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Note from the editor

The January/February issue of the NADD Bulletin has inspi-
ration and information supplied by our resourceful contributors. 
Janet Shouse and her colleagues from Vanderbilt University over-
view the IDD Toolkit, which is an excellent healthcare resource for 
families and professionals who support individuals with dual diag-
nosis. Edward Seliger, Project Coordinator for NADD, overviews 
recent publications from the NADD Press. Dr. Jarret Barnhill fur-
ther explores the connections among autism, the immune system, 
and neuropsychiatry in this month’s neuroscience column. Sandra 
Diggs, a Direct Support Professional from Hope House, describes 
the journey that both she and the woman whom she supports have 
taken through multiple physical, mental health, and spiritual chal-
lenges. Writing from the Family Corner, Lorraine D’Sylva shares 
her concerns about planning during this time of uncertain funding 
for the healthcare needs of two challenged adult children.

As always, we welcome reading about your good work with and 
on behalf of individuals with dual diagnosis. Reading about such 
activities both inspires and informs the entire readership commu-
nity. Please consider writing up and submitting information about 
your programs and services.

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

Trainings in Core Competencies 
 
Recognizing that some people want help preparing to apply for NADD certification (clinical, 
dual diagnosis specialist, direct support professional) NADD developed trainings on the core 
competencies of each of the certification programs.  In addition to people who are interested in 
preparing for NADD certification, these trainings are of value to anyone who wants to learn 
about or brush up on a particular topic.   
 
The trainings are being offered, initially, as webinars and will then be available for “on demand” 
streaming.   
 
The first series of trainings was on the Clinical Competencies, and the webinar series is finishing 
up on March 23. 
 

Clinical Competencies 
 

  Positive Behavior Supports and Effective Environment  
  Psychotherapy  
  Psychopharmacology  
  Assessment of Medical Conditions  
  Assessment 

 
The next series of webinars to be scheduled will feature the Dual Diagnosis Specialist 
Competencies, followed by a series on the Direct Support Professional Competencies. 
 

Dual Diagnosis Specialist Competencies 
 

 Multimodal bio-psychosocial approach 
 Application of emerging best practices 
 Knowledge of therapeutic constructs 
 Respectful and effective communication 
 Knowledge of dual role service delivery & fiduciary responsibilities 
 Ability to apply administrative critical thinking 

 
Direct Support Professional Competencies 

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

 
 

A learner may sign up for a single training or for as many as he or she wishes to take. 
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Innovative Tools for Health Care in Adults 
with Intellectual and Developmental 
Disabilities 
Janet Shouse, BJ, Beth Malow, MD, MS, Elise McMillan, JD and Tom Cheetham, MD 

Adults with intellectual and developmental dis-
abilities often pose significant challenges to health 
care clinicians. While pediatricians receive train-
ing in developmental disabilities, other medical 
professionals seldom do. This lack of training ap-
plies to mental health providers as well, with the 
exception of those in the field of applied behavior 
analysis. Children with intellectual and develop-
mental disabilities (IDD) grow up and need care, 
including mental and behavioral health care, but 
few medical professionals have the knowledge and 
the confidence to provide that care.

Adults with intellectual or other developmental 
disabilities, such as autism or Down syndrome, 
frequently face a cascade of health disparities. 
They may:
• have complex, multiple, or difficult-to-treat 

medical conditions;
• experience difficulty accessing health care 

because of physical barriers or financial bar-
riers, or due to difficulties expressing their 
symptoms and pain; and

• receive little attention to wellness, preventive 
care, and health promotion.

Yet these adults, who often receive inadequate 
health care, deserve quality, patient-centered 
health care.

The Special Hope Foundation of Palo Alto, Ca-
lif., which focuses its efforts on improving health 
care for adults with developmental disabilities, 
recognized this need for high-quality health care 
for adults with IDD. They provided funding for 
the Vanderbilt Kennedy Center for Research on 
Human Development, a University Center for 
Excellence in Developmental Disabilities, to cre-
ate Health Care for Adults with Intellectual and 
Developmental Disabilities, also referred to as the 
IDD Toolkit, www.iddtoolkit.org. The website pro-
vides medical information for the health care of 
adults with IDD. The toolkit went online in 2014.

Methods

Health Care for Adults with Intellectual and De-
velopmental Disabilities Toolkit

The IDD Toolkit offers best-practice tools and 
information regarding specific medical and be-

havioral concerns of adults with IDD, including 
resources for patients and families. The website 
is divided into four main categories: General Is-
sues, Physical Issues, Health Watch Tables, and 
Behavioral and Mental Health Issues.

All the tools, except for the Autism Health 
Watch Table, were developed in Ontario, Can-
ada, to complement the Primary care of adults 
with developmental disabilities: Canadian con-
sensus guidelines (Sullivan, et al., 2011). Almost 
10 years ago, the Ontario government saw a need 
for improved health care for individuals with IDD 
when the province planned to close its remaining 
developmental centers and moved people into 
community-based settings. The tools were devel-
oped by the Developmental Disabilities Primary 
Care Initiative. The initiative received funding 
from the Ontario Ministry of Community and 
Social Services, Ontario Ministry of Health and 
Long-Term Care, Surrey Place Centre, and Sur-
rey Place Centre Charitable Foundation. A print 
version of Tools for the Primary Care of People 
with Developmental Disabilities was published in 
2011 (Developmental Disabilities Primary Care 
Initiative, 2011). See www.surreyplace.on.ca. 
(The Autism Health Watch Table was created as 
part of the IDD Toolkit project.) 

One of the physicians involved in the Canadian 
project, Dr. Tom Cheetham, moved to Tennes-
see several years ago and saw an urgent need for 
similar medical information here in the United 
States. He realized, however, that the informa-
tion would need to be revised for the U.S. health 
care system and that making it widely available 
was vital, if health care were to be improved. 

Dr. Cheetham, who is the deputy commissioner 
of Health Services at the Tennessee Department 
of Intellectual and Developmental Disabilities, 
persuaded the Canadian Developmental Dis-
abilities Primary Care Initiative team to share 
the tools they had created, so that the tools 
might be more accessible to a wider audience. 
Dr. Cheetham worked with the Vanderbilt Ken-
nedy Center in Nashville, TN, the University of 
Tennessee Boling Center for Developmental 
Disabilities in Memphis, TN, and an Advisory 
Council of physicians, researchers, parents, and 
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self-advocates to adapt and update the Canadian 
tools for U.S. health care providers. The Advisory 
Council, which included various disciplines and 
different generations, has been incredibly helpful 
in providing input and feedback on the Toolkit. 

The tools listed under “General Issues” ad-
dress such topics as communicating effectively 
with people with communication barriers, in-
formed consent with individuals with IDD, and 
a downloadable form detailing information about 
that day’s visit to the doctor. There is also a chart 
explaining the levels of intellectual disability to 
help those who are unfamiliar have a better un-
derstanding of the likely adaptive functioning of 
individuals at the various levels.

The section on “Physical Issues” includes 
downloadable forms for a cumulative patient pro-
file and preventive care checklists for men and 
women, with special emphasis on matters that 
are specific to people with developmental dis-
abilities.

The Health Watch Tables provide guidance 
on specific physical health concerns as well as 
behavioral health issues for both children and 
adults with autism, Down syndrome, fragile X 
syndrome, Prader-Willi syndrome, Williams syn-
drome, 22q11.2 deletion syndrome, and fetal al-
cohol spectrum disorders.

The section on “Behavioral and Mental Health 
Issues” offers risk assessment tools, crisis man-
agement and prevention plans, downloadable 
forms for the health care provider and for care-
givers to help address behavioral or emotional 
concerns, and guidance on psychiatric symptoms 
as well as the appropriate use of psychotropic 
medications.

The site also includes a robust list of resources 
for medical providers as well as for families and 
caregivers.

Online Training: Appropriate Use of Psychotro-
pic Medications for People with IDD: Helping 
Individuals Get the Best Behavioral Health Care

After the launch of the IDD Toolkit, we began 
to look for other ways to expand the reach of our 
educational and capacity-building efforts, includ-
ing training related to the Toolkit. One opportu-
nity was that Tennessee, in working to settle a 
long-standing lawsuit seeking to close the state’s 
two remaining developmental centers, had to in-
clude training on the use of psychotropic medi-
cations in the settlement agreement. Because of 
the lack of training for health care providers we 
broadened the training to include foundational 
topics using the IDD Toolkit for health care pro-

viders and families and other caregivers. 
The Vanderbilt Kennedy Center team was able 

to contract with Tennessee’s Department of Intel-
lectual and Developmental Disabilities and the 
Bureau of TennCare to create two online train-
ings about the IDD Toolkit. One particular area 
of concern for TennCare and DIDD, and required 
by the settlement agreement, was the appropri-
ate use of psychotropic medications for adults 
with IDD. We created one training for health 
care professionals; and one for individuals with 
disabilities, their families, and caregivers. Both 
trainings are approximately 90 minutes, broken 
up into 8- to 15-minute video modules, with a 
brief pre-test and post-test for each of the eight 
modules. Once again, we turned to our Advisory 
Council, which helped shape our video modules.

The training for health care professionals, en-
titled “Appropriate Use of Psychotropic Medica-
tions for People with IDD: Helping Individuals 
Get the Best Behavioral Health Care,” can be 
accessed and completed online at: https://cme.
mc.vanderbilt.edu/content/appropriate-use-psy-
chotropic-medications-people-idd-helping-indi-
viduals-get-best-behavioral 

Medical professionals will need to enroll in 
the Vanderbilt University Medical Center Office 
of Continuous Professional Development sys-
tem. Information on that process is available at: 
https://vstar.mc.vanderbilt.edu/help/?p=1826

This training is designed to help educate physi-
cians and other prescribers about the appropri-
ate use of psychotropic medications for individu-
als with IDD—equipping the provider to better 
understand and accurately diagnose underlying 
mental health conditions in individuals with 
IDD, utilize non-pharmacological interventions 
that may better address problem behaviors, and, 
when psychotropic medications are appropriate, 
ensure that they are prescribed in a manner that 
is safe for the person and closely monitored. 

TennCare has established the training as one 
of the documented activities to permit authori-
zation for psychotropic medications when a co-
occurring mental health diagnosis is not on file. 
This incentive, which avoids the prescriber hav-
ing to seek prior authorization for these costly 
medications, encourages clinicians to participate 
in the training. 

For health care clinicians, satisfactory comple-
tion of all modules, including competency checks, 
is required in order to receive free CME credits 
for the training (1.5 hours AAFP, 1.5 AMA PRA 
Category 1 credits for physicians and advanced 
practice nurses with prescription authority, and 
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1.5 APA CE credits). Dr. Cheetham serves as 
host of the provider training, and our videos star 
individuals with intellectual and developmental 
disabilities as patients. Dr. Cheetham and Dr. 
Beth Malow, professor of Neurology and Pediat-
rics, director of the Vanderbilt Sleep Disorders 
Division as well as a member of our IDD Tool-
kit Advisory Council, role play physicians; and 
Elisabeth Dykens, professor of Psychology, Psy-
chiatry & Behavioral Sciences, and Pediatrics at 
Vanderbilt and director of the Vanderbilt Ken-
nedy Center, role plays a psychologist. 

A similar video training program has been de-
veloped for individuals with IDD, family mem-
bers, and conservators to help them understand 
the appropriate use of psychotropic medica-
tions—in terms they can easily comprehend. 
Most importantly, this program will equip them 
to ask questions and to provide information to 
the treating professional about the person’s con-
ditions and behaviors—including when they oc-
cur and why they occur—that will help the clini-
cians better identify the most appropriate course 
of treatment, including interventions other than 
medication when possible. Janet Shouse, the 
program coordinator for the IDD Toolkit and the 
parent of a young adult with autism, serves as 
host for the training for individuals, families, 
and caregivers. 

Health care professionals can share this free 
training resource with individuals, their families 
and caregivers. The training for individuals with 
IDD and family members is available at: vkc.
mc.vanderbilt.edu/healthtraining

Course Contents
Module 1 – An Introduction to Intellectual 

and Developmental Disabilities (IDD) 
and Behavioral Health – An explanation 
of IDD, prevalence of IDD, prevalence of 
co-morbid medical and psychiatric condi-
tions in those with IDD, and the overuse 
of psychotropic medications in those with 
IDD. 

Module 2 – Communication Barriers – A 
demonstration of possible communica-
tion barriers and the elements of effective 
communication with people with IDD.

Module 3 – Prevalent Physical Health 
Concerns – Identification of the top physi-
cal health problems that adults with IDD 
may experience that may present as be-
havior issues or mental health concerns.

Module 4 – Behavioral and Emotional 
Concerns Checklists – An outline of the 

approach to a patient with challenging 
(or worrisome) behavior and an expla-
nation of the Behavioral and Emotional 
Concerns Checklists as useful tools in 
providing an accurate diagnosis.

Module 5 – Autism Spectrum Disorder – An 
explanation of how ASD might appear as 
a psychotic disorder.

Module 6 – Non-pharmacologic treatments 
for challenging behavior – An explana-
tion of other treatment modalities.

Module 7 – Psychotropic Medications, Part 
1 – A discussion of the criteria for choos-
ing to use psychotropic medications in 
patients with IDD.

Module 8 – Psychotropic Medications, Part 
2 – A continued discussion about uses 
of psychotropic medications, and the re-
vised TennCare Prior Authorization cri-
teria and process.

Results 

Health Care for Adults with Intellectual and De-
velopmental Disabilities Toolkit

According to Google Analytics, as of mid-Jan-
uary 2017, the IDD Toolkit had been accessed 
99,972 times by 84,101 users, with 258,719 page 
views. Some 84% of the site visitors are new us-
ers. The site has been accessed from 178 nations. 
The overall “bounce rate” (how often people look 
at the site briefly, do not find what they are look-
ing for, and move quickly to another site) for the 
three-year period is 37.94%. In the first year, the 
bounce rate was 59.56%, and in the past year, the 
bounce rate has dropped to 5.33% reflecting that 
people who are now accessing the site are looking 
for this information. Over the past three years, 
users have downloaded tools from the website 
283,930 times, with the forms for behavioral or 
emotional concerns (both provider and caregiver), 
the psychiatric symptoms checklist, and the pre-
ventive care checklists (male and female) rank-
ing as the most frequently downloaded forms.

Online Training: Appropriate Use of Psychotro-
pic Medications for People with IDD: Helping In-
dividuals Get the Best Behavioral Health Care.

According to the evaluations of our online 
training for health care professionals, which 
was launched in September 2015, 694 individu-
als have completed the 90-minute training, as of 
mid-January 2017. Those taking this training 
include physicians, advanced practice nurses, 
registered nurses, psychologists, social workers, 
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therapists and behavior analysts. Of this group, 
398 received credit from the American Medical 
Association, 50 received credit from the Ameri-
can Academy of Family Physicians, 116 received 
credit from the American Psychological Asso-
ciation (APA), and 130 received no credit. (This 
number includes registered nurses who could not 
receive nursing credit hours and others.)

Some 575 individuals responded to the ques-
tion: Do you anticipate changing something you 
currently do in your practice or doing something 
new as a result of your participation in this CME 
activity? And 49.9% of respondents said “yes.” 
This response, according to personnel in the 
Vanderbilt Office of Continuous Professional De-
velopment, is an extremely positive response to 
the “commitment to change” question.

Among those receiving APA credit, 98 individ-
uals reported that this program enhanced their 
professional expertise, while 8 reported that it 
did not. Among this same group, 100 participants 
said they would recommend this program to oth-
ers, while 4 responded that they would not.

Our training for individuals/families/caregiv-
ers has not found a wide audience yet. Some 140 
individuals have taken at least one of the eight 
modules in this training. Of those who chose 
to complete our evaluation survey, all marked 
“agree” or “strongly agree” to the statements “I 
am satisfied with this training,” “The videos were 
useful in learning new information,” “As a result 
of this training I have an increase in knowledge 
or skills,” and “The training format and technol-
ogy was easy to use.”

Discussion
We report on the development and reception of 

two educational materials, the Health Care for 
Adults with Intellectual and Developmental Dis-
abilities Toolkit and the Online Training: Appro-
priate Use of Psychotropic Medications for People 
with IDD: Helping Individuals Get the Best Be-
havioral Health Care.

Many of us involved in the creation and adapta-
tion of these online materials knew, either from 
personal experience as a parent of an individual 
with a disability or from personal experience as 
a health care clinician, that adults with IDD of-
ten have great difficulty finding medical provid-
ers with the knowledge, confidence, and experi-
ence to provide the necessary care. Our goal has 
been to equip primary care and other health care 
professionals to care for this underserved popula-
tion through these on-line tools. By our adapting 
the Canadian tools for use in the U.S. and mak-

ing them available electronically, every primary 
care clinician has free easy access to these tools, 
which can be accessed from a laptop, a tablet, or 
a smartphone. 

The tools can be useful, too, for individuals 
with disabilities, their family members, and 
their support staff to share with their health 
care professionals. The Health Watch Tables, the 
Behavioral and Emotional Concerns Caregiver 
Checklist and Antecedent-Behavior-Consequent 
Chart can also be helpful to families and caregiv-
ers themselves.

Our team has received a great deal of posi-
tive feedback about the Toolkit and the online 
training, and the Google Analytics and train-
ing evaluations attest to the popularity of both. 
One reason why the Toolkit may have received 
more clinician downloads relates to the incentive 
put in place to minimize the need for medication 
pre-authorizations. This alignment of clinician 
incentives with educational efforts to increase 
high-quality, low-cost care is important to keep 
in mind when rolling out future tools. 

In 2016, the Vanderbilt Kennedy Center re-
ceived another grant from the Special Hope 
Foundation to pilot a telehealth project in Ten-
nessee that focuses on improving care for adults 
with intellectual and developmental disabilities. 
Our proposal was to enroll at least 20 physicians, 
advanced practice nurses, and/or physician’s 
assistants in a project in which we meet once a 
month, at lunchtime, for a live videoconference 
that includes a didactic presentation as well as 
a case presentation. We use a videoconferencing 
platform called Zoom, which is very simple to 
use and provides high-quality video and audio. 
We continue to draw upon the expertise and net-
working abilities of our Advisory Council of phy-
sicians, self-advocates, parents, and other profes-
sionals as we have planned this videoconference 
series and recruited clinicians to join us.

The team involved in the presentations include 
Dr. Cheetham, a family physician with decades 
of experience with this population; Dr. Malow, 
a neurologist and sleep medicine specialist; Dr. 
Taylor Fife, a psychiatric nurse practitioner and 
director of nursing for the Tennessee Depart-
ment of Intellectual and Development Disabili-
ties (DIDD); Dr. Kevin Sanders, associate clini-
cal professor of Psychiatry & Behavioral Sciences 
and Pediatrics at Vanderbilt; Dr. Bruce Davis, a 
BCBA-D and director of behavioral and psycho-
logical services for DIDD; and Karen Wills, an oc-
cupational therapist and director of therapeutic 
services for DIDD. 
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An Introduction to Recently Published 
NADD Press Books
Edward Seliger, M.A., Project Coordinator, NADD

We are gathering data about emergency de-
partment visits and hospitalizations, both medi-
cal and psychiatric, for patients who receive care 
from our telehealth participants. We hope to see 
a reduction on these visits and hospitalizations 
as community clinicians gain more experience 
and confidence in caring for adults with IDD. 

In addition, our IDD Toolkit team has been 
participating with a Project ECHO based in 
Elizabeth, NJ (with the Trinitas Regional Medi-
cal Center’s CARES team), which provides con-
sultations to community agencies that provide 
residential and day services to adults with IDD 
throughout New Jersey. 

We continue to see a growing need both in Ten-
nessee and across the U.S. for more health care 
clinicians who are willing to care for people with 
disabilities and who have the necessary training 
and expertise to provide that care. As individu-
als with IDD, including people who have Down 
syndrome, are living longer, as high-risk infants 
are able to survive and reach adulthood, and as 
higher proportions of children receive an autism 
spectrum disorder diagnosis, this need will con-
tinue to grow. Many of these individuals will re-
quire specialized care not just from specialists, 
but from primary care clinicians and mental 
health professionals in their communities. 

Our future directions are to develop a process 
for how we can grow the capacity for clinicians 
providing high-quality, low-cost, compassionate 
care to adults with IDD, combining toolkits, vid-
eo modules, and collaborative webinars, as well 
as demonstrating the value of these educational 
materials. The net result will be to improve the 

health of adults with IDD across our nation.
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For further information contact Janet Shouse 
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For a small publishing house such as the NADD 
Press, the output we have seen over the past year 
and a half as well as the variety of topics and ap-
proaches to the material has been astonishing. 
Over this period of time, we have published our 
first book for Direct Support Professionals by a 
DSP, a comprehensive manual on dual diagnosis 
using a train-the-trainer model, an examination 
of systems, regulations and fiscal impacts on sup-
ports and services to individuals with a dual diag-
nosis and their families, a look at some common 

and some lesser known syndromes that are associ-
ated with persons with developmental disabilities 
and coexisting mental or behavioral challenges, a 
manual for caregivers of people with intellectual 
disability and behavioral issues, an investigation 
into deinstitutionalization and the impact it has 
had on the lives of persons with intellectual dis-
abilities and their families, and the long-awaited 
revision of the DM-ID. This article will share an 
introduction to this remarkable output.
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Mental Health Approaches to 
Intellectual/Developmental Disability: 
A Resource for Trainers

Robert J. Fletcher, Daniel Baker, Juanita St 
Croix, and Melissa Cheplic have provided a com-
prehensive training manual, using a train-the-
trainer model, in Mental Health Approaches to 
Intellectual/Developmental Disability: A Resource 
for Trainers. The book is arranged in ten modules:

Module I: What Is a Dual Diagnosis?
Module II: Building on the Basics: Under-

standing Assessment Practices in Dual 
Diagnosis

Module III: Mental Health Evaluations: 
Mental Status Examinations (MSE)

Module IV: Signs and Symptoms of Mental 
Illness of Mental Illness

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

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

Learning objectives are identified for each 
module. Within the module, materials are pre-
sented in Microsoft PowerPoint, with slides and 
Speaker’s Notes. The book comes with a flash 
drive containing the PowerPoint slides for use in 
training on this material. The book is designed 
for use in a variety of ways: for trainers to train 
others for professional development; for individ-
ual study; and as a reference guide.

A workbook intended to be used by participants 
in trainings is also available. Trainee Workbook 
for Mental Health Approaches to Intellectual/De-
velopmental Disability contains the slides (with-
out Speaker’s Notes) and space for the partici-
pant to write his or her own notes. The workbook 
contains pre-and post-tests for each module to 
measure and assist in learning.

Since its publication, Robert Fletcher, NADD 
Founder and CEO and one of the book’s authors, 
has provided several multi-day trainings across 
the country using Mental Health Approaches 
to Intellectual/Developmental Disability: A Re-
source for Trainers as the basis of the training.

The Way of the Support Worker
Kevin Alexander shows a great deal of fondness 

for the individuals he provides support to, as he 
shares lessons he has learned over the twenty 
years he has worked as a Direct Support Profes-
sional. The Way of the Support Worker is less a 
how-to manual about providing support than a 
look at building a strong and healthy community, 

career, and relationship with the people to whom 
support is provided. “I have learned such les-
sons as tolerance, patience, understanding, and 
sense of community from my time as a support 
worker,” Mr. Alexander writes. “I have a depth of 
understanding of such topics that I do not believe 
I could have gained from anyone else other than 
the people that I support every day.”

He writes of the importance of humility and 
gratitude, of building community, of respecting 
and listening to the individual who is receiving 
support. He writes of the power of setting a clear 
intention. He highlights the value of giving ev-
eryone the opportunity to create the life of his or 
her dreams regardless of perceived ability.

A whole chapter is devoted to “survival tips.” 
In a profession with high rates of turnover and 
burnout, Mr. Alexander emphasizes the impor-
tance of taking care of yourself so that you are 
able to take care of someone else. He offers tips 
on relaxation and when to seek professional help.

Demystifying Syndromes II: Clinical 
and Educational Implications of 
Common Syndromes Associated with 
Persons with Intellectual Disability

Edited by Shelley L. Watson and Dorothy 
Griffiths, Demystifying Syndromes II is a re-
vision and updating of the 2004 Demystifying 
Syndromes. The book is intended to provide a 
holistic understanding of the biopsychosocial im-
plications of various syndromes for the lives of 
individuals with developmental disabilities. The 
audience for this book is (1) current profession-
als working in the field; (2) community college or 
university students who are studying develop-
mental disabilities; and (3) parents, family mem-
bers, and/or other interested persons who wish to 
learn more about this area. There are separate 
chapters about each of the following syndromes.
•	 Fragile X Syndrome
•	 Down Syndrome
•	 Williams Syndrome
•	 Smith-Magenis Syndrome
•	 Autism Spectrum Disorder
•	 22 Q Deletion Syndrome
•	 Angelman Syndrome
•	 Smith-Lemli-Opitz Syndrome

The chapters examine characteristics of the 
syndrome, physical findings and medical issues, 
biomedical features, genetics, development, psy-
chological features, cognitive effects, and behav-
ioral phenotype. Resources are provided to as-
sist the reader to explore the syndromes further. 
For each syndrome, there is a table (in both the 
introductory chapter and the appendix) which 
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lists physical characteristics, behavioral char-
acteristics, common medical vulnerabilities and 
strategies, and cognitive and language strengths, 
weaknesses, and strategies.

A new chapter, “When Syndromes Demystify: 
Family and Professional Perspectives,” has been 
added in this edition to provide the reader with 
the perspectives of family and various profession-
als as to why syndrome identification is impor-
tant. This concluding chapter features the words 
of family members, speaking to why syndromic 
identification was important to their family.

A Difficult Dream: Ending 
Institutionalization for Persons with 
Intellectual Disabilities with Complex Needs

While deinstitutionalization for individu-
als who were considered “community ready” or 
“easy to place” in the community began in the 
1970s, for individuals with complex needs in-
cluding medical, physical, and/or mental health/
behavioral challenges the opportunity to live in 
the community has been much more restricted. 
A Difficult Dream: Ending Institutionalization 
for Persons with Intellectual Disabilities with 
Complex Needs, edited by Dorothy M. Griffiths, 
Frances Owen, and Rosemary A. Condillac, looks 
at the challenges involved in deinstitutionalizing 
this most challenging population. 

The book is divided into three parts, (1) His-
tory: Deinstitutionalization, (2) Research Studies 
on the Facilities Initiative in Ontario: The End of 
an Era, and (3) Applying Strategies for Success 
for Individuals with Intellectual Disabilities and 
Complex Needs. In the history section, a general 
background of institutionalization is provided, 
followed by discussion of the impact of deinsti-
tutionalization on the lives of individuals with 
an intellectual disability and complex needs. 
Critiques and concerns are discussed. Emerging 
changes in the deinstitutionalization process are 
reviewed, as well as attitudes, experiences, and 
impacts on families during and after deinstitu-
tionalization. The research section focuses on the 
experience in Ontario, Canada of closing the last 
three government-operated institutions for per-
sons with intellectual disabilities, and the end of 
a 35-year process of phasing out institutionaliza-
tion in Ontario. Research evaluates this process, 
including impact on agencies and family. The 
practice section focuses on transitional planning, 
principles of transitional planning, special con-
siderations for communication when planning 
transitions, gathering and integrating transi-
tional planning information, and developing an 

integrated transition plan to address complex 
needs. Best practice guidelines for transition of 
individuals with intellectual disabilities and be-
havioral/mental health needs are discussed.
What’s Going On? How to Tell When They 
Can’t Tell You. A Manual for Caregivers 
of People with Intellectual Disability and 
Behavioral Issues

What’s Going On?, by Marie Hartwell-Walker, 
is an ambitious book. It provides a holistic, multi-
modal approach for analyzing why an individual 
with intellectual disability is in distress and what 
can be done about it. In looking at the whole per-
son, the workbook recognizes that the cause of 
troublesome behaviors may lie within the indi-
vidual’s body (syndromes, seizures, medical is-
sues, mental illness) or outside the individual’s 
body (attitudes of others, environmental issues, 
and life challenges). Dr. Hartwell-Walker offers a 
handy, although unpronounceable pneumonic to 
insure that all possible causes of the behavior are 
considered: S.S.-MMMEFSAP (“envision yourself 
on a big ship navigating through a sea of data”).

S – List the Symptoms
S – Identify Strengths
M – Map the system
M – Rule out Medical issues
M – Rule out Medication issues
E – Check for Environmental changes or is-

sues
F – Check for a Functional cause
S – Check for Substance use, misuse or abuse
A – Rule out Abuse/neglect
P – Check for Psychiatric issues

There is a lot of content in this manual. In Part 
I, “Analysis: Understanding Challenging Be-
havior,” there is a chapter on each of the above 
considerations. The Symptoms chapter includes 
sections on observation of behavior, syndromes, 
challenging behaviors: aggression, property de-
struction and self-injurious behavior, and facti-
tious disorders and somatic symptom disorders. 
The Medical Issues chapter includes sections 
on seizure disorders, sleep disorders, eating 
disorders, and elimination disorders. A chapter 
on Common Clinical Diagnoses has sections on 
bereavement, anxiety disorders, trauma and 
stress-related disorders, paraphilias, dissociative 
disorders, obsessive compulsive disorder, affec-
tive (mood) disorders, attention deficit hyperac-
tivity disorder, impulse control disorders, inter-
mittent explosive disorder, oppositional defiant 
disorder, conduct disorder, pyromania, klepto-
mania, schizophrenia and other psychotic disor-
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ders, dementia, autism spectrum disorders, and 
personality disorders. The manual is full of case 
examples, and as Dr. Hartwell-Walker introduc-
es each new area for consideration, she asks the 
learner to speculate on what might be going on 
and then provides possible answers. Part II pro-
vides a “Toolbox of Interventions,” and Part III 
addresses “Treatment Planning.”
Diagnostic Manual – Intellectual Disability: 
A Textbook of Diagnosis of Mental 
Disorders in Persons with Intellectual 
Disability (DM-ID-2)

Improved outcomes for individuals with co-oc-
curring intellectual/developmental disability and 
mental illness depend upon effective psychiatric 
treatment. Effective treatment requires an ac-
curate psychiatric diagnosis. Obtaining that ac-
curate psychiatric diagnosis for individuals with 
IDD has been, and remains, very challenging, 
especially for individuals with limited receptive 
and expressive language. This book was written 
to address this challenge.

More than 100 experts from around the world, 
under the leadership of editors Robert J. Fletch-
er, Jarrett Barnhill, and Sally-Ann Cooper, have 
now adapted the DSM-5 for use with individu-
als who have IDD. 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 in-
volved in reaching an accurate diagnosis. 

The DM-ID-2 provides state-of-the-art informa-
tion concerning mental disorders in persons with 
intellectual disabilities. Grounded in evidence 
based methods and supported by the expert-con-
sensus model, DM-ID-2 offers a broad examina-
tion of the issues involved in applying diagnostic 
criteria for psychiatric disorders to persons with 
intellectual disabilities. 

Chapters in the DM-ID-2 cover special issues 
(i.e., assessment and diagnostic procedures and 
presentations of behavioral phenotypes of genetic 
disorders) as well as the full range of psychiatric 
disorders. Grounded in evidence-based methods 
and supported by the expert-consensus model, 
the DM-ID-2 offers a comprehensive approach to 
each diagnostic category.

For each disorder, descriptive text and details of 
how to apply diagnostic criteria, as well as tables 
of adapted diagnostic criteria, are included. Each 
diagnostic chapter has a comprehensive review of 
the research literature. Additionally, each diag-
nostic chapter has a section on etiology and patho-
genesis covering risk factors, biological factors, 
psychosocial factors, and genetic syndromes. In 
addition to adapting the DSM-5 diagnostic criteria 
where appropriate, the DM-ID-2 provides advice 
about and considerations for assessing and diag-
nosing individuals with ID and coexisting mental 
health needs. In some cases, it is not so much that 
the criteria need to be adapted, as that a differ-
ent method of eliciting the necessary information 
must be used. Information is provided in recogniz-
ing common behaviors of individuals with intellec-
tual disabilities and in how to differentiate these 
behaviors from psychiatric disorders. 

The DM-ID-2 is designed to help clinicians bet-
ter understand complex behaviors and guides 
the clinicians to better comprehend the differ-
ence between problem behaviors as compared to 
the expression of specific psychiatric disorders. 
Furthermore, the DM-ID-2 provides a wealth of 
information on the presentation of psychiatric 
disorders manifested in adults as compared to 
children and adolescents. 

For further information contact Ed Seliger at 
eseliger@thenadd.org. 

Neuroscience Reviews

Neuro-immunology—Complex Relationship 
with Autism Spectrum Disorder 
Jarrett Barnhill, MD, DFAPA, FAACAP, UNC School of Medicine

In the last two Neurosciences Reviews, we 
briefly explored the complex world of neuro-im-
munology from 30,000 feet. Yet, even at this level 
of analysis, only a few of these research findings 
have trickled down to routine clinical neuropsy-
chiatry. The problem is more complex for those 

of us treating individuals with dual diagnoses. 
Our limitation is due in large part to our lim-
ited knowledge base, incomplete understanding 
of how to apply these findings, and our sense of 
being overwhelmed by complex demands of ev-
eryday clinical practice. But most are aware that 
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the immune system plays a key role in mood 
disorders and several complex neuropsychiatric 
syndromes. 

We may be less well informed about the role of 
the immune and inflammatory system in brain 
development and maturation. This is especially 
true for the interaction between cytokines, leu-
kocytes, lymphocytes, macrophages (innate and 
adaptive immune system), microglial and astro-
cytes, and their role in cell maturation, dendritic 
pruning, and programmed cell death (apoptosis 
and autophagy). There are multiple studies that 
note elevations in serum and cerebrospinal fluid 
levels of cytokines (inflammatory peptides) and 
glial/astrocyte changes that suggest chronic, hy-
peractivity of inflammatory pathways in autism 
spectrum disorder. Lastly there are a number of 
animal models that suggest the elevated cyto-
kines have an adverse effect on social behaviors 
that are “models” for autism spectrum disorder 
(Lumpkin, 2017; Patterson 2011). 

Immune system dysregulation plays a vital role 
in neuropsychiatry. There is a growing aware-
ness that some forms of treatment resistant 
acute psychoses, delirium, catatonia, and neuro-
degenerative disorders are associated with anti-
neuronal antibody (antibodies that affect nerve 
cells). These syndromes can be devastating, but 
they are providing a deeper understanding of 
neuro-immunology. Emerging treatment strate-
gies for paraneoplastic (cancer related neurologi-
cal disorders) and anti-neuronal antibody disor-
ders now include both immune suppression and 
biologic treatments (antibodies to the antibodies 
attacking the neurons). These treatments are 
focused on interfering with the antibody block-
ade or destruction of neurotransmitter receptors, 
ion channel sites, and other cell surface antigens 
(Darnell & Posner, 2005; Hoyle, Welch, & Racke 
2017; Lumpkin 2017) 

This brings us to the effects of auto-inflamma-
tory/autoimmune disorders and autism spectrum 
disorder. All of us struggle with the heterogene-
ity of autism spectrum disorder. This is especially 
problematic for treatment planning. We frequent-
ly face the problem of treatment behaviors associ-
ated with “autisms” rather than a single neurode-
velopmental disorder. For example, the severity 
and risk for comorbidity is related to the level ID 
or co-occurring neurodevelopmental disorders. 
We frequently need to subdivide autism spectrum 
disorder into several broad categories (Michel, 
Schmidt, & Mirnics, 2012). These include:
 1. Secondary or symptomatic autism spectrum 

disorder that represent a final common path-

way in which genetic, neurological and meta-
bolic disorders converge. For example, many 
children with autism spectrum disorder have 
severe ID, seizure disorders, and biological 
markers for specific disorders such as tuber-
ous sclerosis complex, fragile X syndrome, and 
many autosomal genetic disorders. The risk 
for autism spectrum disorder in these families 
depends on the severity of the disorder and 
pattern of inheritance. Aside from X-linked 
disorders (active locus is on the X chromosome; 
mothers may be carriers and pass the traits 
along to their male offspring who are affected), 
the gender ratios in these families are nearly 
equal between males and females. The relative 
shift in gender expression of autism spectrum 
disorder may provide at least part of the expla-
nation for the long standing observation that 
affected females were more likely to present 
severe autism spectrum disorder and ID.

2. Primary autism spectrum disorder is associ-
ated with a polygenic mode of inheritance 
that involves many contributing genes. In 
many multiplex families (multiple affected 
children), the parents and other first degree 
relatives may present with attenuated ASD-
like traits but fail to meet the diagnostic cri-
teria for autism spectrum disorder. In these 
multiplex families, the incidence of severe au-
tism spectrum disorder/ID epilepsy and other 
neuro-metabolic disorders tend to be lower, 
but this group may display higher rates of co-
occurring neurodevelopmental disorders (at-
tention deficit/hyperactivity disorder, specific 
learning disorders, tic disorders) and psychi-
atric disorders (anxiety and mood disorders) 
in their family history. But like other neuro-
developmental disorders, the gender ratio is 
biased towards males (4-9 males: 1 female in 
older studies). Factor analytic studies reveal a 
relatively high degree of variability in the pat-
terns of social communication deficits and re-
petitive-restrictive cognitions, behaviors, and 
emotional reactions. Recent studies suggest 
that embedded in this diversity of phenotypic 
expression are females with subtle deficits in 
the core features of autism spectrum disor-
der. These females may be unaccounted for in 
many population surveys. This issue suggests 
that the actual level of gender dimorphism in 
mild autism spectrum disorder is lower than 
currently accepted. It also may impact the 
growing “epidemic” of autism spectrum dis-
order that seems to be driven by individuals 
with mild autism spectrum disorder.
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3. Combining both subtypes contributes to cur-
rent studies suggesting a nearly 90% heri-
tability for autism spectrum disorder. In 
addition, there is a significantly higher con-
cordance ratio for monozygotic (MZ) versus 
dizygotic (DZ) twins; a clustering of probands 
among first degree; variability in expression 
of the core symptoms within the multiply af-
fected family members, and the presence of 
an expanded phenotype in which parents may 
express subclinical patterns of social commu-
nication and restrictive and repetitive inter-
ests, cognitions and behaviors. Earlier stud-
ies suggested the variability in the number or 
type of copy number variants and single nu-
cleotide polymorphisms may partially explain 
the continuum of severity. (Geschwind, 2009; 
Patterson 2011). 

These observations bring us back to the 
problem of a dysregulated immune system 
in children and adults with autism spectrum 
disorder including inflammatory bowel disor-
ders and disrupted gut microbiota (Hoyle et 
al., 2017; Michel et al., 2011). This data sug-
gests that there is a subpopulation of individ-
uals with aberrant regulatory gene activity in 
both innate and adaptive immune systems. 
Additional evidence for immune dysregula-
tion comes from probands with exposure to 
prenatal viral infections, the presence of ma-
ternal autoimmune disorders (rheumatoid ar-
thritis and celiac disease), and dysregulated 
placental gene activity). These biological chal-
lenges may influence the expression of mul-
tiple genes that are most active during early 
brain development. These potential insults 
may have their greatest impact during the 
first trimester when exposure has its great-
est influence on brain organization and early 
maturation. 

But not all exposed children develop autism 
spectrum disorder. This observation suggests 
specific vulnerability factors may also be pro-
tective. The source of this biological resilience 
may be based on multiple factors – including 
the timing of infectious insults and the vicissi-
tudes of polygenic inheritance and factors re-
lated to the activity of autoimmune disorders 
or exposure to infectious diseases. 

In summary, it appears that primary autism 
spectrum disorder is both a highly heritable and 
heterogeneous disorder. The relationships be-
tween genes involved in regulating immune ac-
tivity and multiple genes linked to autism spec-
trum disorder suggest another level of gene-envi-

ronment interactions (Geschwind, 2009). Anoth-
er way of thinking about this issue is to consider 
possible epigenetic changes involved in immune 
dysregulation as a (chronic stress) that influenc-
es the many genes involved in autism spectrum 
disorder (diathesis). More recent studies suggest 
that inflammatory dysregulation, paternal age, 
maternal infectious disease and auto-immune 
disorders, and exposure to environmental toxins 
may contribute to the apparent 90% heritability 
(Michel et al., 2012). 

In short, comparing affected infants with those 
who were exposed to first trimester viral infec-
tions and did not develop autism spectrum disor-
der suggests that the unaffected babies were at a 
reduced genetic risk for autism spectrum disor-
der. Inflammatory dysregulation may influence 
the severity of autism, gender bias, and overall 
cognitive development as well as patterns of late-
emerging social communication. 

There are several studies that note eleva-
tions in serum and cerebrospinal fluid levels of 
cytokines (inflammatory peptides) that suggest 
chronic, hyperactivity of inflammatory path-
ways. Thirdly there are a number of animal mod-
els that suggest the elevated cytokines have an 
adverse effect on social behaviors that are “mod-
els” for ASD. 
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DSP Interests and Concerns

Connecting on a More Human and Spiritual Level
Sandra Diggs

I am Sandra Diggs, a Direct Support Profes-
sional employed by Hope House Foundation of 
Norfolk, Virginia. While at work, I met a woman 
whom I came to know very well. 

She has been served by Hope House for more 
than a decade and is diagnosed with mild intel-
lectual disability, Asperger’s syndrome, major 
depressive disorder, generalized anxiety disor-
der, and cerebral palsy. As she was also diag-
nosed with Limb Length Discrepancy, she used 
modified orthopedic shoes and assistive devices 
to aid in her mobility. In addition, she also used 
braces to support her back as well as her knees.

Our initial encounter was in 2012. I was intro-
duced to an extremely talented, gifted, and smart 
individual. Further conversation revealed a com-
mitment to strong Christian values. However, 
although she could engage in thoughtful and in-
teresting conversation, there appeared to be a dis-
connect when it came to expressing personal needs 
and desires. Emotional outbursts were frequent 
and smiles were nonexistent. The use of escalated 
behaviors was specifically addressed in her behav-
ioral support plan which was successful in main-
taining her safety, as well as a level of engagement 
and participation at home and in community life. 
This written document would become my daily 
guide and compass as I sought to increase her abil-
ity to live a fulfilling and richer life.

Concerns arose when her daily medications ap-
peared ineffective. Complaints of constant pain 
led me to believe that we needed to seek alter-
natives. Other symptoms remained as well; for 
instance, a fear of cooking continued to cause 
frustration. Though there was a desire to engage 
in such activities, thoughts of using a microwave 
or stove were terrifying. There was also fear of 
being alone in public and fear of rejection from 
a community that she longed to be a part of. For 
this reason, staff were required to accompany 
her in all public places and to conduct hourly 
monitoring visits in her home. Because of the 
level of anxiety, one hour alone was all that she 
could tolerate. Anything more than that led to 
such anxiety and anger that she occasionally left 
the apartment in search of staff. This only com-
pounded the issues. There was now more fear, 
more anger, and more anxiety to combat. As pri-
mary support staff these challenges seemed in-
surmountable. 

My inner struggle to connect more closely and 
effectively with her led me to work on developing 
strategies that required more than the written 
plan to effectively communicate and understand 
her. As it stood, her daily routine was often accom-
panied by tears and anger, anger and tears. There 
was physical and emotional pain that medication 
did not seem to address. I always arrived with the 
intention of making the day a little better than 
the day before. Although my efforts seemed futile 
at times, giving up was never an option for me. 
I have experienced both physical and emotional 
pain. Therefore, I could draw from human expe-
rience. Self-examination was in order - after all 
we did have something in common: Spirit. That’s 
what we are. That’s the source of all love and good-
ness. I decided to connect on a more human and 
spiritual level, knowing that building a relation-
ship based on shared interests and experiences is 
the foundation that would get us past the starting 
point and allow me to understand and meet her 
needs and desires. Thus began our journey of con-
necting to the best life possible.

I now began to see this person through new eyes, 
hear what was being said without judgement and 
with greater empathy. During acts of self-destruc-
tive behavior, I learned to respond from a loving, 
caring place rather than reacting to her anger and 
frustration. Broken eye glasses were no longer a big 
deal. I understood that the swearing and throwing 
of objects were directly related to an inability to ex-
press a need. I began to anticipate needs and tried 
to meet them before issues arose. Furthermore, 
aggressive behaviors sometimes caused expulsion 
or exclusion from support groups. This gap had to 
be filled because a sense of community was much 
needed and desired by her. That should not be sac-
rificed. I made it known that I was there for sup-
port despite the undesirable behaviors. We would 
address it and move on.

However, within a year it became clear that 
my best efforts still weren’t enough. She needed 
more than I was capable of offering. I began to 
search for additional resources for mental, physi-
cal, and spiritual support.

In keeping with accepted practices, I began ad-
vocating for her. In order to address the ongoing 
pain, I suggested to her that we consult another 
physician. I explained every detail and listened 
to her response. Without hesitation the answer 
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was affirmative. Yes! I had full cooperation with 
no further questions asked. This was a major 
breakthrough. In the past any discussion of doc-
tors’ visits brought resistance and negative emo-
tions. Now this woman felt valued and heard. 
There was finally a level of trust between us. 

Upon examination the new physician suggest-
ed breast reduction to alleviate neck, back and 
shoulder pain. It appeared that there was too 
much weight on such a small frame. Two weeks 
later a surgeon deemed the procedure medically 
necessary. Within two months, surgery was done. 

About six weeks following surgery there were 
slight changes. Conversations were geared more 
toward spirituality. There were hardly any com-
plaints of pain. Certainly a need had been met. I 
moved on to addressing some questions for her. 

Since she began to raise the subject – and in 
light of my background in theological studies – I 
felt comfortable discussing biblical principles. 
I also wanted to help reinforce these principles. 
Therefore, I had to model and practice what I 
wanted to convey. I had to show love and kindness 
in difficult situations. I had to model what for-
giveness looked like, even when someone may not 
have been entirely right. As a result, I witnessed 
a shift in her comfort level. The new level of trust 
allowed me to learn more about her true nature.

The rapport that was developed enabled me to 
influence a change in her perception, especially 
about those who were there to offer support. 
There had been only a few staff members that she 
was willing to work with. We talked about giving 
people a chance and sometimes a second chance 
if necessary. I requested that staff modify certain 
behaviors when interacting with her. For more 
positive results, I allowed ample time for her to 
respond to questions, give feedback, or choose not 
to respond. I asked staff to do the same. I allowed 
as much time as was needed to communicate 
needs, express opinions, and to formulate ideas. I 
facilitated ongoing discussions about her desires, 
dislikes, and things that anger her. We began 
making a list of triggers and working on strate-
gies to redirect the anger so that others aren’t 
hurt in the process. I intentionally made eye con-
tact and spoke with kindness and clarity, being 
mindful of tone. I asked other team members to 
do the same. By sharing effective strategies with 
staff and training them to become aware of trig-
gers for her, it became a team effort. They could 
avoid certain behaviors and have more positive 
outcomes during the day. This would benefit ev-
eryone. The consistency was extremely beneficial 
to her, and we were all winners. As I witnessed 

milestones it was impossible to hide my deep 
sense of pride.

I often encouraged her to say in her own words 
what she thought I was saying to her. By commu-
nicating in this manner, I could identify strengths 
and abilities and discover how information was 
being processed. We would also put her thoughts 
on paper each day. These thoughts became topics 
of ongoing discussion and opportunities for me to 
further help her understand things about herself 
that she was unaware of. For instance, I helped 
her understand that it is more difficult to express 
her needs when she becomes angry. We began 
practicing more acceptable behaviors and ways 
of letting others know what we need when we are 
upset. As I saw the learning process unfolding for 
her we began focusing on abilities, not disabili-
ties. I began to understand her perspective, and 
she in a sense became my teacher. She responded 
well to verbal praise and welcomed it. It became 
part of our ritual.

Because she desired a closer connection with 
the spiritual community, I suggested that she 
consider switching her counseling services to a 
Christian-based practice. Because Christianity 
is a topic that she loves to talk about, I thought 
that the change would make a positive impact. I 
thought that it might also make her feel closer to 
the spiritual community. I talked with her about 
the pros and cons, welcomed her feedback, and 
encouraged her to ask questions. She needed 
to be reassured and was not initially comfort-
able with the idea. With some apprehension she 
agreed. She wanted to know that I would support 
her through the transition and that the change 
would benefit her spiritual growth and develop-
ment. I assured her that we would find a good fit 
just for her. Because of the trust that was built 
between us she was in agreement, and we were 
on a new journey that would meet her mental 
and spiritual needs.

Her support team did the research and a fe-
male Christian psychotherapist was finally cho-
sen. An appointment was set. She went in to see 
her, and they have been together ever since. The 
psychotherapist in turn introduced us to a psy-
chiatrist that she felt would be a good fit for her. 
It was just what the doctor ordered. She had fi-
nally found someone who could connect with her 
spiritually and mentally. We saw the Christian 
psychotherapist weekly and every 4 weeks we 
visited the new psychiatrist. 

As time passed there were fewer complaints of 
ailments and pain. Even her knee pain began to 
subside. She was barely taking any medication 
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for pain management. She was no longer wear-
ing a back brace. The back pain was alleviated. 
The neck and shoulder pain subsided. The head-
ache had completely subsided as well. I realized 
that her physical pain and her need for spiritual 
connection played a big part in all that ailed her, 
and it was a mental barrier in her past. The psy-
chiatrist noticed changes as well. He mentioned 
that I played a major role in helping to facilitate 
all of the changes that had taken place in her life. 
He said that it was very noticeable. She talked to 
him more, and she listened more.

After a year went by, she seemed more and more 
stable physically and mentally. It also was very 
apparent that her spiritual needs were also being 
met through our work together and these new con-
nections. She was using little to no pain medica-
tion and she was using her foot braces only. Now 
that she was pain free and had connected spiritu-
ally, helping her to live her life fully began to be an 
easy task. We no longer struggle to communicate. 
I could ask her questions, and she would not get 
upset. She started to ask questions and requested 
that I answer honestly. When she asked me if she 
could have done something differently, I respond-
ed honestly. Then we would review a more accept-
able way of responding when we want to express 
a need. Then we would practice what we would or 
would not say the next time. I helped her to process 
her thoughts and asked the therapist to help with 
communicating her needs to me and other staff 
members. We were all collaborating and working 
on behalf of her. Because of my suggestion, the 
therapist would give homework after each session 
and that helped her to process her thoughts and to 
gain self-control.

After fourteen months of being in his care, the 
psychiatrist noticed that she was talking and 
smiling uncharacteristically. He knew that it was 
time to decrease some of her psychotropic medi-
cation. I told him I could not remember the last 
time she was combative or hard to communicate 
with. He started the medication decrease slowly 
and with every return visit he decreased the medi-
cation a little more. After 18 months she was no 
longer taking any of her psychotropic drugs.

With so much healing taking place I began to 
encourage her to engage in community activi-
ties. I asked her to consider becoming part of the 
church community and to try participating in 
some group events. This is something that she 
had spoken of for a very long time. The idea ap-
pealed to her, and she was willing to give it a try. 
I supported her efforts to attend weekly church 
functions such as fellowship dinners and bible 
study. She also began actively participating in 

the church choir. She attended her first bible 
study class alone a year and a half after I began 
working with her. She began making friends at 
church and in the community. She is now confi-
dent enough to attend church related activities 
alone. I continued to encourage her to look for 
other activities which might be of interest to her. 
This has helped her to cultivate new relation-
ships with people outside of Hope House Founda-
tion. She is now participating in a fully inclusive 
ceramics class. She is learning new ways to use 
her sewing machine and is great at scrapbooking. 
She has learned several new sewing techniques. 
Her new talent made the neighbors take notice 
of her work. They started to ask her to hem their 
pants, put on buttons, sew in zippers, and to take 
in waist lines. I encouraged her to broaden her 
talents by creating a small business from her 
home. We made a sign for her door, posted busi-
ness hours, prices, and made flyers to pass out in 
the community. She now has regular customers 
whom she is delighted to help.

She was afraid to cook on her own so I began 
helping and supporting her in the kitchen each 
day. I engaged her in helping to prepare all of her 
meals. We bulk cooked food, labeled, and froze 
them. With much encouragement and support, 
her fear of cooking slowly subsided, and now she 
is cooking on her own. She enjoys cooking and 
looks for new recipes to try. She also loves bak-
ing. She has on occasion made cakes and breads 
for her church fellowship. Her favorite cooking 
project is making banana nut bread from scratch. 

It has been now almost two years, and she has 
conquered her fears of rejection and being alone. 
She accepts being in a variety of new and different 
situations. She is no longer combative and is still 
working on herself through her weekly therapy. 
She is fifty-three years old now and very outgo-
ing. She is well physically and mentally, and she 
is enjoying her life to its fullest potential. I am so 
proud of the work that she had done on herself, 
and I am equally as proud to have been a part of 
her healing physically, mentally, and spiritually.

For further information, contact Sandra Diggs 
at sdiggs01@cox.net. 

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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Family Corner

Don’t Walk Alone 
Lorraine D’Sylva-Lee

My optimism has carried me through difficult 
times, and faith continues to be my anchor in a 
world of such uncertainty. I needed to remind my-
self of these coping mechanisms as we enter the 
upcoming year. As Winston Churchill once said, 
“When you are going through hell keep going.” 
This statement seems appropriate for difficult 
times when standing still is not an option. Fam-
ily members of persons with disabilities often 
are struggling to just get through the hour, then 
the day, then the week, and then think perhaps 
we could keep going a little longer. We know all 
too well about the incremental steps both men-
tally and physically needed to fight through the 
roughest situations. Often these are not roads we 
travel alone, there are many who join us on this 
journey, and at pivotal points we are thankful for 
those who provide us supports sensitive to our 
family’s unique needs. 

My family consists of one husband, one daugh-
ter, and two sons. My daughter was my first 
child so I had no frame of reference for how 
things were supposed to be and she seemed to be 
developing typically until one day when she was 
seven months old, and she started twitching. 
From that point forward our lives made a hard 
shift into a world of complex developmental dis-
abilities. We know more about seizures, self-
injurious behaviors, anticonvulsants, durable 
medical equipment, special education, day pro-
grams, Medicaid waivers, etc., than we would 
have ever wanted to know. In 2017, my daughter 
Aaliya will be celebrating her 35th birthday with 
an 80’s themed party assisted by her direct care 
workers in the condominium complex where she 
lives. When I reflect back on that day our lives 
took that turn when she was seven months old, 
I still don’t have the answers for why we ended 
up where we are now, but I know we learned 
tremendous lessons along the way, and we are 
still trying to figure out so many unanswered 
questions about the future. 

As families, we find ourselves constantly re-
defining our lives in relation to our loved ones 
with disabilities. There is no spontaneity in our 
world: we have no choice but to be comfortable 
with compromise, and it is required of all other 
family members. Fortunately only two family 
members were ever in crisis at the same time, 
which is intense enough, but if it were more 

than two, I am afraid it may have fragmented 
us into the institutional system of care. We were 
close to this reality when Aaliya, who is totally 
dependent for all of her needs, and my youngest 
son was diagnosed with cancer. There is no “how 
to guide” for families when life “happens” and 
pours down added challenges, we do the best we 
can. Supporting a six-year-old through cancer, 
while caring for a teenager with profound dis-
abilities and a ten-year-old trapped in the same 
household, who did not have the words to ar-
ticulate the myriad of emotions he was feeling, 
while two adults worked full-time and tried to 
maintain a hint of normality, offers a snapshot 
of our family’s resiliency. We know every day 
families somehow manage through situations 
far more complex than mine, which provides in-
sight into just how admirable families can be in 
difficult times. These are the types of situations 
that also confirm siblings as untapped resourc-
es; they have survived unimaginable events 
that make them extremely effective advocates. 
However, there should be no forced expectation 
that siblings should assume caregiving roles; in 
fact what happens when there are no siblings.  

Looming questions for most families planning 
for the future are focused on the parent’s/family 
caregiver’s acute sense of mortality. What will 
happen when we are no longer able to provide 
care? This ignites feelings of fear and vulner-
ability for our loved ones with disabilities who 
will always need support. Caring for a person 
with intellectual, physical, behavioral, and or 
emotional needs can not only be overwhelming, 
it can also be isolating. It is only when care-
givers have opportunities to connect with oth-
ers in similar situations, that we realize that 
we are not alone. Yet, this is often difficult to 
negotiate, particularly when we find ourselves 
engulfed by family demands, especially as our 
children get older and their needs become more 
complex. It is critical as caregivers to build re-
lationships with others and broaden our social 
networks by reaching out to organizations that 
can enlighten and educate us. As Helen Keller 
said so eloquently, “Alone we can do so little; to-
gether we can do so much.” I credit ALL of what 
I have learned in the field of disabilities to my 
connections with other people and agencies, and 
I still have so much more to figure out. Amongst 
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the dilemmas we now confront as families and 
as a nation are concerns regarding the larger 
landscape of healthcare and Medicaid funding. 

What if our legislators decide it is just too 
costly to continue providing specific healthcare 
services? What if our insurance company denies 
coverage of a needed service? In fact, isn’t that 
happening now through our insurance systems? 
How will this impact individuals with complex 
mental and developmental needs? These are just 
some of the questions that keep me active and 
wanting to stay involved with as many people as 
possible who share my passion. I urge other fami-
lies: Don’t walk alone in this advocacy journey; 
we will need all the optimism, faith, and action 

steps we can muster in the years ahead as 2017 
signifies a huge federal shift with significant im-
plications for people with disabilities. 

For further information, contact Lorraine 
D’Sylva-Lee at dsylvalee@gmail.com. 

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 lraymond112@
gmail.com. 

 
 
 
 

Save the Date 
 
 
 

Reaching Your Potential & Beyond: IDD/MI 
 

NADD 34th Annual Conference & Exhibit Show-2017 

November 1 – November 3, 2017 

Charlotte, North Carolina 
 
 
 
 
 
 

Currently seeking presentation proposals. 
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DM-ID-2 
 
Edited by 
 
Robert J. Fletcher, DSW, ACSW, NADD-CC, Chief Editor 
Jarrett Barnhill, MD, DLFAPA, FAACAP 
Sally-Ann Cooper, MD, FRCPsych 
 
 
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).  
 
Member Price: $105 ● Non-member Price: $135  
Product #: DA16-061B 



Note from the editor

The January/February issue of the NADD Bulletin has inspi-
ration and information supplied by our resourceful contributors. 
Janet Shouse and her colleagues from Vanderbilt University over-
view the IDD Toolkit, which is an excellent healthcare resource for 
families and professionals who support individuals with dual diag-
nosis. Edward Seliger, Project Coordinator for NADD, overviews 
recent publications from the NADD Press. Dr. Jarret Barnhill fur-
ther explores the connections among autism, the immune system, 
and neuropsychiatry in this month’s neuroscience column. Sandra 
Diggs, a Direct Support Professional from Hope House, describes 
the journey that both she and the woman whom she supports have 
taken through multiple physical, mental health, and spiritual chal-
lenges. Writing from the Family Corner, Lorraine D’Sylva shares 
her concerns about planning during this time of uncertain funding 
for the healthcare needs of two challenged adult children.

As always, we welcome reading about your good work with and 
on behalf of individuals with dual diagnosis. Reading about such 
activities both inspires and informs the entire readership commu-
nity. Please consider writing up and submitting information about 
your programs and services.

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

Trainings in Core Competencies 
 
Recognizing that some people want help preparing to apply for NADD certification (clinical, 
dual diagnosis specialist, direct support professional) NADD developed trainings on the core 
competencies of each of the certification programs.  In addition to people who are interested in 
preparing for NADD certification, these trainings are of value to anyone who wants to learn 
about or brush up on a particular topic.   
 
The trainings are being offered, initially, as webinars and will then be available for “on demand” 
streaming.   
 
The first series of trainings was on the Clinical Competencies, and the webinar series is finishing 
up on March 23. 
 

Clinical Competencies 
 

  Positive Behavior Supports and Effective Environment  
  Psychotherapy  
  Psychopharmacology  
  Assessment of Medical Conditions  
  Assessment 

 
The next series of webinars to be scheduled will feature the Dual Diagnosis Specialist 
Competencies, followed by a series on the Direct Support Professional Competencies. 
 

Dual Diagnosis Specialist Competencies 
 

 Multimodal bio-psychosocial approach 
 Application of emerging best practices 
 Knowledge of therapeutic constructs 
 Respectful and effective communication 
 Knowledge of dual role service delivery & fiduciary responsibilities 
 Ability to apply administrative critical thinking 

 
Direct Support Professional Competencies 

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

 
 

A learner may sign up for a single training or for as many as he or she wishes to take. 
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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
************************************

International Certificate Programme in Dual Diagnosis 
Summer Institute 2017

May 29-June 9, 2017 * Brock University, St. Catharines, Ontario

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




