
T
H

E

BULLETIN

VOLUME 16 NUMBER 2
MARCH/APRIL 2013 

NON-PROFIT ORG.
U.S. Postage

P A I D
Permit No. 96

Kingston, NY 12401
132 Fair Street, Kingston, NY 12401-4802

Address Service Requested

The official Publication of NADD

Visit the NADD website at www.thenadd.org for more information on upcoming 
conferences and trainings. Updated information is posted as available.

Upcoming Conferences/Trainings
************************************

AAIDD Annual Meeting - Preconference Workshop 
Mental Health Aspects in Persons with Autism

(Sponsored by NADD)
June 4, 2013

International Certificate Programme in Dual Diagnosis/Summer Institute 2013
(Co-sponsored by NADD)

June 3-14, 2013 • Brock University, Ontario, Canada.
9th European Congress of Mental Health in Intellectual Disability

(Co-sponsored by NADD)
September 12-14, 2013 • Lisbon, Portugal

State of Ohio NADD MI/DD 11th Annual Conference
September 30 & October 1, 2013 • Columbus, OH
NADD 30th Conference & Exhibit Show – 2013

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

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

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



Note from the editors
The current issue of the Bulletin covers lifespan clinical concerns 

for persons with IDD. Darin Schiffman considers the effects of using a 
manual-based approach to anger treatment for persons with IDD. Seth 
Keller provides background on the development of the National Task Group 
on Intellectual Disabilities and Dementia Practices and Kathleen Bishop 
describes NTG’s current emphasis on education through the development of 
a webinar series relevant to dementia and IDD. Jarrett Barnhill continues 
his explanation of the relationship between Child Onset Schizophrenia 
(COS) and developmental disorders. Susan Kirk, in writing about her 
experiences as a parent advocate, describes how parenting a son with dual 
diagnosis is a lifetime mission involving passion, advocacy and vigilance. 
The DSP Interests and Concerns column announces the introduction of 
the NADD DSP Award for Excellence and of scholarships to enable DSPs 
to attend NADD conferences.

The co-editors would like to encourage you to submit articles describing 
your work with persons with dual diagnosis so that we can share this 
material with the NADD community.

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

Lucy Esralew, PhD, NADD-CC
lesralew@trinitas.org
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DSP Interests and Concerns

NADD Conference Scholarship Opportunity 
for Direct Support Professionals and The 
NADD DSP Award for Excellence 

NADD continues its support for Direct Support 
Professionals who provide support to individuals 
with IDD and mental health needs by introducing 
(1) the NADD DSP Award for Excellence and (2) 
scholarships to assist DSPs to attend NADD 
Annual Conferences.

Conference Scholarship Opportunity 
for Direct Support Professionals

NADD is committed to improving the 
workforce of Direct Support Professionals (DSPs) 
who are supporting people in our communities 
with intellectual/developmental disabilities and 
mental health needs.  In appreciation of these 
hard working and committed DSPs, NADD is 
supporting an annual scholarship opportunity. 
Three DSPs will each receive a free full conference 
registration for the annual NADD 30th Annual 
Conference & Exhibit Show October 23-25, 2013 
in Baltimore, MD. 

This scholarship is open to any DSP in 
good standing who supports individuals with 
developmental/intellectual disabilities and 
mental health needs, and would benefit from an 
opportunity to advance his/her involvement and 
knowledge in the field by attending the NADD 
30th Annual Conference. 

Please visit NADD website to complete 
application information and to respond to the 
following questions.  
1. Describe the work you do in the community and the 

individual(s) you support. Include an illustration 
of how your work in the field has improved the 
quality of life and mental wellness for someone you 
support. (Please exclude personal identifiers and 
protected health information.)

2. Explain how you hope to benefit from attending 
The NADD Conference and how you plan to use the 
experience to enhance your work in the field. 

The NADD DSP Award for Excellence
The NADD DSP Award for Excellence will be 

given annually to acknowledge a Direct Support 
Professional (DSP) whose contribution to 
supporting people who live in our communities 
has resulted in significant improvement in the 

quality of life for individuals with intellectual 
and developmental disabilities and mental 
health needs.  The award will be given to a 
Direct Support Professional whose dedication, 
advocacy, compassion, competence, person-
centered approaches and collaboration results in 
improved quality of life, health and wellness, and/
or opportunities for person(s) with intellectual 
disabilities and mental health needs.  The 2013 
award will be presented at the NADD 30th 
Annual Conference & Exhibit Show in Baltimore, 
Maryland October 23-25, 2013.  

To nominate a DSP for this prestigious award, 
please submit:
1. A one to two page statement indicating reasons 

for nominating candidate for consideration for this 

award, for example: how has this individual’s role as 

a DSP been exemplary, what makes him/her special. 

2. The candidate’s resume or employment/education 

history

3. Candidate’s contact information, including name, 

address, telephone number, fax number, and email 

address

4. Nominator’s contact information, including name, 

address, telephone number, fax number, and email 

address

Nominations should be submitted by August 
16, 2013 to NADD, 132 Fair Street, Kingston, NY 
12401-4802. Email: info@thenadd.org 

For further information, contact Melissa Cheplic at 

cheplima@umdnj.edu.

DSP Interests and Concerns is an ongoing column 
in The NADD Bulletin.  We welcome your comments, 
suggestions, and submissions for this column.  To 
learn more or to contribute to this column, you may 
contact Melissa Cheplic, Editor of DSP Interests 
and Concerns at cheplima@umdnj.edu. 
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This article considers the effects of using a 
manual-based approach to anger treatment for 
people with Intellectual and Developmental Dis-
abilities. Attention is also given to the interrela-
tionship between anger and various psychiatric 
disorders in people with developmental disabili-
ties. First, this paper reviews the mental health 
needs of people with IDD. The various underly-
ing behavioral, social, psychological, and physi-
ological mechanisms that predispose one to, and 
sometimes potentiate, the maladaptive anger 
response are reviewed. Next, some of the more 
current approaches to anger management are 
explored. Lastly, there is a brief description of 
an integrated model of psychotherapy for treat-
ing anger issues in people who have cognitive 
disabilities or a dual-diagnosis. This approach 
blends aspects of Structured Learning Therapy 
(SLT) and Interactive Behavioral Therapy (IBT) 
with some of the more commonly administered 
cognitive-behavioral treatments of anger.

Understanding Anger
Anger is a matter of personal interpretation 

and appraisal. Some people are able to regulate 
the emotion of anger more readily than others, 
while others are more entrenched in it as a mode 
of reacting to stressful encounters. For example, 
people who have had traumatic abandonment 
experiences, rejection, physical abuse, or other 
harsh circumstances, either psychological or so-
cioeconomic in nature, tend to be more reactive 
as a way of survival. They are similarly reluctant 
to relinquish this pattern of responding that they 
have found most useful navigating obstacles in 
their lives (in spite of the obvious negative costs).   
Then there are those individuals who may be par-
ticularly susceptible to intense anger and rage 
due to what some psychologist have referred to 
as “low frustration tolerance.”   These individuals 
do not believe they should be frustrated, annoyed 
or inconvenienced (Deffenbacher, 2005).

Halloway (2003) noted that most people experi-
ence anger at least a few times a week. In some 
instances, “anger episodes” can result in yelling, 
screaming, physical aggression, throwing objects, 
pushing, or shoving.  Most people experience some 

level of anger when their needs are frustrated, 
they are disappointed, they have unfulfilled ex-
pectations (following rejection or after being hurt 
by others), or they have experienced various types 
of loss. In these emotional states there are resul-
tant physiological changes. Halloway showed that 
there was a reduction in symptoms of anger as 
measured with the Spielberger’s Trait Anger Scale, 
when patients were trained in cognitive and relax-
ation techniques. Anger was reduced from 85% to 
normal levels when cognitive and relaxation tech-
niques were used as therapeutic interventions. 
Within the relaxation domain, clinicians trained 
patients in progressive relaxation techniques until 
they were able to use personal cues, such as words, 
phrases, or images in an anger-reducing situation. 
In addition, cognitive therapy helped patients use 
alternative and more adaptive ways of thinking 
and reacting to anger. Deffenbacher’s (1996) stud-
ies  on anger management  support that the most 
effective approach is a combination of relaxation 
techniques and  cognitive therapy .  

Some interesting distinctions can be made 
when considering  anger management among 
persons with IDD. Novaco (2004) did not find 
any differences in ability to regulate anger when 
he compared people with developmental disabili-
ties  with other patients in  forensic and general 
psychiatric hospitals. However, Benson & Ivins 
(1992) found that people with mild intellectual 
disability displayed more anger than individu-
als with moderate and severe disabilities. This 
last result is possibly due to the identification 
that these higher-functioning individuals have 
with the non-disabled population coupled with 
the knowledge that those with mild intellectual 
disability are still limited by comparison. These 
results also suggest that some techniques may 
need to be adapted or modified in accordance the 
individual’s cognitive abilities. 

Cognition and Anger 
According to cognitive theorists, anger occurs 

when we pay attention to an anger arousing cue; 
the cues that cause anger are usually those with 
a high provocation value. Expectations of an out-
come also play a role. Anger has an important 

An Integrative Approach to the Treatment 
of Anger Problems in Individuals with 
Intellectual and Developmental Disabilities 
Darin D. Schiffman, Psy.D., L.P.
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role in perception, decision making and interper-
sonal communication. It focuses our attention, 
helping us to prioritize and make decisions in our 
lives. Interpersonally, it communicates perceived 
threat, or wrongdoing, and the intent of reprisal. 
Accordingly, this important information can fa-
cilitate negotiations on a social and interpersonal 
level, enabling conflict resolution. 

Frequently, when one is angry, there are 
changes in cognition, which may include cogni-
tive distortion in the form of irrational thoughts 
about others and negative self-statements. What 
a person gets angry about, of course, depends on 
the value the person ascribes to the event. There 
are also residual or cumulative effects whereby 
previously un-discharged anger or un-dissipated 
excitation (not necessarily anger specific) aug-
ments the intensity of a future provocation. 
Thus, it is important to express anger and to 
communicate feelings about otherwise stressful 
situations. People with developmental disabili-
ties may be particularly vulnerable to these ex-
periences because of their cognitive deficits and 
resultant misperceptions and misattributions. 

Emotions and Anger
Just as there are physiological and cognitive 

changes that accompany the perception of anger 
provoking stimuli, there are emotional signs of 
anger. Largely based on previous experiences and 
the schema that have developed regarding anger-
ing situations, an individual can experience dif-
ferent subjective and emotional levels of distress. 
These schema are essentially mental structures 
that are representative of an organized pattern of 
thoughts, memories, and preconceived ideas that 
people utilize to organize and better understand 
current knowledge and to provide a context for 
evaluating future knowledge.  Some of the more 
commonly experienced emotional signs of anger 
include: wanting to escape an angering situation, 
feelings of irritation, sadness, depression, feel-
ings of guilt, resentment, anxiety, shame, and 
embarrassment. 

Self-Monitoring of Anger
Benson, Rice & Miranti (1986) proposed that 

there needs to be an examination of self-control 
deficits in the population of individuals with in-
tellectual disabilities. The current author con-
curs, believing that some of the emotional self-
control deficits evidenced by individuals with de-
velopmental disabilities frequently result in the 
inappropriate expression of anger, particularly 
in the community. Some of the more effective 

treatments for helping individuals to regulate 
and control the expression of anger have typi-
cally involved some aspect of self-monitoring (i.e. 
developing a personal anger provocation hierar-
chy); progressive or focused muscle relaxation; 
guided imagery to regulate physiological arous-
al; deep-breathing; cognitive restructuring of 
anger (i.e. altering attentional focus, modifying 
appraisals, and using self-instruction); training 
in behavioral coping, communication, and asser-
tiveness skills through role play; and practicing 
the new anger management skills while visualiz-
ing and role playing progressively intense anger-
arousing scenes from their personal hierarchies.  
According to Goldstein & Keller (1987) self-ob-
servation and evaluation represent the final link 
in learning the anger-control chain. 

Implications of Underdeveloped Social Skills
It is regularly observed that people with cogni-

tive impairments have a higher rate of psychiat-
ric illness than the general population. Exposure 
to a broad array of psychosocial stressors con-
tributes to the establishment of mental illness 
in individuals with a cognitive disability, e.g. 
lower levels of social support, heightened family 
stress, and socioeconomic problems (Tomasulo & 
Razza, 2006). Accordingly, opportunities to prac-
tice healthy lifestyles are often sacrificed, and 
social functioning is further compounded within 
this group of individuals. Tomasulo and Razza 
(2006) assert that in many cases, these same peo-
ple have had decreased opportunities to develop 
more adaptive coping styles. There is clearly an 
overreliance on crisis management, psychiatric 
hospitalization, and, in particular, psychotropic 
medications. In spite of these trends, none of 
these interventions alone or utilized in conjunc-
tion with the others sufficiently addresses the 
problem. Individuals may lose their community 
placements because of poor anger control asso-
ciated with outbursts, aggression, self-injury, or 
property destruction.  Individuals living in devel-
opmental centers who are not adequately trained 
in anger control techniques may be discharged 
back to the community only to further display 
maladaptive behaviors such as aggression. In ad-
dition to crisis response and the various forms 
of psychiatric intervention, the author proposes 
that individuals with developmental disabilities 
can cope more effectively within an environment 
which is predictable and structured.

Therapeutic and Behavioral Interventions
There is a paucity of literature on specific 
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treatment interventions to manage angry or ag-
gressive behaviors in individuals with an intel-
lectual disability.  Novaco (1975), working with a 
group of non-intellectually disabled adults devel-
oped a cognitive-behavioral conceptualization of 
anger. He defined anger as a naturally occurring 
response that happened when someone feels sub-
jectively threatened, and he further elaborated 
that there are three major changes that occur in 
the organism—cognitive, behavioral, and physio-
logical. His predecessor, Albert Bandura first for-
mulated Social Learning Theory based on these 
concepts. Structured Learning Theory, which 
consisted of Modeling, Behavioral Rehearsal, and 
Social Reinforcement, led to a Structured Learn-
ing skills approach. Structured Learning Theory 
integrates the concepts of both Novaco and Ban-
dura by teaching – through modeling, behavioral 
rehearsal, and social reinforcement – how indi-
viduals can recognize cognitive and physiological 
changes and their effect on their subjective be-
haviors and emotions. Whitman, Scherzinger & 
Sommer (1991) showed that although traditional 
psychotherapy may have limitations in clinical 
interventions with children and adolescents who 
have an intellectual disabiity, clinical interven-
tion using a cognitive-behavioral model helped 
these individuals develop a wide range of skills. 
Hence, a concrete, structured clinical approach is 
more clinically effective for this population. 

Applied Behavior Analysis:
Although well-intentioned, the indiscriminate 

application of behavioral techniques without suf-
ficient grounding in scientific principle can have 
rather serious, even if unintended, negative con-
sequences. Incidentally, the paucity of trained 
and certified ABA practitioners contributes heav-
ily to negative outcomes. Thus, when understood, 
the principles of Learning Theory go a long way 
towards shaping desired behaviors. ABA entails 
the use of operant conditioning paradigms to un-
derstand the function of maladaptive behavior 
and to guide and shape the increased occurrence 
of those behaviors that are more adaptive. This 
is a directive approach to behavioral learning 
utilizing skills building and changes to the en-
vironment, programming, and opportunities for 
personal incentives for behavioral change.  

Teaching focuses on social skills, language 
skills, educational and vocational skills, and cop-
ing strategies. The behavioral interventionist ob-
serves the client within his/her natural, everyday 
environment. Anger episodes are paired with their 
occurrences. Questions are asked, such as: what 

was occurring in the environment to trigger the 
behavior and what is the motivation for the an-
ger episode? The behavioral interventionist also 
asks questions such as: what in the environment 
is maintaining the angry behavior? Behavior is 
viewed within a context. According to behavioral 
interventionists, it is impossible to alter or shape 
behavior without attending to the environmental 
factors that contribute to its occurrence. 

Individual Therapeutic Approaches
Deffenbacher (1996) proposed four stages to 

anger management intervention. The first stage, 
preparing for change, is proposed to be the stage 
which is the key to success. Clinicians need to help 
patients become aware of their anger. The second 
stage, changing, involves assertiveness train-
ing, avoiding and escaping from anger-provoking 
situations, and a ”Barb exposure technique” that 
triggers patients anger and then gets them to re-
lax. In the third stage, accepting and adjusting, 
patients are taught how to re-conceptualize their 
anger triggers, forgive others and avoid carrying a 
grudge against those who angered them. The final 
stage, maintaining change, focuses on the conclu-
sion of therapy where a long-term plan is put in 
place. Patients are taught to be aware that there 
might be new triggers that re-ignite their anger, 
so the focus is on relapse prevention training. 

The two most commonly employed tools uti-
lized in managing anger are Cognitive Therapy 
and Relaxation. They can be used separately 
or together. As previously mentioned, an anger 
response can be substantially mitigated when 
cognitive and relaxation techniques are used in 
tandem. Progressive relaxation techniques can 
be used to relax the person, thereby enabling the 
individual to be more receptive to personal cues, 
such as words, phrases or images in an anger re-
ducing situation. On the other hand, Cognitive 
Therapy helps patients to use alternative and 
more adaptive ways of thinking and reacting to 
anger. Deffenbacher (1996) clearly illustrated 
that a combination of Cognitive Therapy and re-
laxation techniques is usually most effective.  

Group Therapy
Although anger management treatment is of-

ten provided on an individual basis, it can be fa-
cilitated through group process. There are many 
advantages of a group format. Some of the most 
common advantages are: the process of learning 
effective anger-management techniques with 
and through one’s peers, realizing that one is 
not alone (universality), observational learning 
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of what does and does not work for oneself, the 
process of learning by listening, learning to work 
collaboratively and in a socially productive way 
with others, receiving support and encourage-
ment from others, and cost effectiveness com-
pared to individual psychotherapy.

Tomasulo and Razza (2006) developed a model 
of group psychotherapy for people with Intellec-
tual Disabilities. Known as Interactive Behav-
ioral Therapy (IBT), the approach evolved out of 
the need for a therapeutic modality titrated to 
individuals possessing cognitive impairments. 
The IBT model incorporates Moreno’s Psycho-
drama along with Cognitive Behavioral Therapy. 
Consistent with Moreno’s conceptualization, To-
masulo and Razza (2006) propose that patients 
should be engaged fully and should not be lim-
ited to cognitive tasks of thinking and talking as 
in traditional CBT models. The patient should 
instead be engaged around behavioral, emotion-
al, and verbal aspects of his/herr experiences. Ac-
cordingly, the emotional aspects of the patient’s 
experience are expressed through psychodrama 
(Tomasulo & Razza, 2006). 

The interactive behavioral model is particu-
larly well-suited to helping people with co-occur-
ring disorders—developmental disabilities and 
psychiatric conditions. Similar to Moreno’s Psy-
chodrama, Tomasulo and Razza (2006) propose 
that patients in group psychotherapy be guided 
through the stages of a) the warm up, b) the en-
actment, and c) the sharing. But due to the lim-
ited cognitive ability and poor interpersonal rela-
tionships in this population, the authors added a 
new first phase called the orientation. The orien-
tation phase helps people with cognitive impair-
ments develop skills needed for successful group 
participation. Their modified format is as follows: 
a) the orientation, b) the warm-up and sharing, c) 
the encounter, and d) the affirmation. Regarding 
the new first phase, Tomasulo and Razza made 
the following assertion: 

“Many people with intellectual disabilities are 
unfortunately accustomed to people not listening 
to them and will continue to talk whether others 
are listening or not. Many are not in the habit of 
listening while others talk, particularly when the 
other is a peer. People with cognitive disabilities 
have learned to devalue their peers (and them-
selves) and tend to talk over each other, clamor-
ing for the facilitator’s attention. The orientation 
stage is designed to alter this pattern” (p.88).  

Time spent orienting group members to the lis-

tening process of other group members can vary 
depending on the intellectual level of function-
ing. Hence, the four phases are greatly facilita-
tive of the communication process, especially the 
orientation. 

The Need for an Integrated Approach
The author has developed and evaluated the ef-

fectiveness of an integrated approach to teaching 
individuals (some with a dual-diagnosis) to more 
appropriately manage and express feelings of an-
ger. The individuals all participated in a psycho-
educational group; prior to the group’s beginning, 
all demonstrated deficits in their adaptive ability 
to affectively problem-solve and control the ex-
pression of anger. Due to the complexity of the 
clients’ problems, the author adapted and com-
bined several evidence-based approaches to fa-
cilitate the group. The techniques and strategies 
employed by the therapist drew extensively upon 
Learning Theory, with an emphasis on problem 
solving, relaxation, and the appropriate expres-
sion of anger. Similar to the IBT model, the fa-
cilitator of these training sessions tried to engage 
each participant as fully as possible. The levels 
encompassed by this integrative approach to an-
ger-management include physiological, behavior-
al, emotional, and cognitive dimensions. Listen-
ing and accurate communication are paramount.

Structured Learning Therapy for Anger
One of the main advantages of the Structured 

Learning Therapy (SLT) model is that it lends it-
self to addressing what is perhaps the most im-
portant, even if frequently overlooked aspects of 
anger. The importance of an individual’s identi-
fying the physiological arousal that is associated 
with one’s anger (and bringing it under volition-
al control) is often given short thrift, in favor of 
teaching pragmatic skills such as problem-solv-
ing, enhanced communication, and assertiveness. 
Despite the clear benefits of learning these skills, 
the physiological processes (and associated parts 
of the body where tension is experienced) that po-
tentiate the anger response must be recognized 
and dealt with in a more systematic fashion for 
those with intellectual and developmental dis-
abilities and, in some cases, comorbid psychiatric 
disorders. It is asserted that the dysregulation of 
the body’s physiological processes in combination 
with cognitive deficits can and often does further 
compound the ability of the individual with IDD to 
attend to his/her own thought process. Basically, 
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these individuals are immensely challenged to re-
gain volitional control and calm down by attending 
to the dysregulated physiological aspects of their 
anger. As such, SLT can be a relatively potent and 
structured bottom-up treatment strategy for at-
tenuating this intense limbic-mediated arousal. 
Other skills, be they cognitive, emotional, percep-
tual, or behavioral, cannot be reasonably instilled 
and expected to generalize until the physiological 
processes are in check.

 People who tend toward poor internal controls 
benefit when taught concrete skills to manage 
their anger. These skills are most effective if prop-
erly adapted to an individual’s level of function-
ing. As mentioned already, the theoretical model 
of Interactive Behavioral Therapy (IBT) grew out 
of the need to provide effective therapeutic treat-
ment to people with intellectual disabilities and 
co-morbid psychiatric disorders. It uses the gener-
al concepts of psychodrama and implicitly draws 
upon some of the SLT techniques as elaborated by 
Goldstein, Gershaw & Sprafkin (1976) to aid with 
therapeutic intervention. In this author’s opinion, 
this overlap with SLT is particularly evident in 
the first stage of IBT, which Tomasulo and Razza 
(2006) renamed the “orientation” stage. In this 
stage, the facilitator interrupts the speaker, ask-
ing that person to indicate who in the group was 
listening to the speaker’s statements. If the cho-
sen listener heard the communication, the facili-
tator then has the opportunity to provide verbal 
reinforcement to both the chosen listener (for at-
tending to that peer) and the speaker (for speak-
ing clearly and being aware of who in the group 
was listening). 

Concerning the efficacy of anger management 
treatment programs, the literature has shown 
that making similar modifications whenever ap-
propriate greatly increases the chances of success 
regardless of the clinical population (Chemtob, 
Novaco, Hamada, Gross, & Smith, 1997; Nova-
co, 2004). This author has made one significant 
modification to the SLT format for treating an-
ger in this population, adding a Subjective Units 
of Distress Scale (SUDS) to further emphasize 
the importance of re-evaluating and accurately 
appraising a threat with the obvious goal of re-
gaining a calm disposition. This outcome is best 
achieved by progressing through a five step se-
quence of physiologically and cognitive-emotion-
ally based tasks of self-evaluation. Each step 
calls upon various sub-skills and micro-skills and 
the SUDS scale is utilized in relation to three of 
the five steps. 

This author’s adaptation of SLT consists of sev-

eral modules. It is a comprehensive system of be-
havioral change that is believed to be particularly 
well-suited to those with intellectual disabilities. 
SLT is straightforward and highly pragmatic. 
Individual participants rapidly learn to internal-
ize the sequence of 5-steps (see “Structure of The 
Group”) and apply it across a variety of frustrat-
ing or anger-provoking situations.  SLT helps 
people to regulate the expression of anger. Yet the 
therapeutic process can also lead to other mean-
ingful changes. For example, participants also 
can learn the requisite skills needed for increas-
ing self-management and achieving interpersonal 
goals.  In terms of its application, another added 
benefit is the adaptability of the SLT model to a 
wide range of problems, not just anger. Anyone 
(teacher or student) who uses it can modify its 
purpose and infuse it with his or her own style.

In SLT, there is a significant emphasis on role-
play, modeling, and reinforcement of correct re-
sponses to facilitate learning of the material and 
generalization across various settings. SLT, like 
IBT, it is an active and interactive approach.  
Also, in working within the SLT framework, the 
opportunity will often arise for the facilitator(s) 
to specifically address some of the more preva-
lent issues that arise for the individual who has a 
dual diagnosis; these would be issues believed to 
be contributory to anger, poor self-concept, or de-
pression. Such issues might be related closely to 
heightened family stress, increased presence of 
reading and language dysfunction, and decreased 
inhibition in responding to stressful events. Con-
sidering such vulnerabilities, we might expect 
that some, or even all, of these issues would be of 
greater prominence in the psychological makeup 
of the DD service consumers with significant an-
ger management issues.

Presentation of Guidelines for Anger 
Management – An Overview

The following guidelines include the major ele-
ments of an approach that fully engages consum-
ers at the cognitive and behavioral levels. In the 
coming months, this intervention will appear in 
a manualized format.  The remainder of this ar-
ticle outlines such an approach.

Structure of the Group
In the group, individuals will learn specific 

skills to help them manage their anger. The 
group leader will discuss, model, role-play, and 
reinforce the learning of five steps related to the 
appropriate control of the anger response. The 
five steps that comprise the skills for effective 
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regulation of the anger response are referred to as 
learning points. Accordingly, there are five learn-
ing points in all: 1) identifying that something 
is wrong – usually a physiological sensation, 2) 
relaxation, 3) identifying the actual problem, 4) 
problem-solving or generating a solution – sev-
eral may be generated, and lastly, 5) choosing the 
best solution. The goal is for the participants of 
the group to listen to a vignette depicting an an-
ger provoking situation and to learn how to tie in 
the learning points with that vignette and gener-
alize this skill set to their everyday lives. From 
the perspective of the group facilitator, each one 
of these five learning points can be imparted us-
ing the teaching strategies below:

Therapists must adjust their role and expec-
tations to match their objectives in the applica-
tion of SLT. Much like CBT, an SLT approach is 
readily applied to an instructional group format. 
The SLT instructor plays an active role and col-
laborates with participants to learn and practice 
new skills. Regarding the need to practice these 
skills, each participant in the group should re-
ceive his or her own workbook consisting of all 
the personal homework assignments, key points 
from each module, and a section for personal 
notes and reflections; this workbook would be 
distributed at the beginning of the first training 
module. The instructor approaches the role of 
facilitator in an organized and systematic fash-
ion. This model calls for a practical, stepwise ap-
proach to training skills, in effect being a “coach,” 
and a “teacher,” rather than that of being a tra-
ditional “psychotherapist.” Accordingly, specific 
methods are applied in a scientific fashion to dif-
ferent problems, and free-flowing conversations, 
particularly those whereby the remote past is 
brought to the fore, are discouraged. 

Throughout the various modules, an individual 
will learn specific and interrelated skills to help 
manage the experience of anger. While strengths 
and resources of the participants are empha-
sized, group leaders should provide a more inten-
sive level of intervention to individuals who, be-
cause of multiple impairments, may have greater 
needs. The group leaders also discuss, model, 
role-play, and positively reinforce the learning 
of these skills. Finally, there is an emphasis on 
increasing knowledge and awareness of vari-
ous thought patterns, emotions, and behavioral 
skills that are deemed essential to improving 
self-management and volitional control over the 
anger response. 

The therapeutic tool kit consists of clearly for-
mulated training objectives along with various 

motivational aids and prompts. These might in-
clude a video-camera, blackboard, flipchart, or 
edible reinforcement. Despite the closely struc-
tured and supervised components of the group, 
it must be realized that even the best laid plans 
require those people implementing them to have 
a fair amount of patience and flexibility. Thus, 
the use of multiple instructional methods, enthu-
siasm, skill, and persistence on the part of the fa-
cilitators will usually ensure that the therapeutic 
message is well-received. From the perspective of 
the group facilitators, each one of the learning 
points is instilled through using a combination of 
any of the strategies shown below:

Pre-Training
This segment of the instruction consists of a 

very brief explanation of the importance of a par-
ticular concept followed by a role-play illustrat-
ing what NOT to do. It shows participants how 
certain behaviors lead to unsatisfactory outcomes 
and therefore demonstrates an inappropriate be-
havior that needs to be corrected.

Modeling
After the participants are familiarized with the 

learning points of a specific module (the five-step 
approach with the SUDS scale is just one of the 
modules, albeit possibly the most important) they 
observe the facilitator and a couple of other group 
members (selected at the beginning of the mod-
ule) demonstrate how people might use each of 
these learning points to respond to the hypotheti-
cal situation. This is called modeling. During the 
modeling procedure it is very important that in-
dividuals listen carefully for the learning points. 
Group members can also think about situations 
in their own lives where they can use the skills.

Research has delineated three types of learn-
ing by modeling. Modeling (or imitation, as it is 
sometimes called) has been shown to be an effec-
tive, reliable, and rapid means to facilitate the 
acquisition of new behaviors and to strengthen or 
weaken previously learned behaviors. All three 
of these identified forms of learning by modeling 
will be utilized in this manual-based approach 
(Goldstein, Gershaw, & Sprafkin, 1976):
1. Observational Learning Effects – refers to the acqui-

sition of new behaviors that the learner has not pre-
viously performed.

2. Inhibitory and Disinhibitory Effects – refers to 
strengthening or weakening behaviors that were 
performed very rarely by the individual, as engag-
ing in certain behaviors would be met with negative 
consequences by the person, e.g. disapproval.
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3. Behavioral Facilitation Effects – refers to the per-
formance of behaviors that have been previously 
learned. Thus, the behaviors are not new, nor are 
they potentially a source of negative reactions from 
others.

Didactic Presentations
Occasionally different learning materials are 

handed out, in addition to presentations of rel-
evant concepts that are consistent with a psycho-
educational approach.

Role Playing and Simulations
Individuals are able to learn a skill through 

practice or rehearsal. Vignettes are presented 
in most of the modules; the vignettes are then 
role-played. During the role play individuals will 
assume one of three parts: the main actor, the 
co-actor, or the observer. If they are able, they 
will keep notes called role playing notes to write 
down the learning points when they are in the 
observer role. Later they can give feedback or ask 
questions about the role play. 

Social Reinforcement and Feedback
Group members and leader(s) share their reac-

tions about the role plays, modeling, and didactic 
presentations by giving feedback always with an 
emphasis on what was done well and what needs 
to be improved on to achieve optimal results.

Homework
To bridge the gap between treatment and ac-

tual life situations, “real-life” assignments will 
be given. Individuals are told to rehearse the 
skills learned in the anger-management group 
in-between sessions. They are instructed to fol-
low a worksheet after each group and to com-
plete a homework report evaluating their expe-
rience of each of the assignments. Occasionally, 
the worksheet requires the participants to apply 
these skills in anger-provoking/stressful situa-
tions. Additionally, staff, caregivers, or others in 
a position of influence must be enthusiastic and 
supportive, providing encouragement, corrective 
feedback, modeling, and additional role-plays 
and utilizing positive reinforcement to help the 
clients learn the skills. The completion of these 
assignments by group members allows for the 
trainer or therapist to assess the degree to which 
the skills practiced and apparently learned in 
the group have been utilized effectively and have 
generalized to the client’s world (Goldstein, Ger-
shaw & Sprafkin, 1976).

In addition to homework assignments, there 

are a few other techniques that the co-therapists 
should utilize in promoting generalization. Most 
notably, the use of multiple trainers as role mod-
els will provide the participants with a variety 
of opportunities from which to learn and more 
closely approximate real-life situations. So, for 
example, if the training is taking place within 
a hospital or intermediary care facility the co-
therapists would be wise to defer to an inter-
disciplinary team in order to acquaint them 
with the goals and purpose of the modules and, 
whenever possible, to even extend their reach be-
yond the therapeutic milieu to include relatives 
and caretakers. In essence, the trainer wants to 
“program” the learners’ natural environments by 
bringing in supports to reinforce the acquisition 
and implementation of these newly learned skills 
(Liberman, DeRisi, & Mueser, 1989).

Advantages of a Combined Approach 
and General Conclusions

To summarize, SLT is a comprehensive, em-
pirical, and cognitive-behaviorally change-based 
system that has broad application; it is especially 
well-suited to addressing the multi-dimensional 
problem of anger. The approach is highly-struc-
tured, but assessment driven; it can be readily 
adapted for the purpose of providing anger man-
agement training to individuals with an intel-
lectual disability, in addition to those possessing 
a dual-diagnosis. An IBT approach is especially 
useful to address related treatment issues for 
people with IDD; essentially, the IBT concep-
tualization of psychotherapy encourages more 
adaptive interpersonal behavior through placing 
a significant emphasis on communication from a 
speaker to a listener.

This combined model is distinguished from 
more traditional approaches as it encompasses 
several overlapping dimensions of both SLT and 
IBT therapies. Specifically, this model of psycho-
therapy aims to 1) facilitate more effective ex-
pressive and receptive communication in people 
with IDD in order to achieve interpersonal goals, 
2) provide group members with increased op-
portunities to learn relevant concepts through 
psychoeducational and didactic presentations, 
and 3) to develop an increased capacity for self-
observation, one in which individuals can more 
readily recognize when something is the matter, 
and to take the appropriate form of action to re-
solve the problem. There are ample opportunities 
for individuals with IDD to engage one another 
at the emotional and cognitive level. Thus, in a 
supportive environment, participants can learn 
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to communicate better, developing more adaptive 
interpersonal behavior skills, similar to what is 
taught in interactive–behavioral therapy. Also, 
participants are taught to become more profi-
cient at problem-solving and expressing anger 
in socially appropriate ways. To facilitate the 
SLT aspects of the model, the facilitator uses a 
directive approach that allows for many learning 
opportunities through skills building, modeling, 
rehearsal, role-plays, and the judicious use of re-
inforcement. The particular adaptation of SLT 
described in this article was developed in a resi-
dential treatment facility called a developmental 
center. Due to the importance of social learning, 
and having greater access to social reinforcement 
in a group therapy format, it is believed that SLT 
for anger-management training is most effective 
when it occurs within a group context. Further, 
this program has been constructed to function at 
several different levels, overlapping and compli-
mentary to one another. At one level, the treat-
ment protocol is directive in facilitating the pro-
cess whereby the therapist must actively engage 
and interact with the client. On another logistical 
level, the program has been constructed to pro-
vide a workable format for the therapist to assess 
specific skill deficits in the clients and teach com-
mensurate abilities. To that end, while the initial 
informed assessment process aids the therapist 
in tailoring the program to suit the client’s unique 
and individual needs, it is the program’s basic 
structure and organization that ensures that all 
of the clients are taught concrete and solution-
focused strategies leading to behavioral change. 
Finally, the protocol provides an intrinsically 
rewarding and motivating experience for group 
members. A reinforcement based intervention, 
this approach employs much positive feedback, a 
flexible arrangement of learning objectives, the 
strategic use of tangible items such as edibles, 
and the full benefits of a group experience.

In terms of the future development of the mod-
el, the author is in the process of developing a 
manual that fully describes this adapted and 
combined SLT/IBT approach to anger manage-
ment for the IDD population. This manualized 
approach is tied to clinical assessment of persons 
for whom poor anger control may be exacerbated 
by mood or thinking problems.

References
Benson, B.A., & Ivins, J. (1992). Anger, depression, 

and self-concept in adults with mental re-
tardation. Journal of Intellectual Disability 
Research, 36, 169-175.

Benson, B. A., Rice, C. J. & Miranti, S. V. (1986). 
Effects of anger management training with 
mentally retarded adults in group treat-
ment. Journal of Consulting and Clinical 
Psychology, 54, (5), 728-729.

Chemtob, C.M., Novaco, R.W., Hamada, R.S., 
Gross, D.M., & Smith, G. (1997). Anger 
regulation deficits in combat-related post-
traumatic stress disorder. Journal of Trau-
matic Stress, 10(1), 17-35.

Deffenbacher, J.L. (1996). Cognitive behavioral ap-
proaches to anger reduction. In: K.S. Dobson 
& K.D. Craig, (Eds.), Advances in Cognitive 
Behavioral Therapy (pp. 31-62). Thousand 
Oaks, CA: Sage Publications.

Deffenbacher, J.L.  (2005). Controlling anger 
before it controls you. [Factsheet].  Wash-
ington, DC: American Psychological Asso-
ciation.  Retrieved July 19, 2012 from the 
World Wide Web: http://www.apa.org/topics/
anger/control.

Goldstein, A.P., Gershaw, N.J., & Sprafkin, R.P. 
(1976). Trainer’s manual for structured 
learning therapy. New York: Pergamon 
Press/Structured Learning Associates.

Goldstein, A. & Keller, H. (1987).  Aggressive be-
havior Assessment and Intervention.  New 
York, NY: Pergamon Press, Inc.

Halloway, J. D. (March, 2003). Advances in anger 
management. Monitor on Psychology. 4(3), 
Retrieved July 20, 2012 from the World Wide 
Web: http://www.apa.org/monitor

Novaco, R. W. (1975). Anger control: The develop-
ment and evaluation of an experimental 
treatment. Lexington, MA: Lexington Books.

Novaco, R. (2004). Assessment of anger and ag-
gression in male offenders with developmen-
tal disabilities. Psychological Assessment, 
16, 42-50.

Tomasulo, D.J. & Razza, N. J. (2006). Group psy-
chotherapy for people with intellectual dis-
abilities: The interactive behavioral model. 
Journal of Group Psychotherapy, Psycho-
drama, & Sociometry, 59(2), 85-93.

Whitman, T.L., Scherzinger, M.F., & Sommer, K.S. 
(1991). Cognitive instruction and mental 
retardation. In P.C. Kendall (Ed.), Child and 
adolescent therapy: Cognitive-behavioral 
procedures. New York: Guilford Press

For additional information, contact Dr. Schiff-
man at Dschiffman@optimum.net. 



35March/April 2013    Volume 16    Number 2

The NADD BULLETIN

National Task Group (NTG) on Intellectual 
and Developmental Disability (IDD) and 
Dementia Practices Workshops
Seth Keller, MD

The NTG was created in 2010 to address the 
growing concern that Alzheimer’s disease and re-
lated dementias are becoming increasingly more 
common within the population of aging adults 
with Intellectual and Developmental Disability 
(IDD). Both Matt Janicki, PhD and I had been 
working together to increase awareness of de-
mentia and IDD through educational efforts and 
trainings.  After some time, we realized that in 
addition to increasing public and professional 
awareness we wanted to launch endeavors relat-
ed to creation of care practice standards, as well 
as launch an advocacy movement. The timing of 
all these activities appeared to coincide with a 
national focus on dementia through National Al-
zheimer’s Project Act (NAPA). 

The National Task Group on Intellectual and 
Developmentally Disability and Dementia Prac-
tices, which we refer to as the NTG, was concep-
tualized as a volunteer driven, multidisciplinary, 
multi-organizational grass roots effort. This effort 
was initiated under the auspices of the American 
Academy of Developmental Medicine and Den-
tistry (AADMD), American Association on Intel-
lectual and Developmental Disabilities (AAIDD) 
as well as the Rehabilitation Research and Train-
ing Center on Aging with Developmental Disabil-
ities-Lifespan Health and Function at the Uni-
versity of Illinois at Chicago. Although there are 
many similarities to the graying of the IDD popu-
lation and the growing aging non-IDD population 
in the United States, we also saw that our popula-
tion of aging adults with dementia and IDD had 
unique challenges. The goals of the NTG were to 
bring together leaders and other parties interest-
ed in aging IDD, and dementia who would work 
to create an awareness campaign of the growing 
concerns for dementia in this population, craft 
care practice guidelines, recommend approaches 
to the early assessment of change of function, and 
develop standards for health care practices and 
community-based supports.  

Since the 1960s, a number of important educa-
tional and research advances have revealed that 
Alzheimer’s disease occurred at an increasingly 
higher rate and at a much younger age in those 
with Down syndrome (DS). This concern for Al-

zheimer’s disease in DS was not as much of an 
issue in earlier decades when individuals with 
DS and other forms of IDD did not live beyond 
their 40s and 50s. Fortunately, improvements in 
general health care and the addition of a greater 
emphasis of health promotion and health educa-
tion have now enabled many of those with IDD, 
including those with DS, to become seniors. This 
graying of the IDD population has also created a 
number of challenges (Janicki and Dalton, 1999).

Functional decline is often an inevitable sign 
of growing older. Many with IDD have a baseline 
of functional impairments that exist throughout 
their lives, and with advancing age the capac-
ity to contain and compensate for these changes 
becomes much more difficult. These changes in-
clude the slowing of cognitive function as well 
as the risks of developing dementia. Moreover, 
care support for those with IDD increases as they 
age and increases to a significant extent if they 
develop dementia. Families, community support 
agencies, higher centers of learning, and our gov-
ernment all recognize the challenges that are 
faced when growing support needs are required. 

There are critical, unanswered questions: How 
do we recognize when change and decline repre-
sents “true” dementia? How do health care prac-
titioners diagnose, treat, and manage dementia 
in someone with IDD?  How does the community 
support structure help care for the progressive 
and challenging nature of advancing dementia? 

There has been sparse relevant literature since 
the 1980s regarding dementia in the population 
of individuals with pre-existing cognitive deficits 
due to their intellectual and developmental dis-
ability.  Education for family and professional 
caregivers has been based on anecdotal reports 
rather than a systematic study and review of 
what can be helpful.  Health care provider train-
ing exists in dementia care for the general popu-
lation but is lacking with regard to unique and 
challenging health issues that are encountered 
by adults with IDD as they age. There are health 
disparities with regard to the assessment and 
treatment of dementia in this population.  

The NTG began initially within its mission 
to help bring together various experts around 
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the United States as well as from the interna-
tional community who would create care prac-
tice guidelines and recommendations. Early in 
its formation, the NTG focused on organizing, as 
well as paralleling and matching, the efforts that 
had begun to take place after President Obama 
signed into law the National Alzheimer’s Project 
Act (NAPA) in January 2011.  

The NTG strongly encouraged the NAPA coun-
cil and the Task Force that was formed later to 
include IDD and DS and dementia into their 
plans and objectives. The NTG created “The 
Thinker Document,” a reference to help provide 
specific recommendations and goals in IDD and 
dementia care which were felt to be essential ele-
ments. Many of the recommendations to improve 
care required an integrated approach that was 
dependent upon the cooperation and coordina-
tion among a number of stakeholder organiza-
tions (National Task Group on Intellectual Dis-
abilities and Dementia Practices, 2012).

It soon became clear that simply producing and 
publishing these materials would not be enough 
to help educate and train the support and care 
providers. We used the model of a workshop, 
which had been successful in the past with a 
number of NTG members; beginning in May 
2012, the NTG held its first NTG Workshop in 
Phoenix, Arizona. 

The rationale and scope of the NTG Workshop 
has evolved since the idea first began. The ini-
tial approach was to create a full-day education-
al event that included NTG leaders who would 
present several aspects of care, including early 
assessment, healthcare, and community support. 
The workshop evolved to include the participa-
tion of local experts who formed a panel to dis-
cuss the various issues and consider local options 
to address those issues. The long term goal is 
to create a sustainable and successful IDD de-
mentia care program. This requires long-term 
motivation, dedication, and cooperation among 
the various stakeholder groups. The location of 
the original workshops was based on finding re-
gional U.S. locations as well as to accommodate 
the NTG Steering Committee and its leaders who 
were the workshop presenters.

Each workshop typically starts out with an 
opening introduction and discussion of the de-
mographics and current and future direction for 
aging and dementia of the IDD population. A his-
tory of the NTG and NAPA is also reviewed. 

The next speaker would then review and dis-
cuss the need for an early assessment tool that 
can be used by families and support staff to help 

provide objective evidence that change has oc-
curred in the individual’s function in activities of 
daily living.  The work that led to the creation of 
this tool, including a pilot field testing program 
led by one of the NTG’s task groups, is also dis-
cussed. The current version of the tool, called 
the NTG-Early Detection Screen for Dementia 
(NTG-EDSD), is shared with the workshop at-
tendees and its applications and purposes are 
reviewed (Esralew et al., 2013).

The next speaker focuses on the importance of 
healthcare practices to those who are aging with 
IDD and dementia. A review on the importance 
of health assessment and care that is provided 
by families and support staff is elaborated upon 
as well as on how communication and data is im-
portant to care. The important relationship with 
the health care practitioners is emphasized. The 
diagnosis, treatment, and long term health man-
agement of the individual with IDD and demen-
tia is reviewed. The NTG has submitted articles 
for publication on these important topics (Bishop 
et al., 2013; Moran et al., 2013).

The third speaker reviews the very important 
topic of community supports. The quality and type 
of home care, how home care evolves as the in-
dividual progresses and declines, and the role of 
agency and state and governmental involvement 
and funding are described. The NTG has recently 
had its community care practice guidelines ac-
cepted for publication (Jokinen et. al., 2013).

A panel and break out discussion are also typi-
cal elements of the workshop which often would 
take place towards the latter part of the day up 
until the conclusion of the program. The composi-
tion of the panel should include invited key opin-
ion leaders who represent the field of aging, IDD 
community support, and dementia. This discus-
sion allows the audience to gain an appreciation 
of what the various leaders and organizations are 
doing to tackle the issues at hand. A break out 
session would allow the audience an opportunity 
to personally discuss some of the elements intro-
duced during the program and lend their opinions 
and suggestions on how they would engage some 
of the challenges that they may face in helping to 
care of someone with I/DD and dementia.

The NTG Workshop program gained momen-
tum after the successes in Phoenix, Arizona, and 
Charlotte, North Carolina. The feedback received 
was very positive and the interest and attendance 
at these events was outstanding.  The next two 
workshops in Los Angeles and New Brunswick, 
New Jersey relied mostly on local state IDD and 
dementia experts for planning and supplying the 
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speakers. These two workshops identified key 
state partners to work with the NTG as well as 
having key NTG leaders take responsibility for 
working in their home states. UCLA in Los An-
geles and The Arc of New Jersey in New Jersey 
became the two main supporting organizations 
for the events respectively. To ensure that these 
events, as well as subsequent events, became 
successful, not only in the short term goal of edu-
cating the attendees but also in helping to build 
partnerships, it was necessary to bring the key 
stakeholders together. 

Support for the individual with IDD and de-
mentia occurs on multiple levels. Direct care 
and support may rely on families if the indi-
vidual lives at home; therefore, gaining sup-
port of key IDD advocacy organizations is ex-
tremely valuable.  The Alzheimer’s Association 
is a national leader and helps educate families 
and health professionals at the state levels; the 
Alzheimer’s Association keeps caregivers in-
formed about current and pending initiatives 
in dementia care. The NTG has sought the Al-
zheimer’s Association’s assistance in supplying 
speakers for workshops and help with long term 
planning coordination with the other partners. 
Additionally, the Down syndrome advocacy or-
ganizations could play a similar role in help-
ing to educate families about dementia, such as 
early warning signs and various care practices 
during the stages of the disease. 

It is also important to bring State and local 
I/DD community-support organizations to the 
table. Organizations such as The Arc and Good-
will Industries provide an invaluable service 
to the direct care and support of individuals as 
they age.  Direct Support Professionals (DSPs), 
like families, also need to be aware of the signs 
of change and understand the changing patterns 
of care as the disease advances. Likewise, the 
professional agencies themselves need to be able 
to determine the level of workforce required to 
support the individual with dementia. A model 
of care must to be developed that can anticipate 
the challenges that exist as well as those that lie 
ahead. The goals of maintaining quality of life 
and dignity and helping to ensure that the in-
dividual can stay at home for as long as possible 
need to be part of any IDD dementia program.

The Developmental Disabilities Councils and 
DD state directors all have a vested interest in 
helping to tackle the aging and dementia chal-
lenge. They should be willing participants in the 
Workshop. Governmental funding at the state 
and federal levels and CMS reimbursements are 

all significant concerns for this population that 
requires ever-broadening supports. 

The Universities Centers of Excellence in De-
velopmental Disabilities (UCEDD) and the vari-
ous Leadership Education in Neurodevelopmen-
tal and Related Disabilities (LEND) programs 
can also be excellent resources.  There may be 
programs already in existence which are helping 
with DSP and health practitioner training while 
being involved in advocacy work. 

A number of universities and medical schools 
may be involved in IDD dementia care and re-
search; such is the case with USCD and UCLA. 
It is essential to have these experts involved in 
the workshops, as well as involved in long-term 
planning of programs of care. Moreover, national 
IDD organizations, such as the AADMD, AAIDD, 
DDNA, and NADD, can all play keys roles in 
these activities. 

The Administration of Aging and the state 
and local area agencies on aging currently play 
key roles in supporting the aging and demen-
tia community. Identifying their state and local 
leaders is essential to bringing them to the table 
as partners. 

The NTG has identified a number of interested 
members in several states as well as provinces in 
Canada. The NTG has created a NTG Workshop 
Prospectus which can be used as a prototype to 
help others build their own workshops. The NTG 
has also developed an education committee which 
will collaborate with the various state leaders to 
help ensure their programs become a success. 

The available resources, finances, and research 
opportunities may be a continuing strain, but the 
needs will become exceedingly evident as time 
goes on. The Workshops can help jumpstart the 
creation of long-term state and local I/DD demen-
tia care programs. 
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Meeting the Training Needs on Dementia 
and Intellectual and Developmental 
Disabilities: The National Task Group 
Webinar Series
Kathleen M. Bishop, Ph.D., Finger Lakes Geriatric Education Center, University of 
Rochester

The National Task Group (NTG)) on Dementia 
and Intellectual and Developmental Disabilities 
(IDD) was formed in 2010 to address the growing 
issues related to dementia and adults with IDD. 
As part of the growing numbers of older adults 
with IDD, estimated to be over 700,000 in the 
US with numbers tripling that by the year 2030, 
there are increasing numbers of adults diagnosed 
with dementia and other related health concerns 
(Tyler & Noritz, 2009, NTG , 2012).

In the past adults with IDD lived shorter lives 
with fewer adults living independently in the 
community. The numbers of older adults have 
increased as well as the percentages of adults 
with IDD living in the community, i.e. not under 
the auspices of a specific agency (Tyler & Noritz, 
2009). This growth in numbers and increase in 
independent living can be attributed to improved 
medical knowledge and care, better living con-
ditions, deinstitutionalization, and to the same 
reasons that people in the general population are 
living longer (Heller, Janicki, Hammel, & Factor, 
2002).

People with IDD are living longer to the point 
where their life expectancy is nearly comparable 

to that of the general population. Furthermore, 
even those with severe/profound IDD who have 
more complex health issues have a life expectan-
cy rapidly approaching 60 (Bittles et al., 2002). 
Initial evidence indicates that older individuals 
with IDD have similar or even higher rates of 
age-related conditions than older persons with-
out lifelong disabilities (NTG, 2012).

The organization of the group included the de-
velopment of a number of sub-groups to address 
specific areas of concern with the first year devoted 
to gathering the demographics and identifying the 
issues needing to be addressed. At the end of this 
process future goals and tasks were established 
for each of the sub-groups. A collaborative docu-
ment ‘My Thinker’s not Working’ was published in 
2011 to introduce the issues of concern presented 
by the group as well as to provide recommenda-
tions to address these issues. This document can 
be found at http://aadmd.org/ntg/thinker .

The issues included the complex challenge for 
accurate diagnosis of dementia in older adults 
with IDD, lack of research and available prac-
tice guidelines, and the difficulty in maintaining 
quality of life for adults with a dual diagnosis of 

Janicki, M.P., & Dalton, A.J. (1999). Aging, demen-
tia, and intellectual disabilities: A Hand-
book. Philadelphia: Taylor and Francis.

Jokinen,, N., Janicki, M., Keller,, S., McCallion, 

P., Force,, L., and the National Task Group 
on Intellectual Disabilities and Dementia 
Practices. (2013). Guidelines for structur-
ing community care and supports for people 
with intellectual disabilities affected by 
dementia. Journal of Policy and Practice in 
Intellectual Disabilities, 10(1).

Moran, J., Keller, S.M., Janicki, M.P., Singh, B., 
Rafii, M., & Kripke, C.  & the National Task 
Group Section on Health Care Practices, 
Evaluation, Diagnosis, and Management.  

(2013). Position paper on evaluation and 
assessment for medical care of adults with 
intellectual disabilities with dementia.  Re-
trieved from www.aadmd.org/ntg. 

National Task Group on Intellectual Disabili-
ties and Dementia Practices. (2012). ‘My 
thinker’s not working’: A national strategy 
for enabling adults with intellectual disabili-
ties affected by dementia to remain in their 
community and receive quality supports.  
Retrieved from www.aadmd.org/ntg.

For additional informaiton, contact Dr. Keller 
at sethkeller@aol.com. 
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dementia and IDD along with their caregivers. 
Another issue was the potential for increased 
frailty in the older caregivers who may also be 
impacted by their own dementia and the lack of 
knowledge within agencies who provide care for 
adults with IDD. Recommendations were made 
to address the numerous issues presented in the 
document.

One of the recommendations to address cited 
issues was to present training through tradition-
al seminar formats and webinars on the various 
topics identified as needs for agencies, health care 
providers, families, staff, advocates, and adults 
with IDD. The first Webinar series has been gen-
erously funded by the Special Hope Foundation. 
The Special Hope Foundation’s mission is to pro-
vide accessible healthcare delivery designed to 
meet the needs of adults with developmental dis-
abilities. By funding this webinar series they are 
providing national training that will help health 
care providers, organizations, and advocates re-
duce disparities in access to quality assessment, 
interventions, and care for older adults with cog-
nitive or functioning decline due to dementia. To 
help fund future trainings sponsored by the NTG 
there is a small registration fee.  

The Webinar training will be presented in two 
series of 4 topics held weekly in March and May 
2013. The March Series will be held on Tuesdays 
March 5, 12, 19, and 26 from 1:00 to 2:30PM EST. 
The specific dates of the May series will be an-
nounced in later March. The topics will include 
an introduction to the issues including family 
and caregiver concerns, the importance of early 
detection and diagnosis of dementia for adults 
with IDD, system challenges to care especially 
providing a person-centered approach, and the 
emphasis on collaboration across the networks 
for adults with IDD and dementia.

For registration information please go to http://
aadmd.org/NTG/marchseries/register. The cost 
for all four live   is $30. Webinars will be archived 
and available for viewing for those unable to view 
them live.

The NTG will continue to offer resources and 
advocacy to help improve the quality of life for 
adults with IDD and dementia. Further informa-
tion is available on the NTG activities and op-
portunities to volunteer to participate with the 
group on the website http://aadmd.org/NTG . The 
NTG members encourage you to view the website 
and offer suggestions for future activities and 
webinars. 
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This article continues our exploration of the re-
lationship between Childhood Onset Schizophre-
nia (COS), Autism Spectrum Disorders (ASD), 
Intellectual Developmental Disabilities and at 
least some forms of epilepsy. We will investigate 
the idea that many forms of severe psychopa-
thology share genes with other developmental 
disorders. In our journey it becomes apparent 
that some of these genes are more active during 
early brain development while others go on to 
play different roles in the evolution of late onset 
mental disorders. The mechanisms underlying 
these gene-environment transformations are the 
essence of the two-hit models in developmental 
neuropsychiatry. But from this point onward, the 
clues might confound even Sherlock Holmes. So 
let us join in, “the game is afoot.”  

Many of us still struggle to understand the 
complex interaction between nature and nurture 
inherent in gene-environment interactions. Even 
with the best of intentions, we occasionally re-
lapse into either/or thinking or fall into the trap 
of still segregating genes effects (nature) from 
environmental influences (nurture). Recent de-
velopments in molecular genetics suggest that 
gene-environment interactions (epigenetic fac-
tors) play a major role in complex neuropsychiat-
ric disorders.  These transactions are foundation-
al to distorted perceptions, cognitive processing, 
and response patterns to social interactions. We 
must also understand that what we call “symp-
toms” are not only the product of these malfunc-
tions. They are also continually influencing neu-

roplasticity in key cell types and eventually short 
circuit other critical networks that connect both 
within and between many brain regions.   

We can start our search for an explanation by 
asking how age of onset influences the phenom-
enology and severity of schizophrenia. We can as-
sume that an earlier age of onset is related to the 
early appearance of aberrant activation/deactiva-
tion of genetic switches that in turn disrupt social 
intelligence and higher cognitive skills. The tim-
ing of these developmental derailments suggests 
that there are critical periods for laying the foun-
dation for complex cognitive functions such as co-
herence, executive functions, and more advanced 
academic skills.  Thus, age of onset may provide 
clues about the phenotypic differentiation of ASD 
from SSD. Perhaps this is where the relationship 
between ASD/SSD and epilepsy/IDD is most rel-
evant. Unfortunately, there seems to be no “easy” 
solution to how these disrupt the emerging hier-
archy of neuronal organization, regulation, and 
communication associated with these apparently 
distinct disorders.   

Perhaps our best chances arise from studies of 
monozygotic twins discordant for ASD or SSD.  
Since MZ twins have a similar genome, we may 
assume that differences are the result of epigene-
tic effects (gene-environmental interactions) and/
or other non-genetic influences on gene activity; 
toxins, infections, the presence of IDD, and epi-
lepsy may also be contributors to these varia-
tions. The population of children with ASD who 
tend not to develop COS are those who may be at 
increased risk for both epilepsy and IDD.  Chil-
dren with mild ASD, who tend to be free of  IDD 
or epilepsy, tend to be at a relatively increased 
risk for developing  childhood and/or adult onset 
schizophrenia Aside from the role played by key 
epistatic gene effects resulting in more general-
ized brain dysfunction, the exact mechanism of 
this convergence/divergence dilemma is beyond 
the scope of this article (and the author’s under-
standing of the process).

So we will turn off analogies. Most of us know 
more about ecology than this level of neurosci-
ence. It may be helpful to reframe this discussion 
in terms of how minor changes can affect com-

Neuroscience Reviews

Childhood-onset Schizophrenia:  
Which Way Do We Go?
Jarrett Barnhill, MD, DFAPA, FAACAP, NADD-CC, UNC School of Medicine
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plex ecosystems. Viewed in this way, it makes 
sense that gene effects on psychopathology may 
lie upstream from the symptoms we are currently 
using to diagnose schizophrenia. Extending this 
metaphor, we are probably relying upon observ-
able behaviors/symptoms and suspected neu-
rotransmitter abnormalities without fully under-
standing the ecosystem that gives rise to them. 
In this regard, the ecological model is analogous 
to the transactional one. To fully understand the 
ecosystem that gives rise to the observable be-
haviors/symptoms and suspected neurotransmit-
ter abnormalitiese requires that we adapt our 
thinking about psychopathology to consider eti-
ology in an ecological sense. We may not be able 
to grasp the untold numbers of interconnected 

gene-environment interactions, but we can feel 
a bit more comfortable trying to grasp by anal-
ogy the mosaic of transactions within our brain’s 
ecosystem. The fact that there is a bewildering 
heterogeneity and clinical overlap between these 
four developmental disorders suggests that there 
are many unknowns. This uncertainty leaves 
us with enough unanswered and even some un-
dreamed questions to keep Holmes quite busy. 
The rest of us will try paddling up the Amazon 
for answers.    

Next time: Is Velocardiofacial syndrome a pos-
sible answer?         

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

US Public Policy Update

My Story
Susan Klick

As the parent of a son who has a dual diagno-
sis, I find that the support needed for safety and 
continuous improvement is a lifetime mission.

Starting with a seemingly normal baby 39 
years ago – a baby who had colic and cried a lot 
and grew into a toddler with poor sleep patterns, 
delayed speech, and frequent respiratory infec-
tions -- was the beginning of a lifetime mission to 
support a child with special needs. Looking back 
over the years I tried turning over every medical, 
educational, and social stone possible to find a 
solution to this puzzling condition.  When he did 
not “outgrow” this “developmental delay,” testing 
started with San Diego Children’s Hospital at age 
3, Newington Children’s at age 5, Boston Chil-
dren’s at age 7 for this overly energetic, far-away 
looked, bright eyed child. The common result was 
the obvious hyperactivity, attention deficit disor-
der, learning disability label and language barri-
ers with a multitude of recommendations that the 
school scarcely followed due to budget constraints 
and other excuses.  Ugh, the search continued.  

There was minimal academic progress due to 
irregular learning retention.  Medical explora-
tion included seizures, CAT scans, allergy testing 
and treatments, special diets, medications, ge-
netic testing, and holistic health plans which did 
not result in the miracle solution that I hoped for.  
As the years progressed, the issues grew larger 
and the solution choices became smaller.  School 
years required special placements. once I had 

successfully challenged administration, through 
due process, for more appropriate and costly edu-
cational settings.  After high school graduation 
at age 21, he was now eligible to receive services 
from the various state agencies, but most weren’t 
appropriate for him.  At this point, his status 
and system functionality seemed consistent.   He 
lived at home with family, was working part time 
with the assistance of a job coach.  He still seemed 
to have some medical issues with tiredness and 
always seemed to have his thoughts elsewhere 
which continued to be part of his expressive/re-
ceptive language disability.  

Then around age 27 it seemed like everything 
turned upside down for some unknown reason.  
A mental health condition arose, and we were 
now dealing with a new and additional host of is-
sues.  After inpatient stays at almost every men-
tal health institution in the state for almost a 
year, some added diagnoses were depression and 
psychoses with a variety of drugs too numerous 
to list.  All I knew was that he was not getting 
any better, and his condition now resulted at a 
dangerous diagnosis of neuroleptic malignant 
syndrome, a very severe and life threatening re-
action to the prescription of anti-psychotic drugs.  

I exhausted every likely medical or mental 
health resource that my imagination could pos-
sibly think of until a resource instructed me not 
to bring him back home from the next emergency 
room crisis visit.  I couldn’t imagine telling the dis-
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charge nurse that I could not pick him up because 
I could no longer safely handle this condition that 
was dangerous for him and the others. My re-
source reiterated that it was the only safe solution 
and that I was still a good mother.  The discharge 
nurse was not happy at all and was yelling at the 
other end of the phone line.  Within two days he 
was placed within an interim state health facility, 
and the state Department for Mental Retardation 
(DMR) contacted me to discuss next steps.  

When my son was 29 years old, the DMR as-
signed him an advocate, a person with a Ph.D. 
who was a private consultant who worked with us 
to access services. Her focus was on listening to us, 
learning about our son, person-centered service 
development, training the system to learn from 
our experiences, and access to the care he need-
ed. She advocated for him to receive treatment in 
Massachusetts. Over the next year, the UMASS 
Neuropsych Inpatient Unit treated him during 
various inpatient stays.  Following one discharge 
back to a state operated community program, he 
ended up arrested because a staff person said my 
son assaulted him when in fact my son had all the 
bruises on his face.  When was this nightmare go-
ing to end?  We now had legal issues to deal with 
as my son was readmitted to UMASS.  

Nothing was working, but we kept on trying.  
It was difficult to accept that in addition to ID, 
my son has schizophrenia. He had multiple ECT 
treatments that resulted in no change until a last 
resort medication called Clozaril was tried and 
seemed to work.  This was the turning point to 
a healing direction and a new set of challenges.  
Over the next 10 years lots of healing and growth 
continued but not without continuous vigilance 
and remaining in contact with exceptionally 
skilled resources.  

His advocate, a respected expert in the field, 
will make calls and work with me when needed 
despite the fact that she is no longer working 
with the state. When changes in the system oc-

cur, his history can be forgotten.  It takes advo-
cacy on my part and the part of others to insure 
that they remain helpful to him. His initial need 
for very high medications resulted in a 50 pound 
weight gain, which required continuous effort 
and communication with staff to watch his diet 
and again follow the recommendations from the 
UMASS team. He now enjoys a busy and produc-
tive life, which includes employment, social ac-
tivities, sports and continued improvement, and 
he is a healthy weight – it can be done. No one 
would have cared, even though excessive weight 
gain would have resulted in a whole host of other 
medical complications including diabetes.   

This is a lifetime mission in an ever-changing 
system. The UMASS Unit is no longer there, 
closed down due to lack of funding. There is no 
inpatient unit that could now serve him with 
the expertise he would need. Fortunately things 
have gone well for some time. My son now has 
an excellent state-funded community provider, 
but they are always being pressured to reduce 
services without a clear understanding of what 
this could mean to my son. State administrators, 
who knew my son’s story are gone and have been 
followed by those who attempt to apply a broad-
brush approach to services without consideration 
of the person’s history. This is a lifetime mission. 
He will always be vulnerable to risk, and I will 
always be there to encourage, support, and advo-
cate for him to find the most effective resources.

For additional information contact Susan Klick 
at susan.klick@snet.net. 

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. 



Note from the editors
The current issue of the Bulletin covers lifespan clinical concerns 

for persons with IDD. Darin Schiffman considers the effects of using a 
manual-based approach to anger treatment for persons with IDD. Seth 
Keller provides background on the development of the National Task Group 
on Intellectual Disabilities and Dementia Practices and Kathleen Bishop 
describes NTG’s current emphasis on education through the development of 
a webinar series relevant to dementia and IDD. Jarrett Barnhill continues 
his explanation of the relationship between Child Onset Schizophrenia 
(COS) and developmental disorders. Susan Kirk, in writing about her 
experiences as a parent advocate, describes how parenting a son with dual 
diagnosis is a lifetime mission involving passion, advocacy and vigilance. 
The DSP Interests and Concerns column announces the introduction of 
the NADD DSP Award for Excellence and of scholarships to enable DSPs 
to attend NADD conferences.

The co-editors would like to encourage you to submit articles describing 
your work with persons with dual diagnosis so that we can share this 
material with the NADD community.

Jarrett Barnhill,MD, DFAPA, FAACAP, NADD-CC
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DSP Interests and Concerns

NADD Conference Scholarship Opportunity 
for Direct Support Professionals and The 
NADD DSP Award for Excellence 

NADD continues its support for Direct Support 
Professionals who provide support to individuals 
with IDD and mental health needs by introducing 
(1) the NADD DSP Award for Excellence and (2) 
scholarships to assist DSPs to attend NADD 
Annual Conferences.

Conference Scholarship Opportunity 
for Direct Support Professionals

NADD is committed to improving the 
workforce of Direct Support Professionals (DSPs) 
who are supporting people in our communities 
with intellectual/developmental disabilities and 
mental health needs.  In appreciation of these 
hard working and committed DSPs, NADD is 
supporting an annual scholarship opportunity. 
Three DSPs will each receive a free full conference 
registration for the annual NADD 30th Annual 
Conference & Exhibit Show October 23-25, 2013 
in Baltimore, MD. 

This scholarship is open to any DSP in 
good standing who supports individuals with 
developmental/intellectual disabilities and 
mental health needs, and would benefit from an 
opportunity to advance his/her involvement and 
knowledge in the field by attending the NADD 
30th Annual Conference. 

Please visit NADD website to complete 
application information and to respond to the 
following questions.  
1. Describe the work you do in the community and the 

individual(s) you support. Include an illustration 
of how your work in the field has improved the 
quality of life and mental wellness for someone you 
support. (Please exclude personal identifiers and 
protected health information.)

2. Explain how you hope to benefit from attending 
The NADD Conference and how you plan to use the 
experience to enhance your work in the field. 

The NADD DSP Award for Excellence
The NADD DSP Award for Excellence will be 

given annually to acknowledge a Direct Support 
Professional (DSP) whose contribution to 
supporting people who live in our communities 
has resulted in significant improvement in the 

quality of life for individuals with intellectual 
and developmental disabilities and mental 
health needs.  The award will be given to a 
Direct Support Professional whose dedication, 
advocacy, compassion, competence, person-
centered approaches and collaboration results in 
improved quality of life, health and wellness, and/
or opportunities for person(s) with intellectual 
disabilities and mental health needs.  The 2013 
award will be presented at the NADD 30th 
Annual Conference & Exhibit Show in Baltimore, 
Maryland October 23-25, 2013.  

To nominate a DSP for this prestigious award, 
please submit:
1. A one to two page statement indicating reasons 

for nominating candidate for consideration for this 

award, for example: how has this individual’s role as 

a DSP been exemplary, what makes him/her special. 

2. The candidate’s resume or employment/education 

history

3. Candidate’s contact information, including name, 

address, telephone number, fax number, and email 

address

4. Nominator’s contact information, including name, 

address, telephone number, fax number, and email 

address

Nominations should be submitted by August 
16, 2013 to NADD, 132 Fair Street, Kingston, NY 
12401-4802. Email: info@thenadd.org 

For further information, contact Melissa Cheplic at 

cheplima@umdnj.edu.

DSP Interests and Concerns is an ongoing column 
in The NADD Bulletin.  We welcome your comments, 
suggestions, and submissions for this column.  To 
learn more or to contribute to this column, you may 
contact Melissa Cheplic, Editor of DSP Interests 
and Concerns at cheplima@umdnj.edu. 
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Visit the NADD website at www.thenadd.org for more information on upcoming 
conferences and trainings. Updated information is posted as available.

Upcoming Conferences/Trainings
************************************

AAIDD Annual Meeting - Preconference Workshop 
Mental Health Aspects in Persons with Autism

(Sponsored by NADD)
June 4, 2013

International Certificate Programme in Dual Diagnosis/Summer Institute 2013
(Co-sponsored by NADD)

June 3-14, 2013 • Brock University, Ontario, Canada.
9th European Congress of Mental Health in Intellectual Disability

(Co-sponsored by NADD)
September 12-14, 2013 • Lisbon, Portugal

State of Ohio NADD MI/DD 11th Annual Conference
September 30 & October 1, 2013 • Columbus, OH
NADD 30th Conference & Exhibit Show – 2013

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

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

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


