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Note from the editorS
We are pleased to present articles that reflect the interesting 

work of our colleagues, which should help ease your transition 
into a new season. Janice Nuss identifies and explains four key 
components of a holistic approach to trauma-informed care. Dr. 
Ty B. Aller and colleagues from the Center for Persons with 
Disabilities (Utah State University) describe the training model 
for the MHDD Leadership Institute, which will hold its initial 
Leadership Institute in May, 2020 at Utah State University. Co-
editor Dr. Bob Klaehn shares his thoughts about family therapy 
as an important part of a clinician’s toolkit in Klaehn’s Kolumn. 
Dr. Jarrett Barnhill identifies two subtypes of irritability in his 
Neuroscience Reviews. NADD CEO Jeanne Farr shares her family 
story in an interview with Sue Gamache in the Family Corner.

We would like to showcase your clinical work. Please submit 
an article that we can share with the Bulletin readership. We 
look forward to seeing you at NADD’s upcoming 36th Annual 
Conference October 23-25th in New Orleans. 

Lucy Esralew, Ph.D., NADD-CC
drlucyesralew@gmail.com

Bob Klaehn, M.D.
rlklaehn@gmail.com
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Opinions expressed in the NADD Bulletin are not necessarily 
those of NADD or the Editors.

How did you get into the field of helping peo-
ple with a dual diagnosis of IDD/MI? 

At first, I didn’t think of going into this field. 
My undergraduate degree was focused on Inter-
national Studies – not disabilities. But in college, 
I got a job at what was then called the Green 
Brier Guest Home for Ladies. It was a half-way 
house for women who were released from the 
state hospital and, in hindsight, not surprisingly, 
it had quite a few women who had IDD as well 
as some with co-occurring MI. I found the job fun 
and satisfying as opposed to some of the other 
part-time jobs that most of my university peers 
gravitated towards. 

After graduating, I worked as a DSP in a com-
munity-based after school program (at the time 
very cutting edge), in group homes and semi-
independent settings and then began my career 
in management. During those early years in my 
professional development, I was rapidly promot-
ed to leadership positions of increasing respon-
sibility while also working on a Masters/PhD in 
Clinical Psychology.

For a variety of reasons, in the early 90’s, my 
late husband and I moved from San Francisco to 
Portland, Oregon where I took a job as the Ad-
ministrator of a developmental disabilities pro-
gram. Over the years, together with my team, I 
grew that business from a budget of $2 million to 
$35 million and the staff from about 150 to ap-
proximately 1000. I was fortunate to work in that 
organization for 25 years, giving me the opportu-
nity to lead, grow, learn, and develop the skills to 
make me a very good fit for NADD.

I had intended to complete my MS/PhD degree 
in clinical psychology but was derailed by life cir-
cumstances. Shortly after we moved to Oregon, my 
late husband was diagnosed with lymphoma and 
died several years later. As a result of that existen-
tial jolt, I took a hard look at what I really wanted 
to do in life. I knew that I wanted my work to have 
enduring and eventually international impact and 
that I wanted to continue to be a leader and force 
for good in the disability world. At that time, I was 
torn regarding completing the clinical psychology 
course of study I had begun in California. I had 
completed a therapy practicum and coursework to 
achieve an MS, but I was no longer sure I really 
wanted to become psychologist. 

After some years of rebalancing and discover-
ing what is most important to me, I was incred-
ibly blessed to meet my husband, Brian Farr. We 
got married in 2001. His unwavering support of 
me and strong encouragement to finish my mas-
ter’s degree in a field that I had deep passion 
about led me to begin my graduate study anew. 
My enduring passion for bridging difference and 
firm belief that relationships are at the heart of 
most things, led me to complete a Master’s De-
gree in Intercultural Relations. 

What has been the most satisfying in your 
life as it relates to your family? 

My brother lives, like most of us, inter-de-
pendently. I am his social security representa-
tive payee and manage his finances. He works 
at Whole Foods as a dishwasher and in kitchen 
prep. He has a thriving life and rich community 
of friends and family. He had a very brief rela-
tionship with a woman who lives in his apart-
ment complex. They had a son, my nephew Noah, 
who experiences intellectual/developmental dis-
abilities. While the romantic relationship did not 
last, my brother and Noah’s mother have lived 
in the same apartment complex for 20 years and 
co-parent their son. I am very proud of how our 
families have worked together to ensure that No-
ah has a loving and supportive environment. And 
I love my role as a village elder in the community 
we have co-created. It has been one of the great-
est joys of my life to be so close to Noah as he 
has grown up. When I think about what is most 
satisfying as it relates to my brother and nephew 
– I think all of it! I am so fortunate to be Chuck’s 
sister and Noah’s aunt and to have shared these 
many years of challenge and success, tragedy, 
and joy. Essentially, I am grateful for every sec-
ond of my life in all its complexity!

Family Corner is an ongoing column in The 
NADD Bulletin and is published under the aus-
pices of the NADD Family Voices Committee. We 
welcome your comments, suggestions, and sub-
missions for this column. To learn more or to 
contribute to this column, you may contact Julia 
Pearce, Editor of Family Corner runnamokk@ho-
tmail.com
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Trauma Informed Care for Individuals with 
Intellectual and Developmental Disabilities (TIC-IDD)
Janice Nuss, MSW, LCSW, Gwynedd Mercy University 

Abstract 
Trauma-informed care has dramatically 

changed the mental health field over the past de-
cade, yet continues to remain under-utilized with 
individuals with intellectual and developmental 
disabilities (IDD). Not surprisingly, individuals 
with IDD have a higher incidence and prevalence 
rate of abuse, sexual assault, separation from 
primary caregivers at a young age, domestic vio-
lence, institutional trauma, and many other trau-
matic events. Multiple comorbid diagnoses have 
been used inaccurately to describe the variety of 
symptoms that result from traumatic stress, in-
cluding bipolar disorder, personality disorders, 
anxiety, depression, and psychosis. As a result, 
individuals with IDD and a history of trauma are 
often unsuccessfully treated with psychotropic 
medications, restrictive behavioral management 
techniques, and residential support. 

Informed by the author’s experience and an 
overview of the available research about the ef-
fectiveness of trauma treatment for individuals 
with IDD, this paper will identify trauma risk 
factors often experienced within the IDD popu-
lation. A suggested framework for Trauma In-
formed-Care for Individuals with IDD (TIC-IDD) 
will be provided along with recommendations for 
ongoing research. 

Trauma Risk Factors in Individuals 
with Developmental Disabilities 

Individuals with IDD often report life stories 
interwoven with trauma from a very young age 
through adulthood. The cumulative effect of 
these experiences can result in a loss of identity 
and life purpose. Each potential layer of trauma 
must be explored in an attempt to accurately 
identify and treat trauma (Table 1). 

Children with IDD often experience separation 
from primary caregivers or abandonment at an 
early age which can result in disrupted attach-
ment. Similarly, many aging individuals with IDD 
experienced institutionalization at a young age in 
the 1940’s-1950’s. For example, Mildred (pseud-
onym) was born with cerebral palsy, and her twin 
sister died at birth. She lived at home with her 
parents until age eight but was then placed in a 
state institution where she lived for over twenty 

years. Her parents visited her there frequently at 
first, but these visits became less frequent until 
she heard that they had passed away. Now in her 
seventies, Mildred still carries unresolved grief 
about the deaths of her twin and her parents. She 
perseverates about where she will be buried be-
cause she wants to be buried with her sister and 
parents. Mildred’s experience of separation at 
a young age has resulted in a lack of secure at-
tachment and was exacerbated by the inability to 
engage in rituals such as funerals or visitation to 
effectively resolve her feelings of loss and aban-
donment. This insecurity and grief has remained 
with her into older adulthood. 

Table 1: Trauma Risk Factors in Individuals with  
Developmental Disabilities
Age Risk Factor Side effects

Birth-Toddler Separation / 
Abandonment

Reactive attachment 
disorder, failure to bond

Birth-
Lifespan

Medical Trauma Failure to thrive, 
physical injury or 
permanent disability

Birth-
Lifespan

Vulnerability to 
Abuse and
Neglect

Physical, emotional, 
sexual

Adolescence-
Adulthood

Lack of Choice
and Control

Depression, 
hopelessness, loss of 
dreams

Adolescence -
Adulthood

Everyday
traumas

Continuous state of 
anxiety and stress

Adulthood Inability or Lack 
of Opportunity to 
Process Grief

Unresolved grief and 
loss

Adulthood Lack of
Continuity in 
Relationships

Vulnerability, isolation, 
loneliness

Adulthood Lack of Identity or 
Life Purpose

Confusion, sense of loss

Individuals with IDD often experience mul-
tiple or severe disabilities, including physical 
disabilities and medical conditions. This may 
result in multiple surgeries during childhood or 
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susceptibility to injury. John (pseudonym) spent 
most of his childhood in hospitals. Due to an un-
controllable seizure disorder, he had numerous 
surgeries in the first three years of his life. Due 
to the significant length of time that John spent 
in a hospital bed throughout his youth, his mo-
bility became permanently impaired. John also 
experienced difficulty bonding with his siblings 
and parents due to his disability and describes 
feeling like an outsider in his own home. 

During adolescence, social vulnerability and 
subsequent victimization increase when indi-
viduals with IDD lack friendships and danger 
awareness (Fisher, Moskowitz, & Hodapp, 2012). 
In addition, individuals with IDD are more vul-
nerable to interpersonal violence and crime (Fo-
cht-New, Clements, Barol, Faulkner, & Service, 
2008). This vulnerability to abuse and neglect 
most directly influences an individual’s ’s men-
tal health and may be compounded by the inabil-
ity to talk about what has happened. Katherine 
(pseudonym) had epilepsy and mild intellectual 
disability. At the age of twelve, she was sexually 
assaulted by a community member. Her parents 
feared for her safety and decided to place her in a 
group home for, what they considered to be, her 
protection. The isolation and separation from her 
family further complicated an already traumatic 
experience. Throughout her adult life, Katherine 
has experienced flashbacks in the form of night-
mares and an exaggerated startle reflex. Due to 
her apparent responses to internal stimuli, she 
was diagnosed with schizophrenia for a number 
of years and was unsuccessfully treated with 
psychotropic medications until, through therapy, 
her diagnosis was more accurately changed to 
Post-Traumatic Stress Disorder (PTSD). 

Another compounding factor for many indi-
viduals with IDD is lack of choice and control. 
Joseph (pseudonym) was bullied throughout his 
school years. He described being called deroga-
tory names, always being the last one picked for 
teams at recess, and feelings of loss when he was 
unable to graduate with his peers at the age of 
18. However, the biggest challenge Joseph de-
scribes is that he did not have the opportunity to 
get his driver’s license or go to college like his sis-
ter. He grieved each time he watched his younger 
sister surpass him in school, college, and eventu-
ally marriage and family. Joseph moved into a 
group home and did not have a choice about his 
roommates or style of house. 

Individuals with IDD may also experience 
traumatic stress from routine daily events such 
as visiting the gynecologist, viewing violent con-

tent on television, or needing to rely on others to 
have their basic needs met. Frank (pseudonym) 
was labeled as combative because he dropped 
to the floor and bit his caregivers when they at-
tempted to bathe him. Hromnak (2001) cast light 
on this issue when he stated, “Showering is one 
of the few times in ordinary life when a person 
is naked and therefore vulnerable and exposed...
one might expect on this basis that it could serve 
as a trigger for recollections that included the 
experience of helplessness and vulnerability and 
might lead to intrusive memories of traumatic 
experiences.” 

As individuals with IDD age and continue to 
experience losses, such as the death of a family 
member or the retirement of a beloved caregiver 
, they are often not given the opportunity to pro-
cess grief or lack the cognitive ability to make 
sense of their grief. For more than twenty years 
following his father’s death, anyone who met 
David (pseudonym) would be greeted with, “you 
know my daddy died?” This outward expression of 
grief came to define David’s being, as his internal 
struggle to understand his father’s death more 
than twenty years later was still overwhelming. 
Family members frequently don’t include their 
loved one with an IDD in funerals because they 
fear that the individual will not understand or 
that it will be too hard on them. However, hiding 
the truth from someone or denying them the abil-
ity to grieve in ways that are healthy can produce 
yet another layer of trauma. 

Perhaps one of the most impactful compound-
ing elements of trauma in the life of someone 
with IDD is the lack of continuity in one’s life. 
Many well-intentioned paid professionals come 
and go in their life: public transportation drivers, 
teachers, teacher’s aids, nurses, direct support 
professionals, case workers, and more. Many of 
these relationships are the most intimate rela-
tionship in an individual’s life. Jennifer (pseud-
onym) was a trusting middle aged woman when 
a community service worker groomed her over 
several months and then sexually assaulted her. 
She had experienced so much turnover in direct 
support professionals, teachers, aids and van 
drivers that she easily trusted newcomers in her 
life. After only a few short months, due to the 
infrequency of long-term relationships in Jenni-
fer’s life, she came to describe the van driver as a 
trusted family member. A trust that, in the end, 
he used against her. 

These stories are examples of the many life 
experiences that may be potentially traumatiz-
ing to individuals with IDD. To further compli-



41July-September 2019 Volume 22 Number 3

The NADD BULLETIN

cate their more frequent exposure to potentially 
traumatizing events, the cognitive limitations of 
persons with IDD have makes it more difficult to 
process these events and the accompanying grief 
and loss. Further complicating the situation is 
the limited number of clinicians who feel com-
fortable in providing psychotherapy to persons 
with IDD despite the literature supporting it’s 
efficacy. (Fletcher, 2000; Prout & Nowak-Drabil, 
2003). 

Trauma-Informed Care Framework 
The Trauma-Informed Care for Individuals 

with Intellectual Disabilities (TIC-IDD) frame-
work is designed to address the following four 
key aspects of trauma treatment: assessment; 
psychotherapy; organizational approaches; and 
peer support. The framework incorporates the 
available research about trauma-informed care 
for individuals with IDD and the author’s expe-
riences and case studies. The framework is in-
tended to provide a comprehensive approach that 
goes beyond individual trauma-informed care by 
incorporating peers and organizations. 

Assessment 
Assessment is a vital first step in the provi-

sion of trauma-informed care. There is a growing 
body of research about the assessment of trauma 
and post-traumatic stress disorder in individu-
als with IDD. One of the earliest practitioners 
in trauma-informed care for individuals with 
IDD was Dr. Ruth Ryan (1994) who advocated 
for caution when using psychotropic medication 
and, instead, emphasized addressing medical 
and environmental factors that complicate men-
tal health symptoms. Dr. Ryan estimated that 
sixty-one percent of the individuals with IDD 
that she evaluated in an inpatient psychiatric 
setting met the criteria for a diagnosis of post-
traumatic stress disorder (1994). Dr. Ryan was 
instrumental in promoting awareness within the 
IDD field that frequently used diagnoses such as 
bipolar and psychosis were, in fact, related to or 
caused by trauma. This work led other pioneer 
practitioners, such as David Pitonyak (2011), to 
develop training resources for direct support pro-
fessionals to improve communication, support, 
and environments for individuals with IDD and a 
trauma history, yet a formal assessment instru-
ment for assessing trauma in individuals with 
IDD did not exist. 

In her experience assessing individuals with 
challenging behaviors, Barol (2001) expressed 
the importance of understanding an individual’s 

personal history. Using a biographical timeline, 
teams supporting individuals with IDD and 
challenging behaviors are encouraged to explore 
histories of grief, loss, trauma, and institutional-
ization. An important aspect of the biographical 
timeline is the recognition that frequent hospi-
talizations, separation from primary caregivers 
at a young age, the experience of disability, inter-
personal violence, and susceptibility to injuries 
or accidents can be as traumatic as overt abuse 
or neglect for someone with an IDD. The expres-
sion of traumatic loss and experience is often in 
the form of challenging behaviors. Understand-
ing one’s history is critical to adapting the envi-
ronment and developing a person-centered plan 
to support an individual with challenging behav-
iors. 

When developing a trauma assessment for in-
dividuals with IDD, it is critical to consider the 
trauma risk factors (Table 1). A thorough assess-
ment must provide not only a detailed account 
of the potential traumatic events experienced by 
the individual but must also identify resulting 
mental health symptoms, behavioral presenta-
tion, and unresolved emotions to be addressed 
through treatment. Due to the fact that indi-
viduals with IDD are often poor historians, it is 
extremely important that the individual’s entire 
team, including caregivers from the individual’s 
past, are included in the process. In addition, a 
visual method of presentation, such as that used 
in Barol’s Biographical Timelines, is helpful to 
both the individual and team. It is important to 
be aware of an individual’s triggers during this 
process, and to avoid re-traumatization. For this 
reason, the assessment may need to be conducted 
through multiple interviews with team members. 

Psychotherapy 
Group treatment can be useful when work-

ing with individuals with IDD. Using the group 
treatment recommendations from Razza and 
Tomasulo (2005), this author developed a treat-
ment group for female survivors of sexual assault 
who had an intellectual disability, resulting in an 
average 9% reduction in Post- Traumatic Stress 
Disorder (PTSD) symptoms as measured by the 
UCLA PTSD Reaction Index. This emerging evi-
dence supports ongoing research in this area. A 
higher incidence and prevalence of sexual abuse 
can be found amongst individuals with IDD due 
to inhibited social awareness leading to lack of 
recognition of warning signs, gullibility, lack of 
power or resources, and isolation (Razza & To-
masulo, 2005). The authors stress the impor-
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tance of establishing safety in group settings for 
sexual abuse survivors, ensuring a comfortable 
cohort of individuals that includes individuals 
who have higher levels of communication skills 
or insight to promote optimum group participa-
tion, and careful assessment of individual trig-
gers (e.g. naming a group “women’s group” in-
stead of “survivors group”). Finally, Razza and 
Tomasulo (2005) recommend the practice of dou-
bling, whereby an individual validates the expe-
rience of another group member through restate-
ment. This practice is particularly helpful with 
individuals who may lack the verbal skills to de-
scribe their experience, yet carry strong emotions 
related to their trauma. Regardless whether an 
individual is able to verbally express an event or 
an emotion, their sentiment is validated by fel-
low group members. 

Barol and Seubert (2010) researched the effica-
cy of Eye Movement Desensitization and Repro-
cessing (EMDR) with individuals who have IDD. 
The researchers made several adaptations, as 
needed, to their approaches without jeopardizing 
the fidelity of the EMDR model. Of six case stud-
ies, it was noted that two individuals with severe 
autism were unable to process past experiences 
due to cognitive limitations; however, they were 
able to explore recent experiences through EM-
DR. Another individual required the use of the 
symbolic imagery of Harry Potter to deperson-
alize and process personal experiences. The au-
thors also noted a correlation between the level 
of IDD (mild, moderate, severe, profound, with or 
without autism) and the ability to transfer skills 
learned in therapy into one’s daily life. The bi-
lateral stimulation used in EMDR sessions was 
reported to have a relaxing effect on participants, 
both in session and in between sessions. Results 
of this study are promising that the use of physi-
ological approaches such as eye movement, tap-
ping, and breathing can be particularly effective 
with people who may lack emotional and intel-
lectual insight about their traumatic experience 
due to a cognitive disability. 

In sum, individual or group therapy are es-
sential to the healing process. It is important 
that therapists be trained in the use of concrete 
language and that coping skills are taught in 
a tangible, non-abstract manner. Jargon and 
clinical terminology can be overwhelming to an 
individual with an intellectual disability. Symp-
tom education should include how to name and 
describe symptoms, and therapy must create a 
safe space to process traumatic events. When 
an individual is unable to verbally process trau-

matic stress, physiological coping skills such as 
breathing, rocking, tai chi, yoga, or walking can 
also be helpful. 

Organizational Approaches 
Significant research has been completed about 

the effectiveness of organizational trauma-in-
formed care models, specifically the successful 
implementation of the Sanctuary Model (Bloom, 
2014). Using a similar approach to staff training, 
frequent staff meetings and a company culture 
that supports trauma-informed care, Keesler 
(2016) describes a pilot involving eleven indi-
viduals with intellectual disabilities in a day pro-
gram setting. Interviews of twenty staff mem-
bers who worked in the pilot indicated improved 
trauma awareness amongst staff yet recognized 
differences based on the level of staff training 
(for example, a nurse versus a direct support 
professional). Keesler noted an organizational 
barrier in the study because implementation oc-
curred in one small program within a very large 
organization. Bloom’s Sanctuary model stresses 
the importance that upper-level management 
support a trauma-informed culture through the 
organizational mission (Bloom, 2014). In addi-
tion, Focht-New, et. al. (2008) recommend a ho-
listic approach when working with survivors of 
violence or crime that includes a combination of 
socially therapeutic environments, educational 
interventions, communication interventions, and 
therapy. Emphasis is placed on caregiver train-
ing, role modeling positive skills, and assisting 
individuals with a limited vocabulary to process 
their experience as well as their needs (Focht-
New et. al. 2008). 

There is strong evidence to support an organi-
zational approach to trauma-informed care in the 
IDD field; however, adherence to the fidelity of 
an evidence-based model such as the Sanctuary 
Model may prove to be challenging for agencies 
wishing to move in this direction. Organizational 
buy-in, from the top down with particular em-
phasis on caregivers, can prevent vicarious trau-
matization and burn-out. All caregivers must 
be trained in the individual’s past history and 
present triggers and should be uniquely trained 
in the communication and support needs of the 
individual. When the individual is unable to ap-
ply a coping skill on their own, due to cognitive or 
emotional limitation, caregivers can play this im-
portant role. Simple prompts to “remember your 
breathing,” “it’s okay, you are safe now,” or “let’s 
rock back and forth together to slow down our 
bodies and thoughts” are helpful in the moment 
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of stress or escalating symptoms. More frequent 
breaks for self-regulation and safety assurance 
may be needed, and crisis plan training should 
be held for the individual and their team. 

Peer Support 
Lastly, although not primarily thought of as a 

trauma-specific treatment, the practice of pro-
moting recovery through the Illness Management 
and Recovery (IMR) Toolkit has shown promise 
as a psycho- educational tool that can be effective 
with individuals with IDD who have been trau-
matized. An adapted version of the IMR toolkit 
called Happy Healthy Life (Gingerich & Arnold, 
2009) has been used in several successful pilots to 
assist individuals with IDD to name and describe 
their symptoms, understand triggers, build cop-
ing skills, and develop a relapse prevention plan 
(see Table 2). Since 2010, seventy participants 
with IDD have enrolled, and forty-six have grad-
uated, from the Happy Healthy Life pilot at a 
provider agency in Southeastern Pennsylvania. 
Pre and post surveys completed by participants 
and caregivers indicate improved awareness of 
symptoms and triggers and an increase in per-
sonal coping strategies. A study conducted about 
the feasibility of implementing the IMR toolkit in 
community mental health settings stressed the 
importance of supportive leadership and an orga-
nizational culture that empowers clients to play 
an active role in their own recovery (Whitley, 
Gingerich, Lutz, & Mueser, 2009). The Happy 
Healthy Life model is consistent with research in 
the field that recommends a comprehensive ap-
proach that includes education of caregivers as 
well as the trauma survivor, in addition to a team 
approach to supporting the survivor’s recovery. 

Table 2: Happy Healthy Life Modules: Adapted Illness  
Management and Recovery Curriculum

 1. Leading a happy, healthy life

 2. Drugs and alcohol

 3. Understanding mental illness

 4. Reducing relapses

 5. Managing the symptoms of mental illness

 6. Coping with stress

 7. Building relationships

 8. Coping with symptoms

 9. Using medication

 10. Speaking up for ourselves

Trauma recovery is a journey, and the healing 
process may be complex with individuals who have 
IDD. Ongoing peer support in a group or individu-
al setting can be empowering, as seen in research 
presented about Happy Healthy Life and group 
treatment. In some states and counties, Certified 
Peer Specialists are available to support individu-
als who are working toward recovery from mental 
health symptoms related to trauma. In addition, 
the Happy Healthy Life model incorporates peer 
support with essential psychoeducation to assist 
individuals with IDD in naming and describing 
symptoms in meaningful ways, to avoid unneces-
sary self-blame, and to enhance caregiver under-
standing about one’s trauma history. 

Case Study
James (pseudonym) was a twenty-eight-year-

old man who sought mental health counseling 
for symptoms of depression and anxiety. He had 
struggled with depression throughout his teen-
age years, including several attempts at suicide. 
James was diagnosed with mild intellectual 
disability and had been labeled with numerous 
mental health diagnoses including bipolar, bor-
derline personality disorder, anxiety, and psy-
chosis. Prior mental health treatment at the 
point of referral had been pharmacology, with 
minimal success. 

Upon exploring James’s history, he had been 
removed from the care of his parents at the age 
of twelve due to sexual abuse, physical abuse, and 
neglect. To avoid abuse and protect his siblings, 
James learned defensive behaviors such as hiding, 
creating distractions through behavioral outburst, 
and negative attention seeking. James spent his 
school years in numerous foster care placements 
and was separated from his siblings. James’s 
flashbacks and nightmares were mistaken for 
symptoms of psychosis and mania. James’s self- 
taught survival skills were labeled as manipula-
tive and lying behavior. In addition to significant 
mood instability, James engaged in self-blame 
with little understanding of the cause of his emo-
tions or where to accurately place the blame. 

Using the recommended multi-modal treat-
ment model in the Diagnostic Manual for Intel-
lectual Disabilities (Fletcher, Loschen, Stavraka-
ki, & First, 2007), a comprehensive treatment 
plan was developed for James. The treatment 
plan was aligned with the four critical compo-
nents of the TIC-IDD framework: assessment; 
psychotherapy; organizational approaches; and 
peer support (see Table 3). 
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Table 3: Sample Multi-Modal Treatment Plan
Treatment Goal Multi-Modal

Domain
TT-IDD
Component

Psychiatric evaluation 
to determine historical 
effectiveness of antipsychotic 
medication, and the impact of 
medications and nightmares 
on sleep cycle

Psychiatric / 
Medical

Assessment

Psychosocial assessment 
using biographical timeline 
(Barol)

Weekly trauma therapy using 
ARC model (Blaustein)

Psychotherapy Psychotherapy

Trauma training for direct 
support professionals
Behavioral interventions to 
aid in sleep promotion (e.g. 
no TV at night, blanket in 
dryer, white noise machine, 
yoga before bed)
Maximize James’ choice/
control, and provide 
structure/predictability in his 
environment

Environment Organizational
approaches

Determine a list of James’ 
triggers and avoid these at 
all costs

Weekly Happy Healthy Life 
Illness Management and 
Recovery group (Gingerich, 
Arnold)
Expand James’ positive 
relationships and social 
outlets
Participation in a Personal 
Empowerment Program 
through the local Victims 
Services Agency

Social/ 
community/ 
natural 
supports

Peer Support

During the assessment process, James and his 
team gave input into his biographical timeline. 
This was particularly helpful to his caregivers 
who never understood that James’s defensive 
behaviors were related to long-term neglect and 
insecure attachment. This knowledge increased 
their sensitivity to James and increased their pa-
tience when he exhibited lying or hiding behav-
ior. In addition, James asserted that the timeline 
process was both empowering and supportive 
of his engagement in therapy. During psycho-
therapy sessions, the Attachment Regulation 
and Competency (ARC) framework (Arvidson, et. 
al., 2011) was utilized because of the therapist’s 
training and background in the ARC model. Sim-
ilar to EMDR research (Barol & Seubert, 2010), 
the therapist found that concrete and physiologi-

cal approaches were most successful with James. 
He found comfort in writing a daily journal. He 
practiced yoga poses, breathing techniques, and 
visual imagery during therapy sessions and in 
his daily life, with significant calming benefits. 
James participated in group treatment and re-
ceived peer support through a Happy Healthy 
Life class. Through the class, James developed 
a relapse prevention plan that he shared with 
his team. It included James’s triggers, warning 
signs of escalating symptoms, coping skills, and 
steps that his team could take to help him dur-
ing moments of crisis. James also obtained peer 
support through an empowerment program of-
fered by a local Victims Services agency. Finally, 
the organizational buy-in was perhaps the most 
influential part of James’ success. His team was 
extremely supportive and receptive to trauma 
education. They were willing to closely monitor 
his symptoms in correlation to his medications 
via a medication tracking sheet, they sent staff 
regularly to Happy Healthy Life classes, and a 
staff member sat in on the last ten minutes of 
each of James’s therapy sessions to help him in-
corporate coping skills into his daily life. 

After one year of participation in the multi-
faceted trauma-informed care plan, James’ trau-
ma related symptoms (measured by SIDES and 
UCLA PTSD Reaction Index), showed significant 
improvement. James reported feeling hopeful 
about his future and began forming meaningful 
relationships in his life. James is now living in a 
Lifesharing placement with a family in the com-
munity, has a community job, and is sharing his 
Recovery journey with others. 

Conclusion 
Given the increased risk trauma in the lives of 

individuals with IDD, it is essential that orga-
nizations within the IDD field embrace trauma-
informed care. Organizational and clinical re-
search confirms the efficacy of trauma-informed 
care and trauma-specific treatment. Ongoing re-
search is essential to the development of adapted 
trauma-informed care models to meet the unique 
needs of individuals with IDD who have a trau-
ma history. 

Evidence supports that several treatment 
models can be considered for successful adap-
tation with individuals with IDD, including 
EMDR (Barol & Seubert, 2010), biographical 
timelines (Barol, 2001), and group treatment 
(Razza & Tomasulo, 2005). In addition, orga-
nizational approaches such as the Sanctuary 
Model (Bloom, 2014) and recovery-focused peer 
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support programs such as Happy Healthy Life 
(Gingerich & Arnold, 2009) have shown prom-
ise as models that can provide a framework for 
addressing trauma within IDD organizations. 
Most importantly, the four key components of 
assessment, psychotherapy, organizational ap-
proaches, and peer support must be incorpo-
rated into trauma-informed care for individuals 
with an IDD to ensure a holistic approach that 
creates a supportive environment for both the 
individual as well as caregivers. 
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National Training Center: Using Acceptance 
Commitment Training (ACTraining) in UCEDD 
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Ty B. Aller, Ph.D., LMFT, Raechel Russo, B.S., Jeff Sheen, Ph.D., & Mathew 
Wappett, Ph.D. Center for Persons with Disabilities, Utah State University

“Dual diagnosis” or having both a developmen-
tal disability (DD) and mental health diagnosis 
, affects approximately 30-35% of individuals 
with DD in the United States (Adams & Mat-
son, 2015). Because many professionals working 
with individuals with DD are not aware of the 
prevalence of dual diagnosis, mental health is-
sues in this population are often overlooked, mis-
diagnosed, undertreated, or incorrectly treated, 
leading to serious, deleterious effects on an indi-
vidual’s quality of life (Charlot & Beasley, 2013; 
[National Association for the Dually Diagnosed] 
NADD, 2019). Thus, it is vital that we as profes-
sionals, families, and self-advocates are aware 
of the signs, symptoms, and effects of dual diag-
nosis so that an accurate and complete diagno-
sis can be made, and appropriate treatment can 
be obtained in a timely manner (NADD, 2019). 
University Centers for Excellence in Develop-
mental Disabilities (UCEDD) across the nation 
have driven innovations in serving people with 
DD for over 40 years, and many UCEDD pro-
grams are now working to address the issues of 
mental health in the DD population. Through 
education, research, and training for providers, 
self-advocates, and family members of individu-
als with dual diagnosis, UCEDD’s are working 
collaboratively to help foster improved mental 
health across the nation. 

UCEDDs and Dual Diagnosis
The first UCEDDs were established in 1963 

under Public Law 88-164, also known as the “DD 
Act.” Since that time, UCEDD programs across 
the nation have worked to conduct research, 
provide interdisciplinary training, and develop 
innovative service models to address the needs 
of individuals with disabilities, including the 
unique needs of those with dual diagnosis. Most 
notably, the Center for START Services (CSS) at 
the University of New Hampshire, the Nisonger 
Rehabilitation Research and Training Center at 
the Ohio State University, the Kennedy Center 
Treatment and Research Institute for Autism 

Spectrum Disorders at Vanderbilt University, 
and the Mental Health and Developmental Dis-
abilities National Training Center, a collabora-
tion between the University of Kentucky, Utah 
State University, and the University of Alaska 
Anchorage currently offer programming that 
specifically targets the needs of individuals with 
dual diagnosis, their family members, and the 
professionals who serve them. The following sec-
tions briefly describe the current efforts of these 
four UCEDD’s and their current programming. 

Center for START Services. The Institution 
on Disability at the University of New Hamp-
shire houses the Center for START Services, one 
of the first UCEDD-based programs targeted to 
meet the needs of individuals with dual diagno-
sis. The Center for START Services provides a 
comprehensive, community-based system of care 
model for crisis intervention for individuals with 
dual diagnosis and their families (Center for 
START Services, 2019). By using rigorous bio-
psycho-social assessment and evidence-based 
practices rooted in positive psychology, START 
services works with interdisciplinary community 
supports to more directly address the psychologi-
cal needs of individuals with DD. Their services 
are “local, person-centered, positive, multidisci-
plinary, cost-effective and evidence-informed” 
(Center for START Services, 2019). The Center 
for Start Services offers clinical training, tech-
nical assistance, and consultation services for a 
wide variety of clinical and direct support pro-
fessionals, and provides ongoing support through 
Interdisciplinary Professional Learning Commu-
nities, coaching with experts in the field, and a 
national community of practice forum for MDs 
and other mental health practitioners. START 
programming has been implemented in 13-states 
and has a growing body of literature supporting 
the program’s efficacy at improving the quality 
of life for individuals with dual diagnosis (Cen-
ter for START Services, 2019). More information 
on the Center for START Services can be found 
here: https://www.centerforstartservices.org/
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Nisonger Rehabilitation Research and 
Training Center. The Nisonger Center Reha-
bilitation Research and Training Center (RRTC) 
conducts systematic research that contributes to 
improving the long term health and function out-
comes and health related quality of life for adults 
with IDD (Nisonger Center, 2019). The Nisonger 
Center RRTC has a specific focus on participa-
tory research methods and collaborative training 
and dissemination activities that include people 
with dual diagnosis in all aspects of their work. 
The RRTC promotes “person/family-centered 
[work], excellence, compassion, hope, cultural 
competence, self-determination [and] innova-
tion” in their research and knowledge transla-
tion activities (Nisonger Center, 2019). The Ni-
songer Center creates health related self-report 
measures for individuals with intellectual and 
developmental disabilities, researches the preva-
lence of mental health issues among the DD pop-
ulation, and develops evidence-based treatment 
guidelines and psychotherapy practices for pro-
fessionals who serve individuals with dual diag-
nosis (Nisonger Center, 2019). More information 
on the Nisonger Center RRTC can be found here: 
https://nisonger.osu.edu/

Kennedy Center Treatment and Research 
Institute for Autism Spectrum Disorders. 
The Vanderbilt University Kennedy Center’s 
Treatment and Research Institute for Autism 
Spectrum Disorders (TRIAD) is a partnership 
with the Tennessee Department of Education 
that is focused on creating a professional devel-
opment model focused on increasing the capacity 
of educators to meet the needs of children with 
autism and co-occurring mental health issues. 
The TRIAD mission is to “improve assessment 
and treatment services for children with autism 
spectrum disorder and their families while ad-
vancing knowledge and training.” This model 
includes live workshops, a webinar series, and 
brief online trainings targeted at educators. In 
addition to training educators, TRIAD partners 
with other social service agencies to train ser-
vice providers to better meet the needs of chil-
dren with autism and co-occurring mental health 
concerns (Vanderbilt Kennedy Center, 2019). 
More information on the TRIAD program at the 
Kennedy Center can be found here: https://vkc.
mc.vanderbilt.edu/vkc/triad/services/

Mental Health and Developmental Disabil-
ities: National Training Center. The Mental 
Health and Developmental Disabilities National 
Training Center (MHDD-NTC), is a collaboration 
between the UCEDDs at the University of Ken-

tucky, University of Alaska Anchorage, and Utah 
State University. The MHDD-NTC is a national 
clearinghouse that provides access to the most 
current evidence-based, trauma-informed, cul-
turally responsive training and research related 
to the needs of individuals with co-occurring 
mental health and developmental disabilities. 
The MHDD-NTC provides training for clinicians, 
direct service providers, families, and self-advo-
cates to increase their ability to understand and 
support the mental health of individuals with 
intellectual and developmental disabilities. The 
mission of the MHDD-NTC is to “promote qual-
ity mental health care and supports for people 
with intellectual and developmental disabilities 
by providing access to information, resources, 
and training” with the vision of creating a mental 
health care system capable of serving everyone, 
regardless of disability status (MHDDcenter.
org, 2019). The MHDD-NTC is funded through 
the federal Administration on Community Liv-
ing. More information on the MHDD-NTC can be 
found here: https://MHDDcenter.org. 

MHDD-NTC Leadership Institute
Despite the ongoing efforts of these highlighted 

UCEDDs, service providers, clinicians, and pro-
fessionals across the country still indicate that 
they are undereducated and ill-equipped to di-
agnose and treat individuals with dual diagno-
sis (Brown, Duff, Karatzias & Horsburgh, 2011; 
Weise & Trollor, 2017). It is clear that ‘more work 
is needed’ (Brown et al., 2011; Pickard, Meza, 
Drahota & Brikho, 2018) to develop provider ca-
pacity and to develop more robust and responsive 
service systems for this population. The training 
and research deficits discussed in the literature 
indicate a clear need for a coordinated interdis-
ciplinary leadership-development initiative to 
address systems level challenges to serving indi-
viduals with dual diagnosi, and supporting their 
families and caregivers.

To address this need for leadership in sys-
tems change, the MHDD-NTC has developed the 
MHDD Leadership Institute. The MHDD Lead-
ership Institute uses ACTraining (Moran, 2011, 
2015) to inspire systems-level leadership and to 
empower a cadre of interdisciplinary profession-
als with the most up-to-date information on re-
search, policy, and practice related to dual diag-
nosis. The MHDD Leadership Institute consists 
of three components: 1) an online pre-institute 
preparatory course; 2) an intensive one week 
in-person leadership institute; and 3) a post-in-
stitute community of practice to implement and 
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coordinate action plans developed during the 
institute. The MHDD Leadership Institute par-
ticipants will identify systems-level challenges to 
effectively serving individuals with dual diagno-
sis, and will develop coordinated action plans to 
respond to these challenges in consultation with 
national experts and advocacy leaders. Leader-
ship Institute participants will be challenged to 
mindfully reconnect their work with their values, 
identify existing challenges preventing the field 
from effectively moving forward, and commit to 
‘workable action’ that will move the dual diagno-
sis service system in a more evidence-based and 
value-driven direction. 

Acceptance and Commitment Training (AC-
Training)

The MHDD-NTC Leadership Institute uses the 
ACTraining framework to help motivate, inspire, 
and change the behavior of professionals to act 
in accordance with their own personal values, to 
guide their systems change efforts and fight the 
burnout and stress that is so common in human 
service professions (Prosser, Tuckey & Wendt, 
2013). Acceptance and Commitment Training 
(ACTraining), a modification of Acceptance and 
Commitment Therapy (ACT) used in non-clinical 
settings (Hayes, Bond, Barnes-Holmes, & Aus-
tin, 2006), engenders a workplace environment 
that encourages psychological flexibility in its 
employees. Psychological flexibility is defined 
as the ability to contact the present moment, 
consider what the current situation affords and 
then changing or persisting behavior in the act of 
pursuing chosen values (Harris & Hayes, 2008; 
Hayes et al., 2006). ACTraining has proved to 
be successful in a variety of leadership trainings 
to help people be mindful of and cope with their 
stress in the workplace, handle crisis situations 
effectively, be aware of their thoughts and emo-
tions about their work, and set goals based on 
their values (Bond, Flaxman, van Veldhoven & 
Biron, 2010; Flaxman & Bond, 2010; Flaxman, 
Bond & Livheim, 2013; Moran, 2011; Moran, 
2015). 

By using the ACTraining model, the MHDD-
NTC Leadership Institute will inspire profes-
sionals to overcome systems-level barriers that 
have prevented the field from making coordi-
nated/meaningful progress over the last few de-
cades, and have the courage to make the neces-
sary changes that are in line with their personal 
values and the values of their organizations 
to move the field forward in substantive ways 
(Hayes et al., 2006). By using ACTraining, our 

institute addresses a common issue with leader-
ship institutes that provide copious amounts of 
helpful information but do not directly inspire 
participants to act on that information or do any-
thing differently than they were before. To help 
engage participants in specific action steps that 
lead to meaningful change, ACTraining is com-
posed of six principles: (a) contacting the present 
moment; (b) acceptance of the present moment; 
(c) defusion of thoughts; (d) perspective taking; 
(e) personal values; and (f) committed action to-
ward personal values. The following sections de-
tail each of these principles through the lens of 
professionals working in UCEDDs. 

Contacting the present moment. There is 
inherent stress working in the field of dual diag-
nosis and this stress is often experienced in the 
work we do as UCEDD professionals. Thus, we 
may find it difficult to stay in the present mo-
ment during particularly difficult tasks or in our 
personal lives because of consistently thinking of 
our clients, projects, or research at home. Though 
it may be difficult to not worry about the future 
or get hung up on past failures, the present mo-
ment is the only, and most effective, time that we 
as professionals can engage in job-related tasks. 
Therefore, it is helpful for us to practice being 
aware of what we are experiencing and focus 
on what we are able to accomplish in the pres-
ent moment (Moran, 2015). Orienting back to 
the present moment, where action can be taken, 
can help derail our negative cycles of thoughts 
and emotions engendered by living in the past or 
future. One way that we can quickly and easily 
make contact with the present moment is by sim-
ply taking ten deep breaths while noticing the 
sensations of the lungs filling and emptying and 
the rise and fall of the rib cage and shoulders, 
all while letting thoughts come and go as they 
may. After breathing for a while, we can further 
contact the present moment by looking around 
ourselves to notice things in the room that can be 
seen, touched, smelled, or heard (Harris, 2009). 

Acceptance of the present moment. As 
professionals at UCEDDs, we encounter many 
areas of unpredictability including work with 
clients, future funding, programming opportuni-
ties, and research projects that can often cause 
feelings of anxiety, stress and thoughts of doubt. 
These distressing feelings and thoughts often 
lead to avoidance of work responsibilities or ac-
tions that are not consistent with our personal or 
our center’s values. A professional working with 
an unpredictable project or client, for example, 
might avoid taking difficult action that is in line 
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with their values because of the desire to avoid 
the stress and anxiety. Additionally, profession-
als conducting research or running programming 
may become overwhelmed by the various respon-
sibilities of ethical and effective work. Through 
the various uncomfortable emotions or experi-
ences we might experience, acceptance helps 
us as professionals engage in these experiences 
rather than trying to suppress or avoid them. 
One common activity to promote acceptance is 
to connect with a task that we have been avoid-
ing. This is done by setting aside twenty minutes 
to work on the task while fully engaging in the 
experience, making room for unpleasant feelings 
and emotions and noticing the sensations of all 
five senses (Harris & Hayes, 2008). The exercise 
can help us fully experience tasks or work with 
clients that we might find unpleasant and avoid, 
so that we can more fully accept our experiences. 

Defusion of thoughts.  It is common for us as 
professionals to become “fused” with our thoughts, 
perceiving them as rules that we are governed 
by, directly influencing our actions (Harris & 
Hayes, 2008; Moran, 2015). As professionals, we 
might have unhelpful thoughts about ourselves, 
our clients, work projects, colleagues, and 
direction of the field. Defusion helps in noticing 
these thoughts as only thoughts, rather than 
rules, and then helps in choosing a more helpful 
action. A UCEDD employee, for example, might 
have a thought that he or she cannot work with a 
certain case due to his or her own inadequacy. If 
this person is fused to this thought of inadequacy, 
he or she might avoid the work that is supposed 
to be done. However, simple defusion exercises 
could help this person distance him or herself 
from that thought. For instance, this employee 
could say to him or herself, “I notice that I am 
having the thought that I am inadequate,” which 
allows this person to take more of an observer 
stance rather than taking the thought as truth. 
This person could also sing the thought to a fa-
miliar tune or say it in the voice of a famous char-
acter to demonstrate that the thoughts are just 
words and do not have to be believed (Harris & 
Hayes, 2008).

Perspective taking. The next principle, 
perspective taking, or sometimes called view-
ing the self as context, helps us view ourselves 
more objectively (Harris, 2009). Often times, we 
have skewed ideas about who we are as profes-
sionals. While some of us may have ideas that 
we are inadequate workers, others of us might 
feel seasoned in research, grant writing, and pro-
gram development and therefore close ourselves 

off to making changes to our programming or try-
ing different methodology in our research (Mo-
ran, 2015). In order to avoid becoming avoidant 
or complacent in our work, we must learn how to 
take other perspectives. We can do this by regu-
larly taking time to identify the assumptions 
that we make about ourselves and noticing how 
those assumptions influence our behavior in the 
workplace. Once we realize our skewed sense of 
self-concept, we can then choose more helpful ac-
tions that are in line with our personal and our 
organization’s values (Moran, 2011).

Values. In ACTraining, values are defined 
as “verbally construed desired global life conse-
quences” (Hayes, Strosahl, & Wilson, 1999, p. 
206). Core values capture what we as profession-
als or organizations want our lives and work to 
stand for as well as the virtues we wish to up-
hold (Moran, 2011). In this field, we have the 
potential to dramatically influence people’s lives; 
therefore, it is important that we have well de-
fined values. These values can be things such 
as assertiveness, challenge, authenticity, coop-
eration, creativity, curiosity, equality, flexibility, 
industry, persistence, leadership, responsibility, 
and self-development (Harris, 2010). Those of us 
that are feeling burnt out by our work in the dual 
diagnosis field may have lost sight of our core 
values and may feel stuck. Because of this, it is 
important to evaluate ourselves on how well we 
are living by our values to try and reconnect with 
them. To do this you can write down a list of all 
your values and rate each on a scale of one to ten 
of how important this value is to you. Then, to 
determine areas for improvement, you can rate 
each on a scale of one to ten of how well you are 
living this value (Harris & Hayes, 2008). 

Committed action toward personal val-
ues. Once we know what our values are and 
where we need to improve, we can then commit 
to action that is in line with these values. Our 
values act as a North Star in our work that pro-
vides orientation on the decisions we make and 
the actions we take at work (Moran, 2011). Hav-
ing this in mind, we can set goals that will move 
our work forward. The first step to setting goals 
for the future is to summarize the values that 
you would most like to work on. For example, 
you might decide that you value being creative, 
challenging yourself, and cooperating with oth-
ers. Next, set an immediate goal that you could 
accomplish that day, such as emailing a few oth-
ers about collaborating with them to create a new 
program. After that, set small, short-term goals 
that you can accomplish within the next few days 
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or weeks that will help you move closer to your 
values. Then through both intermediate and 
long-term goals, more workable action can be en-
gendered and help facilitate meaningful, lasting 
change in yourself or your UCEDD. 

Conclusion
The opportunity to positively influence the field 

of dual diagnosis is both an honor and a challeng-
ing endeavor for those working in UCEDDs. The 
intent of the MHDD: Leadership Institute is to 
help inspire, motivate, and guide these profes-
sionals to meaningful systems-level action by 
providing a supportive environment to recommit 
to personal and UCEDD values. It is the hope of 
the MHDD: Leadership Institute team that those 
that attend the institute will walk away feeling 
reinvigorated to continue doing their work, but 
doing it in ways that are more workable, connect-
ed to values, centered in present-moment efforts, 
and are, in sum, more flexible to the needs of 
those we serve. The inaugural MHDD National 
Leadership Institute will be held in May of 2020 
at Utah State University in Logan, Utah. The 
emphasis of this year’s institute will be on the 
unique challenges posed by rural service deliv-
ery and will provide tangible solutions and ideas 
to help facilitate future efforts in education, re-
search, and training. If you are interested in 
attending or have specific questions about the 
institute, please contact Ty B. Aller, Ph.D. at 
Ty.Aller@usu.edu. 
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Klaehn’s Kolumn

Toolkit: Family Therapy
Bob Klaehn, M.D. 

In this quarter’s column, I will return to dis-
cussing the “toolkit” that every clinician working 
with persons with dual diagnoses needs. In my 
first column, we talked about the importance of 
“house calls;” this time, I would like to discuss 
family therapy. This may be a surprising choice 
to some, but I have found it a very useful tool, 
especially in crisis situations! My own experience 
with family therapy dates back to my psychiatric 
residency at the University of Wisconsin in the 
early ‘80’s. I had the privilege of being supervised 
for a year by Dr. Carl Whitaker, one of the par-
ents of classic family therapy – yet another men-
tor of mine! Working with Carl taught me how to 
be “in the moment” with families, so important 
for engagement. Carl gave me some of the best 
advice I have ever gotten from a mentor, “Don’t 
be more like me, be more like you!” I have passed 
this advice on to the child psychiatrists and other 
clinicians I have mentored over the years. 

However, as in the clinical story that I am about 
to tell, convincing clinicians without expertise in 
working with persons with both developmental 
and mental health issues to use family therapy 
to deal with a crisis can take some work. Several 
years ago, when I was Medical Director for Arizo-
na’s services for individuals with developmental 
disabilities, a crisis situation in a rural commu-
nity was brought to my attention. A young adult, 
“Sylvia,” who had recently moved out of her fam-
ily home and into a group home had become ag-
gressive, but always on Fridays. She had learned 
that if she was aggressive or agitated with staff, 
they would call her parents to come and pick her 
up so she could go home every weekend, suc-

cessfully manipulating the group home staff and 
crisis staff deployed to work with her. However, 
concerns that Sylvia was now showing signs of 
bipolar disorder were expressed by the psychia-
trist at the rural clinic, and she was at risk for 
being hospitalized. 

From a distance, I tried to convince the local 
mental health clinic administrator to have a family 
therapist to get involved. His response was, “Why? 
Sylvia is intellectually disabled.” I tried to address 
his concerns by reviewing the evidence base for 
psychotherapy for persons with intellectual dis-
abilities and reminding him that Sylvia’s parents 
were willing to participate in treatment with their 
daughter. I provided long-distance coaching to the 
therapist who was willing to engage with Sylvia 
and her family. It quickly became clear that Sylvia 
missed her parents a great deal, and she admit-
ted that she was hitting staff so that they would 
send her home. The family therapist worked with 
the family and group home staff to reverse the cur-
rent pattern, so that Sylvia could earn a weekend 
at home by not being aggressive with the staff 
during the week before. After just a few sessions, 
there was no longer any aggressive behavior at the 
group home, and the concern that Sylvia had bipo-
lar disorder faded away. 

I would like to close by sharing one of my fa-
vorite quotes from Carl Whitaker: “There are no 
individuals in the world, only fragments of fami-
lies.” Keeping that in mind, family therapy can 
be an important part of our toolkit in the work we 
do with persons with dual diagnoses. 

For further information, contact Dr. Klaehn at 
rlklaehn@gmail.com.
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Neuroscience Reviews

The Many Faces of Irritability
Jarrett Barnhill MD DLFAPA, FAACAP

Irritability ranks among the most frequently 
cited affective/behavioral states in studies of be-
havioral and primary psychiatric disorders among 
in individuals with ASD and IDD. For many years 
our understanding of irritability resembled that 
of a US Supreme Court Justice’s description of 
pornography: “I don’t know what exactly pornog-
raphy is, but I know it when I see it.” The ICD-11, 
DSM-5, DM-ID-2 place irritability among Mood 
(both depression and mania), ADHD, Opposition-
al Defiant, Conduct Disruptive Mood Dysregula-
tion Disorders (American Psychiatric Association, 
2013; Deutz et al., 2019; Fletcher, Barnhill, & 
Cooper, 2016; Jha, Minhajuddin, Rush, & Trivedi, 
2019; Riglin, et al., 2019; Wiggins et al., 2016) . 
The widespread distribution of irritability be-
tween such a diverse group of disorders segues 
nicely into the Research Domain Criteria (RDoC) 
approach that conceptualizes it as an intermedi-
ate endophenotype/temperamental trait (Garvey, 
Avenevoli, & Anderson, 2016; Donaldson & Hen, 
2015; Insel et al., 2010). Riglin et al. (2019) add 
subtypes of irritability based on neurodevelop-
mental genetics to the stew. This neuroscience 
review briefly describes how the findings of Riglin 
et al. fit into our understanding of ADHD, mood 
disorders, and IDD.

The definition used by these authors defines ir-
ritability in terms of “propensity to anger” and 
then outlines two basic subtypes. The basis of 
one subtype is the co-occurrence of ADHD-relat-
ed disorders and irritability. ADHD is a neurode-
velopmental disorder with mostly a pre-pubertal 
onset, affects far more males than females (es-
pecially hyperactive/impulsive and combined 
types), appears highly heritable (>70% of the 
variance is due to genetic influences), shows an 
overlap on genetic array studies with ASD and 
ID, and tends to follow two developmental cours-
es (Addington & Rapoport, 2012; Jha et al., 2019; 
Riglin et al., 2019;Rutter, 2002). The first variant 
represents an early onset disorder with a high 
Polygenic risk score that also contributes to per-
sistence well into adolescence and adulthood and 
a high percentage of individuals who also present 
with high levels of neuroticism and emotional la-
bility. The boundaries between ADHD, ODD and 
Conduct Disorders is a complex one, as is the 
relationship between ADHD, Disruptive Mood 

Dysregulation Disorder, and Bipolar Disorder 
(Addington & Rapoport, 2012; Riglin et al, 2019; 
Rutter, 2002; Wiggins et al., 2016). 

Depressive disorders are a second cluster of 
psychiatric disorders in which irritability fig-
ures prominently. The presence of irritability as 
an overlooked symptom of Major Depression in 
patients with IDD does not always include the 
strong presence of this affective state in children 
and early adolescents among neurotypical popu-
lations. Recent studies suggest that persistent ir-
ritability during treatment is a potential marker 
for persistence, relapse, treatment resistance, 
and higher rates of comorbidity. From a devel-
opmental genetics perspective, higher Polygenic 
risk scores (PCRs) suggest a greater risk for an 
early age of onset, a higher female-male ratio in 
and around puberty, increased risk of suicidal 
behaviors, and high likelihood of recurrence 
(usually within 2 years of the index episode). The 
boundaries between DMDD and irritability in 
mood disorders depends in part on time-locked, 
episodic nature of irritability in the context of 
either a subsyndromal (don’t meet full criteria) 
and full syndromal depressive disorders (Jha et 
al., 2019; Riglin et al., 2019; Wiggins et al., 2016). 

Between these two peaks lies the hinterland of 
irritability as a co-occurring state or trait in tem-
perament, attachment behaviors, trauma-related 
outcomes, and a wide array of brain insults. Each 
of these generalized traits and/or “toxic” states may 
overlap mood and ADHD-related irritability. Like-
wise, irritability is a major neurobiological compo-
nent or intermediate endophenotype for a number 
of other primary psychiatric disorders. Attempts 
to define underlying brain abnormalities based on 
neurophysiological, functional brain imaging and 
basic neuropharmacological studies may change 
our thinking about the genetic, neurobiological, 
ecological, and neurodevelopmental foundations 
for irritability (Addington & Rapoport, 2012; Barn-
hill, 2016; Barnhill & McNelis, 2012; Conn, 2017; 
Jha et al., 2019; Rutter, 2002). 

Unfortunately, studies of irritability among 
individuals with IDD and ASD have until re-
cently been neglected in neuroscience research. 
Since this is a heterogeneous collection of state 
and trait features with multiple underlying 
sources, the differential diagnosis, as well as be-
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havioral and psychopharmacological treatments 
lag behind the new findings in the neurosciences 
(Barnhill, 2016; Barnhill & McNelis, 2012). The 
next paper in this series will focus on emerging 
ideas from the neuroscience about the relation-
ship between IDD and ASD (as heterogeneous 
neurodevelopmental disorders) and the dimen-
sional nature of irritability. 
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For further information, contact Dr. Barnhill 
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DSP Interests and Concerns

Every Day Skills to Support Dual Diagnosis 
Tiffany Balazy, Direct Support Professional/Frontline Supervisor, Welcome House, Inc. 

My name is Tiffany Balazy and I have been Di-
rect Support Professional (DSP) for 8 years prior 
to my appointment as a Frontline Supervisor 
(FLS) three years ago. 

I work with many clients who live independent-
ly and are supported by our agency. They live in 
condos and apartments in the community, and I 

support them by taking them to their monthly/
bimonthly psychiatric follow-up appointments. 
Prior to being a FLS for the past 3 years, I have 
been a DSP for over 8 years with my current 
agency. The majority of my clients that I support 
have a dual diagnosis.  I think it eases the ten-
sion of attending a sensitive appointment if I go 
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with my clients to see the psychiatrist.  
When I attend these appointments, there is 

a lot of interpretation and re-interpretation at 
each session: this is when I am helping a client 
relay important information about their feeling 
state to the doctor. Sometimes that takes a big 
effort for the client to express themselves, and an 
even bigger effort from me to say the right thing 
or help the client say the right thing. I must use 
very sensitive communication skills in my work 
in this area of client care. I also use both assess-
ment skills and communication skills in my work 
both prior to the appointment and during the ap-
pointment. 

We all know that psych medications do not al-
ways work, and we all wish they worked better. 
But without good information and feedback from 
the client and the staff, the doctors won’t know 
how to proceed, what to change, or future plans 
to make. It is important for a DSP and/or a FLS 
to give the best information possible to both the 
client and to the doctor. 

It is important to have someone there who is in 
the “trenches” every day to attend a medical ap-
pointment. I need to go in to a psychiatrist or doc-
tor appointment armed with great information, 
good solid data, and the ability to be comfortable 
with answering the detailed questions that doc-
tors often ask.

Another skill that I need to use is Crisis In-
tervention. This is useful at psychiatric appoint-
ments and even at home. There was a situation 
just recently that impacted this area. A client 

that I work with became very upset when a case 
manager came to visit to do a standard check 
with another one of her clients. The client be-
came anxious right away about this visit.  She 
began picking her skin and saying negative 
things about herself. It was reaching a crisis 
level when I had to step in to help calm her; I 
assisted her with some deep breathing and re-
laxation. I have observed that this may happen 
4-5 times a year, and it is a result of stress and 
loneliness.  The client also recently lost her boy-
friend. She was devastated about this, so both 
anger and depression affected her mood and 
functioning. After this incident, I called her psy-
chiatrist right away to review and adjust the 
medication and help her cope better with de-
pression.  But in addition to the medication, to 
address her loneliness (and cope with suffering 
a loss) I am working with my client to create a 
date night within our agency to help my client 
and many others meet and greet and hopefully 
set up a friendship (and maybe a date!). I have 
learned in dual diagnosis it is important to com-
municate with the doctor and also support the 
person to have a better quality of life.  

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

Family Corner

Jeanne Farr
Sue Gamache

This column in the NADD Bulletin is an inter-
view with Jeanne Farr. Jeanne is NADD CEO 
and a member of the Family Voices Committee. 

Please tell us your family story.  
I have a brother who is 11 months younger 

than myself and is my best friend. His name is 
Chuck. Complications after his birth resulted in 
blood not getting to parts of his brain causing 
some global and frontal lobe damage. When he 
was young, there was very little understanding 
of his disabilities or how to help him. I remember 
his teachers and my parents believing he was la-
zy and berating him for not keeping up and doing 
his best, when I knew he was doing his best. He 

experienced trauma as a child and repeated bul-
lying. Much of his schooling was in a segregated 
school setting that shamed him and did not see 
his strengths or abilities. I am sure that growing 
up as his sister, and being as close to him as I 
am, gave me an early awareness of people being 
treated unfairly due to their disabilities and dif-
ferences. Over time, I witnessed the many ways 
in which people are misunderstood, mistreated, 
and devalued by others who don’t respect or un-
derstand differences. Because of this, I developed 
a deep and enduring passion to fight against this 
type of injustice and work in a way that builds 
bridges across difference and between people.



Note from the editorS
We are pleased to present articles that reflect the interesting 

work of our colleagues, which should help ease your transition 
into a new season. Janice Nuss identifies and explains four key 
components of a holistic approach to trauma-informed care. Dr. 
Ty B. Aller and colleagues from the Center for Persons with 
Disabilities (Utah State University) describe the training model 
for the MHDD Leadership Institute, which will hold its initial 
Leadership Institute in May, 2020 at Utah State University. Co-
editor Dr. Bob Klaehn shares his thoughts about family therapy 
as an important part of a clinician’s toolkit in Klaehn’s Kolumn. 
Dr. Jarrett Barnhill identifies two subtypes of irritability in his 
Neuroscience Reviews. NADD CEO Jeanne Farr shares her family 
story in an interview with Sue Gamache in the Family Corner.

We would like to showcase your clinical work. Please submit 
an article that we can share with the Bulletin readership. We 
look forward to seeing you at NADD’s upcoming 36th Annual 
Conference October 23-25th in New Orleans. 

Lucy Esralew, Ph.D., NADD-CC
drlucyesralew@gmail.com

Bob Klaehn, M.D.
rlklaehn@gmail.com
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How did you get into the field of helping peo-
ple with a dual diagnosis of IDD/MI? 

At first, I didn’t think of going into this field. 
My undergraduate degree was focused on Inter-
national Studies – not disabilities. But in college, 
I got a job at what was then called the Green 
Brier Guest Home for Ladies. It was a half-way 
house for women who were released from the 
state hospital and, in hindsight, not surprisingly, 
it had quite a few women who had IDD as well 
as some with co-occurring MI. I found the job fun 
and satisfying as opposed to some of the other 
part-time jobs that most of my university peers 
gravitated towards. 

After graduating, I worked as a DSP in a com-
munity-based after school program (at the time 
very cutting edge), in group homes and semi-
independent settings and then began my career 
in management. During those early years in my 
professional development, I was rapidly promot-
ed to leadership positions of increasing respon-
sibility while also working on a Masters/PhD in 
Clinical Psychology.

For a variety of reasons, in the early 90’s, my 
late husband and I moved from San Francisco to 
Portland, Oregon where I took a job as the Ad-
ministrator of a developmental disabilities pro-
gram. Over the years, together with my team, I 
grew that business from a budget of $2 million to 
$35 million and the staff from about 150 to ap-
proximately 1000. I was fortunate to work in that 
organization for 25 years, giving me the opportu-
nity to lead, grow, learn, and develop the skills to 
make me a very good fit for NADD.

I had intended to complete my MS/PhD degree 
in clinical psychology but was derailed by life cir-
cumstances. Shortly after we moved to Oregon, my 
late husband was diagnosed with lymphoma and 
died several years later. As a result of that existen-
tial jolt, I took a hard look at what I really wanted 
to do in life. I knew that I wanted my work to have 
enduring and eventually international impact and 
that I wanted to continue to be a leader and force 
for good in the disability world. At that time, I was 
torn regarding completing the clinical psychology 
course of study I had begun in California. I had 
completed a therapy practicum and coursework to 
achieve an MS, but I was no longer sure I really 
wanted to become psychologist. 

After some years of rebalancing and discover-
ing what is most important to me, I was incred-
ibly blessed to meet my husband, Brian Farr. We 
got married in 2001. His unwavering support of 
me and strong encouragement to finish my mas-
ter’s degree in a field that I had deep passion 
about led me to begin my graduate study anew. 
My enduring passion for bridging difference and 
firm belief that relationships are at the heart of 
most things, led me to complete a Master’s De-
gree in Intercultural Relations. 

What has been the most satisfying in your 
life as it relates to your family? 

My brother lives, like most of us, inter-de-
pendently. I am his social security representa-
tive payee and manage his finances. He works 
at Whole Foods as a dishwasher and in kitchen 
prep. He has a thriving life and rich community 
of friends and family. He had a very brief rela-
tionship with a woman who lives in his apart-
ment complex. They had a son, my nephew Noah, 
who experiences intellectual/developmental dis-
abilities. While the romantic relationship did not 
last, my brother and Noah’s mother have lived 
in the same apartment complex for 20 years and 
co-parent their son. I am very proud of how our 
families have worked together to ensure that No-
ah has a loving and supportive environment. And 
I love my role as a village elder in the community 
we have co-created. It has been one of the great-
est joys of my life to be so close to Noah as he 
has grown up. When I think about what is most 
satisfying as it relates to my brother and nephew 
– I think all of it! I am so fortunate to be Chuck’s 
sister and Noah’s aunt and to have shared these 
many years of challenge and success, tragedy, 
and joy. Essentially, I am grateful for every sec-
ond of my life in all its complexity!

Family Corner is an ongoing column in The 
NADD Bulletin and is published under the aus-
pices of the NADD Family Voices Committee. We 
welcome your comments, suggestions, and sub-
missions for this column. To learn more or to 
contribute to this column, you may contact Julia 
Pearce, Editor of Family Corner runnamokk@ho-
tmail.com
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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
************************************

State of Ohio 17th Annual MI/DD Conference
September 23-24, 2019 * Columbus, Ohio

NADD 36th Annual Conference and Exhibit Show
October 23-25, 2019 * New Orleans, Louisiana




