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Note from the editors
This is my final issue as Co-editor of The NADD Bulletin. In my 

six years in this role, I’ve had the chance to bring all of you many 
wonderful articles and interact with a legion of excellent writers 
and clinicians who focus on advancing mental wellness for people 
with Intellectual or Developmental Disabilities. I’ve also had the 
tremendous pleasure or working with Dr. Rick Blumberg as co-
editor for 4 years, and Dr. Jarrett Barnhill for two years.  During 
my tenure as co-editor, I’ve attempted to push The NADD Bulletin 
in the direction of focusing more on youth and education, and 
including more applied and hands-on content. It has been an 
honor to shape the literature base in our important field, and 
serve all of you. 

With appreciation, Dan Baker, PhD

Dan Baker, PhD
Dan.baker@umdnj.edu

Jarrett Barnhill, MD, DFAPA, FAACAP
Jarrett_Barhnill@med.unc.edu 
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Standards for Quality Services
The NADD Accreditation and Certification Programs

After years in development, we are glad to announce the implementation of  the 
NADD Accreditation and Certification Programs, three (3) separate but interrelated 
competency-based quality assurance programs designed to establish standards in 
the field of  mental health care for people who have intellectual and developmental 
disabilities (IDD) and mental health needs (dual diagnosis):

The NADD Accreditation Program 
The NADD Competency-Based Clinical Certification Program 
The NADD Competency-Based Direct Support Professional Certification Program 

The NADD Accreditation and Certification 
Programs are an important, pioneering 
effort to improve clinical, programmatic, and 
policy procedures and supports through the 
process of  accrediting/certifying the ability 
of  organizations, clinicians, and DSP’s to 
care for and serve individuals with IDD/
MI. By establishing standards, the NADD 
Accreditation and Certification Programs 
will raise the whole field of  dual diagnosis, improving competency and improving 
how services are delivered, resulting in a better quality of  life for individuals with 
co-occurring IDD and MI through improved services.

For more information, visit the NADD Accreditation and Certification Programs 
website, accessible at http://acp.thenadd.org/ or by clicking the Accreditation/
Certification Project tab on the NADD home page (www.thenadd.org).
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Introduction
There are approximately 3 million Americans 

identified as having an intellectual disability 
(ID). A wide range of mental health challenges 
(excluding behavior) effects over sixty percent 
of this population, or approximately one mil-
lion, eight hundred thousand people (1, 800, 000) 
(Fletcher, 2004 ). In comparison, the rate is 28% 
for mental illness in the general population (U.S. 
Department of Health and Human Services, 
1999). Despite this reality, people with ID expe-
rience discrimination when it comes to accessing 
quality behavioral health services that include 
evidenced-based psychotherapy and quality psy-
chiatric support (Dagnan, 2007).  

The Education for Clinicians Subcommittee 
was developed as a subset of the Education 
Committee created by the Developmental Dis-
abilities Grant, Dual Diagnosis, Services & 
Supports. This group reviewed a survey created 
to identify what factors influenced the involve-
ment of psychotherapists and psychiatrists in 
the treatment of people who have intellectual 
disabilities and mental health diagnoses (MH-
ID).  The rationale: An empirically supported 
understanding of clinicians’ beliefs and practic-
es as related to people with intellectual disabili-
ties will facilitate the development of effective 
educational  programs targeted to reduce the 
mental health disparities experienced by people 
who have mental health challenges and intel-
lectual disabilities.  To identify the factors, the 
three part email survey included a validated at-
titudes questionnaire, sections for demograph-
ic information, as well as questions about the 
practices, experiences, and opinions of the par-
ticipating clinicians.  

Through Pennsylvania behavioral health man-
aged care organizations, therapist find websites, 
and professional clinician lists, the survey was 
distributed throughout the Commonwealth in 
June 2010. By the first week in August, 2010, 
three hundred and thirty-nine (339) behavioral 
health clinicians from thirty-one counties of 
Pennsylvania responded to the survey.  

Inclusion Criteria
Of the 339 total respondents, 216 clinicians 

met inclusion criteria to complete the survey. 
The criteria included the requirement that clini-
cians have at least a master’s degree, practice in 
the Commonwealth of Pennsylvania, and have 
conducted psychotherapy and/ or psychiatric/psy-
chological evaluations within the last two years.  

There was also a requirement that the respon-
dents have either a license or practice under the 
license of an agency or other licensed profession-
al.  Psychoactive medication review, another ac-
ceptable practice to meet criteria, was designed 
to capture psychiatrist data.

Data Source:
The following information is based on the re-

sponses of the two hundred and sixteen (216) cli-
nicians who met the survey criteria. Each ques-
tion on the survey was optional, and therefore 
each question has a varied number of responses. 
The range of responses to each question was from 
one hundred and fifty-two (152) to one hundred 
and seventy-four (174). The clinicians represent-
ed psychologists, psychiatrists, licensed profes-
sional counselors, therapeutic social workers, 
pastoral counselors, and other psychotherapists.

Self-identified Professions 
Licensed Psychiatrist 16.7%
Licensed Psychologist 13.2%
Licensed Professional Counselor 4.9%
Licensed Social Worker 18.8%
Un-licensed Therapist 33.3%
Marriage Family Therapist 0.7%
Pastoral Counselor 1.4%
Psychology Student 15.4%
Licensed Social Work Student 1.4%
Other 7.0%

The majority of the respondents were from 
outpatient facilities (53%). Other represented 
locations included day treatment facilities and 
private practices. The respondents’ ages ranged 
from twenty four to over sixty-six years.

What is Preventing Behavioral Health Clinicians 
from Treating People with Intellectual 
Disabilities and Co-occurring Mental Illness?
Tim Barksdale, MA, MS, Philadelphia Coordinated Health Care
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Surveyed Clinican Age Range

Ages 
24- 34 =38 %

Ages                over 
56 =25%*

  
 Ages                   46 

- 56=15 %*

Ages 
35 - 45 =22.5%

The majority of the respondents were white (87.9%), female clinicians 
(67.9%), under the age of 35.  

In response to the survey question about ther-
apeutic orientation, most clinicians answered 
with more than one orientation.  Of the orienta-
tions presented, Cognitive Behavioral Therapy 
& Behavioral Therapy were the most frequently 
reported (69% & 44% respectively) followed by 
Interpersonal Therapy (20%), Person Centered 
Therapy (25%) and Dialectal Behavior Therapy 
being the least identified orientation (5.3%) of 
the responding clinicians. 

0.0%

10.0%

20.0%

30.0%

40.0%

50.0%

60.0%

70.0%

165 Clinicians Grouped by Theoretical Orientation

Interpersonal              (IPT)

Person Centered        (PCT)

Dialectical Behavior   (DBT)

Cognitive Behavioral  (CBT)

Med Review  (Psychiatrists)

Psychodynamic

Clinicians who currently provide therapy to 
people with intellectual disabilities and mental 
health challenges (MH-ID) accounted for fifty-
eight percent of the one hundred and sixty-five 
clinicians in response to the question about cur-
rent practices.  Forty-two percent of the clini-
cians reported that they do not provide services 
to this population. 

Clinicians Currently ProvidingTherapy to 
People With MH-ID  

No 
Treatment 
for MH-ID  

42%

Treatment 
for MH-ID

58%

Respondents indicating that their main thera-
py orientation were Person Centered Therapy or 
Interpersonal Therapy were significantly more 
likely to report already providing therapy to 
people with MH-ID (70% and 77% respectively).  
Clinicians with predominant psychodynamic/

psychoanalytic orientations were least likely to 
have people with intellectual disabilities on their 
caseloads (25%).

0.0%
10.0%
20.0%
30.0%
40.0%
50.0%
60.0%
70.0%
80.0%

Clinicians who Currently Provide Therapy to People with MH-ID 
by Theoretical Orientation

Interpersonal              (IPT)
Person Centered        (PCT)
Dialectical Behavior   (DBT)
Cognitive Behavioral  (CBT)
Med Review
Psychodynamic

Educational Factors
One hundred and seventy-four clinicians re-

sponded to the question about education received 
to support people with MH-ID. Nearly sixty-eight 
percent of the respondents (67.9%) reported that 
they had not received any specialized education 
or training for working with people with MH-ID. 

Education 
for MH-ID

32%

Education
for MH-ID

No MH-ID
Education 

Approximately thirty two percent of the same 
respondents reported that they had received 
some form of education that addressed working 
with people with intellectual disabilities. Eighty 
percent of these clinicians, who received the edu-
cation, report that they had two or fewer courses 
related to working with this population. 

Despite the lack of specialized training, fifty-
seven percent (57.6%) of one hundred and sixty-
eight (168) clinicians reported that they provided 
therapy to children, teens, and/or adults with 
MH-ID within the last two years. Sixty-eight 
percent of these respondents (68.4 %) reported 
treating individuals who fell within the mild to 
borderline levels of intellectual and adaptive 
functioning. Nearly forty percent (39.8%) of the 
people served were in the moderate range, and 
fourteen percent (14%) of the people supported 
were identified as having intellectual and adap-
tive functioning in the severe range.  

The ninety-five clinicians who were not provid-
ing therapy to people with MH-ID were asked 
whether they were willing to provide therapy to 
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people with MH-ID.   Over thirty-nine percent of 
these clinicians reported that they would be will-
ing, (39.7%).  Nearly thirty three percent (33.8%) 
reported they were not willing to provide ther-
apy, and 26.5% were undecided.  The top three 
responses given for not providing treatment to 
people with MH-ID were not having training, be-
ing too busy to provide treatment, and not being 
exposed to this population.  

Of one hundred and sixty-five respondents, 
over ninety percent (90.9%) indicated that they 

did not believe that serving this population would 
hurt business and fifty (50%) percent of the re-
spondents thought that treating the ID popula-
tion would increase business. Sixty-eight percent 
of the respondents (67.7%) reported that they 
were interested in receiving education/train-
ing. Sixty-four percent (63.5%) of the responding 
clinicians indicated that if they were trained or 
provided education to work with this population, 
then they would add people with MH-ID to their 
practice.  

Would add MH-ID to
practice if educated

Would not add MH-ID
to practice

Undecided

Interested in MH-ID
Education

Not Interested in
Education

Clinicians’ Interest in Becoming Educated and Providing Treatment to People with MH-ID
       

There are a number of subsequent findings 
that resulted from this survey but the findings 
most pertinent to the Clinicians Education Sub-
committee have been highlighted. Therapists 
and psychiatrists report that they have not re-
ceived significant education in their formal edu-
cational programs to prepare them to work with 
people with intellectual disabilities. The survey 

also identified a significant number of clinicians 
with an interest in receiving training and possi-
bly adding people with MH-ID to their caseloads. 
With the need and demand demonstrated, the 
next step is to offer education about the culture 
of disability and to identify the researched meth-
ods for treating people with intellectual disabili-
ties who have mental health challenges. 
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Theoretical Orientation Brief Description
Interpersonal Psychotherapy       
(IPT) 
Harry Stack Sullivan
Gerald Klerman, MD

IPT is a time-limited psychotherapy that focuses on the interpersonal 
context and on building interpersonal skills. IPT is based on the belief that 
interpersonal factors may contribute heavily to psychological problems. 
Little research has been done regarding the effectiveness of this approach 
with intellectual disability.

Person Centered  Therapy                        
(PCT)
Also known as Client Centered and 
Rogerian therapy

Carl Rogers, PhD

PCT is a form of talk therapy where the therapist creates a comfortable, 
non-judgmental environment by demonstrating genuineness, empathy, 
and unconditional positive regard toward his or her patients while using a 
non-directive approach. This aids patients in finding their own solutions to 
their problems. Although the term “person centered” is embraced by the 
ID field, the effectiveness of this therapeutic approach with intellectual 
disability has not been significantly researched.

Dialectical Behavior   Therapy
(DBT) 

Marsha Linehan, PhD

 DBT is a cognitive-behavioral therapy originally designed as an 
outpatient treatment for people diagnosed with borderline personality 
disorder (BPD). The emphasis of the DBT model is on teaching the 
individual 1) to modulate extreme emotions and reduce negative behaviors 
that result from those emotions and 2) to trust their own emotions, 
thoughts, and behaviors. These two goals are accomplished through 
multiple treatment modalities, including: individual therapy, skills 
training, coaching in crisis, structuring the environment, and consultation 
teams for providers.(Lew, Matta, Tripp-Tebo, & Watts, 2003) 

Cognitive Behavioral Therapies            
(CBT)

Aaron Timothy Beck PhD
Albert Ellis PhD 

CBT is a form of psychotherapy that emphasizes the important role of 
thinking in how one feels and behaves.  Clients with mild intellectual 
disabilities have been shown to have the skills considered necessary for 
the cognitive component of CBT, including labeling and recognizing 
emotions and some show an understanding of the mediating role of 
cognitions. Lindsay (1999) showed that although the intervention need to 
be adapted and simplified, people with intellectual disabilities and mental 
health problems can benefit from interventions that retain all the key 
elements of cognitive therapy.

Med Review
Johann Christian Reil 
1808 –Psychiatry founded 

Like other members of society, people with intellectual disability 
experience depression, anxiety and other mental health challenges that 
may benefit from medication. Psychoactive medication is frequently 
prescribed for adults with ID to control problem behaviors in the absence 
of mental illness (Bouras, 1999; Gray & Hastings, 2005).There are many 
questions about the appropriateness of using medications to control 
behaviors in the absence of psychiatric target symptoms or threats to 
safety. 

Psychodynamic/Psychoanalytic 
Therapy
Sigmund Freud 

The therapist examines the mental representation of the patient within 
the world and seeks to identify the origin, meaning, and resolution of 
difficult feelings and inappropriate behaviors. Intervention involves 
making links between early life experiences and how these experiences 
influence unconscious and conscious expectations of relationships in the 
present day. A limited number of studies show that people with intellectual 
disabilities can benefit from psychodynamic psychotherapy, provided 
in routine clinical practice. (Beail,N.,  Warden, S.,   Morsley, K.,  & 
Newman, D., 2004)

Brief Definitions of Therapeutic Interventions
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IDD and Trauma: An Imperative to Recognize, 
Support And Treat Post Traumatic Stress 
Disorders For People with IDD
Gail Ford, BA

Those of us who work with or have worked with 
people with Intellectual and Developmental Dis-
abilities (IDD) are well aware that there are a 
large number of people who engage in behavior 
that can make participation in the community 
and in life in general difficult.  Most of us who 
have worked in the field for any length of time 
have seen some very challenging and puzzling 
behavior including outbursts during which prop-
erty and people, including the person displaying 
the behavior, were physically hurt.  It’s pretty 
obvious to the observer that the person is frus-
trated, angry, and/or horribly upset.  It is not a 
pleasant experience for either the person with 
IDD or the staff or anyone else that is watching. 

When I worked as the Executive Director of an 
advocacy and service provider organization I was 

taught that all behavior is communication and 
that knowing what the person was trying to com-
municate played a key role in the development of 
an effective behavior support plan.  The goal of 
the support plan in essence was to replace the in-
effective or inappropriate behavior with a better 
one, or to make it unnecessary for the individual 
to engage in the problem behavior.

The agency I led took great pride in developing 
person-centered, outcome based support plans 
with the goal of meeting individual needs and de-
sires for the highest possible quality of life, on the 
individual’s terms.  We often engaged the services 
of highly competent behaviorists and designed 
plans that utilized all of the principles of positive 
behavior support.  The staff were trained and fol-
lowed the plans, wanting to ensure the best pos-



106 November/December 2011    Volume 14    Number 6

The NADD BULLETIN

sible support for the people they worked with.  In 
general, the behavior plans did help the staff and 
the individual to learn to manage the challenging 
behavior more effectively.  Some plans worked 
better than others, but we rarely found the “mag-
ic” that eliminated the behavior and the anxiety 
that both the individual and the staff experienced.

I had an extensive network of colleagues in Con-
necticut and throughout the country with whom 
I worked over the years.  Our collective goal was 
to provide the best possible supports, using only 
positive behavior supports, individual plans, ef-
fective training methods, effective data collec-
tion, etc.  We wanted to do what could be done to 
assist the people we supported to have the best 
possible lives.  We shared ideas, experiences, and 
sometimes we shared staff and other resources.  
We brought in experts to provide training, and we 
stayed on top of best practices. We made extraor-
dinary efforts to provide the best possible sup-
ports to our most challenging clients.  The topic of 
trauma was never discussed or mentioned.

The people we supported in our agencies were 
indeed unique individuals, as we all are, but 
the challenging behaviors they exhibited were 
not unique.   These challenges included yelling, 
screaming, head-banging, hitting, bed-wetting, 
fecal smearing, refusals of requests, bolting, eat-
ing inedible objects (Pica), self-inflicted injuries, 
faking illness, threatening suicide…the very be-
haviors that we know keep people marginalized.  
Sometimes the behaviors were quite explosive 
and seemed to come out of nowhere.  Sometimes 
we could see antecedents or the build up that led 
to a really serious and dangerous outburst.

There was a gentleman in the agency where I 
worked who was in his mid-50’s who I will call Joe.   
Joe had a couple of brothers, one more involved 
with him than the others.  Joe’s father abused him 
over a number of years, and his records indicat-
ed that he was sexually abused as a child.   Joe 
lived in a beautiful old home with five other house-
mates.  Most of the time he enjoyed living there; 
other times he wanted a place of his own.  He was 
aware that he really had no opportunity to move, 
at least not to a place of his own. Joe was a sweet 
man with a good sense of humor and was able to 
express most of his wants and needs verbally. 

Joe had a moderate intellectual disability and 
carried the diagnosis of bipolar depression and 
anxiety, as well as the label of sex offender.  The 
label of sex offender came because he sometimes 
stared at children and spoke of being afraid that he 
might touch a child, something he was afraid of do-
ing because he knew it was wrong.  He understood 

that he was touched as a child in a way that was 
wrong and that this experience had harmed him. 

Because of the label of sex offender, Joe had 
to be kept in line of sight, even in his own home.  
The staff had to know where he was and where 
his housemates were at all times. As a man who 
enjoyed his privacy, this line of sight supervision 
was intrusive.  The label also meant that a staff 
person needed to be within a few feet of Joe at all 
times when he was not on his home’s property.  
This restricted Joe’s ability to go out to dinner, 
shopping, movies, parks, and anywhere else be-
cause it meant that a staff member needed to be 
with him in a public restroom that had more than 
one stall.  Unless a male staff member was avail-
able, this was difficult and restricted the access 
to the community for Joe and his housemates.

Sometimes Joe withdrew into himself.  He 
didn’t want to wash up and shower.  He didn’t 
want to go to work.  He didn’t enjoy time by him-
self, and he didn’t want to be around anyone else.  
Sometimes he lashed out and hit others; some-
times he lashed out verbally and was mean to 
people he cared about.   

We tried a number of behavior support plans 
to ensure that others were safe from Joe.  The 
support plans were also tools for the staff to use 
to try to get Joe to go to take care of himself and 
to go to work (because it was a hardship on the 
agency to provide staff to stay home with Joe dur-
ing the day.)  The support plans were designed to 
help Joe feel as good about himself and his life as 
possible.  Sometimes they worked well and some-
times they didn’t work very well. 

In 2008, I came to work at EMDR Humanitar-
ian Assistance Programs (HAP).  EMDR HAP’s 
mission is to create capacity for effective treat-
ment of traumatic stress disorders in under-
served populations.  This is where my education 
about trauma began. The more I learned about 
trauma, what it is and how it affects us, about 
the concept of trauma informed support and ef-
fective treatment, the more I realized that it was 
essential to bring this information to the IDD 
community.  I often thought of Joe and others, 
and I wondered if I had this knowledge when I 
was working for the provider agency if we could 
have done a better job.

I began to understand as I learned about 
trauma that the challenging behavior that we 
see people with IDD display is likely a result of 
PTSD and other traumatic stress disorders.  I 
have spoken to and worked with a significant 
number of clinicians who use EMDR (Eye Move-
ment Desensitization and Reprocessing) in their 
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practices with people with IDD on a regular basis 
with very good results.  These clinicians special-
ize in trauma and its disorders. 

We are well aware of the awful things that peo-
ple with IDD experience more than the general 
population in their lives.  One cannot work in this 
field and not realize that people with IDD are 
vulnerable and that most have histories of abuse, 
neglect, victimization, serious illness, death of 
loved one, separation from important family and 
friends, and an overall loss of personal power and 
choice.   What I did not know was that these life 
experiences, and more, can be traumatic.

Most of us have known what the dictionary 
definition of trauma is, but the clinical definition 
is most important here.  Trauma is an actual or 
perceived threat to the safety or integrity of one-
self or others.  It is the intense fear or helpless-
ness that is felt in response to an event.  Trauma 
is stress from an event that exceeds an individu-
al’s is capacity for coping.

A major trauma might be a physical or sexual 
assault, a natural or manmade disaster, a cat-
astrophic illness, or the loss of a loved one.  It 
might also be a humiliating experience, bullying, 
moving to a new home, or other significant life 
change. A trauma might also be the deprivation 
or powerlessness to act on one’s own behalf.  

Trauma may also be a series of “ordinary” life 
events that have accumulated over time.  These 
might include feeling different, not being accept-
ed, not being listened to or heard, being misun-
derstood, or getting confused and overwhelmed. 

In the years I spent working in that relatively 
small provider organization, I often read the de-
tails of some pretty horrifying traumatic events 
that took place in the lives of the people with In-
tellectual and Developmental Disabilities (IDD) 
that were in the service delivery system. Looking 
back, the people with the really horrific experi-
ences in their histories often had displayed the 
most challenging behavior and were taking the 
longest list of psychotropic medications.  

As my education about trauma, the signs and 
symptoms of past traumatic experiences, and 
PTSD and other traumatic stress disorders contin-
ues, the more it became clear to me that the IDD 
community needed to be educated about trauma 
and the role it plays in people’s lives.  This is the 
project at HAP that I am most excited about be-
cause I know that so many lives can be improved.

In thinking about Joe, and others who I knew 
and knew about, I now can see that Joe had a 
number of traumas, in addition to the obvious 
one of the abuse.  He was living in a home that 

had some very tight restrictions, he was living in 
a place that was not necessarily the one he chose 
and didn’t have another option.   His access to the 
things that most of us take for granted – leaving 
the house and going out into the community and 
world at large – was severely limited.  

The positive support plan that was developed 
was well conceived, with Joe’s best interest at its 
center.  However, the piece that was missing was 
the identification of the symptoms of the trauma 
experience, support for these symptoms that 
would have helped Joe to feel safe, and treatment 
for the traumatic stress disorder that is likely 
present.  I can imagine how much better Joe’s 
life would be if he didn’t experience anxiety and 
depression and the fear that he would hurt some-
one the way he had been hurt.  I imagine him 
being able to have his privacy when he wanted it 
and to go out and have fun without someone by 
his side all of the time.

The agency where I worked also provided resi-
dential supports to a young woman still in high 
school. Her case history included a diagnosis, in 
addition to her IDD and a mild physical abnor-
mality, of PTSD.  She had been abused and ne-
glected by her mother and her mother’s boyfriend 
and taken from her home and put into state care.  
I will refer to this young woman as Susan. 

Susan was smart, funny, and loved animals.  
She enjoyed the same kinds of things most teen-
agers enjoy – music, TV, clothes, hanging out, 
talking about boys.  However, when she felt that 
the kids at school, or anyone else, were making 
fun of her in any way, or even looking at her as 
though she were different, she went into a rage 
and often bolted.  In order to meet their obliga-
tion of keeping Susan safe when she ran off, the 
staff ran after her and usually called 911 to as-
sist.  It sometimes took four or five adults to hold 
her down until she could be loaded into an ambu-
lance and taken off to the hospital.

This was occurred prior to my education about 
trauma, its symptoms, how to support it, and that 
treatment was available.  My perspective on how 
we might have developed a support plan is dif-
ferent now.  I can see that it was likely not anger 
that caused Susan to go into what appeared to be 
a rage, but rather she was re-living her trauma 
of being neglected, feeling different and inferior, 
feeling scared. She couldn’t “de-escalate” because 
she was beyond rational control.  Instead of re-
traumatizing Susan and causing her to experi-
ence that total powerlessness of people restrain-
ing her, stabilization techniques to assist her to 
regain control and feel safe would probably been 
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more effective.  If we had known about trauma 
and its symptoms we could have sought a referral 
to a clinician experienced in trauma treatment.  
Treatment for her PTSD could have eliminated 
the symptoms and made her life much better.  
Perhaps she would not have needed the services 
that the group home provided for her; perhaps 
she could have lived on her own with less support. 

Recognizing that a person, especially a person 
with IDD, is experiencing trauma related symp-
toms is only the first step in ensuring that s/he 
receives the best support including trauma treat-
ment.  We know that the incidence of trauma is 
much higher for people with IDD because of their 
vulnerability.  Without looking at published sta-
tistics, our personal experience in this field has 
shown us that people with IDD are taken from 
their homes to live in other residences, don’t see 
their families, are bullied, experience abuse and 
neglect and are victimized in other ways, are of-
ten aware of the differences, and are often power-
less over much of their daily lives.  

Supporting the trauma, making the person who 
has been traumatized feel safe, physically and 
emotionally, is not exactly the same as positive 
behavioral support.  The behavior is not willful or 
manipulative, it is a reaction. Trauma clinicians 
have taught me that when a person is experienc-
ing the symptoms of PTSD, trying to teach them a 
more effective or acceptable way to communicate 
is not going to work.  Stabilization may help the 
individual regain control and a sense of safety.  
There are a number of stabilization techniques 
that can be used effectively, as needed.

Stabilization, however, is not a cure and is on-
ly a component of treatment.  It is a temporary 
measure. Treatments for post traumatic stress 
disorders include psych pharmacology; and we 
know that may people with IDD receive this kind 
of treatment to control behavior and the anxiety, 
depression, sleeplessness, as well as other symp-
toms of trauma.

Cognitive Behavior Therapy (CBT) is an ac-
cepted treatment for PTSD; however it might not 
be appropriate for many with IDD.  CBT requires 
verbal communication skills and involves home-
work and talking about the trauma.  The treat-
ment itself can be difficult and painful, but it is 
effective and it does work.  

Eye Movement Desensitization and Reprocess-
ing (EMDR) is also an approved psychotherapy for 
PTSD.  It does not require the client to be verbally 
articulate, or even to be able to speak.  It does not 
require the individual to re-experience the trauma; 
it requires recalling the memory.  I interact with 

a number of EMDR clinicians who use and have 
used EMDR successfully with people with IDD.

An EMDR clinician I know was working with a 
gentleman, Sam, in his early 30’s who had been 
incarcerated, had been released and was living 
in a highly restricted residential setting.  Sam 
was destroying the property and physically hurt-
ing the staff.  His budget for supports was huge.  
The clinician was working with him one day and 
in the course of their session Sam communicated 
that he had been neglected by his mother many 
years prior.  The clinician treated Sam, using 
EMDR, and a few sessions later Sam’s treatment 
for this old trauma was completed.  The end re-
sult was that Sam stopped destroying his envi-
ronment and stopped hurting the staff.  He start-
ed forming relationships and enjoying the many 
opportunities he now could experience. Needless 
to say, the cost of providing supports to him de-
creased substantially.

The implications for treatment are consider-
able.  Therapists who use EMDR with people 
with IDD have shared with me that the treat-
ment of trauma in their clients has brought about 
changes that have been life-changing.   
§	A young man who required one-to-one staff-

ing was able to be part of a work crew with 
a staffing ratio of one to eight after EMDR 
treatment.

§	A woman who had withdrawn from her friends 
and family after a sexual assault was able to 
reconnect and enjoy her life again.

§	A young man with severe suicidal depression 
was referred to an EMDR clinician as a last 
resort; after therapy he was no longer suicidal 
and was able to be more independent in his 
daily living skills. 

People, including people with IDD, do not have 
to learn to live with the symptoms of PTSD, no 
matter how mild or severe those symptoms are.  
Treatment is available.  

As stated earlier the first step is for those who 
work in this field, administrators, supervisors, 
and most important, direct support profession-
als, must become educated about trauma.  On-
ly an experienced clinician can diagnose a post 
traumatic stress disorder, but staff can recognize 
symptoms, learn effective stabilization tech-
niques, and make referrals for assessment and 
treatment.

EMDR HAP offers a workshop called Trauma-
tology and Stabilization.  It is a program that 
teaches the participants what trauma is, what its 
effects are, and what symptoms might look like.  
It also provides some information about treat-
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ment. The workshop provides education about 
stabilization, what it is, and what techniques can 
be effective.  Several techniques are practiced, 
and participants learn how to teach these tech-
niques to others. We have provided this workshop 
for agencies who work with people with IDD. The 
feedback that we received from the agencies that 
work with people with IDD has been clear – it 
helped staff, especially the staff members who 
interacted directly with people with IDD, to do 
their jobs more effectively.  In the post event sur-
veys, we read that staff felt that all people who 
work with people with IDD need this training. 
One person told us that his whole way of provid-
ing support changed and he was more effective 
in his work with an individual he supported, who 

had a diagnosis of PTSD. He made this state-
ment right after the first shift he worked the very 
same day as the training took place.

Don’t we have an obligation to do the best for 
people with IDD?  We know that they experi-
ence trauma and more often than people with-
out disabilities.  We know that PTSD and related 
traumatic stress disorders are painful.   The best 
begins with trauma awareness and ends with ef-
fective treatment.  We need to spread the word, 
educate and advocate, and ensure that people get 
the care they need.

For further information, contact Gail Ford at 
gsford1@gmail.com or you may address ques-
tions to EMDR HAP at contact@emdrhap.org. 

Evaluating Food Preferences on the Basis of 
Nutritional Content Using a Forced-Choice 
Food Preference Assessment: Implications 
for Managing Side Effects of Medication
Abigail M. Dierks and Maria G. Valdovinos, Drake University

Abstract
There are many individuals who alter their di-

ets and lifestyles for various reasons. One reason 
may include the need to address side effects as-
sociated with medication changes (e.g., increased 
appetite resulting in weight gain).  The purpose 
of this study was to evaluate food preference on 
the basis of nutritional content (carbohydrates, 
fats, sugars, and protein) and healthfulness.  The 
participants were 100 introductory psychology 
students. A forced-choice food preference assess-
ment was administered that included four food 
pairings (healthy and less than healthy option). 
In this forced-choice preference assessment, par-
ticipants were presented with two different foods 
and asked to choose one. Participants made se-
lections for all possible combinations of eight 
foods.  Results show that all healthy foods were 
chosen approximately the same percentage of 
opportunities as their unhealthy counterparts.  
These findings indicate that using a forced-choice 
preference assessment can be helpful in identify-
ing healthy food options that will be preferred 
as much as their unhealthy alternatives when 
changes in diet need to be made.

Introduction
It is not uncommon for individuals who use 

medication to experience some side effect of 
those medications.  For example, numerous 
studies have shown that appetite stimulation 
and weight gain is associated with psychotropic 
medication use as a result of the drug effects on 
neurotransmitter systems in the brain (see Virk, 
Schwartz, Jindal, Nihalani, & Jones, 2004 for a 
review).  Different psychotropic drugs can cause 
weight gain via an increase in energy intake, a 
decrease in energy expenditure (by ways such as 
reducing physical activity), or a combination of 
the two (Malhotra & McElroy, 2002). However, 
this weight gain is usually acquired over a long 
period of time making it difficult to tell if there 
is one direct biological cause for it (Cheskin et. 
al., 1999).  Confounding the issue further is that 
there has been little research done to determine 
if different medications alter a person’s prefer-
ence for specific types of food. For example, medi-
cations that increase serotonin levels have been 
shown to increase desire for carbohydrates (Virk 
et. al., 2004). 

Given the possibility that medication side ef-
fects can contribute to weight gain via changes 
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in food preference, choosing nutritious foods and 
alternative snacks as part of a balanced diet and 
healthy lifestyle becomes a necessity in combat-
ing the obesity, and at times insulin resistance, 
that can be associated with psychotropic medi-
cation use (e.g., atypical antipsychotics, Kim et 
al, 2010). Substituting snack foods with fruits 
and vegetables (Block Patterson, & Subar, 1992), 
switching from low-nutrient snack bars and can-
dy to nutrient-dense snacks (e.g. almonds, rai-
sins, fortified cereal) (Goldfield & Epstein, 2002), 
or simply adding more lean protein to each meal 
are all healthy strategies that can effectively ad-
dress weight issues.  Substituting low-nutrient 
snack foods (e.g., soda, potato chips, candy) with 
healthy alternatives could be a simple interven-
tion that would reduce calories and possibly miti-
gate the effects of the appetite increasing effects 
associated with psychotropic medication (Block 
et al., 1992; Goldfield & Epstein, 2002). 

Currently, there is a lack of research concerning 
methods for determining food alternatives. Food 
frequency questionnaires (FFQs) are often used 
by nutritionists and physicians as dietary assess-
ment tools because they are easy, but research 
has demonstrated that they are not always ac-
curate (e.g., Stephen, 2007). FFQs are subjective 
diet reports completed by the individual, then as-
sessed by a professional; however, they are not 
always valid or reliable and do not contain direct 
suggestions for healthy food alternatives based on 
personal food preferences.  In the present study, 
a paired-choice food preference assessment was 
implemented in an attempt to determine health-
ier alternatives for individuals’ currently exist-
ing food preferences. Specifically, this method 
allowed for the examination of foods typically 
thought of as unhealthy, and for the comparison 
of those foods with a healthy counterpart in order 
to establish dietary alternatives.  

Methods

Participants
100 college students enrolled in an Introducto-

ry Psychology course volunteered to participate. 
Students were offered three extra credit points 
in Introductory Psychology for their participa-
tion. Informed consent was obtained, and a food 
allergy screening was completed, which exempt-
ed participants with any possible food allergies 
related to nut/tree oils, dairy, wheat or gluten, 
illnesses/conditions (e.g. diabetes, lactose intol-
erance), or medications that may have produced 
an adverse reaction to the foods tested. All par-

ticipants’ food allergy screenings and data sheets 
were assigned corresponding numbers, but were 
stored separately from their informed consent 
forms, as to keep the participants’ data confiden-
tial. Participants were not instructed to fast for 
the experiment. This study was approved by the 
Drake University Institutional Review Board.

Setting
Testing was done in a 5’ x 9’ room, complete 

with a table and two chairs. Only the participant 
and researcher were present for the experiment.

Procedure
Foods were determined by the researcher prior 

to the experiment based on informal research 
and interviews with college students. Common, 
unhealthy snack foods were identified and di-
vided into one of four nutrient categories: car-
bohydrates, fats, protein, and sugar. One un-
healthy food was selected from each category and 
a healthy counterpart was determined that was 
comparable in nutritional content; these food 
pairs were used in the preference assessments. 
Servings were determined by calculating calories 
and nutrient composition for each food and by 
ensuring that each healthy food was comparable 
to its unhealthy counterpart. Foods included 
pretzels and Cheez-Its® (carbohydrates; 1.77g 
and 1.5g per serving), donuts and almonds (fats; 
1.3g and 1.8g per serving), raisins and jelly beans 
(sugars; about 2g per serving for both), and beef 
jerky and string cheese (protein; 1.2g and 1.4g 
per serving).

One 8-oz. glass of water was provided for each 
participant during the experiment. Participants 
were made aware that more water was available 
to them if needed. Foods were presented using 
a paired choice preference assessment; for each 
trial, two foods were presented approximately 
six inches apart on napkins in the center of the 
table and approximately twelve inches from the 
participant. The participant was instructed to 
choose the food they preferred and consume it.  
Each food was paired once with every other food, 
in a randomized order, for a total of 28 stimulus-
pair presentations and selections. Each choice 
was scored on a data sheet by the researcher and 
tallied after the session. Testing sessions lasted 
approximately 15 to 20 minutes and occurred at 
various times throughout the day. 

Results
A two-sample t-test was administered for each 

nutrient category, comparing the means of the 
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unhealthy food and its healthy counterpart. 
The t-tests revealed that there were no signifi-
cant differences between each healthy food and 
its non-healthy alternative, with the exception 
of beef jerky and string cheese.  Cheez-Its® and 
pretzels (t(1)=-0.367, p=0.714), donuts and al-
monds (t(1)=0.127, p=0.899),  and jelly beans and 
raisins (t(1)=-0.478, p=0.633) were chosen rela-
tively  equal percentages of times presented and 
the differences between each pair of means was 
not statistically significant. String cheese was 
chosen significantly more often than beef jerky 
(t(1)=-3.98, p=9.6E-05). 

Discussion
The results of this study indicated that using 

a paired choice preference assessment allowed 
for the identification of healthy food options that 
would be preferred as much as nutritionally com-
parable non-healthy foods. In this study, healthy 
foods from each nutrient category, with the excep-
tion of protein (beef jerky and string cheese) were 
preferred as much as their unhealthy counterparts. 
This finding suggests that individuals’ current eat-
ing habits could be modified to include healthier 
options that are equally as favorable as identified 
by the paired choice preference assessment. 

There are, however, limitations to this study 
that would need to be addressed in clinical prac-
tice.  Primarily, the food pairings were deter-Primarily, the food pairings were deter-
mined based on informal research and interviews 
with college students.  That is, there was no prior 
knowledge as to which unhealthy foods would be 
more preferred by the participants, possibly ex-
plaining the preference of string cheese over beef 
jerky.  Nonetheless, if one knew which unhealthy 
foods were preferred by patients, one could find 
healthy alternatives based on taste and nutri-
tional content using this assessment paradigm.  
Another limitation is that there was a focus on 
only four food pairings.  Clearly, some individu-
als may have more than just four foods that may 
sabotage their healthy lifestyle choices.  This 
type of assessment, however, is not necessarily 
limited to eight foods.  Also, the food pairings 
were made looking at one nutritional component 
(i.e., fats, carbohydrates, proteins, and sugars) 
without considering other important nutritional 
information such as vitamins and minerals.  De-
spite this limitation, well-informed nutritionists 
and dieticians could identify food pairs along 
these dimensions for the assessment.  Finally, 
the population consisted of generally healthy, 
young college students who were not necessarily 
motivated or interested to identify healthier eat-

ing patterns.  It is possible that the awareness 
of the implications of the findings of this assess-
ment (i.e., need to change eating patterns) may 
influence the outcome of the assessment.  

Nonetheless, this type of procedure provides 
one avenue for identifying potential changes in 
food preference after psychotropic medication 
changes and also healthier food options based 
on those changes in preference.  With conditions 
such as obesity and diabetes more closely found 
to be associated with atypical antipsychotic use, 
it is imperative for certain individuals to make 
diet changes that facilitate a healthy lifestyle 
(Daubenmier, Weidner, & Sumner, 2007; Pischke 
& Scherwitz, 2008; Schulze & Hu, 2005). Simple 
adjustments, like swapping 100% whole wheat 
bread for white bread or drinking water instead 
of sugary drinks, are effective strategies that en-
hance treatment efforts (Block et al., 1992; Gold-
field et al., 2002) but may not necessarily influ-
ence longer-term behavior if alternatives are not 
identified based on current preference.  Providing 
caregivers strategies such as the paired choice 
preference assessment which allows them to de-
termine healthier food options for individuals in 
a quick manner may influence these longer-term 
behaviors. Results from this study identify the 
paired choice preference assessment as one accu-
rate method for easily and quickly determining 
food alternatives.  Furthermore, individuals mak-
ing the effort to determine healthier food options 
may actually find that they prefer healthy foods 
over non-healthy foods, as we saw in this study.

Although this research was conducted with 
individuals who were not experiencing medica-
tion changes, future research on food preference 
changes due to alterations in medications using 
this mode of assessment should be conducted.  
Furthermore, research on food preference also 
needs to be completed on specific populations who 
are perhaps more vulnerable to medication side ef-
fects, such as individuals with intellectual disabil-
ities, to determine if the use of paired-choice pref-
erence assessments identifies differences in food 
preference that coincide with medication changes 
and that could assist in identifying healthier food 
options to address changes in preference.
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Neuroscience Reviews

ASD and ADHD: How Impermeable Are the 
Boundaries?
Jarrett Barnhill, M.D., DFAPA, FAACAP

St Pourcin, B., Mandy, W.P., Heron, J., Golding, 
J., Smith, D.G., & Skuse, D.H. (2011). Links 
between co-occurring social-communication 
and hyperactive –inattentive trait trajec-
tories.  Journal of the American Academy 
of Child and Adolescent Psychiatry, 50(9), 
892-902.

If interpreted strictly, Attention Deficit-Hyper-
activity Disorder (ADHD) and Autism Spectrum 
Disorders (ASD) are mutually exclusive diagnoses. 
In clinical reality, 50+% of children with ASD pres-
ent with inattention, poor impulse control, and 
hyperactivity. Although less dramatic, many chil-
dren presenting for assessment and treatment of 
ADHD display several features commonly attrib-
uted to ASD.  This overlap prompted one ADHD 
expert to label this population as “the odd ones”. 

Because the descriptive diagnosis of ADHD 
and ASD are based on behavioral symptoms, cli-

nicians and researchers must deal with hetero-
geneous conditions that complicate their jobs.  
Neurobiological studies may help to better define 
the dimensional overlap between high function-
ing ASD and ADHD. Both complex neurodevel-
opmental disorders display high male/female ra-
tios; overlapping impairments in behavioral and 
social communication and deficits in executive 
functions; patterns of polygenic inheritance and 
complex gene-environmental interactions vari-
ability; and complex patterns of symptom change 
during development. To add to our problems, it 
appears that ASD domains of restrictive/repeti-
tive behaviors and need for sameness follow dif-
ferent developmental trajectories courses. This 
domain will be reviewed in a future column.  

St Pourcin et al. shift the focus from phenom-
enology to the developmental trajectory of both 
inattention/hyperactivity and social communi-
cation deficits. They address subtle differences 
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between these traits that may be helpful in dis-
tinguishing children with ASD and hyperactiv-
ity-inattentiveness from those with ADHD and 
social communication deficits.  For example, dur-
ing development deficits in social communica-
tion (autistic trait) showed the greatest stability 
whereas inattention/hyperactivity declined over 
the course of the study.  In addition, nearly all 
of the children with persistent inattention/hyper-
activity also displayed stable rates of deficits in 
social communication.  

St Pourcin et al. also repeatedly sampled and 
compared their study population in order to de-
fine the developmental trajectory of hyperactiv-
ity/inattentiveness traits and social communica-
tion deficits. They then compared these findings 
with the presence of prenatal risk factors associ-
ated with both ASD and ADHD. It appears that 
there is a complex relationship between gender 
(male) and maternal smoking during the first 
trimester. Maternal smoking confers the great-
est risk for persistence of both inattention/hyper-
activity and social communication deficits in the 
study population.  Maternal age may have anoth-
er effect on risk: teen pregnancy as an increased 
risk for ADHD, and advanced maternal/paternal 
age, as ASD risk factor.  

These findings suggest that the inter-relation-
ship between children with persistent social com-
munication deficits and inattention-hyperactivi-
ty domains and pre-natal risk factors challenge 
the categorical boundaries between ADHD and 
ASD. If we incorporate recent neuropsychologi-
cal comparison studies, it appears that children 
with ASD have greater difficult with set shifting 
and cognitive inflexibility. In contrast children 
with ADHD display greater difficulties with in-
hibiting pre-potent patterns of motor behavior. 
These findings suggest that inattention/hyper-
activity (ADHD), social communication deficits 
and repetitive/restrictive behaviors (ASD) are 
related but distinguishable phenomena yet are 
not mutually exclusive domains.  Thus we need 
to better define endophenotypes by the use of 
neuropsychological, functional neuroimaging or 
neurobiological studies. In this approach ASD 
with and without ADHD related symptoms may 
be a starting point. St Pourcin et al. recommend 
further investigation into these boundary issues. 

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

US Public Policy Update

Expanded Federal Programs Support 
Community Alternatives
Diane M. Jacobstein, Ph.D., Georgetown National TA Center for Children’s MH & 
University Center for Excellence in Developmental Disabilities

Take note, if you know Medicaid-eligible adults 
and children with disabilities! Two U.S.  Depart-
ment of Health and Human Services (HHS) 
agencies recently expanded programs to create 
intensive community supports that will permit 
thousands of people to return home from institu-
tions or avoid out-of-home placement. 

The HHS Centers for Medicare and Medicaid 
Services (CMS) recently announced the expan-
sion of the Money Follows the Person Rebalanc-
ing Demonstration program (MFP), one of sever-
al waiver programs that provide flexible commu-
nity-based funding.  MFP helps states to rebal-
ance the relative availability of community and 
institutional care.  Offering more federal dollars 
than usually provided to states for Medicaid pro-

grams, MFP pays for the first 365 days after an 
individual is released from a qualifying institu-
tion (such as an ICF/MRs or nursing home).  MFP 
also provides care coordination, housing support 
through a partnership with the U.S. Department 
of Housing and Urban Development (HUD) and 
six months of transition planning before a per-
son is discharged from a qualifying institution. 
Individuals with co-occurring developmental and 
behavioral disorders can benefit from this pro-
gram if they meet their states’ unique eligibility 
requirements. Forty-three states and the District 
of Columbia now participate in MFP, including 
24 states that are planning for or interested in 
including children and youth. The list of demon-
stration states can be found at https://www.cms.
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gov/CommunityServices/20_MFP.asp    Go the 
website of your state Medicaid office for further 
information.

Advocates for children and youth with co-oc-
curring disorders should be aware of an impor-
tant effort by the HHS Substance Abuse and 
Mental Health Services Administration (SAMH-
SA) to broaden the availability of comprehensive 
mental health services.  This initiative addresses 
children and adolescents diagnosed with seri-
ous emotional/substance use disorders, as well 
as their families. Some of these youth also have 
developmental disabilities. SAMHSA recently 
announced planning grants to states, territories, 
and tribes that are intended to expand Systems 
of Care, currently found in diverse but scattered 
communities.  The goal is for Systems of Care to 
become broadly accessible across the country.  
(See http://www.samhsa.gov/newsroom/adviso-
ries/1109223920.aspx for more information.)

It is important to note that a System of Care as 
described in the children’s mental health world is 
distinct in philosophy and practice from our more 
general use of the term in the developmental dis-
ability field.   A System of Care is at once a guid-
ing philosophy and a public health organizing 
process with defined core values and principles.  
It is “a spectrum of effective, community-based 
services and supports…organized into a coordi-
nated network,” which “builds meaningful part-
nerships with families and youth and addresses 
their cultural and linguistic needs, in order to 
help them to function better at home, in school, 
in the community”(Stroul, Blau and Friedman, 
2010).  Thus, a System of Care requires an ongo-
ing network of relationships that brings to the ta-
ble providers, family members, natural supports, 
and representatives from many relevant state 
and local government agencies.  In this context, 
policy development, family support, and program 
planning incorporate youth and family advocates 
in a very serious and systematic way. 

 It is interesting to consider that a fully realized 
System of Care applied to NADD’s constituents 
would look well beyond the classical “dual” focus 
on intellectual disabilities and mental health.  
With youth and adolescents for example, it we 

would need to integrate mental health, substance 
abuse, child welfare, juvenile justice, Medicaid, 
recreation services, primary care, and, of course, 
education.  For adults, housing and transporta-
tion agencies, recreation, job programs, the faith 
community, and many others would be included. 

It is critical that those we serve are well repre-
sented in the state planning processes initiated 
by the SAMHSA grants soon to be announced. 
We have before us an opportunity to advocate for 
responsive services to be more readily available 
to children, youth and young people with com-
plex service needs transitioning to adult servic-
es.   Many obstacles encountered by individuals 
who have co-occurring disorders are explicitly 
addressed in this planning, including restrictive 
eligibility, fragmentation in services and health 
care disparities.  To learn more about stakehold-
er participation in the planning process in your 
state, contact the Federation of Families for Chil-
dren’s Mental Health www.ffcmh.org  and your 
state’s mental health authority.  

Reference
Stroul, B., Blau, G., & Friedman, R. (2010). 

Updating the system of care concept and 
philosophy. Washington, DC: Georgetown 
University Center for Child and Human 
Development, National Technical Assistance 
Center for Children’s Mental Health.

The author wishes to thank Eileen Elias of JBS In-
ternational, Sherry Peters of the Georgetown National 
TA Center for Children’s MH and Aaron Shneyer of 
Heartbeat Jerusalem for their thoughtful comments. 

For further information, contact Dr. Jacobstein 
at jacobstein@georgetown.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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DSP Interests and Concerns

Improving Communication Between 
Consumers and Health Professionals: The 
Role of the Direct Support Professional 
Yona Lunsky, PhD

Despite the recent movement toward empower-
ment and choice, many people with disabilities 
defer to their support worker when it is time to 
go to a doctor appointment. Direct Support Pro-
fessionals (DSPs) play a vital role in ensuring 
that consumers have the opportunities and the 
skills to communicate directly with their doctors 
and others. In many ways, these staff are the pri-
mary facilitators of communication between pa-
tient and doctor. This facilitation requires that 
DSPs know the individual well, focus their at-
tention on the patient, and support the person 
in communicating even when the doctor may not 
be used to such active communication. Thus, it 
would be best for individuals with disabilities to 
be brought to medical appointments by staff who 
work directly with them on a regular basis. In ad-
dition, it may be inappropriate for staff and med-
ical professionals to discuss the person’s needs 
without the person’s input. Finally, it should be 
the individual’s choice whether or not to recruit 
staff support in communicating. 

The following are recommendations for how 
DSPs can support both the doctor and people 
with disabilities in establishing direct and effec-
tive communication. Many of these suggestions 
are based upon work done at the Nisonger Cen-
ter Women’s Health Groups, where training is 
available for women with disabilities and their 
female support staff. 

Help People Prepare for 
Medical Appointments 

Some people are afraid of doctor visits. One 
short-term solution DSPs sometimes use to keep 
such individuals from getting anxious is to avoid 
telling them that they have an appointment. 
This, however teaches the consumer that they 
cannot trust support staff, and that they have no 
control over what happens to them. It is essen-
tial for DSPs to develop trusting relationships 
with individuals who are afraid of medical pro-
cedures and to recognize and understand their 
fears. People who are afraid of going to the doc-
tor should also be prepared for medical appoint-

ments so that they can gradually overcome their 
fears. DSPs can prepare individuals by teaching 
them about the procedure through discussions, 
photographs, video demonstrations, or visits to 
the doctor before the appointment. In some in-
stances, an individual might be afraid because of 
past abuse perpetrated by health professionals. 
Finding another health professional should be a 
consideration if fear persists. 

Tell People What to Expect at 
Medical Appointments 

Sometimes medical procedures are painful or 
uncomfortable. Saying that something “won’t 
hurt” when it does teaches a person that sup-
port staff are either immune to pain or untrust-
worthy. Furthermore, it does not allow them to 
prepare adequately for the pain or discomfort 
they may experience. It is better to prepare peo-
ple for a painful procedure than to deny it. If a 
procedure is going to be painful, the individual 
can learn how to cope with it by using techniques 
like muscle relaxation or deep breathing. 

Help People Communicate with the Doctor 
Threats like “You better listen to the doctor” 

may teach people to be compliant, but also puts 
them in a vulnerable position. People should 
learn why it is important to listen to doctors, but 
also why it is important to inform the doctor when 
something hurts or when they disagree with a 
recommendation. It is often necessary to teach 
people to speak up for themselves and express 
their discomfort, fear, concerns, and questions. 
DSPs should also find out what information will 
be requested at the appointment and familiarize 
individuals with this information. This way, the 
individual can take the lead and contribute to the 
discussion with his or her doctor. 

Show the Doctor How to 
Communicate with the Patient 

Physicians may not know how to best interact 
with patients, especially at the first visit. DSPs 
can help tremendously by modeling respectful 
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behavior such as asking the patient questions 
directly, rephrasing difficult concepts for the pa-
tient, and asking the patient for permission to 
discuss a particular issue with the doctor. 

As the role of the DSP evolves from that of 
caretaker to facilitator, it is no longer sufficient 
for the DSP to report the person’s problems or 
concerns to the doctor or to relate the doctor’s 
concerns to the person. Rather, it should be the 
DSPs responsibility to facilitate such communi-
cation between these two parties. 

For further information, contact Yona Lunsky 
at Yona_Lunsky@camh.net.  

This article originally appeared in 1998 in 
Frontline Initiative, a publication of the National 
Alliance for Direct Support Professionals, and is 
reprinted with permission. Contact information: 
Frontline Initiative, NADSP, P.O. Box 9369, St. 
Paul, MN  55109.

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

New  from  NADD  Press

Intellectual Disability and Mental Health 
A Training Manual in Dual Diagnosis

Sharon McGilvery, Ph.D. and Darlene Sweetland, Ph.D.

With the release of this book, Drs. McGilvery and 
Sweetland share decades of experience working with 
individuals diagnosed with an intellectual disability 
and co-occurring psychiatric disorders. Their well-
practiced approach takes into account the extremely 
complex nature of working with dual-diagnosis. 
The authors provide in-depth information about the 
diagnostic process, hands-on treatment considerations, 
and their experience training thousands of people to 
work passionately with these individuals. An important 
contribution is their approach to addressing complicat-
ing factors in identifying appropriate psychiatric 
diagnoses, as well as the problem of the underreporting of psychiatric symptoms 
and disorders. Finally, those working in a variety of contexts with these individuals 
will benefit from the innovative approaches of looking at treatment and intervention 
strategies that can be immediately implemented. 

264 pages     ISBN: 978--1-57256-070-3     ST11-053B
Price:  Members:  $49.95       Non-Members:  $54.95 

Available from the NADD Online Store
www.thenadd.org 



Note from the editors
This is my final issue as Co-editor of The NADD Bulletin. In my 

six years in this role, I’ve had the chance to bring all of you many 
wonderful articles and interact with a legion of excellent writers 
and clinicians who focus on advancing mental wellness for people 
with Intellectual or Developmental Disabilities. I’ve also had the 
tremendous pleasure or working with Dr. Rick Blumberg as co-
editor for 4 years, and Dr. Jarrett Barnhill for two years.  During 
my tenure as co-editor, I’ve attempted to push The NADD Bulletin 
in the direction of focusing more on youth and education, and 
including more applied and hands-on content. It has been an 
honor to shape the literature base in our important field, and 
serve all of you. 

With appreciation, Dan Baker, PhD

Dan Baker, PhD
Dan.baker@umdnj.edu

Jarrett Barnhill, MD, DFAPA, FAACAP
Jarrett_Barhnill@med.unc.edu 
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Standards for Quality Services
The NADD Accreditation and Certification Programs

After years in development, we are glad to announce the implementation of  the 
NADD Accreditation and Certification Programs, three (3) separate but interrelated 
competency-based quality assurance programs designed to establish standards in 
the field of  mental health care for people who have intellectual and developmental 
disabilities (IDD) and mental health needs (dual diagnosis):

The NADD Accreditation Program 
The NADD Competency-Based Clinical Certification Program 
The NADD Competency-Based Direct Support Professional Certification Program 

The NADD Accreditation and Certification 
Programs are an important, pioneering 
effort to improve clinical, programmatic, and 
policy procedures and supports through the 
process of  accrediting/certifying the ability 
of  organizations, clinicians, and DSP’s to 
care for and serve individuals with IDD/
MI. By establishing standards, the NADD 
Accreditation and Certification Programs 
will raise the whole field of  dual diagnosis, improving competency and improving 
how services are delivered, resulting in a better quality of  life for individuals with 
co-occurring IDD and MI through improved services.

For more information, visit the NADD Accreditation and Certification Programs 
website, accessible at http://acp.thenadd.org/ or by clicking the Accreditation/
Certification Project tab on the NADD home page (www.thenadd.org).
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Visit the NADD website at www.thenadd.org for more information on upcoming 
conferences and trainings. Updated information is posted as available.

Upcoming NADD Conferences/Trainings

***************************************
Fall Teleconference Series

11 teleconference trainings between Sept. 12 and Dec. 13
For details visit

http://www.thenadd.org/pages/conferences/teleconference.shtml
****************************************

State of Ohio 10th Annual MI/DD Conference
September 18-19, 2012

DoubleTree Hotel
Columbus/Worthington, OH

****************************************
NADD 29th Conference & Exhibit Show-2012

October 17-19, 2012 (W-F)
Omni Interlocken Resort

Broomfield, CO
For further information on upcoming conferences/trainings, consultation services, and products, visit our website at

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


