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Note from the editors
The current issue covers an array of topics of interest to families and 

professionals working with individuals with dual diagnosis (MI/IDD). 
Lucy Esralew, Ph.D. and her colleagues from the National Task Group 
for Intellectual Disabilities and Dementia Practices (NTG) introduce the 
manual that accompanies an administrative tool for the early detection 
of cognitive changes of individuals with IDD. Cherie Castallano, L.C.S.W. 
and Donna Icovino describe a model for peer counseling and advocacy 
which supports parents of individuals with disabilities, Mom 2 Mom, that 
has received national attention. Dr. Neil Friesland describes the first 
semester college experience of a young man with Down syndrome. Jar-
rett Barnhill, M.D. continues his series on neuroscience by considering 
the converging and diverging trajectories of autism spectrum disorder, 
schizophrenia spectrum disorder, IDD, and epilepsy. Dr. I. Leslie Rubin 
considers the relationships among poverty, health, and disabilities. A Di-
rect Support Professional explains how her instruction of three consum-
ers in life skills was an opportunity for her to develop both personally and 
professionally.

We hope this summer provides our readership with occasions to relax 
and to be productive. We welcome your submissions to the Bulletin. Con-
sider sharing your work with your colleagues.

Jarrett Barnhill, MD, DFAPA, FAACAP, NADD-CC
Jarrett_Barnhill@mednet.unc.edu

Lucy Esralew, PhD, NADD-CC
lesralew@trinitas.org
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NADD Needs Your Support
Consider making a donation to help support NADD’s mission of advancing 

mental wellness for persons with developmental disabilities through the pro-
motion of excellence in mental health care. Donations from NADD members 
and friends provide the additional funds to assist us in our work. As a 501(c)(3) 
nonprofit, NADD maintains its annual operating budget through service fees, 
publication sales, grant support, and charitable contributions. Tax deductible 
donations allow NADD to make a difference in the quality of life for the people 
we serve.

For additional information, or to donate on line or by check, visit https://
www.thenadd.org/pages/news/gift.shtml 

Thank you for your continuing support.

been changed. I went back for a second day, and 
a third, and a fourth. I worked there almost three 
years until I moved out of state.

As I got to know Jed, James, and Nate, I leared 
their interests and things they liked to do. Jed 
was a coffee guy and enjoyed taking showers in 
freezing cold water. James loved singing songs 
and purposefully calling DSPs by the wrong 
names. Nate had an amazing sense of balance 
and enjoyed the sensation of masking tape being 
ripped off of his skin. In partnership with my su-
pervisor, I began to write programs to promote 
positive behavior and help increase their inde-
pendence. Just like breaking down the steps to 
teach a pigeon to kick a ball, I found that any 
skill could be broken down to very small, man-
ageable steps. Who would have guessed that 
making coffee is really a 25-step process? Or that 
laminating pictures could be broken down to 20 
different minitasks?

I often look back and think about how my ini-
tial experiences with individuals with autism 
were scary, confusing, and difficult at times. But 
I also found such joy and fulfillment in my work. 
Yes, I think I taught valuable life skills to Jed, 
James, and Nate. But I also learned to be open to 
the valuable life skills I would learn from them. 
Yes, I think I helped shape their behavior and 
supported their independence. But, more im-
portantly, my experiences with Jed, James, and 

Nate helped shape the person and professional 
I have become. Patience, humility, person-cen-
tered thinking and acting, appreciation for diver-
sity, and respect for humankind – all life skills 
that I didn’t expect to learn by responding to a 
newspaper ad.

The author would like to remain anonymous, 
and wishes to thank the Frontline Initiative edi-
torial staff for giving this story a platform on 
which to be shared.

This article, “Values and Life Skills I Learned 
by Responding to a Newspaper Ad,” 2013, was 
reprinted from Frontline Initiative. This is a 
publication of the National Alliance for Di-
rect Support Professionals (NADSP) that is 
dedicated to promoting the interests of DSPs 
who support people with disabilities in a va-
riety of community settings. For more in-
formation and to access the publication, 
please visit http://thenadd.org/nadd-bulletin/ 
submitting-articles-for-the-nadd-bulletin/

DSP Interests and Concerns is an ongoing col-
umn in The NADD Bulletin. We welcome your com-
ments, suggestions, and submissions for this col-
umn. To learn more or to contribute to this column, 
you may contact Melissa Cheplic, Editor of DSP 
Interests and Concerns at cheplima@umdnj.edu. 
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[Editor’s note: The National Task Group for 
Intellectual Disabilities and Dementia Practices 
was formed in 2010. This voluntary coalition of 
stakeholders consists of over a hundred agencies, 
professionals, families, and other interested indi-
viduals both within the United States and abroad. 
The purpose of the NTG is to raise public aware-
ness about the unique challenges and needs of in-
dividuals with IDD and dementia and to serve as 
a representative voice for the disabilities commu-
nity within forums advancing dementia research 
and practice. To date, the NTG has developed and 
disseminated the Thinker Document, Guidelines 
for Structuring Community Care and Supports 
for People with Intellectual Disabilities Affected 
by Dementia, and an administrative tool, the 
NTG-Early Detection Screen for Dementia (NTG-
EDSD). This administrative tool has been avail-
able online since earlier this year. The publication 
of the manual within this issue of the NADD Bul-
letin marks its inaugural presentation to the pub-
lic. The manual was developed in order to provide 
guidelines to family and professional caregivers 
for completion of the NTG-EDSD. Additionally, 
it provides information that might support the 
use of this tool for shared decision making among 
family, professional caregivers and health practi-
tioners on behalf of individuals with IDD who are 
suspected to have mild cognitive impairment or 
dementia. All of the documents developed by the 
NTG, including the NTG-Early Detection Screen 
for Dementia, can be found on the American 
Academy of Developmental Medicine and Den-
tistry website: http://aadmd.org/ntg.]

Background
The National Task Group Early Detection 

Screen for Dementia (NTG-EDSD) is an infor-
mant-based rating tool for use with adults with 
intellectual and developmental disability who are 
suspected of having changes in thinking, behav-
ior, and adaptive skills suggestive of mild cogni-
tive impairment or dementia. It is considered an 
administrative, and not a clinical assessment, 
tool. The use of the NTG-EDSD provides an op-
portunity to review relevant information that can 
be used by the team and healthcare practitioner 
to aid in shared decision-making and planning 

training, services, and supports. The NTG-EDSD 
was not designed to diagnose dementia, but to be 
a help in the early identification and screening 
process, as well as to provide information to be-
gin the dialogue with health care professionals. 
Persons who complete this instrument are asked 
to indicate whether they have observed the oc-
currence of new problems or a worsening of prob-
lems that have previously been observed. The 
items are associated with changes in cognition, 
behavior, mood, and activities of daily living.

Why Early Detection?
Early detection is one of the aspects stressed by 

the National Plan to Address Alzheimer’s Disease. 
With early detection, assessment and diagnosis 
can be carried out to determine whether cogni-
tive changes are the result of a neuropathological 
process related to disease or trauma to the brain, 
or attributable to other causes, often treatable 
and reversible. However, early detection among 
persons with lifelong cognitive impairments can 
often be difficult and problematic. Specialized 
measures are needed that help take into account 
lifelong impairment and assist in picking up on 
subtleties in dysfunction. The NTG-EDSD was 
developed to address these issues, capturing 
early changes in function and specializing in ac-
counting for subtleties in these changes.

 In general, dementia is not a condition that 
can be solely determined on the basis of one labo-
ratory or medical test. The diagnosis of dementia 
is based on a combination of data, including the 
confirmed observations of changes in cognition, 
mood, behavior, and adaptive functioning with 
a rule-out of other known conditions and factors 
that might mimic dementia, but which are not re-
lated to dementia (such as sensory loss, delirium, 
depression, or environmental stressors). Recent 
evidence indicates that signal biological markers 
may be present some twenty years prior to the 
observation of behavioral changes. However, by 
the time these observable changes occur, signifi-
cant neurological changes have already begun to 
occur. Therefore, the earlier that change in cogni-
tion, behavior, and functioning is recognized in 
adults with intellectual disabilities, the greater 
the opportunity for families and staff to allocate 

National Task Group Early Detection Screen 
for Dementia (NTG-EDSD) Manual
L. Esralew, M.P. Janicki, M. DiSipio, N. Jokinen, S.M. Keller, and Members of the 
National Task Group Section on Early Detection and Screening
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necessary resources, access available treatment, 
and plan for future programming, services and 
supports.

Early detection is necessary in cases where 
functional changes are suspected or observed so 
as to pick up areas of concern that may require 
immediate or prolonged attention. The early de-
tection of functional change can signal the need 
for a more comprehensive evaluation and help 
in identifying the cause of the functional de-
cline. Early detection can result in treatments 
or interventions that reverse functional change 
or introduce a period of greater surveillance to 
check for other areas of decline or change. For 
instance, early recognition of change in cognition 
might lead to recognition of unaddressed sensory 
impairments, untreated depression or difficulties 
adjusting to a new life situation (such as a new 
roommate or new living arrangement).

Early detection can be an outcome of individual 
screening. There is an important distinction be-
tween screening, involving the use of the NTG-
EDSD, and evaluation or assessment which is 
conducted using formal instruments designed to 
diagnose dementia. The function of screening is 
the identification of current atypical functioning 
indicative of decline or cognitive impairment. A 
screening tool does not help establish the ori-
gins of change; but, it is useful in substantiat-
ing change. On the basis of this observation, the 
person with suspected dementia can be referred 
for an assessment using a standard demen-
tia assessment instrument and other medical 
measures. Screening tools generally are quick, 
easy to administer, can be completed by a fam-
ily member or staff caregiver, and can be used 
at intervals to ascertain changes. Such screening 
results in a determination that the adult meets 
a clinical, behavioral, or functional threshold to 
be referred for assessment and / or to initiate 
dementia-related services and supports. 

Conversely, the function of an assessment 
is to comprehensively evaluate the health and 
functioning of the person when changes are sus-
pected. The assessment is conducted by a quali-
fied individual with the appropriate credentials; 
the focus is on those areas of functioning that 
are most relevant in confirming a diagnosis of 
dementia. In the case of individuals with intel-
lectual disabilities, instruments must be selected 
that are appropriate to the level of the individ-
ual’s known cognitive abilities. Assessment in-
struments that have been developed for the non-
IDD population will not be informative. Usually 
assessments result in a preliminary diagnosis of 

possible or probable dementia or determination 
of underlying causes of atypical functioning or 
progressive cognitive impairment. Assessment 
may also be used to determine that the individual 
does not meet criteria for dementia and observed 
functional changes may be attributed to other, 
potentially reversible, causes (e.g., medication 
interaction, depression, ornutrition or hydration 
problems, etc.)

The NTG recommends conducting a screening 
either on a prophylactic basis or when caregiver 
suspicions are raised. The early identification 
of signs and symptoms of cognitive impairment 
and dementia is an important first step in man-
aging the course of the disease and providing 
quality care.

Why the Need for an Administrative Tool?
The NTG-EDSD is considered an administra-

tive tool. Such a tool is meant as a first pass 
screening to identify individuals who might need 
more comprehensive assessment. Each service 
setting may develop its own protocol regarding 
how information from this assessment can best 
be utilized on behalf of the consumer. However, 
it is conceivable that care paths might include 
sharing the information with the consumer’s 
physician, deciding if there needs to be a change 
in programmatic or personal care supports, a re-
allocation of resources, or recognizing the impli-
cation for the residential setting. The team may 
want to adopt a “watchful waiting” approach 
in which certain areas of identified change are 
further monitored through additional data col-
lection. As many agencies indicated that they 
did not have access to professionals who could 
provide a cognitive screening, the NTG wanted 
to make a tool available that was accessible to 
caregivers who were not necessarily trained to 
do assessment, but had valuable information re-
garding day-to-day changes in functioning. The 
tool needed to be easy to administer, could not 
be time consuming, and should be sufficiently ro-
bust to yield information that could be used as an 
aid in shared decision making.

The items that make up the NTG-EDSD are 
associated with the changes typically observed 
in dementia. Via the use of this screening tool 
caregivers or staff can substantiate if a person 
with an intellectual disability manifests these 
changes and can then share the information with 
health care providers. 

The NTG-EDSD can also be helpful in training 
caregivers or staff in being good observers and 
reporters of information which will be valuable 
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in making decisions to advance the care, sup-
ports, and services of persons with intellectual 
disability. This can provide an opportunity for 
family and provider data to support initial sus-
picions, to provide preliminary data for an initial 
assessment interview, and to provide longitudi-
nal information. The tool can be used by caregiv-
ers to record observed behavior and can be used 
by providers to have a running record of health 
and function that can complement any in-depth 
personal and clinical records. An administrative 
tool can also serve as an addition to the perma-
nent record and augment any other periodic as-
sessment information kept on the individual.

Development of the NTG-EDSD

Historical Basis
The NTG-EDSD has its roots in a meeting held 

in the mid-1990s, which was the first time a col-
lection of researchers interested in dementia and 
intellectual disabilities came together. In 1994, a 
conference support grant from the National In-
stitute for Health helped support a meeting held 
in Minneapolis, Minnesota, held in association 
with an international Alzheimer’s conference, 
which was one of the early iterations of the in-
ternational Alzheimer’s conference now known 
as the ICAD (International Conference on Al-
zheimer’s disease). The outcomes and products of 
this meeting included a number of reports and 
publications as well as the formation of an in-
formal network of the researchers in the field of 
intellectual disabilities and dementia. One of the 
papers that resulted from the meeting was co-au-
thored by a team led by Drs. Elizabeth Aylward 
and Diana Burt (see Aylward, Burt, Thorpe, & 
Lai, 1996) and published in the Journal of Intel-
lectual Disability Research. The paper addressed 
the rationale for and reviewed assessment and 
diagnostic tools relevant to conducting research 
on individuals with intellectual disabilities af-
fected by dementia. These tools were for direct 
assessment of adults with intellectual disabili-
ties suspected as having cognitive changes asso-
ciated with dementia and were in use for vari-
ous purposes (some purely clinical and some re-
search based). The interested reader is directed 
to the work of Alyward and Burt (Alyward et al., 
1996; Burt & Alyward, 2000). See also Jokinen, 
Janicki, Keller, McCallon, and Force (2013) for a 
listing of prevalent assessment instruments cur-
rently in use and their applications.

The work accomplished by these reviewers put 
in play an analysis of the utility of the various 

instruments for both research and clinical pur-
poses but also spoke to their limitations with re-
spect to how to best assess cognitive change as-
sociated with dementia in persons with diverse 
intellectual capacities. While the work of this 
group was useful to researchers, it left open what 
might be applicable for use by lay workers and 
family caregivers. Over the years, there evolved 
a growing interest in the early recognition of cog-
nitive, behavior, and adaptive changes that could 
be substantiated by family and staff caregivers. 
Provider agency staff indicated that they need-
ed an instrument for early detection and initial 
screening that could be used by direct support 
workers and families. The original instruments 
cited in the 1996 effort were direct assessments 
requiring professional level administration and 
were tied to full diagnostic workups. Many agen-
cy staff and families did not have access to psy-
chologists and other practitioners who had the 
expertise to conduct such assessments; however, 
there was a need for something that could serve 
as an early detection measure. Furthermore, 
there was increasing demand for a rating instru-
ment that could help capture information about 
changes that could then be shared with health 
care practitioners to advance service planning, 
supports, and decision-making.

Given the increasing number of adults with 
intellectual disabilities who were growing older 
and the uptick in the prevalence of adults af-
fected by age-related cognitive and functional 
decline, there was a general call for some type 
of screening or instrumentation that could help 
families and agencies better prepare and become 
aware when changes were occurring. For this 
and for other reasons, there was a need for some 
type of national conversation on ways to identify 
early and address suspected dementia among 
adults with such lifelong disabilities. 

When the National Task Group on Intellectual 
Disabilities and Dementia Practices was orga-
nized in late 2010, among its first tasks was to 
identify a screening tool that could be widely used 
as a first pass screen for early detection of changes 
that would identify individuals who needed addi-
tional, more comprehensive assessment. Group S 
(for ‘screening’), one of the NTG’s three original 
working groups, was tasked to look at extant in-
struments and see which, based upon the litera-
ture and professional judgment, would be best 
suited to be adapted for more general usage as a 
screen. During this process Group S had input and 
involvement from some of the original members of 
the 1994 workgroup on diagnosis and assessment. 
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Group S members elicited feedback from the other 
NTG members regarding tools that were in cur-
rent use and which have proved helpful in identi-
fication of individuals who might have dementia.

Development Process 
In preparation for the inaugural June 2011 

NTG meeting in St. Paul, Minnesota, Group S 
had been charged with determining whether 
individuals could be identified for possible or 
probable signs of dementia. Members of Group 
S submitted 11 screens for review. Most of the 
respondents favored an informant based instru-
ment. The instruments reviewed represented a 
delimited sample of instruments in use in the US 
and elsewhere. Criteria were that a first instance 
instrument should be tied to behavioral indica-
tors of dementia or warning signs and still cap-
ture newly presented and successive changes in 
function. It should also be constructed in a man-
ner so it could be completed by direct support 
staff or family caregivers with minimal training 
or orientation. Further, the screen could be used 
to confirm suspicions or changes in function to 
support decisions to refer individuals for further 
assessment. One of the instruments that was fa-
vorably rated by Group S was an adaptation of 
the Dementia Screening Questionnaire and In-
terview for Intellectual Disabilities (DSQIID), 
originally developed in the United Kingdom by 
Professor Shoumitro Deb of the University of Bir-
mingham in the United Kingdom, and adapted 
for use by the Philadelphia PMHCC (Philadel-
phia Mental Health Care Corporation) for use 
with the Pennhurst class. The resulting adapta-
tion was an easily administered screen that could 
help family and direct care providers open up a 
dialogue around declining function. 

The members of Group S then reviewed the in-
struments on a variety of indicators. On the ba-
sis of this review, the members endorsed the use 
of the DSQIID (Deb, Hare, Prior, & Bhaumik, 
2007). This recommendation was reviewed when 
the full NTG convened at its June 2011 meeting 
in St. Paul in conjunction with the AAIDD’s an-
nual conference. At this meeting, Group S was 
further tasked to come up with an early detection 
screen that included an augmentation and adap-
tation of the DSQIID and which could be used by 
family and staff caregivers. It was decided also 
to include ancillary information so as to broaden 
its content and usefulness for clinicians. Thus, 
items gathering information on individual de-
mographics, co-incident medical conditions and 
impairments, and significant life factors were 

added. Coincident, with the working group’s ef-
forts, the Philadelphia PMHCC also undertook 
a secondary adaptation of the DSQIID with the 
assistance of Dr. Karl Tyler of the Cleveland 
Clinic (Philadelphia Coordinated Health Care 
Group, 2011). This version was further adapted 
by the working group to include items felt to be 
pertinent to early detection. The draft composite 
instrument went through several revisions and 
then was field tested over the summer of 2012 in 
eight sites, including agencies in the continental 
U.S., Canada, and Austria. The Austrian field 
test used a German language translation.

Field Testing of the NTG-EDSD
The field test was designed to elicit feedback on 

items and the process of completing the instru-
ment. Each participating site was asked to rate 
at least five adults suspected of having demen-
tia using the instrument and to provide feedback 
on the utility of the tool. The feedback provided 
included comments on wording of items, format-
ting, content, and utility. The eight field test sites 
all indicated that the NTG-EDSD was helpful in 
relevant data collection and was user friendly. 
Comments were also received from agency re-
viewers who, while not ‘officially’ applying the 
draft instrument, scrutinized it and offered sug-
gestions. Specific comments and suggestions on 
wording and structure were assessed and final 
changes were made to the instrument at a work-
ing group meeting in December 2012.

Unlike the DSQIID, the tool upon which the 
NTG-EDSD was based, the instrument was not 
intended to provide a definitive diagnosis of de-
mentia. The instrument was designed as a way 
of collecting seminal information and recording 
indicators and signal behavioral markers of sig-
nificant change. The purpose was to give family 
and professional caregivers a tool that would en-
able them to capture objective data on changes 
in function when suspicions arose and prior to 
making a referral for a comprehensive assess-
ment. As such, the NTG-EDSD is regarded as 
an administrative rating tool and not an assess-
ment instrument. The NTG-EDSD can also pres-
ent helpful data which can be shared during the 
annual wellness visit under the Affordable Care 
Act as many agencies are looking forward to that 
process to help them with identifying any signifi-
cant potentially neuropathologic functional and 
cognitive changes among the individuals whom 
they support. See Cordell et al. (2013) for a dis-
cussion of instruments in use with the general 
population for this function.
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The NTG-EDSD

Description of the NTG-EDSD
The NTG-EDSD is composed of four primary 

sections containing some 40 questions or ques-
tion groupings about relevant demographics, rat-
ings of health, mental health and life stressors, a 
review of multiple domains associated with adult 
functioning, and a review of chronic medical 
conditions. It also provides for a notation on the 
number and nature of medications being taken, 
and permits comments on observations to be en-
tered. Specifically, the NTG-EDSD contains ten 
basic demographic items (such as identification 
data, personal characteristics, diagnostic, and 
residential setting information, eight health and 
function items, and the adaptation of the DSQ-
IID (including queries as to Activities of Daily 
Living, Language and Communication, Sleep-
Wake Change Patterns, Ambulation, Memory, 
Behavior and Affect, the Adult’s Self-Reported 
Problems, and Notable Significant Changes Ob-
served by Others). The NTG-EDSD also contains 
an adapted form of the University of Illinois at 
Chicago’s Longitudinal Health and Intellectual 
Disability Survey (Rimmer & Hsieh, 2010) and 
used to note co-incident conditions (these include 
the following categories: Bone, Joint and Mus-
cle; Heart and Circulation; Hormonal; Mental 
Health; Pain-Discomfort; Sensory; and Other). 
The last section of the NTG-EDSD contains an 
item on current medications; a place to note com-
ments related to other notable changes or con-
cerns and next steps and recommendations, as 
well information on the form completion.

Uses of the Instrument
The NTG-EDSD can be completed at any point 

in time on an adult with an intellectual disabil-
ity. Minimally it can be used on an annual or as 
indicated basis with adults with Down syndrome 
beginning with age 40, and with other at-risk per-
sons with intellectual or developmental disabilities 
when suspected of experiencing cognitive change. 

The NTG-EDSD can also be used in prepara-
tion for the annual wellness visit under the Af-
fordable Care Act. Having concise information 
available for the examining physician can help 
instigate queries and any follow-up assessments. 
For recommendations on it use as part of any 
physician visit, see Moran et al. (in press). 

The initial review using the NTG-EDSD can 
be accompanied by notes indicating onset of con-
ditions. Following the initial review which would 
serve as a baseline, the caregiver completing the 

form can indicate whether there has been a change 
within the last year since the last review. At the 
point that the individual is determined to need 
more comprehensive assessment, a referral should 
be made for more comprehensive work-up that 
would include medical and psychological testing. 

The interdisciplinary team can share ratings of 
“new symptoms” or “always but worse” with the 
health practitioner and discuss among members 
of the team implications for programming, per-
sonal assistance, residential placement, services, 
and supports. With the advent of the Diagnos-
tic Statistical Manual-5th edition (DSM-V), the 
health care practitioner can link documentation 
of change with updated criteria for the diagnosis 
of dementia. 

Who can Complete the NTG-EDSD?
It is recommended that this instrument be used 

on an annual or as indicated basis with adults 
with Down syndrome beginning with age 40, 
and with other at-risk persons with intellectual 
or developmental disabilities when suspected of 
experiencing cognitive change. The form can be 
completed by anyone who is familiar with the 
adult (that is, has known him or her for over six 
months), such as a family member, agency sup-
port worker, or a behavioral or health specialist 
using information derived by observation or from 
the adult’s personal record. The estimated time 
necessary to complete this form is between 15 
and 60 minutes. Some information can be drawn 
from the individual’s medical/health record.

Useful Information to Have Available to Aid 
Completion

Sources such as the individual’s medical record, 
information on living arrangement and personal 
functioning, as well as consensus information on 
functioning from other staff or family members 
would be highly beneficial to have on hand. A list 
of laboratory tests that can be useful in deter-
mining if there are medical conditions that may 
contribute to cognitive or adaptive changes are 
found in Appendix B.

How to Complete the Form
See Appendix A for a ‘pull-out sheet’ on how to 

respond to the items on the NTG-EDSD.

How to Use the Information Obtained from this 
Review

The information may be used in various ways: 
(1) if no signal items pop up as warranting fur-
ther attention, then the form should be retained 
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for comparison against any future administra-
tions; (2) if select signal items begin to show, then 
the form can be used to begin a conversation with 
available clinicians to determine their relevance 
and immediacy for concern; (3) the information on 
the form can be shared with the examining physi-
cian during any health visit (and in particular dur-
ing the annual wellness visit as provided for under 
the Affordable Care Act); and (4) the form may be 
shared with the agency’s consulting psychologist 
as part of any follow-up procedures put in place 
specific observations for noted change areas

What Are Some Signal Items?
Signal items are those items throughout the 

NTG-EDSD that are linked to the general warn-
ing signs of MCI or early dementia, and include: 

• Unexpected memory problems
• Getting lost or misdirected
• Problems with gait or walking
• New seizures
• Confusion in familiar situations
• Changes in personality

Limitations
It is important to understand that the NTG-

EDSD is NOT a diagnostic instrument and 
should not be solely used to determine the pres-
ence of dementia. 

Areas for Further Development
There is no scoring system currently associated 

with the use of the NTG-EDSD. This instrument 
provides the opportunity for a qualitative, not a 
quantitative review of changes that may be as-
sociated with the types of changes in cognition 
and adaptive functioning observed in dementia. 
As the instrument gains more widespread use 
there would be value in collecting data linking 
confirmed diagnoses with results of screening. 
This may result in a scoring system or allow for 
identification of signal items most likely indica-
tive of dementia.

Versions of the NTG-EDSD
The NTG-EDSD is currently available in Eng-

lish, German, Greek, Dutch, and Italian language 
versions See www.aadmd.org/ntg/screening.

References
Aylward, E., Burt, D. B., Thorpe, L. U., & Lai, F. 

(1997). Diagnosis of dementia in individuals 
with intellectual disability. Journal of Intel-
lectual Disability Research, 41, 152–164.

Burt, D. B., & Aylward, E. H. (2000). Test battery 
for the diagnosis of dementia in individuals 
with intellectual disability. Journal of Intel-
lectual Disability Research, 44, 175–180.

Cordell, C. B., Borson, S., Boustani, M., Chodosh, 
J., Reuben, D., Verghese, J., . . .Medicare De-
tection of Cognitive Impairment Workgroup. 
(2013). Alzheimer’s Association recommen-
dations for operationalizing the detection of 
cognitive impairment during the Medicare 
annual wellness visit in a primary care set-
ting. Alzheimer’s & Dementia, 9, 1–10.

Deb, S., Hare, M., Prior, L., & Bhaumik, S. (2007). 
Dementia screening questionnaire for indi-
viduals with intellectual disabilities. British 
Journal of Psychiatry, 190(5), 440-444.

Jokinen, N., Janicki, M.P., Keller, S.M., McCallion, 
P., & Force, L.T. (2013). Guidelines for struc-
turing community care and supports for 
people with intellectual disabilities affected 
by dementia. Journal of Policy and Practice 
in Intellectual Disabilities,10(1), 1–24.

Moran, J., Keller, S.M., Janicki, M.P., Singh, B., 
Rafii, M., & Kripke, C. & Members of the 
National Task Group Section on Health 
Care Practices, Evaluation, Diagnosis, and 
Management. (in pess). Position paper on 
evaluation and assessment for medical care 
of adults with intellectual disabilities with 
dementia. Mayo Clinic Proceedings.

Philadelphia Coordinated Health Care Group. 
(2011). Southeast PA Dementia Screening 
Tool. Philadelphia, PA: Author. Retrieved 
from http://www.pchc.org/Documents/Forms/
Dementia-Screening-Tool_2011Revised.pdf 

Rimmer, J., & Hsieh, K. (2012). Longitudinal 
health and intellectual disability study 
(LHIDS) on obesity and health risk behav-
iors. Retrieved from http://www.rrtcadd.org/
resources/Research/State-of-the-Science/
Longitudinal-Health.doc. 

Acknowledgements
This screening tool has had multiple permuta-

tions since development of the DSQIID by Dr. 
Shoumitro Deb in 2007. Thanks to Dr. Deb for 
his hard work in developing the DSQIID, which 
is still in use to assess dementia, worldwide. 
Thanks to Melissa DiSipio, Dr. Karl Tyler, and 
the team at PMHCC (Philadelphia Mental Health 
Care Corporation) who adapted the DSQIID in 
order to monitor individuals of the Pennhurst 
class, who were originally residents of an insti-
tution in the Philadelphia, Pennsylvania area 
and who now reside within the community. The 



53May/June 2013    Volume 16    Number 3

The NADD BULLETIN

work of that team in monitoring health status is 
still on-going and has resulted in three years of 
data collection. Special appreciation is extended 
to members of the NTG who offered input into 
the process and the NTG steering committee who 
provided input, suggestions and encouragement. 

The following NTG Steering Group members 
are acknowledged for their direction and helpful 
comments during the development and produc-
tion of the NTG-EDSD and its Manual: Kathleen 
Bishop, Melissa Disipio, Lucy Esralew, Lawrence 

Force, Mary Hogan, Matthew Janicki, Nancy 
Jokinen, Seth Keller, Ronald Lucchino, Philip 
McCallion, Julie Moran, Dawna Torres Mughal, 
Leone Murphy, Lin Nelson, Kathleen Service, 
Baldev Singh, Kathy Srsic-Stoehr, Michael Rafii, 
Nabih Ramadan, Sara Weir . A special thanks to 
Dr. Esralew’s graduate student assistant Eliza-
beth Uccello.

For suggestions or more information, contact 
Dr. Lucille Esralew at drlucyesralew@gmail.com

APPENDIX A: Instructions for the completion of the NTG-EDSD.

How to Complete the NTG-EDSD

Item # Item Title Comment
1 File# For agency use

2 Date Date form completed

3/4 Name of person Fill in first and last name of person being screened
5 Date of birth

6 Age Age when form was completed
7 Sex
8 Best description of level of intellectual disability Draw from any previously completed assessments or estimate if none ever 

done
9 Diagnosed condition Draw from any previously completed assessments or estimate if none ever 

done
- Current living arrangement of person Pick most appropriate item
10 General characterization of current physical health Pick most appropriate item
11 Compared to one year ago, current physical health 

is:
Pick most appropriate item

12 Compared to one year ago, current mental health is: Pick most appropriate item
13 Conditions present Indicate those diagnosed as well as observed
14 Significant recent [in past year[ life event Indicate those that occurred
15 Seizures Pick most appropriate item
16 Diagnostic history Complete this item only if the person has been formally assessed and 

diagnosed; use information provided in diagnostic report
17 Reported date of onset of MCI/dementia Indicate month/year when first symptoms were noticed
18 Comments/explanation about dementia suspicions Indicate any behaviors that triggered suspicions or referral for assessment
19 Activities of daily living Pick most appropriate column item for each

‘Always been the case’ means the need, problem or behavior has been 
present for a very long time
‘Always but worse’ means the existing need, problem or behavior has 
further declined requiring more personal assistance
‘New symptom in past year’ means this need, problem or behavior was 
not present until recently
‘Does not apply’ means these needs, problems or behaviors are not present

20 Language & communication Pick most appropriate column item for each
21 Sleep-wake change patterns Pick most appropriate column item for each
22 Ambulation Pick most appropriate column item for each
23 Memory Pick most appropriate column item for each
24 Behavior and affect Pick most appropriate column item for each
25 Adult’s self-reported problems Pick most appropriate column item for each

‘Self-reported’ means the adult has expressed one or more of these things
26 Notable significant changes observed by others Pick most appropriate column item for each

Assume that these are new behaviors
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27 Chronic health conditions Pick most appropriate column item for each
Draw from any previously completed medical evaluations or current health 
notes in record

28 Current medications This item is to help the physician or other clinician assess whether current 
medications may be the cause of behavioral or functional changes.
Best to include a listing of current medication, with dosages, when sending or 
bringing form to assessment.

29 Comments related to other notable changes or 
concerns

Use this item to make comments of use related to behavior, function, or any 
events that may influence behavior

30 Next steps/recommendations Check most relevant item
31 Date completed Date form completed
32 Organization/agency Name of organization providing services to the adult
- Name of person completing form Indicate your name
- Relationship to individual Indicate whether you are staff, a relative or someone else
- Date(s) form previously completed If the NTG-EDSD has been completed before, indicate when 

http://aadmd.org/ntg/screening

Appendix B

These are among the laboratory and medical tests that might be used to 
rule out other sources of cognitive change among persons with IDD

1. Recent Primary Care Physician appointment/review
o Review of existing lab results and follow up on out of range values
o DD Diagnosis
 Recent blood work (within 3 months) that includes

    • Liver panel (especially if on psychotropic medications
    • Kidney function (GFR)
    • Complete Blood Count (CBC)- to account for some causes of potential delirium) 
    • Comprehensive Metabolic Panel
    • Hepatic testing
    • Renal Function Test
    • Thyroid Studies(including TSH)
    • Vitamin B 12
    • Folic Acid
    • Hormone levels in women over 30

o Sleep Apnea ruled out
		 §	If sleep apnea then investigate possibility of vascular dementia
o Specifically for people with Down Syndrome, celiac screening (total serum IgA if not done  

 previously, and tTg)
2. Hearing/Audiology Testing
3. Electroencephalogram
4. Urinalysis
5. Chest X-Ray
6. Computerized Tomographic Scan 
7. Magnetic Resonance Imaging
8. Vision Testing
 Explore conditions which are likely to involve pain/discomfort (including dental pain) and put in   

 place a pain management protocol 
 Explore medication side effects or interactions (pharmacist and or PCP are most likely resources)

Special thanks to Isabelle Grenon, Ph.D. and Melissa DiSipio for their assistance in compiling this list.



55May/June 2013    Volume 16    Number 3

The NADD BULLETIN

A model entitled “Reciprocal Peer Support” 
(RPS) is introduced in this article to describe the 
peer support activity provided at University Be-
havioral HealthCare – University of Medicine and 
Dentistry of New Jersey (UMDNJ) in a variety of 
peer programs. More than 10 years of peer sup-
port have been developed, reviewed, and assessed 
by the authors in an attempt to clarify the “lessons 
learned” and encourage RPS as an effective ap-
proach to peer support service in the future. The 
Cop 2 Cop , NJ Vet 2 Vet, Mom 2 Mom, and sev-
eral other UBHC peer support programs, which 
conform to “best practices” criteria, have been sus-
tained and expanded based on the RSP principles 
discussed in this article. [Castellano, 2012] 

This article will focus on “ReciprocaI Peer Sup-
port” (RPS) in the Mom 2 Mom program (the 
only helpline in the United States for mothers of 
special needs children), a statewide peer support 
program utilizing RPS focused on supporting 
the mental health and well being of the prima-
ry caregivers of special needs children through 
peer support. The program offers the Mom 2 
Mom peer helpline (1-877-914-6662), live chat 
on a website (www.mom2mom.us.com), and com-
munity support groups throughout New Jersey. 
Although the program has been operational for 
less than three years, it has had over 25,000 con-
tacts with mothers of special needs children with 
significant success. The Mom 2 Mom peer coun-
selors have children with dual diagnosis (ie; Au-
tism/Bipolar Disorder), epilepsy, cerebral palsy, 
Autism Spectrum Disorders, behavioral health-
care challenges, cancer, and other serious medi-
cal illness. The Mom 2 Mom callers thus far have 
had children diagnosed with Autism Spectrum 
Disorder, behavioral healthcare issues, medical 
illness, and co morbid conditions that often are 
presented unclearly. 

RPS as a Best Practice Model
In January 2011, the Department of Defense 

Centers of Excellence (DCOE, 2011) published a 
white paper entitled “Identification of Best Prac-
tices in Peer Support” to explore options for the 

military to develop peer support programs as a 
tool to combat the rise in military suicides. To 
summarize their initial findings, successful peer 
to peer programs have five elements for success. 
They include adequate planning and preparation, 
clearly articulated policies, systematic screening 
and defined selection criteria for peer supporters, 
leveraged benefits from “peer” status, and contin-
ued learning through structured training. Build-
ing on the research options, Cop 2 Cop, NJ Vet 
2 Vet and Mom 2 Mom peers and leadership at 
University Behavioral Health Care, University of 
Medicine and Dentistry of New Jersey established 
the standards described. After developing peer 
support programs recognized as national models 
utilizing expertise in crisis intervention and be-
havioral healthcare for first responders and “high 
risk” populations for actionable items, peer sup-
port can address combat and operational stress, 
suicide prevention, and recovery-related issues. 
According to the DCOE, and the Department of 
Health and Human Services (Center for Abuse 
Treatment, 2008), peer support can offer the fol-
lowing benefits: foster social networking, improve 
quality of life, promote wellness, improve coping 
skills, support acceptance of illness/situation, im-
prove compliance, reduce concerns, and increase 
satisfaction with health status. In addition, the 
DCOE paper suggests that confidentiality, easy 
access, and the capacity to follow the peer-to-peer 
support for an extended time period are compo-
nents of the best practice in peer support. 

University Behavioral HealthCare has provided 
more than a decade of peer support that includes 
all of the elements identified in the DCOE docu-
ment, including those suggestions for a “model” 
program for the future. Easy access, confidential-
ity, structured work practices, training, and se-
lection of peers are the foundations of the success 
of these peer support programs. In addition, the 
authors believes that the two most profound com-
ponents for the success of a peer support program 
that are absent from the extensive DCOE review 
are 1) the need to utilize peer support/clinician 
partnerships in peer programs throughout the 

“Reciprocal Peer Support” (RPS): “Mom 2 
Mom” Giving and Receiving
Cherie Castellano CSW, LPC, AAETS, Mom 2 Mom Program Director, University 
Behavioral HealthCare, University of Medicine and Dentistry of New Jersey; Donna 
Icovino, Mom 2 Mom Peer Counselor, University Behavioral HealthCare, University 
of Medicine and Dentistry of New Jersey 
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process and 2) the provision of resilience sustain-
ability for peers through events and activities for 
peer advocacy, including both the peer staff and 
the peer population being served. 

The Reciprocal Peer Support (RPS) Model 
The decade of service in peer support programs 

at University Behavioral HealthCare has provid-
ed the framework for a concept that is entitled 
“Reciprocal Peer Support” (RPS). The overarch-
ing themes and tasks associated with RPS are 
simply described in four tasks: Connection and 
pure presence; Information gathering and risk 
assessment; Case management and goal setting; 
and resilience affirmation and praise. 

Task One – Connection
A pure presence is at the heart of the engage-

ment and healing necessary for successful peer 
support

In RPS, the peer supporter is trained and pre-
pared:

• to engage the client without judgment, 
• to avoid preaching or directing, 
• to cope with the moments of shared suffering and 

pain, and 
• to simultaneously be aware from the initial contact 

that assessment for suicide and risk are an integral 
role in this process as it is best applied to high risk 
populations. 

This peer/clinician partnership is a focus 
throughout RPS but impacts the initial task of 
connection by ensuring that all presenting prob-
lems can be offered care and support as a result 
of the depth of the coverage for RPS service.

It is hoped that the peer in need will access 
an identification of the need for both peers and 
mental health professionals to act as partners 
from the first task of RPS. RPS peers should be a 
minimum of one year away from their service or 
experience to ensure self care. 

In addition RPS peers are asked to draw on 
their own positive experiences with peer sup-
port, behavioral healthcare service, and resil-
ience skills to guide their work. When an initial 
contact is of a crisis nature the intimacy and the 
level of vulnerability of all involved expedites the 
connection of both the peer in need and peer sup-
porter in RPS. If handled poorly, it impedes the 
connection, perhaps forever.

This lack of response indicates that the initial 
phase of connection was not made successfully in 
RPS.

Task Two – Information Gathering and Risk As-
sessment

This can be a variable experiences pending 
the proficiency of the peer supporter. Train-
ing, clinical partners, supervision, as well as 
technical support can drive the effectiveness 
of this task. In RPS the information gathering 
concerns both the presenting problem and the 
“story,” as well as the history of a peer in need. 
This history includes behavioral, medical, fam-
ily, and work history in a non scripted series 
of questions. Law enforcement officers are the 
most proficient as a sub group of peers at this 
phase likely due to their interviewing and inter-
rogation skills. 

Task Three – Case Management and Goal Setting 
This task is often presented as the first item 

a peer in need requires; however if information 
and referral were all he or she needed, a peer 
would most likely not be reaching out to a peer 
support service. Today’s web-based referral op-
tions and access to information are so prevalent 
that most peers in high risk populations will 
present as their primary and only need being of a 
case management nature, although he or she will 
be receptive to peer support on an ongoing basis 
based on their level of care, initial contact, and 
quality of referral provided. 

In task three the case management is offered 
not just through a list of names and numbers but 
more importantly as part of a solution-oriented 
approach to the peer that he or she is not alone 
and help is viable. Multiple contacts from the 
peer supporter throughout the peer support pro-
cess for regular contact are a key unique variable 
to the model.

Task Four – Resilience Affirmation, Praise and 
Advocacy 

Often this is the most rewarding component for 
the peer supporter based on his or her own ac-
count. When self care is emphasized for all peer 
supporters and behavioral healthcare profession-
als in the peer support model, it fosters an en-
vironment of openness needed for genuine peer 
support work. 

A consistent encouragement of peer supporters 
resilience as a group working as a team in RPS 
allows peers to model the importance of recogniz-
ing resilience. Stigma is an impediment to this 
phase and in the details of the peer support re-
lationship it may be an awkward transition for 
a peer supporter to affirm a peer in need openly. 
He or she may be worried that he or she may 
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sound condescending or insensitive by affirming 
resilience and offering praise. 

The reports of the peer supporters are that 
often there are cues from the peer in need that 
he or she is ready for phase four as a peer may 
say something like “I can’t believe how much 
has happened since I first spoke to you” which 
is an opening for resilience affirmation and 
praise. RPS peers suggest this phase feels like 
the summary of a term paper or last paragraph 
of a chapter. Summarizing in a warm and sup-
portive manner with specific references to the re-
silience witnessed and positive actions taken and 
achieved is the beginning of this phase and the 
end of the RPS experience.

Many peers who have accessed RPS will con-
fidently return for additional support over time. 
Returning peer clients have reported a confidence 
and capacity for the RPS experience when they 
enter the service. Some peers’ RPS experience 
will reflect more of a crisis intervention, and they 
will not repeat the process. Whether the RPS ex-
perience is part of a continuum or a single epi-
sode of support, the RPS tasks do not unfold in 
numeric order. RPS peer supporters are trained 
to utilize these tasks in order, even when they re-
peat the phases. The RPS peers are encouraged 
to remain “client focused” with the populations 
they serve. Many variables may impact the in-
tegrity of the RPS tasks. The RPS tasks remain 
essential but can be affected by clients’ needs and 
elements such as life events, time, resistance, 
and staffing changes, all of which can be factors 
in peers’ vacillation through the tasks of RPS. 

The peer supporter’s recognition that the fluc-
tuation and attempt to regain the order of activ-
ity to allow for the relationship to flow and ser-
vice to be as effective as possible is most impor-
tant. RPS allows for these tasks to be cyclical and 
part of a continuum that is not encumbered by a 
proscribed number of sessions or period of time. 
RPS has been offered in an outreach approach 
wherein our peer supporters will make several 
contacts for every initial contact they receive. It 
is this constant outreach and sustained contact 
that supports the RPS model. 

Overall the themes most prevalent in RPS 
are as follows. Peer/Clinician partnership is es-
sential not only for RPS service but throughout 
the program structure because both peer sup-
port and behavioral healthcare must be valued 
by all in order to establish one unified approach, 
modeling the concept in all applications. RPS re-
quires a single point of access/contact to begin 
and can be offered through peer telephone help 

lines, face-to-face individual and group peer sup-
port, crisis intervention services, prevention and 
training, and advocacy for peer groups targeted 
for RPS. Self care is emphasized with opportu-
nities for assistance encouraged within the peer 
support team and managed through resilience 
building activity and advocacy. RPS is an open 
ended process that is a continuum. It is most ef-
fective with groups who have been exposed to 
trauma and are at risk for suicide and are seen 
as a “vulnerable population.” 

As an enhancement or gateway to resources 
and to treatment, at Mom 2 Mom over fifty per-
cent of our Mom clients agree to both Mom 2 
Mom peer support and treatment after the initial 
connection is made.

Reflections from Mom 2 Mom 
Peer Counselors on RPS

Before even a single word is spoken between 
the Mom 2 Mom peer support counselor and call-
er, they already have much in common because 
of a shared life experience raising a child with 
special needs. Initially, unfulfilled need is the 
catalyst that motivates an individual to call the 
Mom 2 Mom Helpline. Similarly, the peer sup-
porter at the other end of the line brings to her 
work an array of needs, as well as an ability to 
listen, comfort, inform, and encourage the mom 
reaching out for needed assistance. 

As peer supporter Safiyyah Muhammad so 
eloquently expressed, “As stories are exchanged, 
there’s a symbiotic feeling of connectedness. My 
peers are a mirror image of me…these are the 
listless moments that encourage me to accept my 
own fears. I dig deep, not just to share informa-
tion, but to be inspired…that parent, like me, 
has taken a leap of faith to reach out to another 
in hope that they will be understood, supported, 
and most of all…believed.”

Any differences become inconsequential, be-
cause both groups of women are strongly invest-
ed in the same cause, i.e., finding a way to ad-
dress the highly complex special needs of their 
child while maintaining a stable family life and 
preserving their own physical and emotional well 
being. Peer counselors spend their work day pro-
viding guidance and support to their clients, as 
a means of lessening the overwhelming burdens 
the clients endure. More often than not, these are 
the same type of personal challenges and bureau-
cratic obstacles the peer supporters encounter in 
their own extremely demanding lives.

Undoubtedly, it is the giving and healing na-
ture of the work that draws these women to peer 
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support counseling. They have achieved success 
in fulfilling their own children’s needs, and they 
are eager to share these strategies and principles 
with other mothers. They also bravely acknowl-
edge their past mistakes and do not wish the 
same fate of painful pitfalls for families in sim-
ilar circumstances. They attest to the fact that 
knowledge is power, and their determined and 
effective advocacy efforts make them best prac-
tice role models. A peer support counselor can 
also find great solace and wisdom through the 
reciprocal relationship she and her caller mom 
mutually nurture over time.

Ms. Muhammad offered the following thoughts, 
“What makes this role and journey so astound-
ingly important to me is not just the support that 
I give to the women and men I connect with; it 
gives me a sense of belonging. As I give, I receive 
abundantly. I don’t just feel needed, I feel lis-
tened to. I feel understood. Reciprocal peer sup-
port to me is…the belief in fairness, equality, and 
faith that the greater good always prevails.”

Another Mom 2 Mom peer counselor with a 
teenager who has both a primary behavioral 
healthcare diagnosis and cognitive processing 
difficulties adds, ”There is so much stigma at-
tached to the mental health special needs, which 
feels like I am blamed and judged or no one 
wants to talk about it. It also feels like it never 
gets solved, just better or worse on any given 
day.” She adds, “On the Mom 2 Mom helpline my 
worst moments have been when I hear the hope-
lessness of a mom who seems like I cannot help 
because some things none of us can control. My 
best moment working as a peer counselor was a 
connection with a mom in which we discussed 
coping with ways to tolerate the tension of not 
knowing what the next step is coping with her 
child and in a way that normalized the experi-
ence for both of us.”

Summary 
Providers of care and support for children and 

adults who have the challenges of a dual diagno-
sis are facilitating care and support to both the 
client and the mother’s of these individuals in 
need. At times, these providers may experience 
a combative mother or family member resistant 
to their treatment recommendations, which may 
impede the provider’s ability to help. Mom 2 Mom 
believes that by providing peer support as an en-

hancement to traditional behavioral healthcare 
support, or even as a gateway to engage a mother 
into going herself, they will ultimately be helping 
the special needs family member most. 

UBHC has established peer support programs 
utilizing the RPS model and has employed more 
than 80 peer per diem staff members and dozens 
of peer/clinicians over the last decade. The out-
comes of these programs appear to have offered 
healing, support, and solidarity for high risk 
groups in need of an additional option to tradi-
tional behavioral healthcare services. 

At Mom 2 Mom, the mothers of special needs 
children, some mothers of children who are du-
ally diagnosed, both working and reaching out, 
have found a movement of compassion which 
seems contagious. The RPS experience is healing 
for all involved and may offer some insights and 
opportunities for the population you serve.

The program has witnessed life changing mo-
ments for both the peer supporters and the peers 
in need. Reciprocal Peer Support was developed 
initially in response to first responder suicides 
and mass disasters, yet over time it has been 
based on the data from the peers in need and the 
peer supporters who have all contributed to the 
model. Most significantly has been recognizing 
the moment in time when a peer supporter says 
to another peer in need, “I have been where you 
are, and I am with you now” as a powerful healing 
experience and a not-so-random act of kindness.
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Introduction
Graduation from high school is full of new be-

ginnings for students. From choosing employ-
ment to choosing a college, typically develop-
ing students are provided opportunities choos-
ing employment or college and are encouraged 
to make decisions that will affect their future. 
Unfortunately, students with intellectual dis-
abilities may not be given the choices that their 
typically developing peers enjoy. Post-secondary 
education for students with intellectual disabili-
ties, specifically Down syndrome, may not even 
be an option.

The purpose of this paper is to describe the 
first semester college experience of a college stu-
dent with Down syndrome. This paper was writ-
ten in order to encourage students with Down 
syndrome and parents of these students to seek 
postsecondary education experiences that will 
enrich their future choices and actions.

Background
A postsecondary school educational experience 

is an alternative that provides students with 
intellectual disabilities with a way of obtaining 
specific life skills. Participation in postsecondary 
education has been shown to be a predictor of a 
successful employment outcome for youth with-
out disabilities (Zafft, Hart & Zimbrich, 2004). 
The same should hold for youth with disabilities.

Participation rates in postsecondary education 
have been low for students with intellectual dis-
abilities; however, Fisher and Sax (1999) report 
that there has been a steady increase in the types 
of programs available for special needs students. 

The nature of the postsecondary education ex-
periences is determined by the goals and needs 
of the individual student, the location of the pro-
gram and the availability of support personnel. 

Planning
Prior to starting the first semester at college, 

Mitch G. and his parents met with the MNU 
liaison for the ACCESS program. This meet-
ing served to establish a “home-base” for Mitch. 
There were a number of important issues dis-
cussed at this initial meeting, including Mitch’s 

readiness and motivation for college and famil-
ial support. The meeting provided the universi-
ty representative with the opportunity to meet 
Mitch and learn about his goals and dreams. 
Mitch conveyed his desire to attend class away 
from the local school district transition program 
from which he graduated. 

During the planning stage, Mitch and his par-
ents discussed the program plan of study with 
the university representative. It was decided 
that a certificate would be provided to Mitch af-
ter successful auditing of courses in the program. 
Because the university representative gathered 
information about Mitch’s love of Olympic weight 
lifting and his participation in the Special Olym-
pics, an academic plan was developed that em-
phasized wellness and a liberal arts education. 
(See table 1)

For the purpose of this paper, only the first se-
mester in the Fall 2012 was used to provide infor-
mation relating to Mitch’s college life experience. 

Courses and Activities
After meeting with Mitch’s parents, his course-

work plan was developed and classes were cho-
sen; Mitch enrolled in the Fall 2012 semester at 
the university. The following sections will pro-
vide information and the rationale for the course 
selection in Mitch’s plan of study.

Mitch’s first class of the semester was a Mar-
riage and the Family course that met on Mon-
day-Wednesday-Friday at 8:00 a.m. Mitch stated 
that he was interested in the idea of marriage 
and would like to learn about families and chil-
dren. The selection of this course illustrates the 
importance of students with intellectual disabili-
ties seeing themselves as partners in the educa-
tional system and viewing themselves in relation 
to their peers (Florian & Hegarty, 2004).

The professor for the course was more than 
willing to include Mitch in class discussions and 
activities. This particular professor was a novice 
to instruction of special needs students. Fortu-
nately, it only took a week to sufficiently accli-
mate the professor to Mitch’s needs in order to 
increase the professor’s comfort level.

A Post Secondary Education Experience for 
a Student with Down Syndrome: A Look into 
the First Semester
Neil Friesland, Ed.D., MidAmerica Nazarene University
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Table 1
Mitch’s program: certificate in individual wellness
 
Fall Semester Freshman Year(2012)  Spring Semester Freshman Year
PSYC-Marriage and Family    PSYC Life Span Dev.
FRST-Freshman Seminar    PHED- Team Sports
THEA-Acting 1      GNSC- Prin. Biology
HLEX- Karate 1     BLIT-Discovering the Bible
FNAR- Fine Arts     HLEX- Karate 2   
HLEX-Weight Training    HLEX- Adv. Weight Training

Fall Sophomore Year    Spring Sophomore Year
THEO- Christian Beliefs    HLEX-Applied Concepts of Physical fitness
        HLSC- Personal Comm. Health 
HLSC- Prin. Health Promotion
HLEX- Karate 3      FRST- Fundamentals of Math
HLEX –Adv. Weight Training    HLEX- Adv. Weight Training

General Education Program---Audit Hours
Self-Understanding-
 PSYC-    6
 PE/HLEX/HLSC-  22
Aesthetic Literacy-  6
Spiritual Development- 7
Freshman Studies-  4

Mitch enrolled in Freshman Seminar. This 
course covered college readiness, testing and study 
strategies, strengths, money management, and 
other topics related to the first year experience. 
It was imperative that Mitch be included in this 
course to provide full access to the freshman col-
lege life experience. This course allowed Mitch to 
obtain firsthand experience with how his peers 
handled the first semester of college in relation to 
life, money, and relationships, among other things.

Mitch’s parents suggested Acting and Fine Arts 
courses because they wanted him to have a “well 
rounded” experience at the university.. Both of 
these courses were an excellent choice to comple-
ment Mitch’s outgoing personality and love for 
music as he is in the church choir for individuals 
with special needs.

Mitch was scheduled daily breaks where he 
would 1) go to the library and read, log on to 
e-mail, or surf the internet, 2) go to the dining 
hall to eat, or 3) go to the gymnasium. One goal 
for Mitch was to increase his independent liv-
ing skills. This type of schedule allowed Mitch to 
make choices about how he wanted to spend his 
time between classes or practice.

Mitch was enrolled in Karate and Olympic 
weight lifting. These courses targeted his per-
sonal interests and goals. Mitch participates 
in the Special Olympics team as a weight lift-
er and is very interested in Karate as well as 

wrestling. Courses that emphasized health and 
wellness were specifically chosen because of 1)
Mitch’s interests, 2) Mitch’s goal to continue to 
compete in weight lifting, and 3) Mitch’s and 
his parents’ desire for him to develop healthy 
lifestyle habits.

Mitch’s activities outside of class included his 
job as an assistant manager of the women’s bas-
ketball team. Mitch works after class as a man-
ager helping with equipment, taking care of tow-
els, filling water bottles, and performing general 
duties assigned to him. His relationship with the 
team has helped acclimate Mitch to the campus 
by placing him in situations that allow him to 
use social skills, discover and participate in self-
directed activities, and meet and develop new 
friends and acquaintances. 

Mitch also attends concerts and other social ac-
tivities that expose him to additional college life 
experiences. Students with intellectual disabilities 
may benefit from practice and inclusion in social 
situations (Kasri & Freeman, 2001). Occasionally 
a fellow classmate invited him to an activity or he 
attended an event with his parents. The university 
community has been encouraged to include Mitch 
in the everyday college life experience.

The First Day Jitters
In any new educational experience, the student 

may be apprehensive. However, in Mitch’s case, 
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the apprehension was solely on my part, not his. 
Mitch was the main calming force in the entire 
process. Prior to the first day of class, there were a 
number of questions that were developed. Some of 
these were: 1) What happens if Mitch does not re-
member where to go? 2) If Mitch is injured is there 
any liability on the part of the university? 3) Will 
Mitch know when to change classes by himself? 
and 4) Is Mitch ready for this experience?

As a university representative, I felt that 
these questions were valid; as a special educa-
tion professor, I should have known better. The 
day before classes started, Mitch was provided a 
campus map for each day of class. M-W-F classes 
were highlighted on the map with the times each 
class started. Mitch’s father worked through a 
“dry run” with Mitch for each class to make sure 
he knew where he was going. It did help that he 
had previous experience on the campus of the 
university in the local high school transition pro-
gram. Mitch could tell when and where he was 
supposed to go throughout the day.

Reality
In reality, these concerns were non-issues. Soon 

Mitch and I were in a routine. Mitch would call 
each morning around 7:30 a.m. -7:45 a.m. to check 
in and announce that he was headed to class. The 
first week of class I would walk with Mitch every-
where and be totally exhausted when Mitch’s day 
was over. That was until I received a call from 
Mitch one morning the following week. Mitch 
called me from the lobby of the building where my 
office is located (my office and his first class were 
also there). It was almost 8:00 a.m. and he was 
not in class. I went to investigate why he was not 
in class, thinking he was confused or lost, but he 
was just charging his cell phone before he went off 
to class; just like any of his classmates. I realized 
then that Mitch was much better at this transi-
tion than me. From then on, I rarely saw Mitch 
except for the occasional passing on the sidewalk 
and a high five. However, we talked on the phone 
almost every morning as he headed to class.

Unforeseen Issues
The entire transition to college has not been 

flawless. There were a few issues that came up 
during the semester that I did not foresee due to 
the lack of experience on my part.

The first issue was class cancellation due to on-
line exam or professor illness. The first time this 
happened Mitch did not have a plan in place to de-
termine his next course of action. This forced us to 
be creative. When Mitch would call to notify me a 

class was cancelled, I would discuss with Mitch his 
options, and he would choose which one he want-
ed to do. After a few times when there were class 
cancellations, Mitch entered into a routine, and he 
chose his next activity without any direction.

Professors would ask, “What do I do with Mitch?” 
This is an understandable question since many 
professors have no experience working with stu-
dents with intellectual disabilities. With a short 
conversation, any issues were resolved by sug-
gesting that they include Mitch just as they would 
include any other student. That included testing, 
assessment, group discussions, and projects. Some 
professors really embraced Mitch in all aspects, 
and some were still a bit apprehensive by the end 
of the semester. I kept reminding professors that 
Mitch was there to 1) learn content by participat-
ing in class, 2) experience college life with his typi-
cally developing peers, and 3) gain valuable self-
confidence, self-efficacy, and increased indepen-
dent living skills. Would Mitch be assessed like his 
typically developing peers? Probably not. Would 
Mitch benefit from taking a 50 question multiple-
choice test? Maybe. Would Mitch gain from the 
many experiences in his classes? Absolutely.

The lack of financial support for Mitch from the 
university is an issue. Because the university is 
small and lacks financial resources, Mitch does 
not get the type of funding a specific program for 
students with intellectual disabilities would typi-
cally get in college. One person cannot provide 
the level of support needed to make Mitch’s col-
lege life experience the best it can be. Programs 
across the country have invested in programs for 
people just like Mitch with excellent results. For 
the university and for students with intellectual 
disabilities to be in a true partnership, an invest-
ment must be made from both sides.. Currently, 
the university constituents are just glad Mitch 
is here. The hard questions are “Does the uni-
versity want more students like Mitch, and does 
the university have the capacity to develop a pro-
gram for students with intellectual disabilities?”

Recommendations
A number of items should be addressed if this 

first semester experience were to be repeated. 
First, communication with Mitch’s professors be-
fore classes start each semester would help the 
professor prepare for Mitch and help them devel-
op appropriate expectations for Mitch as well as 
for themselves. It would also educate the profes-
sor as to how to include Mitch in the class.

A better system to support Mitch in daily ac-
tivities would help tremendously. If Mitch had a 
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“buddy” in each class, that person could contact 
Mitch and his parents to let them know class was 
not being held on a particular day or that there 
was an online activity. A buddy could also ensure 
Mitch had a lunch partner during the day; there 
were times during the first semester that he ate 
by himself.

A process is needed that includes the whole 
campus and increases student and faculty aware-
ness of special needs students like Mitch. A pro-
gram like this could be a “family affair.” If every-
one on campus knows students with intellectual 
disabilities are taking classes, “we” all could be 
responsible for making the life transition to col-
lege smoother for these students.

A funded program that specifically focuses on 
students with intellectual disabilities has several 
benefits, including: 1) preparing a better plan of 
study, 2) providing academic support and servic-
es for students, and 3) focusing on transitional 
planning for a college student for life after college 
and career planning.

A Parent’s Perspective
The biggest advocates in Mitch’s life are his par-

ents. As with any parent, they have dreams for 
their son and want the best possible life for him. 
Mitch’s parents were the key to his successful 
experience on campus, and they will continue to 
support him. The following was written by Mitch’s 
parents in reaction to his first semester experience.

We have seen a huge change in Mitch 
since this has all began. He is more in-
quisitive, shows more of an interest in 
reading and writing. His time manage-
ment skills have vastly improved and I 
think most of all his self-esteem. He has 
made some great friends (we wish there 
were more) with both the students and 
staff. Overall we couldn’t be happier with 
how all this is going. We look forward to 
the rest of this year and next.

Mitch’s Future
As this paper was written, Mitch entered his 

second full month of his second semester of col-
lege. A few things have changed. He calls less 
often. I know that he does attend class because 
professors often e-mail to tell me Mitch is doing 
great. His parents have e-mailed to inform me of 
the exceptional growth in his self-confidence and 
self-directed activities. This growth will lead to 
success in the future after his experience at the 
university is complete.

As with any college student, it is the goal that 
they graduate and find employment. Mitch is no 
different. The hopes and dreams of his parents 
are reinforced at the university. We, as a campus, 
want the best for Mitch. We would love for Mitch 
to find a job that he can feel good about, with which 
he can support himself. Most of all we hope for the 
continued growth in Mitch’s self-esteem and self-
advocacy skills through facilitation of multiple col-
lege life experiences. The big question is “What will 
Mitch do after his time here at the university?” To 
answer this, a number of items must be addressed 
which fall outside the scope of this paper. However, 
meeting Mitch’s needs right now is the focus. Over 
the next few semesters, conversations will be held 
to address this specific question as to what will fol-
lows his academic life at the university. No doubt 
Mitch will continue to tell me he wants to move out 
and have his own place. He will also want to still 
be involved with Special Olympics. Mitch’s future 
is exciting for us all. 

It is the hope of this author that Mitch’s story 
will inspire other parents of students with intel-
lectual disabilities to reach out to colleges and uni-
versities for the academic, social and community 
needs for their college age children. This paper 
provided a glimpse into the first semester of col-
lege for a student with an intellectual disability.
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Neuroscience Reviews

Autism and Schizophrenia Spectrum Disorders: 
Where’s a Good Detective When You Need One?
Jarrett Barnhill, MD, DFAPA, FAACAP, NADD-CC, UNC School of Medicine

In the last 2 articles we explored the bound-
aries between schizophrenia (SSD) and autism 
spectrum disorders (ASD). Yet we still have more 
questions than explanations for the overlap (di-
mensionality) between these heterogeneous syn-
dromes. Perhaps an analogy is helpful. Albert 
Einstein spent the last years of his life trying 
to develop a unified field theory. He failed. His 
competitors, the quantum physicists, were also 
stumped. Both tried to figure out how gravity fit 
into the unification of relativity and quantum 
physics. Solving this would provide a “theory of 
everything.” Elegant mathematics, the apparent 
discovery of the Higgs boson, time, technology 
and a Standard Model helped, but no cigar. Now 
we are searching hopefully among strings. Un-
derstanding the relationship between ASD and 
SSD may be as challenging for many clinicians. 
We have a great deal of data, but it is strewn 
about, filled with uncertainty, and lacking a 
grand unifying principle. This is the last article 
in this series addressing the complex relation-
ship between ASD and SSD, but unfortunately, 
there is no cigar.

Begin anew with ASD 
ASD can be subdivided into idiopathic and 

symptomatic subgroups. As a rule, idiopathic 
ASD is characterized in terms of a substantial 
male:female gender dimorphism; lower rates of 
IDD and fewer co-occurring neurodevelopmen-
tal disorders (including epilepsy). One hallmark 
of this subtype of ASD is the presence of sub-
clinical ASD symptoms (expanded phenotype) 
among multiple first degree relatives. But there 
seem to be several members of this group that 
that are associated with schizophrenia (Gadow, 
2012; Rapoport, Chavez, Greenstein, Addington, 
& Gogtay, 2009). The first is the Multiple Com-
plex Developmental Disorder (MCDD). Children 
with MCDD display greater cognitive, behavioral 
disorganization and affective dysregulation than 
most children with mild ASD. Nearly 30% go on 
to develop SSD (de Bruin, de Nijs, Verheij, Hart-
man, & Ferdinand, 2007; Rapoport et al., 2009). 
A second group includes children with Velocar-
diofacial syndrome. This genetic disorder is the 

result of a highly variable deletion on the long 
arm of chromosome 22 (22q11-13). One feature 
of this complex disorder is the relationship be-
tween ASD, IDD, cardiac and dysmorphic facial 
features and adult onset psychotic disorders in 
30% of affected children (Scandurra, Scordo, Ca-
nitano, & de Braun, 2013; Shprintzen, 2008). In 
this sense MCDD and VCFS can serve as risk 
factors for late onset SSD. Yet only a minority of 
children with both disorders develop SSD. From 
another perspective, they make up a small mi-
nority of all adults with SSD (Rapoport et al., 
2009; Shprintzen, 2008). 

There appear to be basic differences between 
MCDD and VCFS when compared to those with 
childhood onset schizophrenia (COS). These in-
clude: no evidence of increased genetic loading 
among first degree relatives and continuity with 
a severe, treatment resistant form of SSD dur-
ing adulthood. In short, children with ASD-like 
symptoms are more likely to develop SSD if the 
following are present: greater genetic loading for 
schizophrenia, attenuated psychotic symptoms 
positive, and schizophrenia- like changes on 
functional and anatomical neuro-imaging stud-
ies (Starling & Dossetor, 2009). For example, 
SSD impacts semantic fluency, working memory, 
and loss of prefrontal gray matter (overzealous 
pruning) and the functional integrity of front-
temporal and limbic circuitries. These develop-
mental malfunctions influence sensory process-
ing, abstract linguistic processing, and the emer-
gence and specialization of prefrontal regulatory 
processes. Taken as a neurodevelopmental pack-
age, these differences support the idea of ongoing 
divergence in the development of ASD and SSD 
(Rapoport et al 2009; Stone & Iguchi, 2011). 

Further challenges arise when we compare 
childhood onset schizophrenia (COS) with mild 
ASD. For example, male:female ratio in children 
with mild ASD increases to (8 males:1 female). 
In contrast, age and gender-related differences 
suggest that in SSD, males predominate initially 
but the gender/age of onset ratios shift by the 
late 20’s. For SSD, being female skews the age 
of onset/recognition and shifts the individual to 
a different spot on the severity continuum. This 
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age-gender dimorphism diverges into a more 
complex form in ASD. The decided preponder-
ance of males with milder ASD and trend to-
wards females presenting with severe ASD adds 
another layer of neurodevelopmental complexity 
(Maenner et al., 2013). 

Do these changes suggest that males are more 
apt to express core social-communication defi-
cits of mild ASD while females are more prone 
to a more complex array of neurodevelopmen-
tal deficits? If so, it would appear that males 
have a lower threshold for dysfunctional social 
communication, social intelligence, and coher-
ence than females. Similar deficits for females 
might require greater genetic loading and higher 
levels of global cognitive dysfunction to be rec-
ognized (Maenner et al., 2013). The female pat-
tern of gender dimorphism is less dramatic for 
COS and this divergence plays out in later onset 
SSD—less social impairment and preservation of 
affect. These discrepancies imply that there are 
basic difference in the expression of genes associ-
ated with epilepsy, IDD, ASD, and SSD (Rapo-
port et al., 2009; Stone & Iguchi, 2011). Perhaps 
this pattern of divergence is analogous to ADHD 
and or Tourette’s disorder/OCD. The prevalence 
rates for Tourette’s disorder are generally sub-
stantially higher among males. When females 
are affected, there is evidence of greater genetic 
loading (more affected family members) and ei-
ther a more severe case of Tourette’s disorder or 
the development of obsessive-compulsive disor-
der instead of a tic disorder. In either case these 
findings point towards a different developmental 
trajectory, gene-environmental interactions or 
responses to risk factors. 

In closing, we journeyed through the rain for-
est of brain development, maturation and dif-
ferentiation, interactive specialization, and, ulti-
mately, the hierarchical organization of complex 
development of social-emotional, cognitive, and 
executive functions. Gene-environmental inter-
actions are expressed as complex, heterogeneous 
disorders such as ASD, SSD, IDD, and epilepsy 
and point to both a convergence and divergence 
of development trajectories. Forces critical to ei-
ther convergence or divergence are not well un-
derstood but there are efforts underway to com-
pare neuroanatomical, functional neuroimaging 
and other neurobiological subtypes (Pescosolido, 
Gamsiz Nagpal, & Morrow, 2013). This would be 
in a sense a grand unified field theory that merg-
es etiology with phenomenology. Now whether 
that simplifies or complicates our jobs is a “horse 
of a different color.” 
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US Public Policy Update

Poverty and Disability
I. Leslie Rubin, M.D., President, Institute for the Study of Disadvantage and 
Disability, Research Associate Professor, Department of Pediatrics, Morehouse 
School of Medicine, Co-director, Southeast Pediatric Environmental Health Specialty 
Unit, Emory University, Medical Director, Developmental Pediatrics Specialists

According to the World Health Organization, 
Health is not merely the absence of disease or 
infirmity but a state of complete physical, men-
tal and social well-being. By the same token, 
Poverty is not merely a deficit in financial secu-
rity; it is the sum of social, environmental, and 
political factors that limit resources and create 
physical, emotional, and social, stress and inse-
curity. In addition to these broad factors, poverty 
is more prevalent among children, among women 
and women-led households, among minority and 
marginalized people, and among people with dis-
abilities. 

Children from low income, minority, and un-
derserved communities are more likely to be 
exposed to adverse environmental factors, have 
limited access to a good education, have limited 
access to quality health services, and live with 
a greater degree of stress and insecurity about 
the future than their more affluent counterparts. 
These factors contribute significantly to an in-
crease in prevalence of childhood disorders as 
well as reduced educational achievement and 
employment opportunities, all of which result in 
an increase in stress, insecurity, and mental dis-
orders. 

In the absence of adequate mental health ser-
vices, these children grow up as adolescents with 
a sense of limited potential for the future, which 
creates a sense of despair. This despair can re-
sult in an increased likelihood of self-medication 
and substance abuse. In addition, a variety of 
factors operating under these circumstances 
contribute to the increased rate of teenage preg-
nancies in this population. Because limited ac-
cess to quality health services and suspicion of 
authority, these young women are less likely to 
seek and secure good prenatal care and are likely 
to continue to use substances such has tobacco, 
alcohol, and other drugs. These substances have 
an adverse outcome on fetal brain development 
and an increased likelihood of premature birth 
with its intendant immediate needs and high 
costs of neonatal intensive care, as well adverse 
health and neurodevelopmental consequences. 

The more premature the infant the more likely 
the infant has of a neurodevelopmental disorder 
ranging from ADHD and learning disabilities, 
through intellectual disabilities and autism to 
cerebral palsy. 

The children of these young women are more 
likely to be neglected or abused and then removed 
from their care and placed in foster care – often 
with a grandmother – and the mothers them-
selves may descend the spiral of substance abuse 
to prostitution, homelessness, petty crimes, and 
incarceration. 

The young men who grow up in poverty are more 
likely to be unemployed, less likely to go to college, 
and more likely to go to prison. A significant num-
ber of prison inmates have been identified as hav-
ing degrees of developmental disabilities. 

Although medical insurance and public as-
sistance programs do pay for some of the medi-
cal care, they do not pay for all the needs of a 
child with a disability, which include additional 
medical costs not covered by the insurance, some 
therapies, medical equipment, child care, and 
educational services needed. Furthermore, moth-
ers of children with disabilities are less likely to 
work outside the home, and mothers of children 
with autism are even less likely to work outside 
the home. This reduces the potential income for 
families and, coupled with the added costs, can 
push the families into poverty. As the individual 
with developmental disabilities ages, the ability 
of the parent to care for his or her child is limited 
and increasingly depends on public funding and 
public services. 

It may be helpful to review some costs. 
• Poorer patients, who have limited access to regu-

lar services, will use the emergency room for their 
healthcare needs. This default practice results in an 
increase in cost to the health care delivery system. 

• According to the CDC, the cost of services for a child 
with cerebral palsy is close to $1 million. 

• The average cost of institutional care is between $50-
100,000 a year. 

• The cost of one year in prison is approximately $30-
35,000 a year. 
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• A study done by economists from Columbia Univer-
sity and Harvard University has demonstrated that a 
‘value-added’ teacher for 4-8th grade students results 
in an increased likelihood of these children, 20 years 
later, going to college, earning more money, and sav-
ing more money for retirement than their peers. 

Our responsibility as a society is to invest in 
the prevention of health disparities and develop-
mental disabilities that result from poverty by 
improving the quality of education for all chil-
dren, improving education for health care profes-
sionals to understand the relationship between 
poverty and health and disabilities, and improv-
ing the delivery of health care for low income, un-
derserved, and minority people including those 

with disabilities. The failure of a society to act 
in a responsible manner to improve the health 
and education of all children is very costly to the 
health care delivery system and to society as a 
whole. As a corollary the investment in good edu-
cation has incalculable benefit for the future.

For further information, contact Dr. Rubin at 
lrubi01@emory.edu. 

The “U.S. Public Policy Update” is an ongoing 
column in The NADD Bulletin. We welcome your 
comments and submissions for this column. To 
learn more or to contribute to this column you 
may contact Joan Beasley, Editor of the U.S. Pub-
lic Policy Update at joan.beasley@unh.edu. 

DSP Interests and Concerns

Values and Life Skills I Learned by 
Responding to a Newspaper Ad
Anonymous

I have been asked countless times what got me 
into the field of intellectual and developmental 
disabilities (I/DD). My explanation always starts 
off with, “Well, I needed a job in college…” Re-
sponding to a newspaper ad was the catalyst for 
a career that is both personally meaningful and 
professionally fulfilling. In hopes that other Di-
rect Support Professionals (DSPs) will find my 
journey relatable, I will share my story. 

I took a psychology course on learning and be-
havior. We applied the basic principles of behav-
ioral therapy to pigeons. Over the course of the 
semester, my small group successfully taught 
our pigeon to ‘kick’ a ping-pong ball through a 
makeshift goalpost. I was fascinated! Later I saw 
the ad: Wanted: Living Skills Instructor to teach 
individuals with autism valuable life skills. I 
grew up with various disabilities on both sides 
of my family and I felt a strong calling to enter 
a helping profession. It seemed like it might be 
an ok fit; I might even learn about behavioral 
therapy techniques in the ‘real world’. I applied 
and got the job.

The position was at a group home. My role was 
to work with three men whose autism was con-
sidered significantly challenging. Jed, Nate, and 
James [The names used in this story have been 

changed to protect confidentiality.] were only 
about a year or two older than me. Jed spoke very 
few words; what he did verbalize was echolalic 
in nature. Jed also had diagnoses of obsessive-
compulsive disorder, anxiety disorder, and de-
pression. Nate was nonverbal, did not reliably 
use the toilet, and had a preference for not wear-
ing clothes. Nate had frequent instances of self-
injurious behavior (SIB). James had some words, 
and had a special interest in laminated magazine 
pictures. James also had epilepsy and wore a hel-
met. 

I still wasn’t clear what autism was. I certainly 
wasn’t prepared for what happened on my first 
day. Nate had several toileting accidents and fre-
quent and intense ISBs, James had a grand mal 
seizure and had slapped a DSP, and Jed sat on 
the couch for three hours perseverating on pizza. 
What had I signed up for? How was I supposed to 
teach the men ‘valuable life skills/?? I didn’t un-
derstand their behaviors and I wasn’t sure how 
to communicate with them. This was nothing 
like working with pigeons. After leaving my first 
training shift, I remember thinking “I am never 
going back there.”

But something had happened. Something that, 
to this day, I can’t quite put into words. I had 



Note from the editors
The current issue covers an array of topics of interest to families and 

professionals working with individuals with dual diagnosis (MI/IDD). 
Lucy Esralew, Ph.D. and her colleagues from the National Task Group 
for Intellectual Disabilities and Dementia Practices (NTG) introduce the 
manual that accompanies an administrative tool for the early detection 
of cognitive changes of individuals with IDD. Cherie Castallano, L.C.S.W. 
and Donna Icovino describe a model for peer counseling and advocacy 
which supports parents of individuals with disabilities, Mom 2 Mom, that 
has received national attention. Dr. Neil Friesland describes the first 
semester college experience of a young man with Down syndrome. Jar-
rett Barnhill, M.D. continues his series on neuroscience by considering 
the converging and diverging trajectories of autism spectrum disorder, 
schizophrenia spectrum disorder, IDD, and epilepsy. Dr. I. Leslie Rubin 
considers the relationships among poverty, health, and disabilities. A Di-
rect Support Professional explains how her instruction of three consum-
ers in life skills was an opportunity for her to develop both personally and 
professionally.

We hope this summer provides our readership with occasions to relax 
and to be productive. We welcome your submissions to the Bulletin. Con-
sider sharing your work with your colleagues.

Jarrett Barnhill, MD, DFAPA, FAACAP, NADD-CC
Jarrett_Barnhill@mednet.unc.edu

Lucy Esralew, PhD, NADD-CC
lesralew@trinitas.org
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NADD Needs Your Support
Consider making a donation to help support NADD’s mission of advancing 

mental wellness for persons with developmental disabilities through the pro-
motion of excellence in mental health care. Donations from NADD members 
and friends provide the additional funds to assist us in our work. As a 501(c)(3) 
nonprofit, NADD maintains its annual operating budget through service fees, 
publication sales, grant support, and charitable contributions. Tax deductible 
donations allow NADD to make a difference in the quality of life for the people 
we serve.

For additional information, or to donate on line or by check, visit http://
thenadd.org/about-nadd/support-nadd/

Thank you for your continuing support.

been changed. I went back for a second day, and 
a third, and a fourth. I worked there almost three 
years until I moved out of state.

As I got to know Jed, James, and Nate, I leared 
their interests and things they liked to do. Jed 
was a coffee guy and enjoyed taking showers in 
freezing cold water. James loved singing songs 
and purposefully calling DSPs by the wrong 
names. Nate had an amazing sense of balance 
and enjoyed the sensation of masking tape being 
ripped off of his skin. In partnership with my su-
pervisor, I began to write programs to promote 
positive behavior and help increase their inde-
pendence. Just like breaking down the steps to 
teach a pigeon to kick a ball, I found that any 
skill could be broken down to very small, man-
ageable steps. Who would have guessed that 
making coffee is really a 25-step process? Or that 
laminating pictures could be broken down to 20 
different minitasks?

I often look back and think about how my ini-
tial experiences with individuals with autism 
were scary, confusing, and difficult at times. But 
I also found such joy and fulfillment in my work. 
Yes, I think I taught valuable life skills to Jed, 
James, and Nate. But I also learned to be open to 
the valuable life skills I would learn from them. 
Yes, I think I helped shape their behavior and 
supported their independence. But, more im-
portantly, my experiences with Jed, James, and 

Nate helped shape the person and professional 
I have become. Patience, humility, person-cen-
tered thinking and acting, appreciation for diver-
sity, and respect for humankind – all life skills 
that I didn’t expect to learn by responding to a 
newspaper ad.

The author would like to remain anonymous, 
and wishes to thank the Frontline Initiative edi-
torial staff for giving this story a platform on 
which to be shared.

This article, “Values and Life Skills I Learned 
by Responding to a Newspaper Ad,” 2013, was 
reprinted from Frontline Initiative. This is a pub-
lication of the National Alliance for Direct Sup-
port Professionals (NADSP) that is dedicated 
to promoting the interests of DSPs who support 
people with disabilities in a variety of commu-
nity settings. For more information and to access 
the publication, please visit https://nadsp.org/ 
communication/frontline-initiative.htm

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

9th European Congress of Mental Health in Intellectual Disability
(Co-sponsored by NADD)

September 12-14, 2013 • Lisbon, Portugal
State of Ohio NADD MI/DD 11th Annual Conference

September 30 & October 1, 2013 • Columbus, OH
NADD 30th Conference & Exhibit Show – 2013

October 23-25, 2013 • Baltimore, MD
NADD International Conference & Exhibit Show

Spring 2014 • Miami, FL
For further information on upcoming conferences/trainings, consultation services, and products, visit our 

website at www.thenadd.org. Updated information is posted as available.


