
our understanding of where the individual, his 
family, and staff are challenged and how best to 
address these challenges. It is a process of hy-
pothesis formation and hypothesis confirmation 
or disconfirmation. 

I have been telling my supervisees for years 
that I want them to be more like Columbo and 
less like Sherlock Holmes. Sherlock Holmes al-
though brilliant was idiosyncratic: “I can tell, 
Watson, that the gentleman served in the war be-
cause of the way in which he buttoned his shirt, “ 
or something to that effect. His character dazzled 
us but was nonetheless inscrutable. 

Recently, I realized after viewing the bemused 
face of one of my younger practicum students, 
that she (possibly others) had no idea what I 
meant when I said I wanted them to be less like 
Sherlock Holmes and more like Columbo. What 
I mean is that it is less important from a clini-
cal perspective to make announcements or pro-
nouncements regarding something that has hap-
pened (like rendering a diagnosis, or stating that 
the individual’s behavioral and emotional regu-
lation problems are due to borderline personal-

ity disorder) and more important to develop an 
understanding on how things go amiss. What 
were the series of events that led to this situa-
tion? Why is this happening now? What have you 
observed? To me, that is critical thinking as it 
applies to understanding a case.

There are some of you, among the readership, 
who are old enough to remember Lieutenant 
Columbo, LAPD detective of the 1970’s TV se-
ries played by Peter Falk. He was unassuming, 
annoying, but nonetheless indefatigable in his 
pursuit of the details of a case. His formula for 
sleuthing was different than most detective se-
ries. Instead of figuring out who committed the 
crime, we were shown the crime and the perpe-
trator at the beginning of the program; the re-
mainder of the episode consisted of how Columbo 
pieced together the crime and how he caught the 
culprit. I can see him, now, seeming to walk away 
from the perpetrator only to turn around and say 
“…Just one more thing…” No matter how clever 
the criminals, they appeared to capitulate (and 
confess) once Columbo laid out the logic of the 
crime. 

So, I am not expecting my supervisees to wear 
rumpled raincoats, smoke cigars, or pull random 
objects out of their pockets. I want them to pay 
attention to detail. I want them to be less con-
cerned with proving their brilliance and more 
concerned with following the consumer and all 
aspects of how things unravel so that we can be-
gin to think of ways to intervene and help.

For additional information, contact Dr. Esralew 
at lesralew@trinitas.org. 

 
Submit an Article for the NADD Bulletin 

 
The NADD Bulletin welcomes submissions of articles.  Details about manuscript submission are available at 
http://thenadd.org/nadd-bulletin/submitting-articles-for-the-nadd-bulletin/.  Inquiries or submissions may be 
submitted to Lucille Esralew, Ph.D., Editor, at lesralew@trinitas.org.  
 

Like us on Facebook  www.facebook.com/NADDMHID 
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Evidence Based Medicine (EBM) is changing 
the practice of psychopharmacology for individu-
als with IDD and behavioral/mental health disor-
ders (dually diagnosed). Conceptual models such 
“number needed to treat” and “number needed to 
harm” are becoming household words—at least 
in the world of clinical psychopharmacology. 
They are now a priori assumptions in most dis-
cussions about treatment safety and efficacy. In 
this Brave New World, the Cochrane Hierarchy 
of evidence moves from anecdote/case reports/ex-
pert opinions to randomized double blinded pla-
cebo controlled trials (RCTs). This chain of high-
er evidence is a widely accepted means of rating 
research findings in terms of increasing validity 
and reliability. Best practices involve the appli-
cation of higher levels of consensus and research 
data. Because such data is still relatively sparse 
for people with dual diagnosis, best practices may 
remain in a state of flux and await the results of 
ongoing data-driven research models. Although 
good RCT’s are relatively rare, they are a signifi-
cant step beyond “my experience” and “clinical 
lore” as basic elements in decision making. 

Accompanying these transformations are ongo-
ing changes in the role of statisticians. Their as-
cendency is erasing Mark Twain’s colorful apho-
rism: “there are lies, damned lies and statistics” 
to the dustbin of anachronisms. Or is it? In some 
circles, EBM seems to be morphing from a use-
ful tool towards the belief that it represents THE 
only path for decision-making. It is useful to heed 
these words of caution. An old statistician friend 
once described himself as a Grand Inquisitor. 
He warned us that like inquisitors, statisticians 
can torture data to the point that it would tell 
us anything we ask of it. He also reinforced the 
idea that “given a sufficiently large sample size, 
any finding could be statistically significant but 
still clinically irrelevant.” Was he a heretic to 
the cause, or was he focusing on several deeper 
truths at once? 

Hyperbole aside, there is a danger in our rush 
to quantify—the tool becomes the sacred (rei-
fied or dogma). The more zealous proponents 
morph into analogues of scripture-quoting old 
style southern preachers (studies cited as de-

finitive rather than tentative). In our exuberance 
we need to remember what William James once 
called the “psychologist’s fallacy:” findings (stud-
ies and meta-analyses) are assumed to explain 
the phenomena under study; in reality they are 
just a small piece of it. One study or meta-anal-
ysis will never be definitive; it is a small step in 
a larger process. Besides, most scientific findings 
are eventually disproven. This is the nature of 
the game. But methodologies and data can be-
come dogma when contradictory evidence is no 
longer considered acceptable. These contradic-
tory findings are now “heretical.” 

But are they? Just pick up a journal from the 
late 1970’s or 80’s and peruse the “truths” of that 
era. Granted we are far more sophisticated and 
have superior “tools” than were available to those 
researchers. But they weren’t primitives either. 
These comparisons should remind us that we live 
in a constantly evolving intellectual universe. 
It began when the first Olduwan pebble flakes 
through Anselm, Bacon, and Newton and so on. 
Each acknowledged they stood on the shoulders 
of giants. We now stand on the shoulders of those 
early social and neuroscientists. There is a circle 
of life in the sciences. 

So why are we rushing to quantify complex 
biopsychosocial phenomena. Some astute observ-
ers argue that we are create a hybrid of neuro-
science and social science (including psychiatry) 
that will put us on a par with physics. We are 
not. Much of what we do seems closer to quan-
tum rather than Newtonian physics. So how do 
we cope with our scientific Frankenstein? We can 
borrow from cultural anthropologists who em-
phasize the differences between “emic” and “etic” 
levels of analysis—the world of personal experi-
ences as differentiated from the abstract world 
of collective symbols, belief systems, and their 
functional/structural role in a particular culture. 
The subtleties of these differences seem lost in 
many psychopharmacological studies of complex 
mental illnesses. We can become mesmerized by 
our toys, especially when they provide tantaliz-
ing clues about the linkages between brain func-
tion, behavior, neuro-imaging, and neurotrans-
mitter studies. But there is a trap. In our zeal 

Neuroscience Reviews

An Essay on Evidence-Based Medicine: 
Dogma in the Making? 
Jarrett Barnhill, MD, DFAPA, FAACAP, NADD-CC, UNC School of Medicine



28 March/April 2016    Volume 19    Number 2

The NADD BULLETIN

we can overlook the inherent reductionism in 
this research. Will we listen to the ghost of Jacob 
Marley who comes to warn us about the dangers 
of hubris? 

In our data-driven world, where is the bound-
ary between data and narrative descriptions, 
synthesis and formulation. For example, we turn 
to the power of rating instruments and computer-
ized neuropsychological testing because they are 
validated or “normalized” through rigorous sta-
tistical analyses. But can these replace the his-
torical narrative (time line), biographical sketch, 
or hands-on assessment. They are great tools, 
but the deeper issue is whether they are displac-
ing in-depth information gleaned from one-to-one 
human contact. Factor analytic studies look for 
patterns but remain group focused. For example, 
irritability is reduced to a few statistically useful, 
descriptive features. The observable traits tell us 
little about their complex etiology. In a sense we 
may grow content with reducing complex human 
behaviors in order to study and quantify them. 
Yet without these methodologies we are in the 
Le Brea tar pits of clinical opinion, the esoteric 
world of molecular genetics and neurobiology, or 
sinking into the unconscious structures and mo-
tivation. 

At a second level, does the study of unique learn-
ing histories undermine our attempts to uncover 
universals in human behavior? Does averaged 
and statistical data on a group of 5000 capture 
the uniqueness of the individual? Paraphrasing 
Mr Spock: “Do the findings of the one outweigh 
those derived from the many?” If my plan is to 
individualize treatment, then can I take these 
findings from the many and apply them to the 
needs of the individual in front of me? Can I ex-
trapolate or generalize my detailed understand-
ing of the individual to explain an entire cohort? 
As a clinician invested in a particular treatment, 
I might find that positive findings offer a sense 
of security, negative findings, a sense of concern 
or frustration, but what about my patient who 
meets all of the exclusion and none of criteria but 
who is tortured by multiple comorbidities and co-
occurring conditions.

Perhaps the most intriguing part of this self-
interrogation involves one problem: some studies 
rely upon samples that fail to capture the clinical 
reality of diversity and heterogeneity. Because 
many earlier studies excluded people with IDD 
or ASD, it is easy to find oneself in a world where 
there is very limited reliable evidence. Under 
these circumstances, it is our misfortune that 

RCTs end up averaging away outliers. These 
folks can provide very useful information for 
the Sherlock Holmes in all of us who wants to 
know how and why this particular set of nonre-
sponders differs from the rest of the cohort. All 
too often the information gleaned from the “su-
per responders” corrals curiosity as it confirms 
our theories of causality or pharmacodynamics. 
The nonresponders,, however, provide different 
information. They challenge our fundamental 
assumptions and fragile understanding of the 
neurobiology of the syndrome, the validity of our 
models for mechanism of action, or our view of 
the nature of complex, clinical phenomena. The 
presence of these who, what, where, when, and 
how questions creates cognitive dissonances for 
many. 

At this point we are back to whether a single 
case design can compete with large cohort stud-
ies. We could argue that single case designed 
studies (lower on the Cochrane chain of higher 
being) provoke new food for future RTC proto-
cols. The eventual outliers from these large co-
hort studies then feeds the next generation of 
single case designs and so on. Perhaps one an-
swer to the questions raised in this article lies in 
the symbiosis inherent in this circle of scientific 
life. But we have a problem. Our understanding 
of the human brain is also evolving in the same 
complex intellectual ecosystem. What we are 
studying is changing as we study it (neurobio-
logical Heisenberg uncertainty). Our knowledge 
of the social ecology does likewise. Neither are 
linear progressions nor simple dialectic process-
es but are more akin to the Gaia principle. The 
brain, like the earth, is made of interrelated sys-
tems and complex feedback loops. Our brain is 
an ecosystem that thrives on curiosity and the 
urge to disprove anything in its path. Without 
curiosity and or by accepting too many absolutes, 
we can fall into the trap of faithfully clinging to 
orthodoxy and rejecting newer ideas out of hand. 
An intellectual balance is needed to avoid the ni-
hilism of chaos as well as scientific dogma. 

The next three essays in this series are much 
shorter. They will explore whether EBM is falling 
into a black hole (singularity for the astrophysics 
buffs), the biopsychosocial model is becoming a 
cliché in the whirling world of neuroscience re-
search, and what it might take to prevent this 
from happening. 

For further information, contact Dr. Barnhill 
at Jarrett_Barnhill@med.unc.edu
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DSP Interests and Concerns

Partnering on Mental Health Needs: DSPs on 
the Frontline
Margaret T. Gilbride, JD, CT, Director of Employment Projects and Aging & 
Disability, The Boggs Center on Developmental Disabilities, Rutgers Robert Wood 
Johnson Medical School 

Someone once observed, “All grief is like all 
other grief, some other grief, no other grief.” 
This is universally true but no more so than in 
the lived reality of persons with intellectual and 
developmental disabilities (IDD). Loss is the ex-
perience that “someone or something that once 
was is no more,” grief is the feeling of that loss, 
and mourning is the expression, private and 
communal, of that grief. As direct support profes-
sionals, we should understand the nature of loss, 
grief, and mourning: from universal hallmarks to 
deeply personal nuances. This will make us more 
effective professionally and better prepared per-
sonally.

For the people we support, loss (sometimes dis-
missed as “just change”) has been a near-constant 
life companion. Loss through residential moves, 
staff turnover, placement changes, programming 
iterations, school graduations, terminated jobs, 
etc., are so frequent that we “caretakers” mis-
takenly view them as routine. We typically don’t 
even note the event. This historical perspective 
we have held in our field that frequency of loss 
equates to routine and routine equates to “of neg-
ligible consequence” has been increasingly chal-
lenged by what is the first generation of people 
with significant IDD to outlive their parents. 
And, in many instances not just their parents but 
their siblings as well. 

To live is to lose; even life events to which we 
look forward and for which we plan and “count 
down” present their losses. One cannot move to 
point B without leaving the familiar, the known, 
of point A. These losses are “little deaths” and 
(whether positive or negative) result in “grief re-
actions” much the same way, but lesser in scale, 
than the paradigm of loss: DEATH. Universal 
characteristics of loss and grief include the reali-
ties that:
·	 There is no avoiding the grief feelings that loss 

inspires. Grief will have it’s day, despite how 
much a person may ignore and/or refuse it.

·	 There is no “right way” to grieve. Every per-
son experiences loss uniquely and grieves his 
or her own way.

·	 There is no “time table” for grief. One does 
not “get over” a loss after enough time has 
passed. One learns to live in a world changed 
by that loss.

·	 Every loss is a multiple loss. There are not 
just secondary losses that are spun off of the 
primary (secondary to getting laid off from a 
job might be such losses as security, identity, 
routine, self-esteem), but losses and the feel-
ings of grief they engender accumulate over 
time and past grief asserts itself afresh.

Common grief reactions include anger, which 
can manifest as heightened speed and intensity of 
reaction, increased irritability, verbal outbursts, 
or inappropriate behaviors. For one “previously 
positive” gentleman with IDD this was expressed 
as general dissatisfaction with everyone and 
everything after his mom’s death. Months of in-
creasing negativity culminated on his birthday 
as staff and housemates were bringing out a 
cake with candles and singing to him. He stood 
up quickly, up-ended the table, and set the cake 
to flight as he yelled, “Nothing, nothing, noth-
ing has been right since mom died!” He then 
collapsed into heart-wrenching sobs. These were 
the first tears he shed since his mother’s funeral. 
He later explained that his mom always made 
his favorite, Boston cream pie, for his birthday. 
This outburst was the beginning, for this gentle-
man, of healing; it freed him to talk about his 
mom, to experience and express his grief over the 
loss of her physical presence in his life. 

Grief reactions touch every dimension of one’s 
personhood, not just the emotional. There are cog-
nitive, physical, spiritual, and psychological im-
pacts that include sadness, physical illness, guilt, 
fear, anxiety, confusion, faith crises, reversion to 
childhood patterns of behavior, and distraction/
loss of concentration to the point of forgetting to 
eat, work, or do routine activities. These reactions 
are the same for people with and without disabil-
ity labels; what can complicate matters for those 
with IDD and lead to “complex grief” are what we 
in the field need to learn about, be able to recog-
nize, and develop skills to address. 
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Research has consistently shown that 15% 
of people with intellectual disabilities are not 
included in any kind of grief ritual after the 
death of a significant person. Even when they 
are included, it tends to be peripheral—they 
may be present, but little effort is made to in-
volve them in a meaningful way. Schwebach, 
in a survey of 254 residential providers found 
that 42% of staff would not help facilitate grief 
expressions in their residents and 26% of staff 
endorsed keeping residents busy until they “for-
get” the death. Most staff reported they look 
to the family for guidance in this area and fol-
low their lead. Families, though, in the midst 
of navigating their own grief, often assume the 
best thing is to exclude the family member from 
the funeral or memorial services. Reasons dif-
fer, but the most often stated are the belief that 
individuals with IDD can’t handle the situation, 
won’t be able to understand what is happening, 
should be “spared” the ordeal, or might act in a 
way that does not conform to the family’s sense 
of decorum.

When it comes to supporting people with IDD 
through loss and grief, direct support profession-
als should understand some of the key barriers 
they face:

· Difficulty understanding
A person does not have to understand the con-
cept of death to feel loss. It is the experience of 
loss, and feelings of grief about that loss, that 
should motivate our desire to assist. People 
with IDD can easily be helped to understand 
the two elements of death: non-functionality 
and irreversibility.

· Behaviorally-voiced communication
The language of grief for people with IDD, 
whether or not they are verbal, is primarily ex-
pressive, even performance-based. It is often an 
enactment of grief. Given age and life history, a 
behavior seen as characteristic of a person may 
actually have its origin in a loss experienceww. 
In order to help people with their mourning, we 
need to recognize grief when we see it.

· Being treated differently
Not being informed of a loved one’s diagnosis 
or death, not being included in decisions or in-
formed about a move or staff changes, not being 
included in rituals of goodbye or remembrance 
is the norm, not the exception.

· Lack of social supports
People with IDD tend to have much smaller 
circles of support from which to draw than their 
age-peers without IDD (significant others, close 
friends, worship community, etc.) to process 
their grief, tell their stories of loss, etc.

· Unrecognizably connected
Many times people with IDD are “disenfran-
chised grievers” because the depth of their grief 
(or its existence) is not acknowledged or vali-
dated. Often this is because the importance of 
the person or thing held far greater value to the 
individual than anyone knew. 

As direct support professionals, there are criti-
cal times we should know we have to be ready and 
willing to provide emotional or other supports to 
those we serve. During times of anticipation, while 
they are experiencing the actual event, in the imme-
diate thereafter of an event, around “firsts” such as 
holidays and special occasions after the event, and, 
moving forward, around anniversaries. 

For these critical times, we have critical tasks. 
First and foremost, we have a responsibility to 
provide information and support the processing of that 
information. To the extent of detail that is neces-
sary and can be understood, we provide informa-
tion (a person need not hear all the intricacies of 
chemotherapy side effects but can be told what to 
expect when he goes to see grandma in the hos-
pital—loss of weight and hair; tubes and bags for 
medicine, etc., or can be told what will happen at 
the wake/funeral before it happens). The key is to 
be concrete and illustrative, to assure that there 
is no blame and to avoid euphemisms. 

In addition to the critical task discussed ear-
lier of enabling maximal involvement of the person 
with IDD in any communal activities surround-
ing the loss event (moving, illness, death, etc.), if 
involvement is not possible or desired (or wasn’t 
in the past), do something individually-tailored 
to enable the person to process the loss (memo-
rial service, art work, review/display of photos or 
artifacts). 

Direct support professionals have an obliga-
tion to maximize the sense of security and mini-
mize the effects of isolation on the people with 
IDD they support by recognizing when there are 
important roles (fishing buddy), blocks of time 
(every Friday evening after work), or activities 
(Thursday night bridge) that need to be filled 
through the nurturing of meaningful connections for 
a person’s quality of life to be maintained. 
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The relational task described above is no more 
or less important than that of the direct support 
professional to maximize the opportunity for self-
expression by the person with IDD at every criti-
cal time through encouraging the use of “feeling 
words,” artwork, music, colors, models and other 
means of non-verbal communication.

Because all grief is like all other grief, some 
other grief, and no other grief, William Wor-
den has been able to identify four necessities of 
healthy mourning that each person, with and 
without I/DD, must meet to “move through loss 
and grief and come out the other side.” These are:

1. Accept the reality of loss
2. Experience the pain of grief
3. Adjust to life without
4. Withdraw and reinvest energies

When direct support professionals provide in-
formation, encourage participation in ritual, and 
speak frankly rather than with abstract euphe-
misms, we assist those we support in accepting 
loss. When direct support professionals sit with 
people in their pain, model our own grief, ac-
knowledge and facilitate their expression of feel-

ings, we assist those we support in experiencing 
the pain of grief. When direct support profession-
als help create a memory box, assist in cemetery 
visits, and nurture a meaningful relationship, 
we assist those we support in adjusting to life 
without. When direct support professionals help 
plant a memorial tree, encourage a new hobby, or 
help a person “volunteer in memory of” we assist 
those we support in withdrawing their energies 
from grief and reinvesting those energies into a 
new way of being in the world. 

For further information, contact Margaret Gilbride 
at margaret.gilbride@rutgers.edu. 

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 
column, you may contact Melissa Cheplic, Edi-
tor of DSP Interests and Concerns at cheplima@
rwjms.rutgers.edu. 

Family Corner

Ethan
Jenise Woolf

John, my oldest son, just turned 21. This has 
been a year of milestones; his younger brother, 
Ethan, just turned 18. For John it means adult-
hood, full independence. For Ethan, it’s the re-
minder that guardianship and oversight are the 
necessary impact of his disability. 

A lot has changed in the last 17 ½ years. Dur-
ing that horrible night when Ethan had those 
seizures and the doctor said they wouldn’t stop 
and talked about damage, I thought about the 
young men with autism I was working with and 
begged my husband to never put my baby into a 
group home. I still knew what to dream for my 
other children, but in that moment, the dreams I 
had for Ethan died. 

There was no damage found, but Ethan did not 
reach most of his milestones. He was not talking 
or pointing, could not run or walk up and down 
steps, could not jump. The next couple of years 
brought a steady stream of evaluations, programs, 
therapists, and case workers. Ethan received the 
best services available, and our home was never 

cleaner! In my state of not-ready-to-acceptness, 
I was always baffled when evaluators prefaced 
conversations with their criteria, thinking they 
were preparing me for why Ethan did not qualify 
for their services, only to be stunned to learn he 
was in the severe category each time. I was des-
perate to know what was wrong. If only I could 
have a label, I would know what to expect. For-
tunately, our local school district only provided 
us with an educational diagnosis of “Eligible for 
Early Childhood Special Education” until the age 
of 5. I had 5 years to come to terms with a label’s 
insignificance. With high expectations and sense 
of humor, my husband and I began our journey.

First stop on the journey was accepting that 
this was going to be a life-long issue. As if saying 
the words out loud would hasten their inevitable 
reality, I chose to believe that Ethan was going 
to catch up on his milestones. As I chased Ethan 
around my office one day, typically minimizing 
his behavior, my boss said, “Jenise, Ethan has a 
severe disability, and he’s always going to have 
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a severe disability.” To which I responded, “You 
know, you’re right.” This was my epiphany, and 
it was okay. Though I used to read evaluations 
and sob, this time I was ready. Next up…the rest 
of my family. 

After college, I had moved to St. Louis from 
East Tennessee. One weekend, my parents and 
my sister and her family all came to visit. We 
stopped at McDonald’s and all the kids got Hap-
py Meals except Ethan, I knew he could not care 
less about the toy. My mother was furious, liter-
ally. “How is he going to be like the other kids 
if you treat him differently?” This continued on 
at the mall when I neglected to get Ethan an 
ice cream cone. So I handed Ethan an ice cream 
cone, which he promptly threw at a nice lady 
standing in front of me, hitting her squarely in 
the back of her expensive coat. My mom stormed 
off in one direction, I in the other and my sis-
ter was left to apologize and attempt to clean off 
the coat with one of those unreasonably small 
napkins only ice cream vendors use. To smooth 
things over, or perhaps engage in a bit of retail 
therapy, I bought Ethan a teddy bear to show my 
mother that I was not depriving him of love. In a 
nick of time, I caught the bear as he flung it over 
the rail to the lower level. This was my mother’s 
light bulb moment.

As Ethan got older, aggression became more 
prevalent. We still laugh about the time my Dad, 
happy to see him, extended his arms for a bear 
hug and a “hi Ethan!!” only to be caught off guard 
by a kick to the groin. Other times were much 
less funny. There were several times I prayed 
someone would call the police as I had him 
pinned outside a store because he had hit some-
one, or was trying to elope, and was aggressing. I 
often worried getting him into the car that people 
might think I was attempting a kidnapping at 
the way he struggled and fought me. On at least 
one occasion, I am pretty sure my license plate 
was copied. 

Throughout this time, we had been seeing a 
variety of psychiatrists. One, a top expert on au-
tism, just kept increasing Ethan’s dosage of Ris-
peridone. Ethan was 6 years old taking twice the 
amount of a typical adult male. I asked if there 
was something that might help when we trav-
eled, and he responded that he was surprised 
Ethan was able to walk at all. The next psychia-
trist would not see Ethan in his office because 
he did not want his things bothered, so our ses-
sions were held in the hallway. Most doctors’ 
appointments were a complete workout for me, 
and I would leave with a flop sweat, bidding the 

staff, “Ethan is now leaving the building!” After 
his first psychiatric hospitalization, we picked up 
the psychiatrist he has seen for the last 9 years. 

It was actually a while prior to this first hospi-
talization that things had gotten really bad. The 
decision to take your child to a psychiatric hospi-
tal for an admission is excruciating. Aggression 
was almost non-stop at this point, but we were al-
so seeing clear signs of depression, crying spells, 
and also bursts of energy. I discussed with his 
psychiatrist where we should take Ethan when 
we were ready, given his “special needs”. His 
doctor responded that all children have special 
needs, and he told me to take him to the hospital 
where he is on staff. After an extremely difficult 
night with Ethan, we were emotionally ready to 
take Ethan to the hospital. We had to take our 
child, who loved to cuddle and get in bed with us 
during the night, and entrust him to strangers. 
It was not safe to have him at home. He was so 
miserable, and he needed help. We took him. We 
took our small boy. We were not allowed to go 
back on the unit to see where he would be. No 
shoe laces, no belts. I was sick to my stomach. I 
was full of doubt. Maybe we were over reacting. 
Could we try to manage Ethan a while longer? I 
cried all the way home. Then I received a call. He 
had a few issues, the man said, but they worked it 
out…what did that mean? Later the next day, we 
received a call that the hospital was not equipped 
to care for him, and we would need to pick him 
up. It had taken all the strength we had to hos-
pitalize our son, and now what? Thankfully, we 
were able to get him transferred to the children’s 
state psychiatric hospital. He was there for one 
month and did wonderfully. Four times a week, 
on every opportunity, I made the hour-long drive 
and spent the time with Ethan in his “room.” 
Initially, the doctors were adamant that Ethan 
could not have behaviors for no reason. Ultimate-
ly, they were able to understand the reason was 
bipolar disorder. 

Five more psychiatric hospitalizations fol-
lowed, the last one being four years ago. It took 
six months to get him into the hospital the last 
time because of his dual-diagnosis. Ethan also 
has a low IQ. Sometimes he carries a diagnosis 
of autism, depending on the doctor, but he is 
very social, very funny, very affectionate. He has 
apraxia, which makes him functionally non-ver-
bal, though he has several dozen word approxi-
mations. If he requires another hospitalization, I 
have no idea where he will go. 

So, Ethan is officially an adult; we now must 
look for an adult psychiatrist. I am told there 
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is only one in all of St. Louis who is an expert 
in dual diagnosis, and he is not taking new pa-
tients. Ethan is also cycling again. Though he is 
now able to redirect himself some of the time and 
he can show some restraint, I walk on eggshells 
waiting for the times he cannot. He has only been 
to school four days in the last month. But we will 
get through this. There might be another hospi-
talization, or two, or three, and more medication 
adjustments. This is life, and we are committed 
to helping Ethan. 

I laughingly say that my son has “Ethanism” 
and that he hasn’t broken my furniture, rather, 
he has personalized it. I look for the humor in 
each situation, thinking how funny is this going 
to be when I share it tomorrow? He is the only 
one of my four children to be on the school honor 

roll. Ethan has been in love for the last six years. 
He will go to his prom next month. We are devel-
oping a job for him. I have dreams for Ethan!

For further information, contact Jenise Woolf 
at jdw1335@bjc.org. 

Family Corner is an ongoing column in The 
NADD Bulletin and is published under the aus-
pices of the NADD Family Issues Committee. We 
welcome your comments, suggestions, and sub-
missions for this column. To learn more or to 
contribute to this column, you may contact Laurie 
Raymond, Editor of Family Corner at lraymond@
portresources.org.
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Thursday, May 26 - The Illusion of “High Functioning”: The Ugly Truth about Outcomes and How 
to Change Them for the Positive 

Dena Gassner, MSW 
 
Wednesday, June 1 - Stories from New Mexico of Individual and Systems Change 

 Chris Heimerl, MSSW & Jason Buckles, MA 
 
Friday, June 3 - Group Therapy and Treatment with Individuals with IDD & MH/SUD: A Guide for 
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Sharlena Thomas, LPCS & Toni Shelow,PsyD 
 
Tuesday, June 7 - The Art and Science of Rolling with the Punches: A Training on Caring for 
Individuals with Co-Occurring Developmental Disabilities and Mental Illness 

Elizabeth Caton-Burm, RN, LCSW 
 
Tuesday, June 14 - Don’t Just Wait on the Waiting List: Preparing for Behavior Consultation 

Paul Gribbon 
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Behavioral Health Disorders: Eliminating the Use of Seclusion and Restraint 

Eileen Elias, Karyn Harvey, Diane Jacobstein, & Kim Sanders 
 

25% discount when you register for 6 or more 
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Note from the editor

Dr. Robert Fletcher reviews the resources available through 
NADD including training and certifications that can help the 
workforce better address challenges in serving individuals with 
dual diagnosis. Lucy Esralew, Ph.D. writes about why it is pref-
erable for clinical supervisees to be less like Sherlock Holmes 
and more like Columbo. Dr. Jarrett Barnhill shares his thoughts 
about evidence-based medicine in the first of his several essays 
on that topic. Margaret T. Gilbride, JD, CT. writes about the role 
of DSPs supporting individuals who are grieving in this month’s 
DSP column. Jenise Woolf writes with humor about her tribula-
tions and dreams regarding her son who is on the spectrum and is 
diagnosed with a co-occurring mental health disorder. 

We extend an invitation to all of you to take a step back from 
what you are doing long enough to write about and share your 
clinical work with our readership community.

Lucy Esralew, Ph.D., NADD-CC
lesralew@trinitas.org
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