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Note from the editor

Editor’s Note

In this issue, NJ advocate for the medically fragile with devel-
opmental disabilities, Linda Zani Thomas shares findings from 
her survey regarding individuals who are triply diagnosed with 
medical conditions, developmental disorders, and mental health 
disorders. This editor shares musings while learning how to in-
corporate both “voice and choice” in clinical work with individuals 
with dual diagnoses. Jarrett Barnhill, M.D., writes the initial in-
stallment of a four-part series on the relationship between the im-
mune system and the brain. Drs. Robin Winters and Tori Shelow 
describe their efforts bringing systems change through extensive 
training and creation of a Professional Learning Community. Jes-
sica Diaz shares her experience as a Direct Support Professional 
who promotes communication by developing strong relationships 
with the individuals whom she supports. Zekiel Zelitch-Factor 
eloquently shares their perspective of the world in the Family 
Corner column.

Take an opportunity by sharing with our community what you 
are doing to advance research, clinical work, or program develop-
ment for individuals with dual diagnosis.

Lucy Esralew, Ph.D.
drlucyesralew@gmail.com
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Improved outcomes for individuals with co-
occurring intellectual/developmental disability 
(IDD) and mental illness depend upon 
effective psychiatric treatment.  Effective 
treatment requires an accurate psychiatric 
diagnosis.  Obtaining that accurate psychiatric 
diagnosis for individuals with IDD has been, 
and remains, very challenging.  This book was 
written to address this challenge. 
 
The groundbreaking publication of the 
Diagnostic Manual-Intellectual Disability 
(DM-ID): A Textbook of Diagnosis of Mental 
Disorders in Persons with Intellectual 
Disability in 2007 gave clinicians and 
providers in the field of dual diagnosis 
(IDD/MI) the resource they needed to provide 
a more accurate psychiatric diagnosis for 
individuals with IDD.  It has become the “gold 
standard” in psychiatric diagnosis for 
individuals with IDD. 
 
More than 100 experts from around the world have now updated the DM-ID to accompany the 
DSM-5.  The DM-ID-2 was developed to facilitate an accurate psychiatric diagnosis in persons 
who have intellectual disabilities and to provide a thorough discussion of the issues involved in 
reaching an accurate diagnosis.  The DM-ID-2 provides state-of-the-art information concerning 
mental disorders in persons with intellectual disabilities.  Grounded in evidence based methods 
and supported by the expert-consensus model, DM-ID-2 offers a broad examination of the issues 
involved in applying diagnostic criteria for psychiatric disorders to persons with intellectual 
disabilities.  The DM-ID-2 is an essential resource for every clinician who works with 
individuals with a dual diagnosis (IDD/MI).  
 
Member Price: $105 ● Non-member Price: $135  
Product #: DA16-061B 
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Triple Diagnosis: How Medical Issues Affect 
Individuals with Dual Diagnoses
Linda Zani Thomas 

I’m delighted to have this opportunity to provide 
information about the impact and incidence of 
medical issues on those with complex needs such 
as a dual diagnosis of developmental disabilities 
and mental health disorder. My colleague, Dr. 
Marsha Wilks, and I created, financed, and im-
plemented the Quality of Life Experience (QLE) 
Study in 2015 to create a snapshot of people with 
developmental disabilities in New Jersey. 

The idea for the study came to us during one 
of the first public comment sessions held by the 
New Jersey Department of Human Services for 
the draft of the State Transition Plan for Home 
and Community Based Services (HCBS). CMS 
(Center for Medicaid Services) made mention 
that their Final Rule was designed to enhance 
the quality of life experience—but they did not 
provide data to support that concept. There is no 
baseline for the rating of quality of life experi-
ence for adults with developmental disabilities. 
We created this study to fill that knowledge gap, 
and to this day it is the only source of quality 
life experience data that includes all residential 
settings types (including those settings consid-
ered non-compliant or presumed non-compliant 
by CMS) and all cohorts of adults with devel-
opmental disabilities in one study with one set 
of universally understood questions—including 
proxy responses. Those with more severe intel-
lectual disabilities are unable to respond on their 
own (self-advocate) and have been excluded from 
many national studies.

Here is an interesting report on the use of proxy 
responses in the National Core Indicators sur-
vey: https://www.aucd.org/docs/urc/AUCD_Strat-
egiesReport_Final.pdf. According to the report, 
“the NCI project does not use proxies to gather 
information on respondent satisfaction.” This ex-
ample suggests that the NCI project has found 
it appropriate to use proxy responses to gain in-
formation about an individuals’ life but not his 
or her satisfaction or opinions (Patterson, 2012).” 

One of the mantras of the self-advocacy 
movement is “Nothing About Us Without Us.” 
Shouldn’t those who cannot advocate for them-
selves also be given equal input on public policies 
that affect their lives? We were determined to 
set a baseline reflective of everyone’s experience. 

And we succeeded.
So, let’s begin with a profile of QLE study re-

sponders who indicated they had a dual diagno-
sis. Of the 432 total responders to the online QLE 
survey, 83 responded (by themselves or through 
a proxy) indicated that they had an intellectual 
disability and a co-occurring mental health dis-
order.
* There was a high incidence of self-injurious 

and/or aggressive behavior that could injure 
themselves or others (76%), as well as behav-
iors that resulted in property damage, loud 
screaming, or elopement (75%).

* Forty-five (45%) percent reported having se-
vere or profound intellectual disabilities. 

* More than half (61%) were on the autism 
spectrum. 

* Twenty-two (22%) percent were nonverbal.
* Seven (7%) percent have cerebral palsy, 

4% were fed via g-tube, and 2% used a 
catheter.

* Some had sensory disabilities such as hear-
ing (6%) and visual impairments (8%). 

* Many (42%) do not have an Emergency Plan 
to address medical, behavioral, or psychiatric 
crises. 

* Almost everyone (97%) reported having a 
primary care doctor and access to physician 
specialists such as psychiatrists, cardiolo-
gists, etc. (99%). 

* Twenty-three (23%) percent said they have a 
medical condition that requires daily, indi-
vidualized attention from a nurse or doctor, 
and 39% said their medical condition is at-
tended to by family or non-healthcare staff. 
One person reported having private duty 
nursing. 

For those who do have medical issues creating 
a third level of complexity, here’s what to look 
out for. 

I will now veer from the survey results to spot-
light some of the key issues individuals with 
medical challenges face.

Medical and Safety Needs
For the medically fragile (those with medical 

conditions that required daily care by medical 
professionals such as LPNs, RNs, MDs), ad-
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equately addressing their medical and safety 
needs is priority #1. Not only is individualized 
medical attention and access to physicians and 
specialists warranted, but also physical modifica-
tions to their environments. Modifications such 
as ramps, in-ceiling tracks, customized bath-
rooms, and accessible appliances are necessary. 
In-home and in-program equipment must be sup-
plied to ensure optimal health, including Hoyer 
and other lifts, augmentative communication de-
vices, wheelchairs, and therapy equipment.

Access to medications and supplies is also cru-
cial, including medical marijuana, in my opinion 
and experience. There are a number of children 
and adults with developmental disabilities who 
are in physical pain, have seizure disorders, and 
a number of other medical and neurological con-
ditions that have shown great improvement with 
medical marijuana use. 

Definition of Community Integration
As the United States moves toward using Home 

and Community Based Services (HCBS) waivers 
proposed in individual State Transition Plans, it 
is imperative that each state address the limita-
tions and opportunities for community inclusion 
and interaction impacted by individuals’ medical 
and health needs. 

Many individuals cannot be employed and have 
medical issues that would be dangerous and even 
deadly if forced to be “out in the community” with-
out access to the comfort and care they need to 
survive. For example, in New Jersey’s first draft of 
the State Transition Plan, the state’s recommen-
dation that all individuals in day programs would 
have to spend 75% of their time out in the com-
munity not at the day program venue met with 
a huge negative reaction. The medically fragile 
need to be tube fed, suctioned, their tracheotomies 
monitored, oxygen tanks, Hoyer lifts and other de-
vices readily available. Can you imagine all this 
going on at the food court in your local mall?

Private Transportation Needs
Those who are medically fragile with severe 

intellectual challenges almost universally strug-
gle with public transportation. Think about this 
for a moment: a person with no self-help skills, 
wheelchair-bound with a poorly controlled sei-
zure disorder could be on an Access Link van for 
two hours to get to their day program—without 
an aide, just the driver. These individuals need 
private, staffed transportation.

Staffing Ratios
Many require 1:1 staffing by direct staff or LPNs/

RNs in order to satisfy their health- and self-care 

needs and to also allow them to participate fully 
in their day activities and community integra-
tion. Non-ambulatory individuals with no self-help 
skills require one person to push their wheelchairs 
if there is a fire; one staff member cannot push 
three wheelchairs at a time. Nonverbal individu-
als—who often have severe or profound intellec-
tual disabilities—need consistency in care in order 
to establish relationships that will benefit them. 
The high staff turnover in the field works against 
establishing stable relationships between persons 
with disabilities and their staff.

There is a dearth of group homes and struc-
tured residences that have 24/7 on-site medical 
service; this limits the residential options of in-
dividuals with complex medical needs. This ar-
ticle will give you a look at the recent experience 
of families being forced to return to New Jer-
sey group homes and services from out of state 
placements in New Jersey’s controversial Return 
Home New Jersey program.

Definition of Privacy
What does “privacy” mean to someone who is 

medically fragile? Some people require line-of-
sight nursing or staff supervision, need help toi-
leting and eating, and need assistance with all 
activities of daily living. Their need for supervi-
sion and personal assistance may override their 
ability to have privacy.

In conclusion, we need to consider the special 
care needs of individuals with medical challeng-
es. With thoughtful attention paid to providing 
appropriate health and safety care first, and a 
true understanding of community integration 
challenges that may affect each individual, they 
can live beautiful, rich lives. 

References
https://www.aucd.org/docs/urc/AUCD_Strategies-

Report_Final.pdf
http://www.njspotlight.com/stories/15/11/30/

lawmakers-look-to-resolve-forced-returns-
to-nj-of-people-with-disabilities/

http://www.state.nj.us/humanservices/dmahs/info/
Statewide_Transition_Plan_DRAFT.pft 

For further information, contact Linda Zani 
Thomas at lindazani@aol.com. 

Linda Zani Thomas is a New Jersey advocate for 
medically-fragile individuals with developmental 
disabilities.
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Tales of an Itinerant Psychologist

Voice and Choice in Mental Health: Focus on Voice
Lucille Esralew, PhD, NADD-CC

About three years ago I had the pleasure of tak-
ing a course offered through Columbia on Narra-
tive Medicine on that university’s uptown medical 
campus. Weeklong classes were held at the uptown 
medical library, which is part of the Columbia 
complex. We reviewed, considered, and discussed 
poetry, essays, and short stories and viewed film 
and art that expressed the lived experience of indi-
viduals with disabilities and disease. At that time, 
I mused that 40 years ago I lived across from that 
same library. My husband and I watched the tow-
er being built in the 1970’s which was to become 
the medical library and which obstructed what 
had previously been our clear view of the Hudson 
River. At the time, my husband and I and other 
neighborhood residents didn’t think we had much 
of a “voice” in the erection of that building which 
obscured our valued landscape. 

Four decades ago, I was more focused on the 
inconvenience, not having any way of knowing, 
then, that I would later return to the spot to 
learn about Narrative Medicine. After a week of 
considering illness and disability from the van-
tage of the experiencer and not the vantage of the 
clinician, I was inspired to promote the “voice” of 
the individuals with whom I work. While being 
convinced that hearing and encouraging the voice 
of individuals with disabilities would enhance 
clinical work, it became harder to maintain my 
own voice of lived experience as someone work-
ing alongside of others with disabilities and chal-
lenges. I wrote a few poems and thought about 
encouraging a few of the individuals with whom 
I work to express themselves through various art 
forms. That creative focus on my own lived ex-
perience as a helper was short-lived. There was 
nothing nurturing this on a day-to-day basis at 
work and that voice became fainter as it was ab-
sorbed in the narrative of everyday clinical activ-
ity including report writing, case conceptualiza-
tions, data collection and documentation. 

Focus on Choice
This past July, I had the pleasure of spending 

a week at the National Leadership Consortium 
at the University of Delaware. My colleagues 
and I formed a spirited group of individuals who 
come from different leadership positions within 
the disabilities field. We had the opportunity to 
learn from wonderful speakers and from each 
other. My continued gratitude to Nancy Weiss 

and Steve Eidelmann for their artful construc-
tion of a week of exercises, talks, and experiences 
that lifted our spirits and sent us on the right 
direction of advocacy and collaboration. I was 
reminded of my time learning about Narrative 
Medicine. I felt re-awakened, creative, and em-
powered. This time the focus was on “choice.”

Then it was back to the reality of working for 
a good hospital, providing needed services in a 
progressive state all of which placed me at a dis-
tance from the lofty views of advocacy, choice, 
and voice about which we learned and practiced 
during that warm summer week. I felt stuck with 
the individuals with whom I work on a lower 
rung of Maslow’s hierarchy.

Voice and Choice
Reviewing my experiences of three years ago 

and more recently, I am struggling with how to 
bring both “voice” and “choice” into my mental 
health work with individuals with disabilities, 
their families, and their staff. How do I move 
from working for and on behalf of to working 
with and alongside? So, there are several things 
that occur to me:
·	 Promote the use of the Wellness Recovery Ac-

tion Plan (WRAP) with individuals and their 
families. Train staff on the use of the plan 
when an individual has completed a WRAP. 
The Copeland Center provides training to in-
dividuals to learn how to facilitate WRAPs.

·	 Utilize Motivational Interviewing to identify 
what individuals and families are willing to 
work on.

·	 Include individuals with disabilities and 
their families and staff in the development of 
trainings.

·	 Develop peer counseling and mentoring op-
portunities.

·	 Feature individuals in a “Voice and Choice” 
newsletter.

These are some of the ideas that occur to me 
as ways to promote voice and choice in mental 
health. I would love to hear from you—my col-
leagues—regarding your thoughts and what you 
have tried. Help me in creating opportunities for 
Voice and Choice.

For additional information, contact Dr. Es-
ralew at drlucyesralew@gmail.com. 
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Neuroscience Reviews

The Immune System, Intellectual, Autism 
Spectrum and Mental Health Disorders 
Jarrett Barnhill, MD, DFAPA, FAACAP, UNC School of Medicine

This article begins a four part series on the re-
lationships between the immune system and the 
brain. For many years these two biological systems 
were not considered to be closely bound. In the 
17th century this boundary began a slow retreat. 
Jenner and others began to immunize patients 
against small pox gradually. It gradually gained 
acceptance. Since that time, many of our most 
dangerous infectious diseases have been nearly 
eradicated. But there were vulnerable children 
who suffered devastating post-immunization neu-
rodevelopmental consequences. These reactions 
suggested that children seem to be vulnerable to 
a different sort of immune reaction. The vaccine 
seemed to turn the immune system against the 
person’s nerve cells. Later examples of infection 
that produced a different type of immunological 
attack included Sydenham’s chorea, PANS and 
PANDAS (Mitchell & Goldstein, 2014) These syn-
dromes alert us to the risk posed by some viral and 
bacterial infections. They seemed to trigger the 
patients with strep infections to mount immune 
responses against specific regions of the basal gan-
glia. They usually appeared well after the infec-
tion. Later research suggests that they represent 
a group of post-infectious anti-neuronal antibodies 
to a family of dopamine receptors (Darnell & Pos-
ner, 2005). From this observation we learned that 
there may be markers on viruses and bacteria that 
shared analogous proteins with brain cells. The 
fact that not everyone exposed to the infectious 
agents developed the syndromes pointed to possi-
ble genetic factors that increased the vulnerability 
to these attacks. 

We were also aware of disease states like multi-
ple sclerosis (MS) and systemic lupus (SLE) that 
were associated with neuropsychiatric disorders. 
Although they involve different components of 
the immune response systems, they also provide 
clues into their diverse mechanism of action. MS 
produces activated immune cells that cranked 
out antibodies that preferentially attacked my-
elin sheaths. Myelin are the fatty sheaths that 
surround the axons and speed up neurotransmis-
sion and enhance neuronal communication. De-
pending on where these injured neurons are, the 
patient can develop emotional dysregulation, de-

creased self-awareness of impact of the disease, 
fatigue, depression, hypomania, cognitive slow-
ing, and deficits (Dalaks, 2003). 

SLE on the other hand, leads to the formation 
of “immune complexes” that could affect blood 
vessels (vasculitis) and effect the blood brain bar-
rier; or antibodies that attack neurons in several 
key regions of the brain (cerebritis). One form can 
mimic tardive dyskinesia and several other psy-
chiatric disorders. One antibody, antiphospholipid 
antibody, is associated with migraines, stroke, 
heart disease, and multiple spontaneous miscar-
riages (Darnell & Posner, 2005; Mitchell & Gold-
stein, 2014) In the past 20 years, another group of 
disorders related to specific types of cancer could 
produce antibodies to proteins within nerve cells. 
There are called paraneoplastic syndromes. A sec-
ond group not directly linked to cancer involved 
antibodies to specific proteins on the cell surface. 
These include neurotransmitter receptor sites and 
ion channels that regulate cell activity. There are 
dozens of these disorders under study, and new 
ones are discovered on a daily basis. The spectrum 
of neuropsychiatric disorders is mindboggling, but 
new treatments are emerging (Cho, 2014). 

As always seems to be the case, we lag behind 
in recognizing these anti-neuronal antibody syn-
dromes in people with ID. It may be safe to say 
that they are at least as frequent among individ-
uals with ID as they are in so-called neurotypical 
groups. For those of us who work in tertiary care 
medical centers, we are always seeing individuals 
with ID who present with odd medical and neu-
rological problems that just don’t make sense? 
Catatonia is one of them. Unfortunately many 
clinicians make that diagnosis and then treat 
without more detailed detective work. Catatonia 
is a symptom of some underlying brain disorder, 
and like delirium or self-injury deserves a more 
detailed assessment. Anti-neuronal antibodies 
appear to be a major player in catatonia. 

From a developmental perspective, prenatal 
infections could devastate the fetal brain. Con-
genital rubella, toxoplasmosis, and cytomegalic 
disease contributed to severe brain pathology and 
frequently left their victims with severe profound 
intellectual disabilities, autism-like syndromes, 
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epilepsy, and severe sensory abnormalities. The 
most recent example, the Zika virus is associated 
with microcephaly and severe developmental dis-
abilities. Other viruses are considered neurotrop-
ic – they prefer the central nervous system. Many 
occur across the lifespan cause significant brain 
damage. The Herpes simplex virus, AIDs, Rabies 
and several forms bacterial meningitis (meningo-
coccal is one of the most common) all can produce 
serious and often fatal brain infections. For some 
disorders the infectious agents that can directly 
damages nerve cells but then the immune sys-
tems takes and can add to problem (Cho, 2014).

The risk for autism, some forms of ID, obesity, 
mood disorders, and schizophrenias is sometimes 
increased maternal autoimmune disorders; 
stress-induced changes in placental deactivation 
cortisol that affect neuron development (Monk et 
al., 2016). In addition, the increased production 
and release of immune regulators (interleukins, 
cytokines and other pro-inflammatory peptides) 
impact early brain development and eventual 
higher function (Mitchell & Goldstein, 2014). 

Neuro-immunological researchers are actively 
exploring the nature of these immune system-cen-
tral nervous system interactions. They are looking 
for clues about where they come from, what trig-
gers them, who and why are some people more 
vulnerable to them, how do we reliably diagnose 
them, and what treatments are most effective. 
Along the way scientists and clinician have made 
some interesting observations. Both the brain and 
the immune system are highly adaptable, appear 

to learn and remember, and actively communicate 
via chemical and messengers. Nerve cells also rely 
on electrical impulses to communicate with the im-
mune system. This allows both systems to share a 
complex interrelationship. 

But in order to explore the many facets of im-
mune system/brain interactions, we will need to 
first explore what makes up this very ancient, 
but remarkably adaptive, system. This will be 
the subject of the next Neuroscience review. 

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

US Public Policy Update

Systems Change through a Professional 
Learning Community
Robin Winters, PhD, IDD Clinical Director VayaHealth and Toni Shelow, EdS, PsyD, 
Senior Director Clinical Operations VayaHealth (Contributing Editor)

Licensed clinicians at VayaHealth (Vaya), a 
managed care organization in western North 
Carolina, expressed concern regarding the lack 
of mental health (MH) diagnoses for people with 
intellectual/developmental disabilities (IDD) 
who had documented MH symptoms. Although 
the estimate of individuals with co-occurring 
IDD and MH disorders is in the range of 30 to 
40 percent, clinicians observed a much higher 
rate. In addition, they noted that many people 
with co-occurring IDD and MH did not have cur-

rent, valid assessments and/or interventions that 
addressed the MH disorders. These two findings 
provided the impetuous for a study that led to 
systems change including extensive training and 
the formation of a Professional Learning Com-
munity (PLC). 

In 2015, 211 health records of participants in 
the North Carolina Innovations Home and Com-
munity Based Services Medicaid Waiver were 
randomly selected and reviewed by licensed cli-
nicians for symptoms and/or a diagnosis of MH. 
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63% (133) had evidence of an MH disorder. Of 
those, only 16% (22) had a MH assessment with-
in the past two years and 50 percent (68) received 
a MH intervention within the past two years.

The study was repeated in 2016 with another 
211 randomly selected health records. The find-
ings were nearly identical with 62 percent (130) 
having evidence of an MH disorder. Of those, 

20 percent (26) had an MH assessment within 
the past two years and 58 percent (75) had re-
ceived an MH intervention within the past two 
years. These studies confirmed the informal ob-
servations of Vaya’s clinicians who recognized 
that MH diagnosis and treatment is often over-
shadowed by the IDD. Additional concerns re-
garding the cost of care were also investigated. 

Utilizing the 211 cases from 2015, one year of 
claims data was analyzed from a random sample of 
40 people (20 with evidence of a co-occurring MH/
IDD disorder and 20 with a confirmed diagnosis 
of IDD only). This data showed that expenditures 
for people with co-occurring disorders was 30.68 
percent ($16,135) higher than for those with IDD.

VayaHealth initiated systems interventions 
that focused on extinguishing the silos of MH 
and IDD for assessment and treatment. The first 
step was to educate MH and IDD providers on co-
occurring disorders. 33 MH and/or I/DD provider 
staff were trained utilizing the ten module NADD 
Mental Health Approaches to Intellectual/Devel-
opmental Disability “train the trainer” program. 
These providers and seven Vaya trainers formed 
a Professional Learning Community (PLC).

A PLC is a group that seeks and shares learn-
ing together and then acts upon what members 
have learned. The goal is to improve professional 
practice thus improving staff performance. As-
sessments provide information on teaching effec-
tiveness rather than on learning retention. PLCs 
set tangible goals and produce measurable out-
comes. Typically they consist of members with 
diverse interests who work collaboratively to 
achieve a common goal. 

Vaya’s co-occurring PLC meets quarterly to 
discuss challenges and solutions to achieving 
their goal of providing seamless assessments 
and supports to people with co-occurring MH/
IDD. Pre- and post- tests are utilized to show 
the learner where he or she has knowledge and 
skills. The goal of this PLC is to have 700 staff 
trained in at least three of the ten NADD train-
ing modules. Vaya’s members have either a MH 
background or an IDD background, but for the 
first time these groups were merged by our PLC. 

Originally the members thought they could 
achieve the goal of 700 trained staff with face-

to-face training within their own agencies. This 
method produced an impressive 400 trained staff. 

However, during the October 2016 meeting two 
specific challenges were identified to train the 
next 300 staff: (1) many staff lived and worked 
in outlying areas and (2) funding was not avail-
able for training and travel. PLC members real-
ized that if they worked collaboratively without 
agency borders they could reach their goal. 

PLC members formed six teams to produce webi-
nars based on six of the MH approaches modules. 
They addressed eliminating the silos by forming 
teams of one MH provider, one IDD provider, and 
one VayaHealth staff. Providers involved in the 
PLC also showed their commitment to this goal 
through signing addendums to their contracts re-
quiring 30 percent of their staff to be trained in 
three of six NADD modules throughout the year. 
In addition to the training, providers participated 
in forming a seamless referral-assessment-service 
process without MH and I/DD silos.

Providers concur that the NADD curriculum pro-
vides a teaching method that is consistent across 
agencies and that the PLC has taken teaching and 
learning to a new level. They have observed a par-
adigm shift in staffs’ understanding co-occurring 
disorders, in their confidence in their professional 
skills, and in their motivation to learn more. 
VayaHealth and the PLC are committed to 
systems changes that will result in an increase 
in valid assessments and effective MH 
interventions.
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DSP Interests and Concerns

A Good Morning
Jessica Diaz, J-ADD

Back in 2009, after working for 11 years at the 
same company in another field, unrelated to hu-
man services, I heard about J-ADD. I decided 
to stop here and apply for a job. J-ADD (Jewish 
Association for Developmental Disabilities) pro-
vides those with a developmental disability a 
“home.” With 7 houses and 6 supportive apart-
ments all in a Kosher setting, we support approx-
imately 60 individuals. As a staff member, I re-
member one story that really touches my heart. 
Every time I talk about it, I recall why I work 
in this field and how much I enjoy working with 
people and making a difference in their lives. I 
had a consumer who did not talk to anyone. We 
never knew how he was feeling, if he wanted or 
needed something, or disliked anything. When I 
started working with him, we just had a connec-
tion. I just knew we would develop a good rela-
tionship. With a lot of support, trying every day 
to have little conversations with him, I tried to 
connect with him. I used to ask him simple ques-
tions. What is your name? What is your favorite 
food? Since I didn’t get an answer, I used to say 
my name is ….. and I like to eat….. I knew he 
was understanding, because he had a big smile 
and big bright eyes on his face. Then one morning 
when I walked in at 7AM I said “good morning.” 
He turned his head looked at me and responded 
“Good morning Jess.” Of course my question was, 
“Oh you can talk?” He said, “Yes I can.” I asked 
him why he never spoke to us. His response: “I 

didn’t feel like it.” After that, he started talking 
to all the staff. His favorite thing to talk about 
is who will be the next president of the USA. He 
talks about his dreams; for example, one day he 
would like to move to Florida. He is now able to 
tell us “I have a headache, I’m hungry” etc., and 
he is a great joker. Since that day, his progress 
in so many ways makes us at J-ADD very proud. 
We are proud of how with support, care, and love 
we can make a difference to help someone im-
prove the quality of their life. I’m very happy to 
be working at J-ADD. Every day here is a learn-
ing day. I have now been here for 7 years, and 
this is more than just a job; I think of the people 
I support as members of my family, which makes 
what I do much more personal and rewarding. 
I feel very blessed to have created such strong 
relationships with people who need me and who 
I care about so much.

For additional information, contact Cheryl 
Minkoff at cminkoff@j-add.org.

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

Family Corner

My World, Too
Zekiel Zelitch-Factor 

I’ve always loved telling stories. Ever since 
I was a little kid, I’ve been fascinated with the 
idea that one person’s memories, beliefs, ideas―
something so internal, integral to the self―could 
be made intelligible to other people. So when, 
early on at my summer internship at the NADD, 
I ended up disclosing my own diagnoses of au-
tism spectrum disorder and generalized anxiety 
disorder to Dr. Fletcher, I was ecstatic at his sug-

gestion that I author an article telling a piece of 
my own story for the NADD Bulletin.

To begin from the ground up: the notion that 
those on the autism spectrum exist “in their 
own world” remains fairly prevalent in our soci-
ety today. I’ve always thought this to be a really 
misleading frame of reference for understanding 
what autism is actually like. For me, and many 
others I’ve spoken to, it’s not a matter of being in 
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a different world; it’s the mutual unintelligibility 
of sharing the same world but experiencing it in 
a different way. 

I remember, with vivid clarity, the shape that 
my world took on that day in 6th grade where 
I spent three hours trapped under the table in 
my special education classroom. I had been frus-
trated, angry with my general education teach-
ers for doing nothing about the constant and 
often violent bullying that was happening right 
under their noses. I complained at length about 
it to my special education teacher, Ms. W, but she 
seemed equally dismissive. When I told her that 
they weren’t doing their jobs, she seems to get 
offended on their behalf. Anger started overtak-
ing the part of me that had been trying to reason 
with her before. No one ever believed me. When 
I spoke, no one listened. So instead, I started 
screaming. 

I threw chairs, kicked tables, and collapsed in 
a corner where my aid, Ms. M, ended up having 
to restrain me because I couldn’t stop banging 
my head against the wall—it was a textbook au-
tistic meltdown. I stopped being able to process 
spoken language; I was completely incapable of 
either producing or comprehending speech. The 
world became a mess of noise, loud and clear and 
utterly meaningless to me. The feeling of Ms. M 
touching me made me want to slither out of my 
skin, like touch almost always did, and it all felt 
like too much input at once. My brain was past 
its capacity to process everything that was hap-
pening. I wanted to rock back and forth to get 
my bearings—which, like head-banging, is a (less 
self-injurious) way of trying to deal with sensory 
input or emotional upset buy offsetting it with a 
self-controlled output—but Ms. M kept me from 
moving entirely.

This is when the panic set in. Different than the 
upset of my brain’s inability to process higher-or-
der thought in conjunction with sensory overload, 
this was a matter of anxiety and fear for my lack 
of autonomy within the situation. Separate from 
but catalyzed by what came before it, my lack of 
control of the situation made me feel as though 
I was losing my grasp on myself—and for me, 
control was everything. The thing about autistic 
panic attacks is that they can be very different 
from those seen in the more general population. 
Just like everything else, I process panic differ-
ently, too. I stopped struggling, stopped moving 
entirely. The panic was literally paralyzing. My 
body was frozen, curled up in a fetal position, try-

ing to collapse infinitely inward away from these 
people and their myriad of terrifying unknowns, 
their theft of my control.

I stayed like this long after the school bell rang, 
and my mother ended up having to pick me up. 
My silent presence was disrupting Ms. W’s after-
school study session. The following Monday, Ms. 
W tried to sit me down and talk to me about my 
“behavioral problems.” This time, I just got up 
and left the room before she could disappoint me 
any more than she already had.

Although it is an unfortunate truth that my life 
in this society would have been immeasurably 
easier if I were neurotypical, I would never want 
to be. While I would certainly never be where I 
am today without the extensive treatment that 
I’ve received for these things over the course of a 
lifetime, they are also an integral part of what’s 
shaped me into the person I’ve become, the 
unique way that I think. It’s taken me the better 
part of my 18 years to accept all of this, to realize 
that disability isn’t simply the curse word that so 
many people have made it out to be. 

My solution to surviving in this world of things 
I can’t do has always been to learn all that I can 
about them. What I can’t make sense of in the 
words and deeds of other people, or salvage from 
my own panic, I can analyze and deconstruct 
through neuropsychological schemas, through 
turning my poetry into a mirror through which I 
can experience the situation at a distance. It isn’t 
a matter of trying to compensate for the things 
that I can’t do, but using them to drive me for-
ward, even give me an edge, in doing the things 
I can. I still live in the same world as everyone 
else; I just can’t help but make it my own. 

For further information, contact Zekiel Zelitch-
Factor at zekiel.z.factor@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 at lraymond@
portresources.org.
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Note from the editor

Editor’s Note

In this issue, NJ advocate for the medically fragile with devel-
opmental disabilities, Linda Zani Thomas shares findings from 
her survey regarding individuals who are triply diagnosed with 
medical conditions, developmental disorders, and mental health 
disorders. This editor shares musings while learning how to in-
corporate both “voice and choice” in clinical work with individuals 
with dual diagnoses. Jarrett Barnhill, M.D., writes the initial in-
stallment of a four-part series on the relationship between the im-
mune system and the brain. Drs. Robin Winters and Tori Shelow 
describe their efforts bringing systems change through extensive 
training and creation of a Professional Learning Community. Jes-
sica Diaz shares her experience as a Direct Support Professional 
who promotes communication by developing strong relationships 
with the individuals whom she supports. Zekiel Zelitch-Factor 
eloquently shares their perspective of the world in the Family 
Corner column.

Take an opportunity by sharing with our community what you 
are doing to advance research, clinical work, or program develop-
ment for individuals with dual diagnosis.

Lucy Esralew, Ph.D.
drlucyesralew@gmail.com
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Improved outcomes for individuals with co-
occurring intellectual/developmental disability 
(IDD) and mental illness depend upon 
effective psychiatric treatment.  Effective 
treatment requires an accurate psychiatric 
diagnosis.  Obtaining that accurate psychiatric 
diagnosis for individuals with IDD has been, 
and remains, very challenging.  This book was 
written to address this challenge. 
 
The groundbreaking publication of the 
Diagnostic Manual-Intellectual Disability 
(DM-ID): A Textbook of Diagnosis of Mental 
Disorders in Persons with Intellectual 
Disability in 2007 gave clinicians and 
providers in the field of dual diagnosis 
(IDD/MI) the resource they needed to provide 
a more accurate psychiatric diagnosis for 
individuals with IDD.  It has become the “gold 
standard” in psychiatric diagnosis for 
individuals with IDD. 
 
More than 100 experts from around the world have now updated the DM-ID to accompany the 
DSM-5.  The DM-ID-2 was developed to facilitate an accurate psychiatric diagnosis in persons 
who have intellectual disabilities and to provide a thorough discussion of the issues involved in 
reaching an accurate diagnosis.  The DM-ID-2 provides state-of-the-art information concerning 
mental disorders in persons with intellectual disabilities.  Grounded in evidence based methods 
and supported by the expert-consensus model, DM-ID-2 offers a broad examination of the issues 
involved in applying diagnostic criteria for psychiatric disorders to persons with intellectual 
disabilities.  The DM-ID-2 is an essential resource for every clinician who works with 
individuals with a dual diagnosis (IDD/MI).  
 
Member Price: $105 ● Non-member Price: $135  
Product #: DA16-061B 
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