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Note from the editors
In this issue, Dr. Joanneke VanDerNagel and her colleagues 

from the Netherlands provide a thoughtful review of screening, 
interviewing, and treatment of individuals with IDD and co-
occurring substance use. Dan Baker, Ph.D. and Bret Vaks call 
for a blending of two types of support in their review of the op-
portunities and challenges in extending employment to persons 
with MI/DD. Phyllis Hecker, family advocate, shares her journey 
in obtaining treatment for her daughter. Jarrett Barnhill, M.D. 
reviews genetic and environmental factors in IDD and mood dis-
orders. Joan Beasley, Ph.D. compares the long-term benefits of 
capacity building with the immediate benefits of crisis response 
in her public policy update.  Dave Hingsburger reminds us, in the 
DSP Interest and Concerns column, that diagnostic overshadow-
ing can still obscure understanding the needs of the people with 
whom we work.

We wish you a productive Autumn and look forward to seeing 
you at the annual conference in Baltimore. Please consider shar-
ing your work with the NADD Bulletin readership by submitting 
an article for publication.

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

Lucy Esralew, Ph.D., NADD-CC
lesralew@trinitas.org
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It’s odd that it needs to be said, but it needs to 
be said: Sometimes people with disabilities are 
just people.

It’s also odd that we need to remember: People 
are affected by what goes on around them, what 
is going on inside of them, and how they experi-
ence the world they live in.

And, again: People with disabilities live in the 
same world and experience the same things as 
everyone else.

OK, now that we have that out of the way, let’s 
look at a term that’s been around since the early 
80’s: “Diagnostic Overshadowing.” What that 
means is that someone who has an intellectual 
disability will have almost everything attributed 
to their disability. You’ve probably heard Diag-
nostic Overshadowing in the discussion of the be-
haviors of people with disabilities. Like me, you 
may have even done it from time to time.

A child of three with Down Syndrome throws 
a tantrum when another child steals her toy – 
“They do that, those Down Syndrome kids.”

A woman of 20 with an intellectual disability 
gets frustrated and yells for people to listen to 
her when she’s not being listened to – “They do 
that, those types of people.”

A man of 65 gets frustrated that an 18-year-old 
staff tells him that he can’t watch what he wants 
on his own television because it’s not age appro-
priate – “They have short fuses, those people do.”

People who live with differences get used to be-
ing treated differently and seen differently. This 
can vary from the kind of stereotypical thinking 

shown in the little examples above to more seri-
ous problem thinking from staff and clinicians 
who serve people with disabilities – diagnostic 
overshadowing may focus on someone’s disability 
and ignore the environment or the situation that 
the person is experiencing. It’s important to un-
derstand that all humans respond to what goes on 
around them. This isn’t exclusive to people with 
disabilities at all. Office workers frustrated by an 
overbearing supervisor don’t seek out behavior 
therapy because they mutter curses under their 
breath every time they have to go meet with their 
brute of a boss. Bus riders don’t seek out hours 
and hours of therapy when they get anxious and 
fearful when the bus breaks down. People in these 
situations recognize that their feelings and their 
behavior are tied to the events that are happen-
ing in the present tense. These are normal human 
reactions to normal human experiences. 

For further information, contact Dave Hings-
burger at dhingsburger@vitacls.org. 

Reprinted with permission from The Direct 
Support Workers Newsletter, Vita Community 
Services/Mens Sana, Ontario, Canada, Volume 
2, Issue 5.

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

DSP Interests and Concerns

Um, It’s a Human Thing … Being Careful about 
Diagnostic Overshadowing for People with Disabilities
Dave Hingsburger

that policy makers and stakeholders consider the 
long-term benefits of capacity building. It is dif-
ficult to devise one service or program that can 
adequately provide what is needed given the di-
versity of the population in need, the fact that 
segregated systems are costly and create depen-
dence on specialty providers, and access to more 
generic services is greatly hampered. It requires 
resources to build capacity, including training 
and linkages between mental health, IDD, and 
other providers. While segregated crisis teams 
may be needed until capacity is built, it is essen-
tial that training and shared responsibility in the 

system be a central element in any remedies to 
assist individuals in crisis in the long-term.

For further information, contact Dr. Beasley at 
joan.beasley@unh.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. 
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Abstract
Abuse of substances by persons with a mild 

or borderline intellectual disability (IQ 50-85) 
(ID) is frequently missed, as our cases illustrate. 
The first client, a 19-year-old man, denied illicit 
drug use on admittance to a facility for persons 
with ID. His mood swings, irritability, and fa-
tigue could eventually be attributed to cannabis 
and cocaine use. The second client, a 35-year-
old woman with a history of cocaine dependency 
developed social, financial, and emotional prob-
lems. These were first attributed to her ID in 
combination with borderline personality traits 
and ADHD. It took a year and a half before these 
symptoms were recognized as signs of a relapse 
in the use of cocaine. The third client, a 38-year-
old woman, referred for recurrent alcohol in-
toxications, appeared to use other substances as 
well. Systematic and comprehensive screening 
for signs of substance use and discussing this is-
sue in an empathetic, non-judgmental manner 
can contribute to earlier identification and refer-
ral to substance use treatment.

Introduction
Though substance (ab)use and addiction some-

times are seen as a condition afflicting only a 
small subgroup of socially marginalized persons, 
these stereotypes are far from reality. The use and 
misuse1 of psychoactive substances such as alco-
hol, cannabis, and other illicit drugs is widespread 
across society, and addiction (or substance abuse) 
also affects a wide variety of people. Over the past 
decades, more attention has been drawn to other 
groups of substance (ab)users, including persons 
with a mild or borderline Intellectual Disabil-
ity (Carroll Chapman & Wu, 2012; McGillicuddy, 
2006; VanDerNagel, Kiewik, & Didden, 2012). 

Persons with a mild or borderline Intellectual 
Disability are considered a risk group for sub-
stance use because of the accumulation of sub-
stance (ab)use risk factors, such as low social 
economical status (SES), impaired inhibition, the 
desire to ‘fit in’ (Taggart, McLaughlin, Quinn, 
& Milligan, 2006; VanDerNagel et al., 2012), a 

1 Substance Misuse – the use of a substance for unintended 
purposes or for intended purposes but in improper amounts or 
doses, Substance Abuse – the deliberate, persistent, excessive 
use of a substance without regard to health concerns or 
accepted medical practices.

higher burden of stress and traumatic experi-
ences (Taggart et al., 2006) as well as lack of ad-
equate coping skills (Didden, Embregts, Van der 
Toorn, & Laarhoven, 2009), and lack of inability 
to understand the (adverse) consequences of sub-
stance use (Cocco & Harper, 2002; Didden et al., 
2009; Slayter & Steenrod, 2009; VanDerNagel et 
al., 2012). Several authors suggest that though 
prevalence of substance use may be relatively 
low among persons with an Intellectual Disabili-
ty, the relative risk of abuse and addiction is high 
(Chaplin, Gilvarry, & Tsakanikos, 2011; Didden 
et al., 2009; McGillicuddy, 2006; McGillicuddy & 
Blane, 1999; VanDerNagel et al., 2012). 

Substance use in any population is associated 
with severe biological, psychological and social 
problems. However, the consequences of sub-
stance use among persons with intellectual dis-
ability may be even more problematic because 
of higher levels of somatic and psychiatric co-
morbidity (McGillicuddy, 2006; Slayter & Steen-
rod, 2009; VanDerNagel et al., 2012), prescribed 
medication (Carroll Chapman & Wu, 2012; Mc-
Gillicuddy, 2006; Slayter & Steenrod, 2009) and 
social factors including difficulty in accessing 
appropriate treatment (Cocco & Harper, 2002; 
McLaughlin, Taggart, Quinn, & Milligan, 2007; 
Slayter, 2010), work related problems and social 
interaction problems (Didden et al., 2009; Slay-
ter & Steenrod, 2009). 

At present, the scope and magnitude of sub-
stance use and misuse among persons with in-
tellectual disability (SUMID) is understudied. 
Little is known about prevalence of substance 
(mis)use, risk factors and consequences. Further, 
there is a lack of valid instruments for screening 
and diagnosis of SUMID. 

In this article, we discuss how SUMID can be 
detected, and how this topic can be discussed 
with the client with ID and his or her caregivers. 
The following case examples illustrate how sub-
stance use and misuse often remain undetected.

Client A is a 19-year-old male with a border-
line intellectual disability (IQ=74). At admittance 
at a facility for persons with mild or borderline 
intellectual disability, he and his parents were in-
terviewed. During this interview, he conceded to 
being addicted to tobacco and to drinking a beer 
or two occasionally. He denied the use of illicit 

Substance Use Among Persons with Mild Intellectual 
Disability: Approaches to Screening and Interviewing
Joanneke VanDerNagel, Louise E.M. Kemna, and Robert Didden
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drugs, and his parents explain they would not 
tolerate such behavior. After placement the client 
appeared passive and lethargic. At other times he 
was irritable and uncooperative. His personal hy-
giene was poor, and the client looked increasingly 
unhealthy and tired. At first, it was hypothesized 
that the burden of living semi-independently and 
working irregular shifts was too difficult for this 
client. Only when a staff member smelled canna-
bis in the client’s apartment was substance use 
suspected. Cannabis use was discussed with the 
client in a nonconfrontational style, and agree-
ments were made on tapering substance use. Sev-
eral months later, an acquaintance mentioned 
that the client also used cocaine. Again, the client 
admited to this when asked by a staff member. 
Shortly afterwards, the client moved in with his 
girlfriend and refused further help.

Client B is a 35-year-old woman with a bor-
derline ID (IQ=76), ADHD, borderline personal-
ity traits and past (a history of) cocaine depen-
dency. She lives independently with support 
from a local ID organization. In the course of time 
her emotional, social, emotional, and financial 
problems got worse. Her mood became increas-
ingly instable, interaction with caregivers/social 
workers was hindered by her irritability, and 
the client seemed to spend more money. These 
symptoms first were attributed to the borderline 
personality traits and/or ADHD. Many months 
later, a concerned neighbor called the police be-
cause she heard the client crying incessantly. 
The client was found collapsed in the hallway of 
her apartment. The last couple of days she had 
used several grams of cocaine daily and had not 
slept or eaten. Later she admited she has been 
using drugs on and off for more than a year. 

Client C, a 38-year-old woman with Down 
syndrome (estimated IQ: 50), was referred for a 
psychiatric consultation after several alcohol in-
toxications that required a visit to the Emergency 
Department of the local hospital. Several friends 
seem to have encouraged her into drinking. After 
the ER staff explained to her that drinking more 
than two units of alcohol is unhealthy, the drink-
ing incidents stopped. The client explained that 
she only accepted cigarettes from her friends. 
When questioned further, the client explained 
that the cigarettes offered to her are ‘special cig-
arettes, which make you feel drowsy.’ Allegedly, 
the client has been allured to perform sexual acts 
with these friends while under the influence of 
alcohol or cannabis. 

Detection and recognition of substance use are 
the first steps to adequate help for those who 

misuse substances. Unfortunately, in many cas-
es, substance use remains undetected for a long 
period of time, even when signs and symptoms 
are present. Clients with an intellectual disabil-
ity often are – just like client A – not inclined 
to discuss their substance use, either because 
they fear consequences of admitting taking sub-
stances, or because they do not relate their daily 
problems to the use of psychoactive substances. 
Family, friends, or staff members working with 
persons with an ID often do not recognize sub-
stance use problems. In some cases, they hold 
the preconception that persons with intellectual 
disabilities refrain from experimenting with sub-
stances. Often, substance use signs and symp-
toms are misattributed to other factors such as 
physical or psychiatric conditions (clients A & B) 
(VanDerNagel et al., 2012). In other cases, sub-
stance use is detected, but its scope, magnitude, 
or adverse consequences are not (yet) seen. Cli-
ent C, for instance, seems unaware about the fact 
that she is drugged with ‘cigarettes.’ 

Signs and symptoms of substance use
Signs and signals of substance use can be di-

vided into the following categories: direct effects 
(intoxication and withdrawal), long term effects 
(physical damage), and social problems related 
to substance use (table 1). It is important to note 
that no single symptom can be ‘proof’ of sub-
stance use, and the signs and symptoms should 
be interpreted in the light of the general behav-
ioral pattern of the person of interest. 

Often, however, symptoms caused by sub-
stance use are misattributed to a psychiatric 
disorder (client B) or to distress due to exces-
sive demands (client A) or life experiences. Even 
when the client has been diagnosed before with 
a substance use disorder (client B and client C), 
often no relation is made between behavioral 
challenges or physical symptoms and substance 
use. Client B, for instance, had been using stim-
ulants for a year and a half but not until after 
a severe physical and emotional breakdown 
did she bring herself to tell about her relapse 
into substance (ab)use. With the benefit of hind-
sight, many of her symptoms can be attributed 
to intoxication, withdrawal, or general signs of 
substance ab/misuse. 

Both client A and client C illustrate that once 
one type of substance use is recognized, one 
should not refrain from screening for other types 
of substance use. Substance use often is not lim-
ited to the use of one type of substance.  



89September/October 2013    Volume 16    Number 5

The NADD BULLETIN

Screening for and Discussing 
Substance Use 

Screening and assessment of substance use in 
persons with intellectual disabilities is compli-
cated because of their limited cognitive capaci-
ties and knowledge of substances and tendency to 
biased responses (McGillicuddy, 2006; Sturmey, 
Reyer, Lee, & Robek, 2003; VanDerNagel, Kiewik, 
Van Dijk, De Jong, & Didden, 2011). Widely used 
screening instruments (such as the CAGE, MAST, 
AUDIT/DUDIT) have two main shortcomings 
when used with clients with ID. First, they require 
basic substance knowledge and a conceptual un-
derstanding that persons with intellectual disabil-
ities may lack (Finlay & Lyons, 2001; Heal, 1995; 
McGillicuddy, 2006; Wallace, Keenum, & Roskos, 
2007). For instance, many clients do not under-
stand that the term ‘alcohol’ is not solely reserved 
for strong liquor. Thus, those who drink beer or 
alcohol pops may be inclined to say ‘no’ to ques-
tions on alcohol use. Other clients – for instance 
client C – are unaware that they are consuming 
psychoactive substances. In the Netherlands, use 
of cannabis – though illegal – is not prosecuted, 
and this drug is widely available in so called ‘cof-
fee shops.’ Some clients with ID confuse this policy 
with legalization, and several even concluded that 
cannabis use is harmless. Second, many persons 
with intellectual disability have a high tenden-
cy to acquiescence (i.e. “to agree with whatever 
statement”) as well as to “Say Nay” regarding to 
questions relating to social taboos such as sub-
stance use (Finlay & Lyons, 2001; Heal, 1995; 
McGillicuddy, 2006; Sturmey et al., 2003). These 
tendencies are especially strong when clients are 
questioned directly, which is the case in screening 
instruments, or when the client is interviewed in 
the presence of persons who are unaware of the 
substance use (client A). Interestingly, we have 
also seen cases in which direct questioning may 
lead to positively biased answers. That is, some 
clients have assented to use substances, while in 
fact they did not. These factors may lead to biased 
responses when persons with ID are questioned 
directly about substance use. 

To evoke more truthful answers on substance 
use, several adaptations need to be made to the 
screening process (table 2). First, discussing 
substance use in an empathetic, open, and non-
confrontational interview elicits more informa-
tion on substance use, and provides a basis for 
further counselling. The first step in an inter-
view, then, should be to talk about substances 
in general. The interviewer should take into 
consideration that commonly used words can be 

unknown to the client. Confusion on terminol-
ogy can be limited by presenting pictures of sub-
stances and asking the client what the pictures 
stand for. This will clarify which words the client 
uses for various substances. The interviewer can 
adopt this terminology in the remainder of the 
interview to prevent misunderstandings and to 
make the client feel more at ease. Also, this ap-
proach will elicit comments that often render a 
lot of information (‘Oh, a bottle of beer, yeah I 
used to do a lot of those’). Last but not least, this 
approach helps the client to become more talk-
ative and share information also on more sensi-
tive topics such as substance use. After establish-
ing which substances are known to the client and 
which terms he uses for them, further questions 
can be asked about these substances before prob-
ing for substance use. Invitations such as ‘Can 
you tell me more about …’ are informative and 
reinforce the working relationship with the cli-
ent. The second step consists of talking about use 
of a specific type of substance by persons known 
to the client. Here, we recommend starting with 
a commonly used substance (alcohol or tobacco). 
Asking whether family, friends, or staff members 
use substances often evokes giggling remarks on 
how clients have caught staff members smoking 
secretively. Again, this question on substance 
use by others helps the client to understand that 
substance use – even in role models – is a real-
ity and that it can be discussed without negative 
moral judgement. All these introductory (though 
still relevant) questions, in our opinion, invite 
the client to speak freely and truthfully when – 
in the third step – asked about his or her own 
substance use (‘Did you ever use …’). When the 
client admits to using a type of substance, it is 
important to maintain a nonconfrontational 
(nonjudgemental), interested attitude by the in-
terviewer. The next step will be to explore sub-
stance use patterns (frequencies, quantities, cir-
cumstances), and the use of other substances. 

All of these steps have been outlined in the 
SumID-Q, a Dutch-language instrument devel-
oped to assess substance use, its risk factors and 
consequences among persons with a mild and bor-
derline Intellectual Disability (VanDerNagel et 
al., 2011). The SumID-Q has been implemented 
in several (Dutch) Intellectual Disability facilities, 
with enthusiastic responses from both clients and 
staff. Studies into its validity are ongoing. 

Conclusion & Recommendations
Substance use among persons with intellectual 

disabilities often remain undetected, even when 
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symptoms are present. These symptoms are often 
misattributed to other factors such as physical or 
psychiatric conditions. Systematic screening for 
substance use as well as discussing it in an empa-
thetic, open, and non-confrontational interview 
elicits information on past and actual substance 
use from the client. Doing so, the interviewer 
should be aware that common substance-related 
terminology may not be understood and may not 
be familiar to the client. Sometimes the use of 
slang words for or pictures of substances may be 
helpful to assess the client’s substance use sta-
tus. Systematic and comprehensive screening for 
signs of substance use and discussing this in an 
empathetic, non-judgmental style can contribute 
to early identification and adequate referral for 
treatment.

Take home messages: 
·	 Substance use is prevalent among persons with intel-

lectual disabilities, even in the institutionalized pop-
ulation. However, it often remains undetected, and 
its signs and symptoms are frequently missed.

·	 Persons with intellectual disability do not only use le-
gal substances such as alcohol and tobacco, but also 
illegal substances such as cannabis, cocaine, GHB, 
ecstacy, et cetera. 

·	 Substance use among persons with an intellectual 
disability is associated with high levels of substance 
misuse, dependence, and psychosocial and medical 
problems. 

·	 Routinely screening for substance use in an empa-
thetic and non-confrontational style facilitates early 
recognition of substance use related problems

·	 The SumID-Q is a Dutch instrument that has been 
developed and implemented to screen  for sub-
stance use among persons with a mild and borderline 
Intellectual Disability.

 
Table 1. Signs & Symptoms of substance (mis)use
·	 Signs & Symptoms related to intoxication, withdraw-

al or due to longterm excessive use (dissimilar for 
different types of substances):
o Information from the client, caregivers or oth-

ers about substance use, changes in mental or 
physical health, accident proneness 

o Mental Health issues, altered psychological 
functioning or changes in behavioral patterns 
(e.g. impaired attention, unstable emotional 
functioning, aggression, disinhibition, impaired 
judgement) 

o Physical symptoms (e.g. tremor, cardiovascular 
symptoms such as change of heart rate or blood 
pressure, gastrointestinal symptoms, weight 
loss, unstable gait)

·	 Social problems (similar for different types of sub-
stances)
o Work- or school-related problems such as: 

§	 Absenteism, especially after the weekend 
§	 Decreasing performance at school or at 

work 
§	 Negligence with fulfillment of obligations

o Relational problems, problematic interaction 
with caregivers, loss of friends, social isolation, 
new ‘friends’ who use substances

o Drug-related petty crime, prostitution, physical 
abuse

o Financial problems
o Lack of self-care and interest in domestic ac-

tivities 
o Lack of interest in previously enjoyed activities

Table 2. Steps in screening process (SUMID-Q)
·	 Before step 1: Establish a good working relationship, 

and be willing to discuss substance use in an open, 
empathetic way

·	 STEP 1: Talk about substances 
o Assess client’s familiarity with substances and 

his terminology (use pictures)
o Assess client’s substance knowledge 
o Assess client’s attitude toward substance use 

·	 STEP 2: Talk about other substance use in general 
o For instance, discuss other person’s substance 

use (substance use among peers, staff, family 
members)

·	 STEP 3: Talk about client’s own substance use step 
by step
o Ask about life time use (‘Did you ever use … 

yourself?’)
·	 STEP 4: Further inquire about the use of this type of 

substance to assess
o Patterns of use (frequency, quantity)
o Circumstances (alone/with others, at home or 

somewhere else)
o Effects (positive and negative)
o Repeat this process for other types of substances 

Table 3. Interviewing persons with ID about substance (mis)use 
General remarks
·	 Screening for substance use should be a routine part 

of medical and/or psychological evaluation, inter-
view at intake, screenings, et cetera

·	 Consider whether the presence of relatives, trusted staff 
members, or other persons close to the client will be 
an aid or a hindrance during the screening process 

·	 Make sure the client feels at ease and can be open 
about substance use without fear of punishment. 
This is important to ensure client openness

·	 Inquire about substance use in an empathetic non-
confrontational style
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·	 Use pictures to clarify which substances are known 
to the client and which words he uses for them. Use 
the client’s terminology in the remainder of the in-
terview

·	 Encourage ‘small talk’ about substance use. This will 
provide those who will listen to it with a lot of infor-
mation

·	 Begin substance use screening with commonly used 
substances such as tobacco and alcohol. Complete 
the screening asking about use of other types of sub-
stances

·	 Ask open ended questions. Encourage the client to 
talk about substances and (methods of) substance 
use, substance use effects, the circumstances of sub-
stance use et cetera. 

·	 Remain calm, supportive, and inquisitive (without 
being judgemental) when the client admits to using 
substances. 

·	 Be as precise as possible when trying to establish 
substance use frequencies and quantities. Again, use 
pictures to clarify, or ask how much money is spend 
on substance use. 

Specific (When substance (mis)use is suspected)
·	 Explain which signs and symptoms are seen, without 

commenting further on this. “I have noticed that …. 
(name some examples).” Then invite the client to 
respond to this “I wonder where this comes from. 
Do you know?” 

·	 When substance use is not mentioned by the client, 
raise this topic in the form of a question or hypoth-
esis: “I wonder if ….”. When the client denies sub-
stance use, refrain from arguing. Propose to discuss 
this topic at a later time. 
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Supported Employment for Persons with 
Intellectual or Developmental Disabilities 
and Mental Illness
Daniel J. Baker, Ph.D. and Bret Vaks, M.B.A., The Boggs Center on Developmental 
Disabilities, Rutgers Robert Wood Johnson Medical School

Dual diagnosis in this article, and in the popu-
lation considered by NADD, refers to people with 
the co-existence of two disabilities: Intellectual 
or Developmental Disability (IDD) and Mental 
Illness (MI). The difficulties of persons with IDD 
in securing employment are well documented in 
the research literature, as are the difficulties of 
persons with MI. In this current article, we will 
consider the challenges in achieving competitive 
employment for people who have both IDD and 
MI. NADD identifies approximately one third 
of people with IDD as also having MI (NADD, 
2013). This is similar to Eaton and Menolas-
cino’s research showing that rates of MI among 
people with IDD as being two to four times that 
of the typical population (1982), Reiss’ estimates 
(1994), and McFalls’ data showing rates of mood 
disorders as twice the rate of the general popula-
tion (McFalls, 2012). 

Among the difficulties in supporting indi-
viduals with IDD/MI is the fact that there ex-
ists incredible diversity across the population. 
The umbrella term includes persons with: (a) 
an Autism Spectrum Disorder who experiences 
Generalized Anxiety Disorder and (b) a person 
with Down syndrome, severe intellectual dis-
ability and an Obsessive Compulsive Disorder. 
In common across all persons, though, is that all 
display symptomatology of Intellectual or Devel-
opmental Disability and Mental Illness (NADD, 

2013). Gathering an understanding of how each 
disorder informs the design of clinical support is 
needed in all persons. Furthermore, each person 
with IDD/MI will experience challenges from 
both of the disabilities. The very conceptualiza-
tion of IDD and MI defines there being a chal-
lenge to daily living posed by the disability. IDD 
is defined as including substantial limitations 
(Schalock et al., 2010). MI is defined as causing 
difficulties in daily living (American Psychiatric 
Association, 2013). 

Working is a significant area of life function 
for all people, and unfortunately unemployment 
is a major problem in the population of persons 
with disabilities. The employment-population ra-
tio was 18% among those with a disability, vs. 
the employment-population ratio for persons 
without a disability was 64.5%. (Bureau of La-
bor Statistics, 2012). While the employment rate 
for people with the most significant disabilities 
as defined by the Rehabilitation Act is extremely 
low, for those achieving work, the jobs are pri-
marily low-skill, entry-level, and part-time at 
minimum wage (Butterworth, Migliore, Nord, 
& Gelb, 2012; Kiernan, Hoff, Freeze, & Mank, 
2011). There has been an attempt to improve 
these low employment participation numbers for 
persons with Intellectual or Developmental Dis-
abilities (IDD) through the organizing concept of 
Employment First across the United States, an 
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effort to make employment the first priority for 
persons with disabilities, and to array all state-
funded supports toward employment as a goal 
(Kiernan et al., 2011). As of the writing of this 
article, 15 states have established Employment 
First efforts via a Directive or Executive order 
and 9 states have legislation mandating Employ-
ment First (2 states have both and are included 
in each category (Nord, 2013). 

If we as professionals struggle with support-
ing individuals with IDD/MI, it is logical that 
the general population will struggle as well. And 
sadly, that is exactly what is seen in levels of em-
ployment for people with IDD/MI. The literature 
on the number of people with IDD/MI achieving 
employment is scarce. A survey conducted by Na-
tional Core Indicators Project (National Core In-
dicators, 2010) shows that slightly fewer people 
with a dual diagnosis reported having a job in 
the community than people with an ID diagnosis 
only (22% vs. 27%). People with only ID earned 
$201 on average in the most recent typical two 
week time period preceding interview, whereas 
people with dual diagnosis earned $170 on av-
erage; the number of hours worked in the same 
time period was similar (31.5 and 30.6 respec-
tively) (National Core Indicators, 2010) . 

The low employment rates are particularly 
troubling, as working has tremendous benefit 
for people. Monetary and non-monetary positive 
outcomes of employment for persons with IDD 
are extraordinarily well documented, from hav-
ing more friends, to earning more money (Coker, 
Osgood, & Clouse, 1995; Mank, Cioffi, & Yova-
noff, 2003; Westbrook et al., 2012).  Studies have 
documented that persons with MI who find work 
often experience a reduction in psychiatric symp-
tomatology and improvements in self-esteem 
(Mueser, Becker & Wolfe, 2001; Muester, Clark, 
& Haines, 2004). It is postulated that as persons 
with MI see that they are able to work in real set-
tings and contribute meaningfully in a competi-
tive manner, they see that their work is valued 
and that they can contribute to society, resulting 
in the improvement in self-image and self-esteem 
(Substance Abuse and Mental Health Services 
Administration, 2010). The perceptions of con-
tribution are critical to the creation of a positive 
sense of identity and self, significant struggles 
for persons with disabilities (Baker & Black, 
2013). One concern about competitive work is 
that the competitive nature of the job may cause 
significant stress that will trigger a decompen-
sation or an increase in the psychiatric symp-
tomatology; however, the research on Supported 
Employment (SE) has consistently found that no 

negative effects relate to participating in an SE 
program. Persons with MI in SE programs do not 
need more intensive psychiatric treatments (e.g., 
emergency room visits or psychiatric hospitaliza-
tions) (Bond et al., 2001). There is a benefit for 
the broader society as well. The stigma against 
persons with disabilities is significant, and if 
more people with disabilities can make their way 
into workplaces, the stigma against persons with 
disabilities may reduce over time (SAMHSA, 
2010). About 70 percent of adults with serious 
mental illnesses desire work (Mueser et al., 2001; 
Mueser et al., 2004). 

What Is Supported Employment (SE)?
Supported Employment is an approach to secur-

ing competitive work for persons with disabilities 
that has a long tradition, a sound evidence base, 
and a wealth of published information (Gold, 
1981; Powell et al., 1991). More traditional ap-
proaches to employment for people with disabili-
ties have put great emphasis on prevocational 
assessment and training. The concern with these 
approaches is that they may never lead to employ-
ment. People may be stuck in pre-activities for-
ever (Griffin, Hammis, & Geary, 2007). Supported 
Employment, on the other hand, puts an empha-
sis on creating a good match between a person and 
a job, with a rapid job search and attainment, and 
training provided onsite. The SE process does not 
wait for pre-training to be completed (Substance 
Abuse and Mental Health Services Administra-
tion, 2010). All people are different, and job seek-
ers with ID, MI, or both differ from one another. 
Traditional approaches to employment often push 
people into a small number of stereotypical jobs, 
focusing on production, janitorial, and food ser-
vices. If an individual prefers that kind of job, that 
is fine, but in Supported Employment careful at-
tention is paid to individual preferences, and the 
job search is focused on the person’s preferences 
(NJAPSE, 2013). Supported Employment gener-
ally has a three step process. In the first step, pre-
placement, the job seeker’s preferences and skills 
are evaluated. Using that information, a job match 
is made between the individual and a potential job 
placement (Camuso & Baker, 2008). Powell et al. 
(1991) refer to this as a compatibility analysis and 
provide an excellent framework for this. For per-
sons with IDD/MI, gathering detailed information 
about the patterns of behavior and support needs 
is critical. This population is more likely to have a 
narrow band of job sites which will match well, and 
the need to build more extensive supports is likely. 
These considerations will be outlined later in this 
article. The second step in this process is Place-
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Table 1. Supported Employment Values (T-TAP 2010)

Values Values Clarification 
Presumption of Employment A conviction that everyone, regardless of the level or the type of disabil-

ity, has the capability and right to a job. 
Competitive Employment A conviction that employment occurs within the local labor market in 

regular community businesses. 
Control A conviction that when people with disabilities choose and regulate their 

own employment supports and services, career satisfaction will result. 

Commensurate Wages & Benefits A conviction that people with disabilities should earn wages and benefits 
equal to those of coworkers performing the same or similar jobs. 

Focus on Capacity & Capabilities A conviction that people with disabilities should be viewed in terms of 
their abilities, strengths, and interests rather than their disabilities 

Importance of Relationships A conviction that community relationships both at, and away from, work 
leads to mutual respect and acceptance. 

Power of Supports A conviction that people with disabilities need to determine their per-
sonal goals and receive assistance in assembling the supports necessary 
to achieve their ambitions. 

Systems Change A conviction that traditional systems must be changed to ensure custom-
er control, which is vital to the integrity of supported employment. 

Importance of Community A conviction that people need to be connected to the formal and informal 
networks of a community for acceptance, growth, and development. 

ment. During the Placement Step, the job seeker 
is supported in completing the hiring process of 
the business and is trained in the job site using 
a blend of natural supports and job coaching sup-
ports from a trained support staff person. Natural 
support refers to the worksite supports available 
to any typical worker, such as preservice training, 
safety instruction, On-the-Job Training, or colle-
gial assistance. Camuso and Baker (2008) provide 
a thorough list of the different tasks a Job Coach 
may assist a worker in learning, from managing 
workplace conflict to learning specific job tasks, to 
designing accommodations. The third step of Sup-
ported Employment is the Follow-Along Step, in 
which the Job Coach provides ongoing assistance 
and support once the specific job tasks are learned 
and acquired. There are a couple primary reasons 
for the need to have Follow-Along supports (Ca-
muso & Baker, 2008). First, the tasks assigned to 
the worker may change over time (e.g., if a new 
machine is used on the job site). Second, the level 

of natural support may change. Managers in busi-
nesses often change, and the worksite tasks and 
accommodations may change with the presence 
of a new, potentially less supportive supervisor. A 
Job Coach can assist in negotiations that require 
social skills beyond what the worker may have. 
An added wrinkle for workers with MI is that the 
person may struggle with symptoms that change 
or persist over time, and, as such, the worksite 
supports may require a long-term commitment. 
Follow-along supports should be provided to con-
sumers on a time-unlimited basis (Substance 
Abuse and Mental Health Services Administra-
tion, 2010). While the extent of support gradually 
decreases over time, SAMHSA notes the goal for 
employment specialists is to provide support and 
assistance while helping consumers become inde-
pendent. Services in Supported Employment are 
guided by a key set of values. These are best enu-
merated by T-TAP (2010), as presented in Table 1. 

Recent data indicate that there are now over 
120,000 individuals supported in integrated em-
ployment services annually through state devel-
opmental disabilities agencies across the United 
States (Butterworth, Smith, Hall, Migliore & Win-
sor, 2010). Persons with ID served by the state 
federal VR program who received business and vo-

cational training, counseling, and job-placement 
services were significantly more likely to achieve 
competitive jobs. (Moore, Harley, & Gamble, 2004) 
The SE model has been the most extensively stud-
ied model of vocational rehabilitation for people 
with serious mental illnesses. A recent review of 
17 studies involving employment programs con-
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sistently demonstrated that SE programs showed 
significant advantages over traditional approach-
es. Across these studies, 58 percent of consumers 
who were in SE obtained competitive employment 
compared to 21 percent in traditional programs 
(Bond, Becker, & Drake, 2001).

The evidence base is strong for persons with 
MI. Bond and colleagues showed that application 
of the supported employment model for persons 
with MI resulted in far higher rates of obtaining 
competitive work with more hours worked and 
higher wages earned as compared to outcomes 
seen in prevocational programming, sheltered 
work, and transitional employment (Bond, Bak-
er, & Drake, 2012).

Characteristics of persons with IDD/
MI and Supported Employment

The presence of either an IDD or MI poses a 
unique set of challenges, which in conjunction of-
fer a challenge to supported employment profes-
sionals. If employment was an easier outcome to 
achieve for persons with disabilities, the rate of 
employment would be higher than it is. For per-
sons with IDD/MI, there are many factors to con-
sider that must be addressed in getting competi-
tive work. These are not impossible to surmount, 
but represent additional complexities. First, 
there is a lower rate of acquisition of skills as a 
logical sequella of the presence of the intellectual 
disability. If there is a single descriptor that can 
be used to describe the body of people with ID, it 
is that learning will take more time and use of 
that information may be compromised. Learning 
job tasks and learning social behaviors at work 
will take additional time. This is relevant to Job 
Coaches, as they will need a significant amount 
of time onsite to teach the necessary skills. Sys-
tematic instruction and fading of supports are 
specifically important and represent critical 
strategies to be used with persons who have IDD 
(Snell, 1982). This specifically applies to the self-
care skills needed to manage the MI at work as 
well. If an individual has an Anxiety Disorder, 
there are numerous CBT strategies that can be 
used to manage the anxiety at work, but those 
CBT strategies will take longer to be learned, 
and the individual must be taught to recognize 
the signals that the anxiety is going to need to be 
managed. A common workplace example of this 
is managing anxiety related to supervision or 
particularly stressful tasks. A person with IDD 
and MI will need to be taught to recognize the 
anxiety provoking events and to use an anxiety 
management strategy (Pretzer & Beck, 2007). 

The presence of the ID will make those tasks 
more onerous, and the Job Coach must have suf-
ficient time to accomplish them, as well as the 
employer being willing to give the time to learn 
the tasks in the placement phase. 

A second factor is that in addition to the lon-
ger time needed to teach work tasks, the indi-
vidual may not have a well developed set of work 
skills coming into the job search process. Despite 
improvements in transition services in North 
America, many students continue to exit second-
ary education with insufficient work experiences 
and community-based instruction (Yu, Newman, 
& Wagner, 2009). The recent focus on academic 
testing in the US has created additional stress 
on schools, and many are focusing more on aca-
demics for students with IDD, to the detriment of 
time spent in vocational instruction (Test, Aspel, 
& Everson, 2006). Many adult job seekers may 
not have had sufficient instruction earlier in their 
lives, or may not have them honed as they enter 
the job search process. Having knowledge of de-
sired types of work is greatly beneficial to the job 
search process. If the person does not know what 
kinds of work he or she wants or the features of an 
effective job environment, the placement process 
will be more difficult, especially if the person is re-
ceiving services funded by Vocational Rehabilita-
tion systems, which typically do not pay for career 
awareness building activities (e.g., New Jersey Di-
vision of Vocational Rehabilitation Services, 2013). 

A third concern comes in the form of low expecta-
tions for work (Butterworth et al., 2013; Martinez, 
2013). That is a concern for both people with IDD 
and people with MI, but the combination of the two 
with the likely history of attempting to address the 
proliferation of challenges may result in families 
and care providers trying to focus on just manag-
ing the disabilities and not having an expectation 
of the person really accomplishing something in 
life (Schall & Wehman, 2009). While that is un-
derstandable, and the focus on trying to keep the 
person stable and living in the community (ie, not 
hospitalized) is a good focus, work itself can be a 
contributor to mental wellness, as noted previously 
in this article. High expectations for employment 
and teaching the basic concepts of employment 
to youth are critical elements (Schall & Wehman, 
2009). If parents and care providers are spending 
time on taking their children to appointments and 
preventing problem behaviors, they may not be 
talking about the role work plays in their lives. If a 
child has emotional difficulties, that child may not 
go with their parents on Take Your Kid to Work 
Day. If a child cannot read, he or she might not 
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have books about work, such as Dora the Explor-
er’s book “What Will I Be When I Grow Up.” Simi-
larly, as educators are focused on the disabilities 
and managing the student, they might not be cre-
ating the expectation of work in their instruction. 
The same logic holds for adults as well as children. 
Care providers might only see the constellation of 
disabling conditions and not the potential for work 
and contribution. Higher rates of problem behav-
ior are likely to be seen in this population, as they 
may occur as a result of learning deficits, lack of 
wellness, vulnerability to poor role modeling, or as 
symptoms of some kinds of mental illness (Baker, 
Blumberg, & Freeman, 2002). 

A fourth concern comes from the presence of 
the symptomatology of MI, which varies by the 
type of MI. Many forms of MI will create obvious 
differences, which may be understood by families 
and care providers, but which will present barri-
ers to competitive employment. Examples of this 
might include the compulsive need to arrange, 
actions associated with panic, and speaking to 
onseself. In order for competitive employment 
to be achieved, the presence of these symptoms 
must be managed or otherwise controlled. A per-
son with typical intellect can be taught compen-
satory strategies, but this will be more challeng-
ing for a person with IDD. 

A fifth concern is resident within the Job 
Coaches or Employment Specialists themselves. 
The body of knowledge required for effective 
work with this population is significant and can 
appear daunting. Job Coaches already must be 
knowledgeable about business, business prac-
tices, and methods of instruction and support 
for persons with disabilities to work with any 
population. Job Coaches who work with persons 
with IDD must be aware of different kinds of in-
tellectual disabilities and also must be proficient 
at Systematic Instruction and methods of accom-
modation and job adaptation (Snell, 1982). Job 
Coaches who work with persons with Mental Ill-
ness must know about different kinds of mental 
illnesses and mental health interventions. The 
very nature of Job Coaching interactions with 
persons with IDD and persons with MI differ. 
Due to the continued stigma of mental illness, 
many people with MI may need the support of a 
Job Coach but choose for that person to remain 
in more of a support role, as the presence of a 
Job Coach essentially discloses the disability (El-
lison, Russinova, MacDonald-Wilson, & Lyass, 
2003). The Job Coach will then assist the indi-
vidual remotely, rather than be onsite. 

Remote Job Coaching occurs by phone, by tex-

ting, or by email. When acting in the “shadow” 
role, the Job Coach may meet the individual with 
MI each day before work starts to review what 
lies ahead. They also may meet at the end of the 
day to process the work day, especially if the in-
dividual feels agitated or overly anxious. The Job 
Coach may assist the individual with coping tech-
niques. These techniques may include journaling, 
which is often recommended as part of counseling 
or existing therapeutic supports (Epple, 2007; Fri-
sina, Borod, & Lepore, 2004). This may help the 
individual to put experiences occurring through-
out the day into perspective and assist clarity on 
work events. For non-literate persons, other forms 
of communication such as photo representations, 
icons, or picture exchange symbols can be used. 

The Job Coach may need to teach the individual 
with MI different relaxation techniques to be used 
while on the job. These strategies can be imple-
mented throughout the day and need not be visible 
to coworkers (e.g., deep breathing or visualization) 
(Dixhoorn, 2007; Pretzer & Beck, 2007). Individu-
als with MI on the job may also use “words of en-
couragement” or daily affirmations to help them 
throughout their day, take a walk at lunch, or lis-
ten to some music when it is appropriate to do so. 

For a Job Coach to work with persons who 
have IDD/MI, strategies used with each popula-
tion must be used and blended as needed. People 
with IDD/MI are less likely to need minimal, time 
limited supports which are often seen in the SE 
model. Many SE funders, especially those in the 
Vocational Rehabilitation systems, support SE 
with specific numbers of hours of support, which 
need to be renewed as needed, and fund less ongo-
ing follow-along supports. For persons with IDD/
MI, that may be insufficient. A second concern is 
that people with IDD/MI are less likely to get and 
maintain employment on their own with only nat-
ural supports. These factors highlight the need to 
make Supported Employment for these individu-
als flexible and offer sufficient supports. 

A sixth concern comes in that for persons with 
IDD/MI, Job Coaches must work closely with oth-
er professionals. Close coordination ensures that 
all mental health practitioners (not just employ-
ment specialists) support the vocational goals 
(Substance Abuse and Mental Health Services 
Administration, 2010). For this reason, it is im-
portant that Job Coaches participate regularly in 
clinical treatment team meetings. This will give 
the Job Coach a means to discuss clinical and re-
habilitation issues that are relevant to work, in-
cluding the following: (a) medication side effects, 
(b) persistent symptoms (e.g., hallucinations), (c) 
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cognitive difficulties; or (d) other rehabilitation 
needs (e.g., skills training to improve ability to 
socialize with co-workers or self-assertion skills) 
(Substance Abuse and Mental Health Services 
Administration, 2010). 

Application of Customized Employment
Customized Employment is a practice with tre-

mendous promise for persons with IDD/MI. The 
U.S. Department of Labor offers a definition: 

Customized employment means indi-
vidualizing the employment relationship 
between employees and employers in ways 
that meet the needs of both. It is based on 
an individualized determination of the 
strengths, needs, and interests of the per-
son with a disability, and is also designed 
to meet the specific needs of the employer. 
It may include employment developed 
through job carving, self-employment or 
entrepreneurial initiatives, or other job 
development or restructuring strategies 
that result in job responsibilities being 
customized and individually negotiated to 
fit the needs of individuals with a disabil-
ity. Customized employment assumes the 
provision of reasonable accommodations 
and supports necessary for the individual 
to perform the functions of a job that is in-
dividually negotiated and developed (Fed-
eral Register, 2002). 

Customized Employment (CE) is a career de-
velopment and job search method that is tai-
lored to job seekers and works to build from 
the skills, abilities, and work preferences of 
the person, considering not only existing jobs 
but also employment opportunities that can 
be created for the job seeker (Griffin et al., 
2007). The Job Coach is focused on getting 
to know the employer in order to identify not 
only open positions but also jobs which can 
be created for the job seeker. The job seeker 
may be supported in starting a business. This 
creative and highly individualized approach 
may be very useful for a person with IDD/
MI who may need a highly tailored job set-
ting in order to be successful. CE may be a 
more time-consuming approach, but it may 
be critical for persons who won’t be success-
ful in typical positions. 

CE as defined by Griffin and colleagues begins 
with an assessment process known as Discovery 
(Griffin et al., 2007). Discovery begins in the in-
dividual’s home, with family if they are engaged, 
and uses guided conversation (“Smooth Listen-

ing”) and structured activities in community set-
tings to identify interests, skills, and patterns of 
behavior. Systematic Instruction is a strong focus 
in CE. The intent of the Discovery process is to 
develop a holistic picture of the person which will 
guide the CE efforts. In the Discovery process, 
the nature and presentation of the dual diagnosis 
will be carefully documented and used to match 
the person to jobs, identify support needs, and 
target specific skills for acquisition. The mental 
health supports will be identified, and the appli-
cation to job sites will be considered.

Utilization of Assistive Technology
The second of these recommended approaches 

is the use of Assistive Technology. Through the 
use of video journaling and other assistive tech-
nology platforms and products, there is the po-
tential to dramatically transform how individu-
als with IDD and MI learn and remember their 
job duties, including necessary mental health 
support strategies (Van Laarhoven, VanLaar-
hoven-Myers, & Zurita, 2007). This technology 
offers a tremendous proactive support with po-
tential use as acquistitional instruction, remind-
ers, or social stories (Gray, 2003; Gray & Garand, 
1993). For example, if problems occur on the job 
because of anxiety levels that may rise due to an 
inability to process information and/or engage in 
appropriate behavior to certain situations, the 
assistive technology device can be programmed 
to offer visual or auditory reminders for certain 
work tasks. This technology, when used as social 
stories, can reinforce and teach the individual 
how to interact with co-workers, diminishing po-
tentially stressful interpersonal circumstances. 
When assistive technology or any augmenta-
tive communication is used, it can create many 
positive outcomes for both the individual and the 
co-workers, offering a means for more effective 
communication with supervisor and co-workers, 
and facilitating inclusion in the workforce (Van 
Laarhoven et al., 2007). 

Conclusion
A key theme in extending employment to per-

sons with IDD/MI is blending the two types of sup-
ports needed. Different interventions from differ-
ent philosophies of support need to be matched. 
A model such as the biopsychosocial model can be 
used, but supports need to be arrayed in a man-
ner that does not interfere with the business and 
does not present a barrier to the employee actu-
ally contributing meaningful work to the busi-
ness, the ultimate determiner of success in any 
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employment situation. We have posited in this 
article that employment is a meaningful goal 
for all persons, including persons with IDD/MI. 
While the factors to consider may be more sig-
nificant than those found in other populations, if 
Employment First is to be a goal in the US, the 
field of Employment Supports will have to learn 
the logic of IDD/MI as presented by NADD.
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I am writing this article to share my personal 
experience supporting a family member who is 
dually diagnosed with both Autism Spectrum 
Disorder and Bi- Polar Disorder. She is my 
daughter, and her name is Melanie.

My husband Marc and I were married for 11 
years and the parents of a normal 9 year old 
named Jenna when Melanie was born. At birth 
she was perfectly normal. She was actually an 
easy baby. When children with her issues are 
growing up and they are first children, life can 
be very stressful for their parents. Grandparents 
and friends all have a hard time understanding 
why your child is having meltdowns. They ask 
why she won’t make eye contact and why she cov-
ers her ears when you are at a party or in a res-
taurant or in any loud environment.

I have been asked why she talks so loud. Why 
doesn’t she have a volume control? Why is Mel-
anie rocking or flapping her hands? As she got 
older, friends wanted to know why Melanie fre-
quently interrupted a conversation or why she 
only wanted to talk about her limited field of 
interest. Can’t you tell her to talk about more 
broad issues? Melanie, I kept reminding my-
self, was raised by the same parents as Jenna. If 
there was an issue, it was not a parenting issue. I 
genuinely feel sorry for parents whose first child 
has these issues because the parents are often 
heaped with criticism or well-meaning advice 
that totally misses the mark. 

I came to realize that no one is given the 
same lump of clay to mold. Therefore a family 
can work hard to educate and support their child 
and still not get the same results.

Melanie’s issues surfaced before she was two.
She was tactile defensive. Touching clay both-

ered her. The seams on her socks had to be 
turned inside out. She ripped the labels out of her 
clothes. She disliked being hugged and jumped if 
you touched her arm.

Melanie rarely answered people when they 
spoke to her. It was suggested that we have her 
hearing tested. Thankfully, her hearing was nor-
mal. At eighteen months a specialized pediatri-
cian told me the issue was Older Parents, Only 
Child…buy a book. I was told “just relax mother.” 
Because I held her on the exam table, the doctor 
suggested I was the problem, another overprotec-

tive Mom. In my mind no normal person would 
leave a wiggly two year old alone on an exam 
table. I knew I was not the cause of Melanie’s 
issues.

We took her out of that office and never went 
back to that doctor.

The take away for me was that I had to follow 
my instincts. 

Melanie was enrolled in a two year old nurs-
ery school class and she was in a play group as 
well. Normal activities like a playgroup only add-
ed to the feeling that she was “different.” There 
was no joint play or cooperation. She would play 
by herself, no sharing, and no give and take. At 
preschool the teachers had us on speed dial. She 
turned her back to the group during circle time 
(we later learned she was blocking out all the au-
ditory and visual stimulation). She could not do 
puzzles even as my nephew (who was in the class) 
would hand her a block and say put it here! She 
had a bad habit of impulsively running in front of 
cars in the parking lot. She had no fear of danger-
ous situations, like crossing in front of cars.

Her preschool teachers asked that we have her 
evaluated. I was not too alarmed, I trusted her 
teachers (they had taught Jenna years earlier). 
They had earned their MS in psychology. The 
tests were done at home. Melanie tested within 
the normal range developmentally.

A few months went by, and the preschool 
teachers were still concerned. Their suggestion 
was that the testing be done at school where she 
was interacting with other children. We agreed 
to have the testing re-done. The testing showed 
huge developmental deficits. While I was sorry 
that Melanie had issues, I was very glad that we 
did not stand by the “normal” test results, choos-
ing to have as much accurate information as we 
could get.

The take away is that it helps to be open 
to input from the professionals working 
with your kids; it doesn’t pay be defensive. 
Early intervention with autism brings a much 
better outcome.

I was heartbroken when it became apparent 
that we would have to take Melanie out of the 
small, warm, religious preschool we had chosen 
for her and send her to a school for kids with spe-
cial needs. This was where we started learning 
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about the committee on special education. We in-
stantly became members of a committee that we 
never knew existed. She needed speech therapy 
not for articulation, but because she would not 
answer people. We also found that the speech 
therapist consults with OTs who consult with 
PTs and next thing you know your child is get-
ting many “pull outs.” You need to pull her out of 
mainstream preschool. She needed all-day kin-
dergarten as well.

We realized that we as parents have to be will-
ing to change course. 

Jenna had attended a private day school. The 
school day was longer than public school, and the 
children were taught in English half the day and 
in Hebrew the other half of the day. Clearly a du-
al language, fast paced school was not the right 
fit for Melanie. We changed course yet again. Our 
public school had the services she would need.

Elementary school brought another round 
of challenges. At one CSE meeting, the speech 
teacher happily announced that Mel no longer 
needed her services. I realized at that moment 
that speech was the only service that Melanie 
was receiving. The Chair announced that Mela-
nie would no longer have an Individualized Edu-
cation Program (IEP) if she was not receiving any 
therapy. I explained that Melanie needed accom-
modations. We would have to find a way for her 
to receive the accommodations she needed. She 
could not be declassified. At that moment a light 
went on in my head. A cousin of mine, just the 
night before, had mentioned a 504 plan. When 
I put forth the idea, everyone at the table said, 
“yes, that will work.” The Principal would admin-
istrate it. I shudder to think what would have 
happened if I did not try to think out of the box. 
None of the professionals had thought to suggest 
it. This allowed her to keep her one-on-one, extra 
time for tests, a quiet place for testing, and other 
accommodations that she needed.

Network and listen to anyone in a similar situa-
tion. Sharing our issues with others exposed us to 
people with experience who shared many wonder-
ful ideas and parenting tips as well as programs. 

We muddled through Grades 1-4 with the help 
of a terrific one-on-one aid, a school psychologist, 
and mainstream teachers. During that time we 
came to understand that if we did not laugh we 
would cry and coined phrases like “Melly Melt-
downs” to explain the frequent meltdowns that 
she was experiencing at school and at home. By 
the fourth grade we started to see the mental 
health issues that qualify Melanie to be diag-
nosed as a person with a dual diagnosis.

We started taking Mel to a psychologist who 
turned out to be a poor fit for our family. He ad-
mitted after seeing her for many months that he 
could not help her. He referred us to a psychia-
trist for medication management. She still need-
ed to see a psychologist as well.

In our area there is a shortage of both pro-
fessions. I found a new psychologist after our 
psychologist decided to teach Mel a lesson. He 
called the police when she acted out in his office. 
They took her out of his office down a long wind-
ing staircase on a stretcher. She was put in an 
ambulance and taken to a hospital in the next 
town (where his office was located). He told me 
that she would stop making suicidal threats if 
we “taught her a lesson.” I followed the police to 
a hospital I could barely find. She was taken to 
the ER. They evaluated her, fed her pizza, and 
sent her home. What this taught her was that if 
you act out at the psychologist’s, the visit ends, 
you get fed some pizza, and are sent home many 
hours later. 

Next we located a psychiatrist who had a part 
time practice. When I needed to talk to him, I 
left a message on an answering machine and 
prayed he’d call back in a timely manner. There 
was also a psychiatrist early on who told me if I 
did not hospitalize Melanie as she wanted me to 
that day, she would call child protective services. 
I got Melanie to say she would not harm herself 
to placate the psychiatrist, and we left that prac-
tice that day. I do not believe a member of our 
team should be threatening me, instead of work-
ing with me. If she was truly trying to protect 
Melanie, she would have called CPS if she felt it 
was in her best interest. She never did. I will no 
longer seek help from a part time psychologist or 
psychiatrist. 

Don’t give up, keep asking, became my mantra.
After one inpatient stay the psychiatrist who 

treated Mel offered to see her at the hospital’s 
outpatient clinic, where she was transferring. 
We jumped at the chance to see her there. A year 
later she went back to Harvard to teach. She 
paved the way for us to see the head psychiatrist 
when she left the practice. When I told her I had 
been trying for years to get into this practice, 
she simply smiled and said you did not know me 
then. She paved the way and we were in. For the 
past 7 years I have driven 50 minutes round trip 
to see the best psychiatrist in the area. He has 
receptionists who take messages –not an answer-
ing machine –and they make sure that he gets 
them. He practices at a terrific hospital that has 
both inpatient and outpatient services. 
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I would not trust my house sale to someone 
who “dabbles” in real estate. I do not trust my 
child to someone who is not available fulltime for 
when we have an issue.

Finding a middle school program was tough. 
Melanie had issues in our home district involving 
bullying that left her feeling unsafe and anxious 
in our local middle school. We found an ally in 
our school psychologist. She understood that we 
needed to be out of there ASAP. Fifth and Sixth 
Grade were finding Melanie becoming more and 
more mentally unstable. I spent a ton of time in 
the Vice Principals office. One thing I did that 
helped Mel was to take a position on the PTA. I 
wound up a Vice President of the Middle School 
PTA. This allowed me to get to know the teach-
ers and especially the Principals. I had always 
volunteered in various organizations. By getting 
to know the principals and allowing them to get 
to know me, it helped them to understand that 
Melanie came to them not as a child of permis-
sive or negligent parents, but rather as a bright 
student who was on the autism spectrum with 
serious mental health issues. 

I have learned that volunteering at your child’s 
school helps your community and allows you to 
interact in a positive way with school official and 
other parents.

We found a program for Melanie that led to our 
first introduction to BOCES. There are 37 BO-
CES, or Board of Cooperative Educational Ser-
vices, in New York State. The New York State 
Legislature created BOCES in 1948 to provide 
shared educational programs and services. If 
your student has very specific educational needs, 
BOCES will likely have a classroom with chil-
dren with similar needs from multiple school dis-
tricts in your area.

Schalmont was Melanie’s first BOCES place-
ment. We were told that there was a program for 
middle school children that had a social worker, 
a special education teacher, small class size, 
and the opportunity for Melanie to attend main 
stream classes. On paper it was a great fit. Unfor-
tunately these are really tough years for a child 
on the autism spectrum. These years, when hor-
mones are racing are also challenging for children 
with mental health issues. We were dealing with 
both. Melanie’s first hospital stay was during this 
time. She was very unstable. I will never forget 
two phone calls I received while she was in that 
school. One was when she tried to throw herself 
off a mountain on a field trip. A male teacher was 
able to restrain her and stopped her, but it was a 
very traumatic event for the staff and for us.

The second time was a phone call asking me to 
come to the school immediately. Don’t break any 
traffic rules just get here ASAP. As I approached 
the school I saw an ambulance parked at a side 
door and a squad car from their local police de-
partment. I naively said to myself that could not 
have anything to do with Melanie. As I entered 
the school, I was directed to the principal’s office. 
Melanie’s teacher had been chastising her. She 
got into Mel’s face and Melanie took a swing at 
her. The teacher had a pacemaker (no one at the 
school knew that). Mel unfortunately had hit her 
in the pacemaker. The teacher passed out and fell 
to the floor. The social worker was in the room 
and tried to revive her. She was taken to the ER. 
Thankfully, she recovered. Mel was suspended 
from school. The school declined to press charges, 
although I did meet with the police officer at the 
scene. For a parent who had absolutely no police 
interaction in her entire life this was very scary. 
We had her hospitalized that same afternoon. 
Most of her hospital stays were for three to four 
weeks. The first time we had to hospitalize Mela-
nie, we did it with lots of trepidation. After that it 
gets easier. You know that she is safe. She is get-
ting the therapy and medications she needs. We 
viewed those stays as a break or a respite for our 
family that allowed us to regroup. We attended 
support groups for parents whose children had 
been hospitalized. I found myself trying to prob-
lem-solve for the other participants. They did 
not share our feeling that a hospital stay is not 
tragic but rather a necessary step in getting your 
child to a safe place. We actually had a good time 
during those breaks. The parent support groups 
depressed us, and we stopped attending them. I 
visited Melanie daily even though the hospital 
was almost an hour away round trip.

 At the hospital, she attended school classes. 
Monday nights you had dinner with your child 
and then attended a family therapy group. The 
staff quickly realized that her issues as a person 
with a dual diagnosis were different from those 
of the other patients. Melanie could not relate to 
the other patients. She felt so sorry for the kids in 
the foster care system that had no parents and no 
visitors. She was upset when the children would 
talk about being abused or being cutters. The 
doctors eventually excused her from the group 
therapy which is mandatory for every patient at 
the hospital. The staff used that therapy time to 
do paperwork. I would go up to the hospital with 
a video and popcorn every Monday night and 
visit during that group so that she was super-
vised. Again, I had to think out the box to meet 
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her needs. Melanie was never assigned a room-
mate after her first hospital stay. She always had 
a private room, not because we requested it, but 
rather it was due to her Autism Spectrum Disor-
der which made it so hard for the kids to relate to 
her. One night when she was admitted, they did 
not have a single room available. I had been told 
to alert this unit’s doctors that if she was ever re-
admitted so that they could advocate for her be-
ing placed on their unit. They liked working with 
Melanie. I will never forget how the staff moved 
kids around, changing sheets in many rooms un-
til they had made a space for Melanie. They did 
not want her going to another unit with older, 
tougher kids. This kindness brought me to tears, 
which was rare.

While she was suspended and at home, she still 
needed schooling. We had a wonderful teacher 
from our home district come every day to the 
house for months. I was practically a prisoner at 
home as there were few people we could trust to 
supervise Melanie at this time. During about a 
two year period she was hospitalized six times, 
but Melanie has never repeated a grade at school 
despite being developmentally delayed and being 
one of the youngest in any class. Her birthday is at 
the end of November. The school admission date 
cut off is December 1. Melanie was able to finish 
Middle School on time despite six hospital stays 
(some as long as a month) in those two years. 

At this time an intensive case manager came 
into our lives. Thank God for Lisa. Melanie could 
vent with her. She could help us determine if Mel-
anie was becoming unstable, if puberty was rais-
ing its ugly head or if she was just experiencing 
normal teenage angst. Lisa decided that since I 
was doing the work of a case manager, she would 
take Melanie on outings. This gave me an hour of 
free time once a week. I was very grateful. 

At about this time Melanie longed to be “nor-
mal.” She wanted to make friends and have a so-
cial life outside of our family. We located a one-of-
a-kind social group for teens and young adults on 
the autism spectrum. I found myself on the board 
and later became acting president of this not for 
profit. We were delighted that her social needs 
were finally being met. She found other teenag-
ers and young adults who were going through the 
same challenges she was. At the first activity she 
attended, she received a marriage proposal from 
a young man who had never met a girl who was 
so attuned to him. He was five years older than 
Melanie and offered to “wait for her” to get a lit-
tle older. Melanie in her typical plain speaking, 
no filter, way told him “don’t hold your breath.” 

His mom was doubled over laughing! I was glad 
that these kids who had dual diagnoses had a 
safe place for social interactions.

Finding a high school was a bigger challenge 
than we could imagine. We looked at multiple 
BOCES programs. One BOCES program in a 
neighboring town proudly focused on how aca-
demically rigorous their math and science pro-
gram was. I jokingly called it the Harvard of 
BOCES. I told them we were not looking for a 
Harvard-like BOCES program. While she loves 
science, the math piece would have been her un-
doing and so we kept looking. The local psychi-
atric hospital has a high school program for kids 
who need therapy. It is a one year transitional 
program, in a locked unit. To my utter shock and 
dismay they refused to enroll her, saying she was 
too unstable for their program. Where do you 
take a child who has Autism and Bipolar Disor-
der when the psychiatrist at your local psychiat-
ric hospital says look elsewhere? We got back in 
the car and kept looking. 

There was another program that we investigat-
ed in an economically disadvantaged school dis-
trict. Mel spent two days there as a visitor. Day 
one was fine. Day two her classmates showed her 
a website that featured Holocaust jokes and por-
nography. The administrators told me that they 
motivated their students by allowing them to go 
off campus to smoke. When Melanie complained 
about the pornography the teacher told her “we 
are all adults here.. Melanie told him you are an 
adult, I am twelve! I picked Melanie up on Day 
Two, and we agreed she did not belong there. 

We were fast running out of options. The last 
available program in our area was an interdisci-
plinary skills program. We visited there on the 
last day of school. They were having a party when 
we arrived. If this did not work out, there were 
no more local programs out there and no more 
school days to visit them. I was frankly getting 
nervous. The teacher, Mr. Lockwood, and the so-
cial worker welcomed us warmly. The school was 
in the next district, ten minutes from our home. 
While no child had graduated from this program 
with a Regents diploma (which was important to 
us), Mr. Lockwood assured us if a student worked 
hard anything was possible. They would tailor a 
program to meet Melanie’s educational needs, 
and she would get counseling. We had finally 
found a High School for Melanie. The follow-
ing year the program was moved to yet another 
school district. Melanie had made some friends 
in her mainstream classes and did not want to 
transfer. We had three options as I saw it. One, 
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move to this district and enroll Mel in their high-
ly rated Special Ed program, minus the BOCES 
program where she had just settled in. We have 
great neighbors. We live on the same street as 
my sister and her family. We enjoyed having that 
support, so that was not a great option. Two, we 
could give a cousin who lives in that district cus-
tody of Melanie (she was willing, but we’d have 
to give up our rights to her). Again not a great 
option. Or three convince her to change schools 
yet again. I called her religious school principal 
and got the names of all her classmates who went 
to the new school. When she realized how many 
of her religious school friends would be there as 
well as a cousin who was in the same grade, she 
was finally willing to make the change.

Melanie thrived there; the principal welcomed 
her and her classmates. There was no bullying at 
this school. This was a top notch school district 
that accepted these “BOCES kids” from other 
districts with open arms. Melanie earned her Re-
gent diploma (the first student in this program to 
do so) which was wrapped in a folder from that 
district so she would not be “different” from the 
other students. She was allowed to participate 
in their graduation ceremony even though her 
actual diploma was issued by our home district. 
Ironically, she had never attended a single day of 
high school classes there. 

We encourage our daughter to give back to the 
community. Melanie is the 2010 High School re-
cipient of the Lt. John Finn Community Service 
Award from the Albany County Youth Bureau. 
The Lt. Finn Community Service Award is given 
annually to youth who have made significant con-
tributions to their communities by volunteering 
their time and have encouraged others to become 

involved in service activities. Melanie was se-
lected to receive this award from over a hundred 
nominations. She is now attending community 
college. She takes 3 courses per semester. She 
has an A average. As I told her all through high 
school, your classmates may not “get you” in high 
school, but in college they will find you fascinat-
ing. Just recently she told me I was right. A year 
after she graduated from high school she wrote 
a nomination for a contest sponsored by our lo-
cal television station that recognizes outstanding 
teachers. Her BOCES teacher won, and she and 
her teacher were featured on the news. Melanie 
currently has a terrific part time job as a consul-
tant for a not for profit called Youth Power! They 
met her as a volunteer, asked her to interview 
for this position, and hired her. Melanie is a mo-
tivational speaker who has addressed groups at 
three colleges and at multiple conferences. 

We came to realize that Hillary Clinton was 
right: it takes a village to raise a child. We collab-
orated with the school psychologist, social work-
ers, an intensive case manager, a psychiatrist, 
our private psychologist, her teachers, our phar-
macist and many relatives with the appropriate 
backgrounds. Marc and I were the captains of the 
team, but I can assure you we had a large team 
with terrific input. We are thankful to all of them 
as they helped us raise Melanie to be a happy, 
healthy, and productive member of society. Marc 
and I credit Melanie with being open to treat-
ment and being caring and bright. These traits 
have brought her much success. 

For further information, contact Phyllis Heck-
er at phyllishecker@yahoo.com. 

Mood and anxiety disorders are the most com-
mon primary psychiatric disorders among indi-
viduals with IDD. We will begin our investiga-
tion of the relationship between IDD and mood 
disorders, by first, exploring the bio-psycho-soci-
ology of Major Depressive Disorder (MDD) and 
Bipolar Disorder (BD) in the general population. 

Comparing and contrasting these literatures will 
hopefully provide new and useful insights into 
the core neurobiology of IDD and mood disorders.  

As noted in a previous article, mood disorders 
are a heterogeneous group of syndromes that 
vary in terms of predisposing, precipitating, 
perpetuating, and protective factors. Predispos-
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ing factors can be subdivided into those related 
to genetic-neurobiological risk factors and nega-
tive life experiences (Romer & Walker, 2007; 
Schiffer, Rao, & Fogel, 2003). For example 80% 
of the risk variance for Bipolar Disorder is due to 
the effects on genetic factors (high heritability). 
The clustering of affected parents, children, and 
siblings (first degree relatives) tends to dissipate 
as one expands the pedigree to include cousins 
and more distant relatives (Schiffer et al., 2003). 
This pattern suggests a polygenic mode of inher-
itance but does not explain why some monozy-
gotic twins are discordant – both do not develop 
Bipolar Disorder in spite of the same genotype 
(Avranioykism 2010; Romer & Walker, 2007). 

Childhood onset Bipolar Disorder remains a 
controversial diagnosis with occasionally stri-
dent disagreement among professional. At this 
point, there are researchers who prefer the more 
restricted view of BD as a cyclical disorder with 
state related changes in cognition; affect regu-
lation; motor activity (circadian and other bio-
logical rhythms, and hedonic drives).  A second 
group contends that BD can include noncyclical 
mood instability, irritability, hyperactivity, and 
high rates of comorbid disorders like ADHD. 
Several variables including age of onset, fam-
ily loading, psychiatric comorbidity, treatment 
response, and differences in the degree of con-
tinuity with adult forms of BD also appear to 
distinguish these subtypes (Avranioykism 2010; 
Romer & Walker, 2007).

Among prepubertal children with childhood-
onset MDD, the male/female gender ratio is 1:1. 
This ratio is also seen among older adolescents 
and adults with BD.  But this ratio changes with 
puberty. Among at-risk females, puberty marks a 
dramatic shift in this ratio – females are twice as 
likely as males to develop both MDD and anxiety 
disorders. This data also suggests that the tim-
ing of puberty (“early bloomers”) and rhythmic 
changes in hormone activity affect the expression 
of MDD. In either case, childhood onset depres-
sion increases the risk for recurring depression 
and BD later in life (Romer & Walker, 2007). 

What happens to the males? There are several 
explanations. One has to do with the threshold 
for externalizing such as ADHD, Oppositional 
Defiant Disorder and in some circumstances, to 
develop Conduct Disorders (Romer & Walker, 
2007). In these prepubertal males, many are apt 
to express mood-related changes via external-
izing symptoms. These boundary concerns led 
to a shift from diagnosing these children as BD 
to a new category, Disruptive Mood Dysregula-

tion Disorder (DMDD) (American Psychiatric 
Association, 2013). DMDD includes noncyclical, 
chronic irritability; affect dysregulation; impulse 
dyscontrol; and a spectrum of affective aggres-
sive behaviors (American Psychiatric Associa-
tion, 2013). Here, male dominated prevalence 
rates resemble other developmental disorders. 
These affected males are more likely to develop 
depressive disorders and not BD in adulthood. 
The underlying neurobiology of this difference 
is still under active investigation.  But thus far, 
there is considerable overlap between the phar-
macological treatments for both DMDD and BD. 
More research into the biological differences be-
tween them will likely open the door for future 
syndrome-specific interventions.  

How does IDD increase the risk of mood disor-
ders?  Besides known genetic risks and a hand-
ful of behavioral phenotypes with mood related 
symptoms, there are several developmental vari-
ables that contribute to these prevalence data:

1. Both ASD and MDD have a significant 
effect on neuro-cognition (executive func-
tion), adaptive behaviors, and, in many 
situations, a different developmental 
trajectory of psychological vulnerability, 
resilience, and self-sufficiency. Each in-
creases the likelihood that certain events 
create greater relative distress. 

2. There are also high rates of physical and 
sexual abuse that can increase the risk 
for PTSD, mood disorders, and a vicious 
circle of increasing social avoidance, af-
fective numbing and constriction, and 
sense of being trapped. 

3. Depression among individuals with se-
vere/profound IDD is often co-occurring 
with genetic/metabolic and neurodevel-
opmental risks, epilepsy, and cerebral 
palsy (Fletcher, Loschen, Stavrakaki, & 
First, 2007; Schiffer et al., 2003). 

In subsequent reviews we will explore these 
issues in greater depth, focusing primarily on 
investigations into the effects of IDD on individ-
uals at increased genetic risk for MDD/BD and 
anxiety disorders.  
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For further information, contact Dr. Barnhill 
at Jarrett_Barnhill@med.unc.edu. 

There has been an increased interest in de-
velopment of services and supports in the com-
munity to replace many of the functions of large 
congregate ICFs and/or mental health facilities 
for persons with IDD and behavioral health care 
needs. The development of emergency support 
capacity is an important function to move for-
ward with this effort. There are two major ways 
to approach this that will be described here. They 
are the specialty crisis team and the emergency 
support systems linkage approach. 

A metaphor that applies to this challenge is 
the approach taken for famine relief. Here there 
are also two schools of thought. The first is that 
people are starving and we need to get them food 
right away. This is like the specialty team. Large 
amounts of food are brought into the region, and 
people receive this through government distribu-
tion centers or, in more rural locations, food drops 
from airplanes. The priority here is immediate re-
lief so that people can feed their families. Depen-
dence on these programs can last for many years.

In crisis work the food drop is equivalent to a 
team of people who assist with crises for people 
with IDD and behavioral health needs. There is a 
problem and the “specialty” team drops in to the 
system, assists in resolving the problem, provid-
ing staff and support, and in some cases transport 
and admission to secure settings if needed. It is 
a one-stop shop; the specialty team handles all. 
People in crisis have their acute needs addressed. 
The team is depended upon to solve problems as 
they occur over time, and there is little involve-
ment of other mental health providers. 

The second approach to famine relief is the 
farming or sustainability approach. Here the 
focus is on helping people produce their own 
food. A much messier approach, there are many 

complexities that go along with it. This includes 
lack of resources to grow crops (both natural and 
labor), the time it takes to grow them, and the 
starvation that can occur while waiting for the 
process to take place. The outcome here is that 
people will become self reliant and less depen-
dent on outside help, poverty may be reduced, 
and skills are developed. This approach has up-
front costs that may exceed the food drop costs, 
but the plan is to reduce reliance over time on 
outside support. The community contributes to 
its own nurturing. 

In crisis work, the equivalent to the sustain-
ability approach in famine relief is the systems 
linkage approach in crisis support. Here there 
are gaps filled to help in the short term, but the 
focus is on improving the capacity of all emer-
gency responders and caregivers to effectively 
support individuals in the community. The same 
obstacles apply with regard to resources, trained 
professionals, willingness to learn on the part of 
stakeholders, and capacity to grow the system. 
Over time, however, the mental health and IDD 
systems become better able to help without the 
need of specialty services. This approach takes 
time, and some resources are dedicated to fill-
ing in the gaps while providers are linked and 
educated to do more effective work together. The 
concept can be troubling because every member 
of the service systems shares the responsibility 
for the outcomes as opposed to a designated team 
taking on this role. There can be failed attempts 
and resistance along the way, and like sustain-
able farming, it takes several years to take hold. 

The lesson from famine relief is that sustain-
ability and independence are essential to long-
term success. In supporting people with IDD 
and behavioral health needs, it is recommended 

US Public Policy Update

Crisis Intervention Approaches in the 
Community: “Food Drops” Or “Farming”? 
Joan B. Beasley, Ph.D., University of New Hampshire, Institute on Disability UCED, 
Director, Center for START Services 



Note from the editors
In this issue, Dr. Joanneke VanDerNagel and her colleagues 

from the Netherlands provide a thoughtful review of screening, 
interviewing, and treatment of individuals with IDD and co-
occurring substance use. Dan Baker, Ph.D. and Bret Vaks call 
for a blending of two types of support in their review of the op-
portunities and challenges in extending employment to persons 
with MI/DD. Phyllis Hecker, family advocate, shares her journey 
in obtaining treatment for her daughter. Jarrett Barnhill, M.D. 
reviews genetic and environmental factors in IDD and mood dis-
orders. Joan Beasley, Ph.D. compares the long-term benefits of 
capacity building with the immediate benefits of crisis response 
in her public policy update.  Dave Hingsburger reminds us, in the 
DSP Interest and Concerns column, that diagnostic overshadow-
ing can still obscure understanding the needs of the people with 
whom we work.

We wish you a productive Autumn and look forward to seeing 
you at the annual conference in Baltimore. Please consider shar-
ing your work with the NADD Bulletin readership by submitting 
an article for publication.

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

Lucy Esralew, Ph.D., NADD-CC
lesralew@trinitas.org
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It’s odd that it needs to be said, but it needs to 
be said: Sometimes people with disabilities are 
just people.

It’s also odd that we need to remember: People 
are affected by what goes on around them, what 
is going on inside of them, and how they experi-
ence the world they live in.

And, again: People with disabilities live in the 
same world and experience the same things as 
everyone else.

OK, now that we have that out of the way, let’s 
look at a term that’s been around since the early 
80’s: “Diagnostic Overshadowing.” What that 
means is that someone who has an intellectual 
disability will have almost everything attributed 
to their disability. You’ve probably heard Diag-
nostic Overshadowing in the discussion of the be-
haviors of people with disabilities. Like me, you 
may have even done it from time to time.

A child of three with Down Syndrome throws 
a tantrum when another child steals her toy – 
“They do that, those Down Syndrome kids.”

A woman of 20 with an intellectual disability 
gets frustrated and yells for people to listen to 
her when she’s not being listened to – “They do 
that, those types of people.”

A man of 65 gets frustrated that an 18-year-old 
staff tells him that he can’t watch what he wants 
on his own television because it’s not age appro-
priate – “They have short fuses, those people do.”

People who live with differences get used to be-
ing treated differently and seen differently. This 
can vary from the kind of stereotypical thinking 

shown in the little examples above to more seri-
ous problem thinking from staff and clinicians 
who serve people with disabilities – diagnostic 
overshadowing may focus on someone’s disability 
and ignore the environment or the situation that 
the person is experiencing. It’s important to un-
derstand that all humans respond to what goes on 
around them. This isn’t exclusive to people with 
disabilities at all. Office workers frustrated by an 
overbearing supervisor don’t seek out behavior 
therapy because they mutter curses under their 
breath every time they have to go meet with their 
brute of a boss. Bus riders don’t seek out hours 
and hours of therapy when they get anxious and 
fearful when the bus breaks down. People in these 
situations recognize that their feelings and their 
behavior are tied to the events that are happen-
ing in the present tense. These are normal human 
reactions to normal human experiences. 

For further information, contact Dave Hings-
burger at dhingsburger@vitacls.org. 

Reprinted with permission from The Direct 
Support Workers Newsletter, Vita Community 
Services/Mens Sana, Ontario, Canada, Volume 
2, Issue 5.

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

DSP Interests and Concerns

Um, It’s a Human Thing … Being Careful about 
Diagnostic Overshadowing for People with Disabilities
Dave Hingsburger

that policy makers and stakeholders consider the 
long-term benefits of capacity building. It is dif-
ficult to devise one service or program that can 
adequately provide what is needed given the di-
versity of the population in need, the fact that 
segregated systems are costly and create depen-
dence on specialty providers, and access to more 
generic services is greatly hampered. It requires 
resources to build capacity, including training 
and linkages between mental health, IDD, and 
other providers. While segregated crisis teams 
may be needed until capacity is built, it is essen-
tial that training and shared responsibility in the 

system be a central element in any remedies to 
assist individuals in crisis in the long-term.

For further information, contact Dr. Beasley at 
joan.beasley@unh.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. 
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