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Note from the editor

This issue offers many thoughtful considerations for clinicians 
and caregivers as we come to the conclusion of summer. Tracy Hig-
gins and Melissa DiGoia advocate for education in sexual health, 
sexuality, and abuse prevention for individuals with disabilities. 
Dr. Tina Benevides and Stephen White describe a Canadian project 
through which facilitators are trained to deliver the Skills System 
to people with developmental disabilities. Boyd, Richards, Bishop, 
and Watson write about incorporating genetic syndrome knowledge 
into a biopsychosocial approach and suggest this both clarifies chal-
lenging situations and can inform care. Dr. Jarrett Barnhill con-
tinues his Neuroscience column suggesting further refinements in 
our understanding of brain-behavior relationships as these relate 
to dual diagnosis. Dana Renay provides a review of the state of In-
diana funding and other challenges in our US Policy column, and 
Laurie Raymond reflects upon parenting a now 26 year old with 
autism and anxiety.

For those of you who have been away for the summer, welcome 
back! Now is the time to inform your colleagues about your work by 
submitting your articles for publication.

Lucy Esralew, PhD., NADD-CC
drlucyesralew@gmail.com
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those of NADD or the Editors.

the opportunity to travel out of the country for 
a month.  With a lot of preparation and a great 
community based team, we both managed to get 
through it happy and healthy.  It benefitted both 
of us. 

Fourth, celebrate every success!  When things 
go well or when they go poorly and we muddle 
through, it is important to celebrate this.   Like 
all people, our sons and daughters too learn from 
when things go as planned and when they do not.  

Lastly, we have realized how critically impor-
tant it is to be active in social policy.  This means 
I am on distribution lists sent by our state gov-
ernment, licensing/regulatory bodies, and advo-
cacy organizations.   If a policy change could im-
pact his services/supports, we make a concerted 
effort to digest the proposal, reach out to those 
in leadership or legislative committees, to insure 
decisions are informed by parents and individu-
als in need of services.  I have invited our state 
legislative representatives to our home and talk-
ed about our concerns and ideas.  We also partici-

pate in stakeholder groups—Maine Parent Co-
alition, NADD, Autism Society of Maine, Autism 
Society of America for example---so we can share 
our collective recommendations and suggestions 
to insure the best social policy in our home state 
and the country.  

It has been a journey for us---and wrapping my 
mind around these lessons has helped our fam-
ily, so I wanted to share them with you.    

For further information, contact Laurie Ray-
mond at lraymond112@gmail.com. 

Family Corner is an ongoing column in The 
NADD Bulletin and is published under the aus-
pices of the NADD Family Issues Committee.  We 
welcome your comments, suggestions, and sub-
missions for this column.  To learn more or to 
contribute to this column, you may contact Lau-
rie Raymond, Editor of Family Corner at lray-
mond112@gmail.com. 

Information at http://thenadd.org/33rd/ 
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The Importance of Trauma Sensitive Sexual 
Health, Sexuality and Abuse Prevention 
Programming for People with Intellectual & 
Developmental Disabilities
Tracy A. Higgins, MA, LPC & Melissa Keyes DiGioia, CSE, Finding Your Identity, LLC

“Let’s talk about sex baby. Let’s talk about you 
and me. Let’s talk about all the good things and 
the bad things that may be. Let’s talk about sex.” 
For some, these lyrics to Let’s Talk about Sex, by 
Salt ‘N’ Pepa, may elicit excitement and enthusi-
asm. For others, such as people with a history of 
sexual trauma, the idea of talking about sex elic-
its fear, anxiety, discomfort, and the urge is not 
to sing along but to avoid the topic all together. 
As part of this article, we will share reasons for 
and ways to deliver sexual health education to 
people with intellectual and developmental dis-
abilities with sensitivity to a history of abuse.

It is especially important to be trauma sensi-
tive when working with people with intellectual 
and developmental disabilities. Statistics sug-
gest that adults and children with intellectual 
disabilities experience more interpersonal trau-
ma than people without disabilities (Hickson & 
Khemka, 2014; Razza, Tomasulo and Sobsey, 
2011). Between 68%-83% of women with develop-
mental disabilities will experience sexual abuse 
in their lifetime according to the U.S. Depart-
ment of Justice (Murphy & Elias, 2006). In 1995, 
Valenti-Hein & Schwartz suggested that as ma-
ny as 90% of people with intellectual and devel-
opmental disabilities will experience some form 
of sexual abuse in their lifetime. Additionally, 
children with disabilities are two to three times 
more likely to be bullied than their non-disabled 
peers (Banks, Gover, Kendall, & Marshall, 2009). 
Being misunderstood. Being referred to as “sped” 
or “retarded.” Being teased, pressured, neglected, 
manipulated, tricked, coerced, excluded. Being 
physically hurt and exploited sexually and finan-
cially. These are just a few of the common nega-
tive and sometimes-abusive experiences people 
with intellectual and developmental disabilities 
may endure throughout their lifespan.

Limited research suggest that a variety of fac-
tors contribute to people with intellectual and de-
velopmental disabilities’ vulnerability to abuse 
and exploitation. Some characteristics and be-
haviors that contribute to an increased risk in-

clude misjudgment of others’ motivations, lack of 
sexual knowledge, a tendency to show compliance 
and affection towards others, and limited com-
munication abilities (Grieveo, McLaren, & Lind-
say, 2006; Servais, 2006; Sullivan & Caterino, 
2008). A person with disabilities with a history 
of sexual abuse most commonly experiences the 
abuse from an authority figure or someone they 
know and trust such as a family member, helper 
or caregiver, bus driver, or doctor. Reliance on 
family or professional caregivers for assistance 
with personal hygiene or social networking, com-
bined with the isolation in which assistance often 
occurs, increases the risk and opportunity for an 
offender to abuse and makes reporting a chal-
lenge when isolated from positive supports (Col-
lier, McGhie-Richmond, Odette, & Pyne, 2006). 
Individuals with speech or other communication 
delays or disorders may experience unique chal-
lenges in the process of reporting abuse or exploi-
tation. Language deficits, greater dependency on 
other people for communication, and the use of 
augmentative and alternative communication 
(AAC) devices can result in delays in abuse dis-
covery, reporting, and treatment if not properly 
supported. Youth that have preexisting speech 
disorders may be less likely to be understood by 
parents and professionals that they are experi-
encing sexual abuse, which impedes the iden-
tification of sexual victimization (Collier et al., 
2006). Winifred Kempton, educator and advocate 
for sexuality education for people with disabili-
ties, stated in 1986: “Individuals with disabilities 
are in triple bind of being the people who need 
the greatest amount of basic planned sex edu-
cation, who receive the least, and who are then 
punished by society for not knowing what others 
know.” (Kempton & Gochros, 1986) Thirty years 
later, continued lack of education and accessible 
resources and support leaves people disempow-
ered and unable to understand or communicate 
their needs, report abuse, or seek help. Individu-
als with intellectual and developmental disabili-
ties having differing abilities and diverse needs 
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can benefit from an interdisciplinary approach 
to treatment planning. Vulnerability to abuse is 
paramount when considering interdisciplinary 
supports for people with intellectual and devel-
opmental disabilities.

Access to sexual health, sexuality, and abuse 
prevention education empowers individuals with 
intellectual and developmental disabilities with 
the skills and knowledge to make healthy deci-
sions and be successful in their relationship with 
self and others.

Experiencing and navigating physiological 
functions such as menstruation, wet dreams, or 
erections can be uniquely challenging for people 
with intellectual and developmental disabili-
ties, especially individuals who manifest nega-
tive feelings toward the sexual organs or bodily 
functions. Delivering content on physiological 
functioning, changes that accompany puberty, 
and explicit instruction on ways to take care of 
one’s body helps to normalize bodily function-
ing and arousal. It also prepares individuals for 
upcoming decisions and responsibilities such as 
using menstrual care products, managing sexual 
arousal, and deciding whether to have sex or be-
come a parent. Individuals with intellectual and 
developmental disabilities, for a variety of rea-
sons, may lack modesty or demonstrate an in-
ability to interpret the world from a view other 
than their own, resulting in social problems due 
to “inappropriate” sexual expression. Undressing 
in public, touching others without permission, 
genital stimulation in public, or using sexually 
explicit language at inappropriate times are just 
a few examples of behaviors perceived as socially 
and/or sexually inappropriate that can result in 
reactions from others that can potentially con-
tribute to social isolation, exclusion, or criminal-
ization. Also for this reason, it is essential for 
personal and social success, that appropriate pri-
vate places for behaviors such as taking care of 
personal hygiene, dressing one’s self, or engaging 
in solo or partnered sexual activities be taught. 
Programming should ideally provide opportuni-
ties for people with intellectual and developmen-
tal disabilities to receive concrete, explicit, repet-
itive instruction needed about body parts’ names 
and functions, changes associated with puberty 
and growth, personal care, and the appropriate 
private locations for behaviors involving the sex 
organs (Couwenhoven, 2007; Schwier & Hings-
burger, 2000; Walker-Hirsch, 2007).

An important element in planning and deliver-
ing sexual health education with a sensitivity to 
trauma is being aware that sexual trauma can 

come in many forms and may impact a person’s 
learning experience about sexual health. Survi-
vors of sexual trauma, including those with intel-
lectual and developmental disabilities, may ex-
perience a variety of symptoms. These symptoms 
may include intrusive thoughts and flashbacks 
about the abuse, social withdrawal, emotional 
detachment, difficulty sleeping, nightmares, poor 
body image, and decreased sense of safety, self-
worth, and trust in self and others. Other feel-
ings such as confusion, blame, shame, guilt, fear, 
anxiety, and depression may also be commonly 
experienced. Sexual trauma and the symptoms 
that occur as a result can significantly impact a 
person’s daily functioning. In varying ways, what 
a survivor sees, hears, smells, and feels in every-
day life can “trigger” these symptoms specifically 
related to past memories of abuse. Survivors of 
sexual trauma with intellectual and develop-
mental disabilities, like many survivors, may use 
avoidance to cope with triggers related to their 
abuse (Bass & Davis, 1994; Cottis, 2009). For 
example, a person may be avoidant of taking a 
shower, going to program, going to bed, interact-
ing with a particular staff person, meeting new 
people, or attending sexual health programming. 
Unless sexual trauma is considered in the func-
tional assessment of these maladaptive behav-
iors, an intervention may not fully or accurately 
address all the specific needs of the survivor.

Providers may seek sexual health programming 
in reaction to perceived maladaptive behaviors. 
However, programming that is not trauma sensi-
tive may not specifically address the needs of a 
survivor with both intellectual and developmen-
tal disabilities and a history of sexual trauma. 
Consequently, valuable sexual health program-
ming may be avoided by a survivor because top-
ics such as anatomy and functioning, interper-
sonal relationships, and sexual activities within 
relationships can trigger memories of past abuse. 
Each survivor of sexual trauma varies in how he 
or she processes and experiences sexual health 
information and education. Sexuality educators 
should recognize and be sensitive to the chal-
lenges that may occur when a survivor of sexual 
trauma receives education related to their body, 
sexuality, and relationships with others.

The goal of proactive sexual health education 
with trauma sensitivity for people with intellec-
tual and developmental disabilities is to provide 
the necessary information and skills to increase 
their appreciation and understanding of the body, 
personal space, relationship boundaries, rights, 
and personal safety. Programming should ideally 
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provide opportunities for people with intellectual 
and developmental to receive concrete, explicit, 
repetitive instruction needed about body parts’ 
names and functions, changes associated with 
puberty and growth, personal care, and the ap-
propriate private locations for behaviors involv-
ing the sex organs. The socio-sexual education 
is ideally delivered over a series of sessions with 
topics such as anatomy and function, communi-
cation skills, boundaries, kinds of relationships, 
healthy and unhealthy relationship qualities, 
sexual decision making, and sexual health prac-
tices. Sessions are delivered in a sequence that 
allows for concepts to be built on previously de-
livered content. Facilitators utilize multi-modal 
materials and methodology that support diverse 
learning differences and allow for opportunities 
to reiterate, review, and reinforce information 
or skills (Couwenhoven, 2007; Schwier & Hings-
burger, 2000; Walker-Hirsch, 2007).

Programs such CIRCLES by Marklyn Cham-
pagne and Leslie Walker-Hirsch (Walker- 
Hirsch, 2007) and Social Signals (Nowell, 2013) 
are both multimodal curriculums that can be 
used to teach relationships and socially appro-
priate behavior to people with intellectual and 
developmental disabilities.

The Family Life and Sexual Health (F.L.A.S.H.) 
program developed by Public Health - Seattle 
and King County and the Sexuality Education for 
People with Developmental Disabilities Manual 
are both programs that provide more comprehen-
sive sexuality education content.

The F.L.A.S.H. curriculum has twenty eight 
lessons for special education addressing a variety 
of sex-ed topics including sexual anatomy, sexu-
al health, reproduction, sexual decision making, 
pregnancy and prevention, sexually transmitted 
infections (STIs), relationships, puberty, self-es-
teem, and more. The lessons are reflective of the 
learning style of youth with developmental dis-
ability and therefore contain concrete, simple in-
formation, pictures, and repetitive concepts. This 
free, online curriculum contains lesson plans for 
other grades and could be useful for modifying to 
best meet the needs of youth. The Sexuality Edu-
cation for People with Developmental Disabilities 
curriculum is a manual designed for teams of self 
advocates, staff, and teachers to co-teach together. 
This cognitively accessible curriculum provides 
tips on how to establish a sexuality education 
class and how to be an effective, engaging sexual-
ity educator. It also outlines common challenges 
when teaching this topic and offers tactics to over-
come them (McLaughlin, Topper, Lindert, 2009).

Abuse prevention programs such as ESCAPE-
NOW: The Effective Strategy-Based Curriculum 
for Abuse Prevention and Empowerment for Indi-
viduals with Developmental Disabilities - NOW 
teaches individuals to make effective, self-protec-
tive decisions in a wide range of sexual, physi-
cal, and verbal abuse situations. The curricu-
lum also provides education on personal rights 
and teaches individuals various ways to exercise 
these rights independently and/or with support. 
ESCAPE-NOW is based on current research and 
theory in abuse prevention and decision mak-
ing and was designed in response to the need 
for a more up to date, effective, strategy-based 
program that specifically addresses the needs of 
vulnerable populations such as people with intel-
lectual and developmental disabilities (Khemka 
& Hickson, 2015).

Trauma counselors and educators can work in 
collaboration to provide sexual health, sexuality, 
and sexual abuse programming to people with 
intellectual and developmental disabilities that 
are trauma sensitive and more comprehensively 
meet the needs of this highly vulnerable popula-
tion. This is especially important when working 
with people with intellectual and developmental 
disabilities as they are disproportionately more 
likely to have a history. 
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An Innovative Approach to Delivery of the 
Skills System to People with Developmental 
Disabilities in Northern Ontario
Tina Benevides, Ph.D. and Stephen White, M.A., C. Psych., Hands The 
FamilyHelpNetwork.ca and North Community Network of Specialized Care

Purpose
The purpose of this project was to understand 

the experiences of potential facilitators as they 
learned the Skills System (Brown, Brown, & 
Dibiasio, 2013) program as delivered by video-
conference. The Skills System is a pyschoedu-
cational program designed to assist people with 
challenging behavior and emotion dysregulation.  
Of particular interest are the group facilitators’ 
(the people who lead in-group discussions and ex-
ercises) experiences with learning and facilitat-
ing the program simultaneously while the skills 
coach taught the curriculum by videoconference 
to multiple sites at the same time. Each partici-

pant functioned as a group facilitator whose role 
was leading discussions using standardized ques-
tions posed in the weekly Skills System group.

Rationale
At present, the Skills System program as de-

scribed by Brown, Brown, and Dibiasio (2013) is 
implemented using a face-to-face delivery model. 
In Northern Ontario communities, there is often 
neither the clinical expertise nor the resources to 
deliver the program in this fashion. The investi-
gators of this study adapted the materials of the 
Skills System program for delivery by video con-
ference and facilitated locally by personnel with 
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varying levels of education and training. If this 
model of service delivery is demonstrated to be 
effective and accessible, based on the experiences 
of the local facilitators and coaches, then people 
with intellectual disabilities that also have prob-
lems with emotion regulation will have the op-
portunity to receive an evidence-based service 
that would otherwise not be available.

Scholarly Context
Many individuals with intellectual disabilities 

(ID) face significant challenges in their daily 
lives. For example, individuals with ID are at 
higher risk for being victimized, as well as for 
experiencing mental health problems (Beadle-
Brown, Mansell, Cambridge, Milne, & Whelton, 
2010; Mevissen, Lievegoed, Seubert, & Jongh, 
2011; Sullivan & Knutson, 2000).  Although 
prevalence rates vary, approximately on third of 
individuals with ID experience emotion dysregu-
lation and challenging behaviors (CB’s) (Brown 
et al., 2013). CB’s are explained as culturally ab-
normal behavior(s) of such intensity, frequency, 
or duration that the physical safety of the person 
or others is likely to be placed in serious jeop-
ardy or behavior which is likely to seriously limit 
the use of, or result in the person being denied 
access to, ordinary community facilities (Em-
erson et al., 2001, p. 3). Despite the increased 
vulnerabilities, health and mental healthcare 
disparities related to the availability and access 
to evidence-based treatment that are specifically 
designed for this population still exist (Emerson 
& Hatton, 2014). 

Treatment Options
Behaviorally-based and psychopharmacologi-

cal interventions, while prevalent, do not neces-
sarily include mechanisms to treat psycholog-
ically-based challenges (e.g. impact of trauma), 
nor are they designed to directly develop intrin-
sic emotion regulation functioning capacities. 
Psychosocial resources are lacking and outcome 
studies have a myriad of methodological limi-
tations (Benson, Rice, & Miranti, 1986; Carr & 
Carlson, 1993; Harvey, Boer, Meyer, & Evans, 
2009; Heyvaert, Maes, & Onghena, 2010; Luy-
ben, 2009; Willner, 2005), (Brown, Brown, & 
Dibiasio, 2013). Brown et al. (2013) explored the 
adaptation of dialectical behavior therapy (DBT) 
which has a strong evidence-base to reduce CB’s 
in other populations that also suffer from emo-
tion dysregulation.

Dialectical Behavior Therapy 
(DBT) and Individuals with ID

Dialectical Behavior Therapy (DBT) (Linehan, 
1993a) is a comprehensive psychotherapeutic 
intervention that balances individual validation 
and acceptance with strategies for cognitive and 
behaviur change. DBT was originally described 
by Linehan as an outpatient treatment for in-
dividuals diagnosed with borderline personality 
disorder (BPD).  An overarching goal of DBT as 
originally developed by Dr. Linehan is to help 
clients internalize a dialectical way of thinking 
so as to reduce extreme behaviors, often involv-
ing parasuicide.  Participants also learn skills to 
improve emotional, cognitive, behavioral, self-, 
and relationship regulation. Standard DBT 
is multi-model, including individual therapy, 
skills training groups, consultation groups, and 
phone skills coaching. The skills training com-
ponent presents skills in four modules (a) mind-
fulness, (b) emotion regulation, (c) interpersonal 
effectiveness, and (d) distress tolerance (Line-
han, 1993b, 2015). 

DBT™-Informed Skills for 
Individuals with ID

There is general consensus that the standard 
DBT skills manual (Linehan, 1993a; 2015) is not 
accessible for individuals with ID. For example, 
multiple small studies have explored the applica-
tion of DBT with populations of individuals di-
agnosed with ID, yet all of these studies utilized 
modified versions of the standard DBT skills 
curriculum (Brown et al., 2013; Dunn & Bolton, 
2004; Lew, Matta, Tripp-Tebo, & Watts, 2006; 
Verhoeven, 2010).  In 2016, the Skills System 
was published (Brown, 2015) by a Linehan In-
stitute trainer; to date this is the only published, 
manualized adaptation of DBT skills for individ-
uals with significant learning challenges.  

The Skills System is a DBT™-informed skills 
curriculum that reconceptualizes and reorga-
nizes standard DBT skills to improve access to 
DBT technology for individuals with ID. Adap-
tation was necessary to facilitate learning and 
generalization of the skills in context. Brown et 
al., (2013) examined the effect of standard DBT 
individual therapy used conjointly with The 
Skills System (DBT-SS). Results of their four-
year study demonstrated sizable reductions (76% 
reduction) in CBs. Specifically, the authors re-
ported statistically and clinically significant re-
ductions in the first year for all behavior catego-
ries with improvement continuing over the four 



68 July/August 2016    Volume 19    Number 4

The NADD BULLETIN

years. Brown et al. postulated that the combina-
tion of DBT-SS and the significant decrease in 
CB’s led to improved coping abilities and, in turn, 
improved their quality of life. This was not a con-
trolled study; therefore, there is no way to deter-
mine whether the DBT-SS led to these changes 
in self-regulation.

Good Start, but a Long Way to Go
The Skills System construction is based on evi-

dence in that its design reflects current research 
related to DBT and emotion regulation. Addition-
ally, this pilot research highlights the potential 
of the Skills System as an effective intervention 
for individuals with ID. Although these are posi-
tive features of this emerging treatment tool, it 
is vital that larger studies with experimental de-
signs be conducted to evaluate the effectiveness 
of this model. Key steps in developing a stronger 
empirical bases for this intervention are imple-
mentation, mechanisms to ensure the fidelity to 
the model, and research. 

In the meantime, there are few treatment op-
tions for this population. The Skills System is one 
of the only comprehensive, published treatment 
resources specifically designed for individuals 
with dual diagnosis and CB’s. Given the paucity 
of empirically-validated options, implementation 
of this model to treat this vulnerable and under-
served population is warranted. While fidelity to 
the model is essential, exploring diverse delivery 
systems that address the needs of individuals 
with dual diagnosis and their support systems is 
a foundational step towards developing an em-
pirically-validated treatment option. 

Reaching Dually-Diagnosed Individuals 
in Remote Areas of Ontario

This article will describe an innovative Skills 
System delivery strategy that includes skills 
teaching by video conference combined with in-
group facilitation and discussion. This mixed 
method, video conferencing format is called a 
“plugged-in group.” Preliminary qualitative data 
will be presented that reflect the perspectives 
of the treatment providers within this “plugged 
in” version of Skills System treatment delivery. 
Although quantitative data is not yet available, 
the goal is to create a treatment option that will 
result in cost savings through a reduction in mul-
tiple treatment options, psychiatric hospitaliza-
tions, incarcerations, and staff-to-client ratios 
while also providing an evidence-based service in 
remote areas of Northern Ontario.

Program Description and Data Collection
Plugged-in Skills System groups constitute a 

network of groups at various sites across North-
ern Ontario, each having a group facilitator and 
attended by participants and their supports/
coaches.  They are “plugged in” in as much as 
they are connected by the Ontario Telemedicine 
Network with other groups running at the same 
time across the North which are being taught by 
a Skills Coach at one of the sites.  The curricu-
lum is identical to that described in The Emo-
tion Regulation Skills System for Cognitively 
Challenged Clients: A DBT Informed Approach 
(Brown, 2015) but modified in its presentation 
in order to be interesting and engaging when 
taught by videoconference.  Each group is typi-
cally 120 minutes in duration and features a 
combination of teaching (the only interactions 
are between the skills coach and each site and 
its participants) and break-out group discussions 
which are led by the on-site group facilitator for 
that particular group. There are 12 classes held 
weekly and three cycles of 12 classes provided 
each year.

The plugged-in Skills System groups have 
been used to provide an evidence based service 
to which clientele in remote locations would not 
otherwise have access, while at the same time as-
sisting in the training of group facilitators and 
potentially skills coaches in remote communities. 
The groups are composed of a mixture of clini-
cians/support providers from a variety of sectors 
– health, social services, justice, education, etc.  
It is through these collaborations that the goal of 
building capacity for Skills System groups avail-
able to participants wherever they live in North-
ern Ontario may be realized.  

The participants of plugged-in groups are peo-
ple attending for the purpose of learning skills to 
help them achieve their goals by learning skills 
to more effectively manage strong emotions.  Po-
tential participants are identified by Community 
Living organizations or clinical service providers 
as having difficulties with emotion regulation 
leading to CB’s in addition to a significant cogni-
tive disability. Participants typically fall in the 
high moderate to borderline intellectual func-
tioning ranges, meeting Developmental Services 
Ontario’s (DSO) cognitive and adaptive function-
ing criteria for classification of developmental 
disability (DD) (impairment in cognitive func-
tioning and impairment in either social, concep-
tual or practical skills).

Participants were not eligible for the group if 
they exhibited one or more of the following char-
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acteristics:  cognitive impairment at a level where 
their ability to comprehend concepts presented 
during the contracting sessions is impaired; active 
psychotic illness that significantly impairs their 
ability to participate in group and/or learn the 
skills; non-abstinent alcohol or drug dependency; 
and CB’s of severity that would preclude them be-
ing able to participate in a classroom setting for 
120 minute classes and complete homework. 

The skills coach in the plugged-in groups leads 
the activities at the start of each group and 
teaches the skills to the participants in between 
breakout groups led by the group facilitators.  
For this study, the skills coach is a licensed clini-
cal psychologist who has attained the Certificate 
of Specialized Proficiency: Skills Coach as certi-
fied by Dr. Julie Brown.

Group facilitators lead and foster discussions 
amongst group members and assist in behavioral 
exercises such as role-plays. Group facilitators 
may have a range of qualifications but have some 
experience in facilitating psychoeducational 
groups. Work is ongoing to standardize the train-
ing of group facilitators in the Skills System so as 
to ensure fidelity to the model.

Skills coaches are typically people who provide 
regular support to the participants during the 
week (e.g. professional support staff) who attend 
with the person they support for the first 12-week 
cycle, so that they can learn the Skills System 
and assist in coaching the participant in their 
home and community.  As in the case of Group 
Facilitators, standardized training, and certifica-
tion of Skills Coaching are being developed.

This research followed a quasi-experimental 
design and Ethics approval was granted from a 
partnering university. Prospective group facilita-
tors and clients were self-identified. At the end 
of the three 12-week group cycles (within 3-5 
days of conclusion), the principal investigator 
contacted each of the group facilitators (n=8) by 
phone and asked them to complete a Likert-type 
questionnaire (available on Survey Monkey). 
Following the phone call, the principal investiga-
tor emailed each of the group facilitators with the 
link to complete the survey. A 15 minute phone 
interview with each of the group facilitators was 
also conducted by the principal investigator. In-
terviews will be analyzed for emerging themes.

Results, Limitations and 
Program Implications

Survey and anecdotal research data on the ef-
fectiveness of the innovative program delivery 
demonstrated that all participants (i.e., group 

facilitators) gained valuable skills in one or more 
of the following areas:

Post-survey Results
·	 75% of the respondents reported that after 

facilitating a group for three 12-week cycles 
they were well prepared to teach the cur-
riculum for the Skills System to a group of 
participants in a face-to-face group.

·	 87% found Skills teaching by videoconferenc-
ing interesting and engaging.

·	 100% agreed that the availability of video-
conferencing was an asset in being able to 
provide this service to their clients.

·	 100% of the respondents (n =8) found the 
separation of the roles of the skills coach and 
group facilitators assisted them in focusing 
on group facilitation and providing individual 
attention to their clients.

·	 100% reported a good understanding of the 
Skills System after completing three 12-week 
cycles.

Themes Emerging from Interviews
· Knowledge transfer of skills learned to other 

personal and/or professional roles.
· Plugged-in model and delivery of content was 

beneficial. This innovative delivery model al-
lowed for both large and small group discus-
sion.

· Real and practical information was provided 
for individuals who struggle. These learning 
tools led to an improvement in their quality 
of life and emotion regulation (anecdotal) for 
this population.

· Skills System training assisted in normal-
izing the behavior of this population and in 
minimizing possible stigmatization.

Limitations and Next Steps
Research on the effectiveness of ‘An Innova-

tive Approach to Delivery of the Skills System 
to People with Developmental Disabilities in 
Northern Ontario’ is continuing in several sites 
in Northern Ontario. Research findings and an-
ecdotal information to date suggest that it is an 
effective and practical approach to teaching the 
Skills System program. Limitations of this study 
include a small sample size (n=8) of group facili-
tators and varying levels of background knowl-
edge with the Skills System program. Given the 
population of interest, it may be challenging to 
increase the number of group facilitators but con-
sideration will be given to their skills and experi-
ence moving forward.
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The plugged-in model of delivering the Skills 
System to remote areas in Northern Ontario has 
yet to be evaluated because it has represented a 
learn-as-you-go method of building capacity and 
this article represents the experiences of those 
people who simultaneously learned the Skills 
(from an experienced skills coach) and taught the 
skills to their own clients. In order to maintain 
the fidelity of the Skills System model, future re-
search will ensure that all group facilitators in 
the study meet the same criteria for their knowl-
edge and experience with the Skills System. This 
will likely be established through a certification 
process provided by Dr. Brown. 

Special Acknowledgement:
Dr. Julie Brown for her input, guidance and on-

going support.
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When Syndromes Demystify: Family and 
Professional Perspectives
Kerry Boyd, Deborah Richards, Courtney Bishop, and Shelley L. Watson

Reprinted, with permission, from Watson, 
S.L., & Griffiths, D. (Eds.). (2016). Demystifying 
syndromes II: Clinical and educational implica-
tions of common syndromes associated with per-
sons with intellectual disabilities. Kingston, NY: 
NADD Press.

As a parent, I often find myself doing 
detective work about health implications 
of Down Syndrome. Oftentimes, health-
care professionals tell parents that low 
muscle tone, elevated Thyroid Stimulat-
ing Hormone, slower growth... are  “just 
part of Down Syndrome” (and therefore 
no reasons for worry; nothing can be do-
ne). Some parents learn to accept that. To 
what degree though is it right that we all 
(healthcare professionals and families) 
become so complacent? Which drivers for 
complacency or acceptance are legitimate 
and which ones need to be demystified? 

(Mother of a three year old daughter with Down 
syndrome)

As parents and professionals caring for people 
with complex needs, we do not want to be mysti-

fied. We want to have clear cut answers and so-
lutions to challenges. Most professionals would 
admit that, despite training or expertise, there 
are situations that are mystifying because of lack 
of clarity. In most helping professions, we seek 
clarity through language-based interactions. Cli-
nicians and educators are typically trained in 
language-based practices. We become dependent 
on verbal interchanges or written descriptions 
to understand problems and generate solutions. 
We are comfortable when we can ask questions 
and get answers. When we encounter significant 
communication barriers we can feel ill-equipped 
and even de-skilled. This perceived lack of com-
petence has been the experience of many profes-
sionals at some point in our careers when faced 
with people-in-need who are affected by intellec-
tual and other developmental disabilities. For-
tunately, communication barriers do not need to 
eclipse clinical clarity. Perplexing and complex 
situations can be demystified. 

An appreciation of genetic syndromes can help 
us to “get the picture” of someone who has an in-
tellectual/developmental disability with a com-
plex presentation. When we work to “get a clear 
picture,” we are seeking relevant information 
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that leads to understanding and focused help. We 
can use the analogy of getting a clear picture with 
digital photography. Digital photographs are 
made up of pixels – tiny colored dots, that when 
brought together with sufficient density, form a 
picture. The more pixels (points of information), 
the better the resolution, and the clearer the pic-
ture. As we gather information about the person’s 
biological makeup (much of which is based on 
a genetic “blueprint”), we learn about physical 
attributes, vulnerabilities, and cognitive or be-
havioral characteristics. With that information, 
we are better able to improve health and devise 
plans of care to monitor, manage, or treat prob-
lems. With the rapid developments in the field of 
clinical genetics, benefits are not only emerging 
for those affected by the more common, recogniz-
able syndromes, but also for those who have rare 
conditions or small genetic mutations (fewer pix-
els, but nonetheless, important information).

The biopsychosocial model is based on under-
standing the complexity of human beings and 
the multiplex of influences, all the way from the 
microscopic to the macro-systemic: molecules, 
cells, organs, physiological dynamics, psychologi-
cal experience, environmental influences, and 
social determinants of health (Borrell-Carrio, 
Suchman, & Epstein, 2004; Engels, 1981). At any 
level, there can be problems that contribute to 
ill health and dysfunction. Information about a 
clinically significant genetic anomaly can point 
to potential problems at any of the other levels. 
Although there is recognition of tremendous 
(and mysterious) variability among individuals, 
there are also known phenotypic expressions of 
genetic anomalies (something this book aims, 
in part, to demystify). When a person is identi-
fied with a well described genetic syndrome, we 
have a potentially rich source of information—
a more densely pixilated picture of the possible 
and probable phenotypic features. 

The accumulated information pixelates the 
phenotypic picture, contributing clarity to our 
understanding of the lifespan issues of the affect-
ed person and allowing for more informed care. 
Beyond the digital snapshot, the field’s progress 
may currently be more along the lines of a digital 
storyboard. In our present reality, we take the 
best information we have and apply it to the real-
life challenges people face. This is where the pixi-
lated photograph or digital storyboard analogies 
fall short. What follows are family perspectives 
and clinician stories aimed at bringing “Demysti-
fying Syndromes” to real life. 

In my daughter’s first days of life, spe-
cialists investigated and performed vari-
ous tests on her to discover the cause of her 
unique symptoms and abnormalities. My 
husband and I ached for knowledge, for 
knowing what lay ahead and how to sup-
port our sweet baby. 5 months later the 
genetic testing gave us our diagnosis al-
though as a rare disorder it failed to pro-
vide us with the glimpse into the future 
that we so desperately wanted. However, 
the diagnosis did give us and our medical 
team an outline of issues to be proactively 
looking at. It also gave us a global net-
work of families to connect and share in-
formation with. More so, it gave us a basis 
to allow other support systems and com-
munity resources to partner with us. My 
daughter’s diagnosis does not change who 
she is; it does not define her or limit her. 
Rather it is a window into her that helps 
us understand and support her more ef-
fectively, so that she can and does thrive. 

(Mother of a 4 year old with a rare genetic syn-
drome

Healthcare Perspective 
Healthcare professionals have repeatedly ac-

knowledged insufficient training to equip them 
for work with people affected by intellectual/de-
velopmental disabilities. Without appropriate 
knowledge and skills, health practitioners nat-
urally tend to shy away or default to perfunc-
tory examinations and inadequate treatments. 
In the absence of the tools of a “clear history” 
and “comprehensive physical exam,” clinicians 
often feel “in the dark” without necessary infor-
mation to guide management. It is well-known 
that even common medical and mental health 
problems can be overshadowed by the presence 
of intellectual/developmental disability. That is 
how my story began. Two decades ago, with ap-
prehension, I joined an interdisciplinary team 
that specialized in working with adults who pre-
sented with dual diagnosis (intellectual/devel-
opmental disabilities and mental health needs). 
As a physician with very little prior experience, 
I could not picture how I would get beyond the 
disability-related barriers to provide competent 
care. Before I knew it, I found the people I met 
extremely compelling and the benefits of team-
work incredibly rewarding. I learned from the 
encounters and became confident that a biopsy-
chosocial approach works! 
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Many of the children and adults seen in clini-
cal settings have been identified with a known 
genetic etiology; the majority, however, do not. 
Appreciation of the value of genetic syndrome in-
formation for biopsychosocial understanding and 
care has grown over the course of my clinical ca-
reer, as illustrated by a series of encounters I had 
with “Sandy.” Sandy was one of my first patients 
in psychiatry specialty training. She was 15 years 
old at the time. Previous psychiatric consultations 
referred to unspecified intellectual and speech/lan-
guage deficits. When I met her, I was admittedly 
mystified. I couldn’t fully understand her commu-
nication or why she had such a dramatic cluster 
of problems: medical (vomiting), psychiatric (anxi-
ety, apparent psychosis), and social (distressed in-
teractions). Although the parents understood her 
speech, they were at a loss to explain why she had 
experienced a rapid deterioration in her thinking 
processes, mood, and behavior, resulting in a se-
ries of hospitalizations. In 1989, the genetic test 
capabilities were not sophisticated enough to pick 
up on her genetic condition. Services, supports, 
and treatments were based on fewer data points, 
and we had to make inferences about the reasons 
for her behaviors. The family continued to search 
for answers and relief for their daughter’s mental 
and physical struggles. 

In 1995, I met the family again, when I began 
to work with the adult dual diagnosis specialty 
service. This time a referral for genetic testing 
resulted in the diagnosis of 22q11.2 Deletion 
Syndrome (DS). This information brought clar-
ity regarding the medical, psychiatric, and psy-
chological struggles of this young lady. Addition-
ally, parents and the broader team of caregivers 
had an emerging clinical literature to provide 
added direction. The family also participated in 
research, adding their data to clarify the 22q11.2 
DS phenotypic picture for others. The genet-
ic finding clearly did not define her, but it did 
lead to clearer definition to her clinical picture. 
22q11.2 DS literature emphasizes the diverse 
presentations of individuals but also potential 
challenges in physical, medical, cognitive, and 
mental health realms. The clarity that resulted 
from the biopsychosocial information led to fo-
cused interventions and improved quality of life.

Since that time, I have seen many similar situ-
ations where, after learning about submicrosco-
pic genetic influences, the affected individuals 
and the people around them were able to use the 
clearer picture to create a better reality.

Our youngest sister, when she was 51 
years old, was diagnosed with 22q11.2 
DS. The diagnosis was an answer to 
prayer, explaining the challenges our sis-
ter faced daily and provided access to oth-
er knowledgeable specialists. The diagno-
sis provided us with an understanding of 
what we might encounter going forward, 
enabling us to help. Knowing the diagno-
sis gave our sister an answer to the “why,” 
and it also removed some of the mystery 
for her. Our sister has become more com-
fortable living with the syndrome, know-
ing that she shares similar manifesta-
tions with others. We are optimistic that 
our sister and others, of all ages, will 
benefit from the worldwide work and spe-
cialized services that are now available. 
Living with 22q11.2DS is a learning and 
growing experience, for all of us together.

 
(Sisters of a woman living with 22q11.2 Dele-

tion Syndrome)

Family Consultant and 
Researcher Perspective 

Fifteen years ago, I took a course on genetic 
syndromes through the Dual Diagnosis Certifi-
cate Program offered by NADD and Brock Uni-
versity. Through this course I learned about a 
variety of genetic diagnoses, presenting charac-
teristics, and associated behavioral phenotypes. I 
was fortunate to be able to take two courses that 
summer, and the previous week I had learned 
about family-centered supports. As I sat in the 
genetics course, I kept thinking about the fami-
lies that I had learned about in the previous 
week and how their experiences must be so dif-
ferent, depending on their child’s diagnosis-spe-
cific issues. This thought is what prompted me 
to complete my Ph.D. in Educational Psychology 
and start researching families of children with 
developmental disabilities. 

Through my research, I have been honored to 
meet so many amazing parents and other fam-
ily members of individuals with various devel-
opmental disabilities. I am continually struck 
with amazement at the resilience and strength 
of family members who have had to advocate 
for the steps needed to get a diagnosis for their 
loved one, recognizing that something was “going 
on” with their child and seeking to find answers. 
Some parents were able to find relief and clar-
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ity with a diagnosis, others were faced with rare 
disorders for which little is known, and many are 
still looking for answers.

Families of loved ones with disabilities often 
seek a diagnosis with the hope of an improved 
quality of life, treatment, intervention, and so-
cial support (Gillman, Heyman, & Swain, 2000; 
Watson, 2008). In the absence of an understand-
able cause for a disability, some parents have ex-
pressed distress and even guilt, but discovering 
the cause of a child’s disability can help to re-
duce such feelings (Watson, 2008). Trute (2005) 
has suggested that “not knowing” is the greatest 
stressor for parents, contributing to family mem-
bers’ anxieties and fears, but a diagnosis pro-
vides family members with clarity and a greater 
sense of control (Knox, Parmenter, Atkinson, & 
Yazbeck, 2000). 

Parents who have not yet received a diagnosis 
are often worried about an uncertain future prog-
nosis or the lack of specific strategies to help their 
child. Families without a clear diagnosis have 
been found to experience greater emotional bur-
den (Lenhard, Breitenbach, Ebert, Schindelhau-
er-Deutscher, & Henn, 2005). As one mother of a 
child with an unidentified developmental disorder 
explained, ‘‘It’s the unknown that’s very difficult… 
Without definite knowledge of what she has, you’re 
flying day by day” (Watson, 2008, p. 174).

As a researcher and consultant who has worked 
with family members of individuals with disabil-
ities for years, I continually see the benefits of 
syndrome identification, whether genetic or an-
other etiology. The information allows families 
to plan for supports, explain the special needs 
of their loved one to others, and ultimately have 
greater control over their lives.

The “correct” diagnosis was important 
to our family in order to plan manage-
ment of Stephanie’s treatment team. We 
wanted the right combination of physio 
and occupational therapy, speech, seizure 
clinic, meds, specialists, and personal 
support… We also wanted to understand 
the natural history of Stephanie’s disabil-
ity and future implication s—what would 
home life be like, what is to be expected 
from the disability… it really helped to 
know that there was nothing I could have 
done differently during pregnancy to pre-
vent Stephanie’s disability; that it was 
out of my control…

(Mother of a daughter with Rett syndrome).

Behavior Consultant Perspective
Behavior consultants are often among the first 

professionals called in when there is confusion 
or concern about the behavior of a person with 
a developmental disability. We do our work in 
schools, homes, agency based residences, day 
programs, work environments, clinical/therapy/
hospital, and other community settings. Gener-
ally speaking, our role is to clarify the purpose 
or function of a problem behavior and work to-
ward solutions. Behavior consultants can devel-
op strategies to mitigate stressful circumstances 
as well as teach alternative and more adaptive 
behaviors. We also provide education and indi-
vidualized training to caregivers. These respon-
sibilities cannot be accomplished without a well-
rounded and comprehensive assessment. Due to 
the risk of implementing strategies that could 
positively or negatively impact an individual and 
those around him or her, decisions must be in-
formed. A blurry behavioral picture comes into 
focus by examining the contributions of biologi-
cal, psychological, and social variables. One of 
the most useful pieces of information a behavior 
consultant can have is a genetic syndrome di-
agnosis. Knowledge of a genetic disorder is like 
having an outline of the picture you are trying to 
put in focus. Where the phenotype is recognized 
and well-described, we start to see more of how 
the syndrome features affect the person. Genetic 
disorder literature can provide descriptions of 
biological, psychological, and socially influential 
features that contribute to a behavioral pheno-
type. These variables need to be acknowledged in 
order to guide our assessment and aid in develop-
ment of individualized intervention. 

Take Carol for instance, a 54 year old women 
with a history of “complex, challenging behav-
iors.” Those who know her describe her as “char-
ismatic,” “expressive,” and “overly friendly.” She 
loves puzzles and word searches. When she gets 
excited, she makes “a high-pitched squeal” and 
engages in “self-hugging.” She was referred for 
property destruction, self-injurious behavior 
(skin/nail picking, biting, head banging), and 
physical aggression (grabbing, forcefully hitting 
housemates and staff). Carol has a number of 
medical issues along with hearing and vision im-
pairments. Her staff members note she appears 
“high functioning,” in that she can do a number 
of tasks independently (general hygiene, make 
meals), play advanced games (solitaire, free cell), 
and read books. She was employed but lost her 
job, not because she lacked skill, but because she 
had difficulty respecting interpersonal boundar-
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ies. She also kept falling asleep at work. She has 
“never” slept well at night. Social as she was, her 
opportunities were few because she could esca-
late to physical aggression and property destruc-
tion without warning and for no apparent reason. 

A deeper examination into her history revealed 
that she had engaged in other high risk behav-
iors such as injuring herself and eloping without 
regard for safety. When Carol was younger, she 
was referred to a residential treatment program 
for “inappropriate sexual advances towards men” 
and for inserting objects into her vagina. The 
patterns of high-risk behaviors resulted in envi-
ronmental safeguards and restrictive access to 
her community. 

If you have not guessed it already, Carol had 
undiagnosed Smith-Magenis syndrome (SMS). 
Recognizing SMS guided the assessment and 
support protocols in different directions. Without 
this diagnosis I would have invested extensive 
time trying to establish the possible maintaining 
functions of her multiple, and very challenging, 
behaviors. Instead, I turned my attention to her 
social interactions and sleep patterns. Referrals 
were made for medical review and psychiatric 
assessment. Education around the phenotypic 
characteristics of SMS became the foremost in-
tervention. Her regular staff team was enlight-
ened about the syndrome-related influences on 
her behavior: sleep disturbance and peripheral 
neuropathy (associated with her skin picking 
and biting). Information was provided about 
SMS best practices to address sleep disturbances 
and healthcare needs. I implemented a number 
of antecedent strategies (less intrusive and more 
proactive). The team recognized the necessity 
for positive adult attention and activities that 
capitalized on her strengths. They readily recog-
nized her emotional immaturity, especially when 
stressed (regardless of how “high functioning” 
she appears). This, of course, is only a brief syn-
opsis to illustrate how being cognizant of genetic 
disorders and associated behavioral phenotypes 
is invaluable to the process of getting the clearest 
possible picture to derive the most suitable sup-
ports and interventions. 

I cannot stress enough the importance of be-
coming informed around different genetic dis-
orders, acknowledging the influence on the per-
son, and therefore their behavior, then using the 
available information to support that person in a 
comprehensive and holistic manner.

We received a diagnosis of Smith-
Magenis syndrome for my daughter at 6 

months of age, which, at the time, was 
considered very early. It felt like we were 
stepping into a black hole with so much 
unknown. Here we had a diagnosis, but 
now what? We had to move forward with-
out a roadmap. The isolation we felt was 
paralyzing at times, and the uncertain-
ties were great.

So, we had to surround ourselves with 
medical professionals who cared enough 
to want to understand her syndrome. We 
also found professionals that were will-
ing to work with us in outlining her treat-
ments and therapies by first taking cues 
from our daughter. We sought out doctors 
who had seen and treated rare syndrome 
patients before and who were also open 
to the challenges of treating a child with 
so many unknowns. These professionals 
also had to be partners with us, her par-
ents, as we were the best reporters of our 
daughter’s condition. If we saw a doctor 
who was not willing to invest the time, we 
moved on. Luckily, we found doctors and 
therapists who were committed to pursu-
ing the best care for our daughter and 
willing to work alongside her parents.

The diagnosis of Smith-Magenis also 
opened doors to resources and supports 
that may not have been available to us if 
this specific diagnosis was not discovered. 
The rarity of the syndrome gave us access 
to years of therapies and interventions, 
especially in the public school system. We 
were very grateful for that “advantage,” 
and it helped tremendously in the school 
setting. Though the first days after the di-
agnosis were crushing and sad, it gave us 
a springboard towards advocacy for our 
daughter and then eventually for other 
families who have a child with Smith-
Magenis syndrome. 

(Mother of an adult daughter with Smith-Ma-
genis syndrome)

Developmental Support Team Perspective 
“Perplexing,” “challenging,” and “difficult” are 

only a few words that describe the front line 
support staff experience when faced with work-
ing with adults who have acquired the label of 
“behavioral problem.” More often than not, di-
rect support professionals are left with countless 
questions and very few answers about a resident 
who is labeled as “difficult.” Typically, we have 
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to rely on personal files that have been following 
the person for years filled with descriptive be-
havior reports, psychological assessments with 
multiple recommendations and medical reports 
of “behavioral problem/developmental delay/in-
tellectual disability,” as if these findings were 
cause and effect. 

This may be an all too common scenario for 
those who in fact have an undiagnosed genetic 
syndrome. Could the “challenging behaviors” 
cited in files actually be patterns related to a 
behavioral phenotype seen with a particular ge-
netic syndrome? Could the behaviors be signal-
ing a co-morbid physical condition associated 
with a genetic syndrome? Early reports of older 
adults rarely indicate these possibilities. This 
raises the question of whether it is beneficial 
for someone historically labeled as having “bad 
behavior” to be labeled again, this time with a 
genetic disorder. We struggle with the idea of 
adding to the litany of diagnoses if it means just 
another behavior plan or psychotropic medica-
tion will be added to the daily “cocktail”. The 
bottom line question becomes: Would another 
diagnosis improve the person’s quality of 
life? If the answer is yes, then the front line 
staff advocacy role begins. Support staff must 
decide what steps to follow in cases where the 
challenging behavior is unexplained. The first 
step is to recognize the tendency to accept the 
status quo (accept the “bad behavior” designa-
tion). Rather than just accept the language of 
past files that negatively labels the person be-
cause of his or her behavior, consider what may 
be driving this behavior, with due consideration 
to a genetic syndrome. My experience has been 
that it only takes one staff member to influence 
the attitudes and beliefs others have toward the 
most “challenging” individuals. 

One of my best lessons about no longer accept-
ing the “bad behavior diagnosis” was learned 
when I came to know a wonderful man who had 
these very labels documented in a thick and per-
suasive personal file. He was 16 years old and had 
lived in a number of foster homes throughout his 
short life. His file indicated that he had “autistic 
like” behaviors such as hand flapping and repeti-
tive movements. He had difficulty interacting so-
cially and making eye contact. His impulsive and 
aggressive behaviors were typical occurrences. 
His file also went on to say that he required in-
tensive behavioral programs to address his ongo-
ing violence. His behaviors were unimproved by 
years of token economy programs, isolating him 
from others, and denying him activities (common 

practice in the 1970s and 1980s). He was moved 
from setting to setting in the hope that it would 
make a difference, again to no avail.

Then in 1990, I attended a 2 day presentation 
on dual diagnosis that included genetic syn-
dromes, and medical or mental health conditions 
linked to these syndromes. After I participated 
in the workshop, the information sparked the 
thought that this man, who was labeled as hav-
ing “bad behavior,” may in fact have a genetic 
syndrome and co-morbid conditions. 

Unfortunately, in the 1990s it was not easy to 
find a doctor who understood dual diagnosis, but 
after much advocacy we were able to find a psy-
chiatrist and arranged for tests that verified this 
man had lived his life with fragile X syndrome 
(FXS). He also was experiencing temporal lobe 
seizures (more common with FXS). Anticonvul-
sant medication reduced some of the aggressive 
episodes that staff described as“like black-outs” 
and “coming out of the blue.” Yet, it did not ex-
plain his impulsivity or the aggressiveness he dis-
played when he was refusing to go to an activity, 
or take a bath, or change his routine, or if some-
one entered his personal space. Through further 
advocating and probing with professionals, the 
psychiatrist was able to treat him for anxiety and 
attention deficit hyperactivity disorder (also com-
monly co-morbid with FXS). They realized his dif-
ficulty with eye contact and other “autistic like” 
tendencies described in that initial report were 
related to FXS. The staff team became experts on 
FXS, and the story changed dramatically. 

She was extremely sociable with adults. 
I naturally assumed that this was because 
I was older when she was born so that my 
friends didn’t have little friends running 
around… She didn’t have brothers and 
sisters, so I assumed this was because she 
just didn’t have experience with children 
her age. And that turned out to be one of 
the characteristics of some children with 
Williams syndrome, which blew me away 
– you wouldn’t think that that would be 
genetic in any way. It actually took a lot 
of guilt from me because I was blaming 
myself. 

(Father of a daughter with Williams syndrome)

Conclusion
Genetic syndrome knowledge integrated into 

a biopsychosocial approach provides a clearer 
picture that informs care. The relevance comes 
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when we are face-to-face with real people and 
those who care for them. The benefits are experi-
enced in various ways. When syndromes demys-
tify, the picture can change for the better. 

There are some people who never know 
what’s wrong with their child, and I 
think that knowing what’s wrong at least 
gives us a hint that they are OK and some 
typical problems that Angelman children 
run into. We should be aware of that so 
we can be proactive in dealing with those 
problems. I think that’s really important, 
and I am glad we got the diagnosis. 

(Father of a daughter with Angelman syn-
drome)
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We have touched on many challenging issues 
during this historical review. We began with ev-
idence-based medicine and end by trying to de-
velop coping mechanisms to deal with clinical di-
versity and etiological heterogeneity. In large part 
this diversity arises from gene-environmental in-
teractions. To accommodate this shift, we need to 
tweak one of our best approaches to understand-
ing these complex phenomena—the stress-dia-
thesis model. The old version focused on a linear 
cause-effect approach. Our revised version incor-
porates concepts such as the transactional nature 
of brain development. From this perspective the 
roles of predisposing, precipitating, perpetuating, 
and resilience factors shift. We look at stress and 
diathesis as mutually interactive processes that 
not only influence but are influenced by an array 
of neurobiological and social ecological factors. 

 Over the years we looked for help from envi-
ronmental studies, genetic risk and their impact 

on early childhood development. We have ex-
panded our scope to include other sources. One 
focuses on attempts to minimize diversity in re-
search studies by subtyping both ID and behav-
ioral/psychiatric disorders. This involves match-
ing specific patterns of behavior with specific 
subtypes of ID (Barnhill, 2014; Barnhill, 2016). 
A second focuses on the use of behavioral pheno-
types in order to study patterns of behaviors as-
sociated with specific genetic syndromes. It turns 
out that behavioral phenotypes opened a window 
into understanding gene action but unfortunate-
ly did not solve the problems of diversity and 
heterogeneity. We learned that even behavioral 
phenotypes are complex disorders in which prob-
ability rather than genetic certainty are in play. 
These frustrations also taught us that the more 
we learned the more complex behavioral pheno-
types became. Even our best science was incom-
plete (Harris, 2012).

Neuroscience Reviews

Is There a Future in Dual Diagnosis? 
Jarrett Barnhill, MD, DFAPA, FAACAP, NADD-CC, UNC School of Medicine
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Our search for specificity and homogeneity ran 
headlong into another set of problems. Behavioral 
phenotypes like the phenotypes of most psychiat-
ric disorders are expressions of complicated and 
ongoing multi-directional interactions between 
regulatory pathways for gene regulation and ex-
pression. These in turn contribute to neuronal 
migration, maturation, and expanding patterns 
of communication between neurons and integra-
tion of functionally specialized regions (lobes, 
hemisphere, and brain nuclei). These complex 
interactions ultimately shape and are shaped 
by behavior. This shift returns us again to our 
biggest unresolved concern—how to balance our 
focus between individual differences and popula-
tion norms used to define diagnostic categories 
for psychiatric disorders (Barnhill, 2014). 

Our next step focused on the realization that 
many psychiatric disorders are also neurodevel-
opmental disorders that display polygenic inheri-
tance. Herein lies the rub. The effects of a few 
genes were difficult enough to sort out but trying 
to do this when hundreds of genes are involved 
seems beyond comprehension. Yet we a making 
slow progress in spite of the increased number 
of potential gene-gene and gene-environmental 
interactions. Many of the affected genes are in-
volved in brain maturation and development. The 
timing of gene activation and suppression is criti-
cal to many developmental lines and patterns of 
neurodevelopmental anomalies (Avramopoulos, 
2010; Bagot & Meaney, 2010; Harris, 2012). One 
more epigenetic complication—recent studies 
suggest that stress during gestation can impact 
the development of the stress response system 
through epigenetic changes in the developing 
physiology of stress hormones (Barnhill, 2007). 

It appears that gene-environmental interac-
tions and epigenetics turn the certainty of genet-
ic determinism on its ear. This requires a careful 
appraisal of genetic risk and heritability. For ex-
ample a famine may change gene expression for 
generations. In order to accommodate these lon-
gitudinal effects, we need to thoughtfully evalu-
ate the degree of genetic loading (number of risk 
conferring genes), impact of psychosocial burdens 
(loss, trauma, social and physical bullying etc.), 
the neurobiological effects of underlying auto 
immune and auto-inflammatory disorders, drug 
exposure (including smoking), and high levels of 
stress during pregnancy (Avramopoulos, 2010; 
Bagot & Meaney, 2010; Barnhill, 2014; Barn-
hill, 2016; Harris, 2012). These must be balanced 
against the quality of protective factors such as 
family strengths and individual resilience (Barn-

hill, 2014; Barnhill, 2016). It appears that the 
enhanced neuroplasticity of early children can be 
both an asset and a problem. 

We have tools to cope with these challenges, 
but many of them are based on factor analyses 
and other statistical approaches to group data. 
At this point, there is no simple approach to clas-
sifying psychiatric disorders based on etiology. As 
a compromise, we concentrate on descriptive and 
categorical approaches like the DM-ID, DSM-5, 
and the forthcoming DM-ID-2. But neither etio-
logical nor descriptive/categorical models are 
useful when considered in isolation. The best ap-
proach is to view them as lying on a contiuum. 
For example, depression is a syndrome charac-
terized by a cluster of generalized and observable 
symptoms, reportable complaints, and clinical 
findings. The diagnostic criteria for depressive 
disorders capture state-related changes in base-
line functioning that cause sufficient distress, 
pain and suffering and interfere with day to day 
living. But neither major depressive disorder, 
nor any specific symptoms used to diagnose this 
disorders are unique to it. There is considerable 
heterogeneity and overlap between these and 
many other medical, neurological, and psychiat-
ric disorders. Major depressive disorder is a final 
common pathway which creates a dilemma: do 
we focus on the final product, the many sources, 
or do we try to combine them in some way? 

The Research Domain Criteria provide a sys-
tem that includes neurobiological states that are 
shared across diagnostic categories. The goal of 
these neurobiological endophenotypes is provide 
a foundation for research. They are less valuable 
to many clinicians but in the future may reintro-
duce the neurobiological foundations of to our 
thinking. In the future diagnostic nomenclatures 
may supplant our current descriptive/categori-
cal endophenotyping with one that incorporates 
genetic, neurobiological, and neuropharmaco-
logical subtypes. But we must not forget that 
even neurobiological endophenotype will remain 
the products of the relationship between gene-
environmental and specific life experiences and 
learning histories. One method of introducing 
these changes is to focus on the neuro-ethology 
of social behaviors as a means of linking both 
endophenotypes. In this model, behavioral and 
psychiatric disorders will be addressed in terms 
of reciprocal social behaviors that represent the 
interaction of multiple positive and negative 
feedback loops. Patterns of attachment and tem-
peramental traits will be foundational to these 
endophenotypes. At their core they will include: 
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approach-avoidance, threshold for arousal, in-
tensity of reactions, impulse control, hyperactivi-
ty, adaptability and valence of affective response. 
Such an approach may have greater for clinicians 
working with nonverbal individuals with severe 
profound ID and help overcome some of the many 
problems encountered in the diagnostic process. 
(Barnhill, 2007; Barnhill, 2014). 

Conclusion 
We need to remember that many of our diag-

nostic instruments are still reliable tools, and that 
most of our behavioral, pharmacological, cognitive, 
and psychological therapies are still effective. For 
clinicians our great problems still remain—recog-
nition, differential diagnosis, necessary adapta-
tions to the process of diagnoses, and matching 
treatment to these findings. There will always be 
patients who do not fit into diagnostic categories or 
respond to standard treatment algorithms. 

At the same time many of us face a version of 
the late Alvin Toffler’s Future Shock. The pace of 
change and new knowledge in the neurosciences 
is mind numbing at best, and unnerving at its 
worst. There are many ways of adapting to the 
rapid changes in the culture of dual diagnosis. 

1. Join it and ride the luge down the chute and 
pray for the best. This approach borrows 
from a distortion of the Piagetian concepts of 
accommodation and assimilation. We often 
over accommodate (rampant empiricism) or 
accept the “new” without assimilating what 
is “old.” This theme is most apparent in ma-
ny studies about the efficacy and use of new 
drugs or treatments. 

2. Ignore new developments and continue as if 
nothing new ever happens. There is nothing 
new under the sun, and the old is better than 
the new. Of course this means repeating the 
same ideas and using the same tools as if the 
outcomes will surely be different. 

3. Try to keep up with changes in clinical and 
research sciences. This can be a daunting as-
signment so in order to remain sane, find a 
good source of for the transitional neurosci-
ences. These journals and texts focus on ex-
plaining new findings in a way that applies 
to our clinical work. 

Many aspects of how evidence-based medi-
cine and best practices currently function have 
evolved into methods of stabilizing cognitive dis-
sonances triggered by constant bombardment 
with new information. Both help organize chaos 
into manageable chunks. It is also a method of 
testing new ideas and treatments. Of course each 
of us should remain alert to the processes of rei-
fication and dogmatization. It will always be use-
ful to search for a balance. 

As promised no more philosophy. Next up, an 
overview of irritability. 
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US Public Policy Update

NADD US Health Policy: Understanding the State 
of Indiana’s Funding Options and Challenges for 
Individuals with Autism, Intellectual/Developmental 
Disabilities and Co-occurring Mental Illness
Dana Renay, MPA, Chief Executive Ally, Autism Society of Indiana

Overview: The following article on the state of 
Indiana’s funding and challenges supports the 
NADD US Health Policy Committee Policy State-
ment. The presented challenges clearly support the 
Policy Statement’s issues and recommendations, 
especially the importance of a systemic, coordinat-
ed approach to addressing the community-based 
services of individuals with intellectual/develop-
mental disabilities and co-occurring mental illness. 

– Eileen Elias, Committee Chairperson

Individuals in Indiana who are attempting to 
obtain services for Autism Spectrum Disorder 
(ASD), intellectual /developmental disabilities 
(IDD) and/or mental illness (MI) often have an 
uphill battle in obtaining the appropriate servic-
es to meet their needs. In addition to funding and 
policy restrictions, individuals with a dual diag-
nosis of autism and mental illness face a system 
that is unprepared to treat them. 

Many Hoosiers (residents of State of Indiana) 
who are low-income, with a diagnosis of IDD like 
ASD, and/or have MI, are able to access a variety 
of funding mechanisms to receive community-
based medically necessary, non-medically neces-
sary, and behavioral health services. But, many 
of them are not able to access these services, par-
ticularly those with dual diagnoses.

The first section of this article describes the 
funding mechanisms available, and the second 
part describes the challenges with the current 
system in Indiana.

Private Insurance
Private insurance, either employer sponsored 

health insurance coverage or insurance pur-
chased privately through a commercial carrier, 
usually covers mental illness through their be-
havioral health plans and services for individu-
als diagnosed with autism and/or other IDD like 
speech, occupational, and physical therapy, and 
in some cases Applied Behavioral Analysis (ABA) 
through their medical health plans. 

For fully-funded employer sponsored coverage 
and any other purchased insurance, Indiana 
law requires coverage of autism-related services 
through The Indiana Health Insurance Man-
date for Autism Spectrum Disorders (IC 27-8-
14.2-5), which requires insurers to cover treat-
ment that is prescribed by the insured’s treating 
physician in accordance with a treatment plan. 
An insurer may not deny or refuse to issue cov-
erage, refuse to contract with, or refuse to re-
new, refuse to reissue, or otherwise terminate 
or restrict coverage on an individual under an 
insurance policy solely because the individual is 
diagnosed with an autism spectrum disorder. It 
is important to note, however, there are many 
employer-sponsored plans that are “self-funded” 
and are not required to follow the Indiana Au-
tism Insurance Mandate.

Medicaid Services
In Indiana, Medicaid is managed and admin-

istered by its Office of Medicaid and Policy Plan-
ning (OMPP), housed within the Family and So-
cial Services Administration (FSSA), through the 
Indiana Health Coverage Program (IHCP). 

Traditional Medicaid
Traditional Medicaid, sometimes called “fee-

for-service” Medicaid, is intended for individuals 
below the federal poverty line. Anyone who quali-
fies for Medicaid, including those with an I/DD 
and/or MI, can access medical services like doctor 
visits, prescription drugs, dental and vision care, 
family planning, mental health care, surgeries, 
and hospitalizations.

In Indiana, access to traditional Medicaid is 
available not only to low-income people but also 
to some additional groups of people: 
·	 Recipients of a Medicaid waiver program 
·	 Individuals who are dually eligible for Medi-

care and Medicaid
·	 Individuals in nursing homes, intermediate 

care and state operated facilities
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·	 Individuals in hospice programs
·	 Undocumented aliens

Medicaid Managed Care

FSSA has contracted with three managed 
care entities (MCEs) to provide Medicaid man-
aged care services in Indiana: Anthem, Managed 
Health Services (MHS), and MDWise. The MCEs 
administer and support the three Medicaid Man-
aged Care Programs: Healthy Indiana Plan, Hoo-
sier Healthwise, and Hoosier Care Connect.

Healthy Indiana Plan 2.0 (HIP 2.0) is 
Indiana’s alternate Medicaid expansion 
plan, and provides healthcare coverage 
to low-income, nondisabled adults be-
tween ages 19 and 64. Members have 
cost-sharing obligations through month-
ly contributions.

Hoosier Care Connect (HCC) is de-
signed to improve the quality of care 
and clinical outcomes for IHCP members 
who are over 65, blind, or disabled. HCC 
provides full Medicaid benefits, care co-
ordination, and other FSSA-approved en-
hanced benefits.

Hoosier Healthwise (HHW) covers chil-
dren in low income families and pregnant 
women. Also, it includes the Children’s 
Health Insurance Plan (Package C) and 
Presumptive Eligibility (Package P).

Medicaid Services for Individuals with 
Intellectual and Developmental Disabilities

Medicaid Waivers
Some individuals with a diagnosed develop-

mental or intellectual disability may be eligible 
for a Home and Community-Based Services 
(HCBS) Medicaid waiver. Eligibility require-
ments are the same as the eligibility require-
ments to receive Social Security Income (SSI) or 
Social Security Disability Income (SSDI). These 
Medicaid Waivers basically waive (forgo) the 
Medicaid financial eligibility requirements.

For individuals with autism and other IDD, 
there are two Medicaid Waivers available to those 
who meet eligibility criteria. The most accessible 
waiver is the Family Supports Waiver (FSW) 
which provides an annual budget of approxi-
mately $16,400 to be allocated to pay for any of 
the available services. Those who have more sig-
nificant needs based on their Level of Care scores 
may be able to access the Community Integration 
and Habilitation (CIH) waiver which allocates sig-
nificantly more funds to participants. 

Although the services available through these 
waivers are deemed “non-medically necessary,” 
they are extremely valuable habilitative ser-
vices, including behavior management, respite 
care, skilled nursing, intensive behavioral in-
tervention, day services, wellness, recreation 
management, participant assistance and care, 
participant assistance care, transportation, and 
more. Applied Behavior Analysis (ABA), which is 
an evidence-based intervention frequently used 
with children and youth with ASD, is not covered 
by either the FSW or CIH waiver. Instead, it is 
covered by managed care or traditional Medicaid 
as mandated by OMPP.

Up until very recently, there was an long wait-
ing list for these waivers: at times people waited 
more than ten years. During the last Indiana 
budget cycle, additional funds were allocated spe-
cifically to reduce the wait list for these waivers.

Medicaid for Individuals 
with Mental Illness

Medicaid Rehabilitation Options (MRO)
MRO services, also known as the Medicaid Re-

habilitation Option, are clinical mental health 
behavioral health services provided to members 
and families of members living in the community 
who need aid intermittently for emotional distur-
bances, mental illness, and addiction. Services 
may be provided in individual or group settings 
and in the community. “The Medicaid rehabili-
tation option is the primary authorization path 
used by states to provide community-based re-
covery services to individuals with mental health 
and substance use disorders” (Open Minds, 
2014).

MRO services in Indiana are needs-based, 
measured by the Child & Adolescent Needs 
and Strengths (CANS) or the Adult Needs and 
Strengths Assessment (ANSA). All MRO service 
provider agencies must be certified by the Family 
and Social Service Administration (FSSA) Divi-
sion of Mental Health and Addiction (DMHA) as 
a community mental health center (CMHC) and 
are eligible for MRO reimbursement (Family and 
Social Services Administration, Office of Medic-
aid and Policy Planning, 2016). 

1915i HCBS State Plan 
Amendment Programs

Under the authority of CMS, Indiana’s Division 
of Mental Health and Addictions (DMHA) oper-
ates three programs through the 1915i waiver: 
Child Mental Health Wraparound (CMHW), Be-
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havioral and Primary Healthcare Coordination 
(BPHC), and the Adult Mental Health Habilita-
tion (AMHH).

The CMHW serves youth ages 6-17 with seri-
ous emotional disturbances by providing inten-
sive home and community-based wraparound 
services. These services are intended to be used 
to supplement MRO, Waiver, or Managed Care.

The BPHC and the AMHH are designed to 
provide services to adults with serious mental 
illness to promote self-management of physical 
health needs and who may most benefit from a 
habilitative treatment approach.

When the 1915(i) amendment was approved, 
individuals who qualified for these services were 
those who met at least two of the criteria as de-
fined in the DSM-IV-TR, with the exception of 
those with the following diagnoses:
·	 Primary Substance Abuse disorder
·	 Primary or secondary Pervasive Developmental Dis-

order (Autism Spectrum Disorder)
·	 Primary Attention Deficit Hyperactivity Disorder
·	 Intellectual disabilities
·	 Dual diagnosis of serious emotional disturbance and 

intellectual disabilities.

Children’s Mental Health Initiative (CMHI)
CMHI serves children with MI and is managed 

through the Indiana Division of Child Services 
(DCS). CMHI’s goal is to help families access 
needed services so that their children do not en-
ter the child welfare or probation systems for the 
sole purpose of accessing mental health services 
and to ensure these children receive services 
through the appropriate system.

Eligibility requires that the child meets the 
criteria for two or more DSM-IV-TR diagnoses 
and have a score of 4, 5, or 6 through the CANS 
Assessment. Participants may not be eligible for 
Medicaid, must be between the ages of 6-17, and 
must be experiencing significant emotional/func-
tional impairments at home or in the communi-
ty. There has been a fairly significant amount of 
confusion in the community about eligibility for 
individuals with ASD within this program. Com-
munity organizations who support those with 
ASD are working with DCS to further clarify eli-
gibility to this program.

Challenges
For individuals with ASD and other IDD, ac-

cess to medically related services like physicians, 
dentists, neurologists, and specialists are avail-
able through the funding options described ear-
lier. For individuals with MI, access to mental 
health services by psychologists, psychiatrists, 
social workers, and the like are also available 
through a variety of funding options. The chal-
lenge is when an individual with autism and a 
co-occurring MI needs diagnoses or support. 

For someone to receive an autism diagnosis, a 
Qualified Medical Professional (QMP)1 must use 
an evidence based tool like the Autism Diagnosis 
Interview – Revised (ADI-R), Autism Diagnostic 
Observation Schedule (ADOS), Childhood Au-
tism Rating Scale (CARS), or the Gilliam Autism 
Rating Scale – 2nd edition (GARS-2). Although 
assessment through a developmental pediatri-

1 Developmental Pediatrician, Neurologist, Child 
Psychologist, Child Psychiatrist

The NADD Accreditation and Certification Programs 
 
Let the world know that you provide quality services for 
individuals with co-occurring mental illness and 
intellectual disability.  Seek accreditation and/or 
certification from NADD. 
 
 
Program Accreditation 
Competency-Based Clinical Certification 
Competency-Based Specialist Certification  
Competency-Based DSP Certification 
 
  
Visit http://acp.thenadd.org/ or click the Accreditation/Certification icon on the NADD home page 
(www.thenadd.org) for details.  
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cian or neurologist should be covered by medi-
cal insurance or Medicaid, they typically are not, 
and the cost of these assessments can run up to 
$3,000-$5,000.

Alternatively, an individual could receive a di-
agnosis from a child psychologist or psychiatrist. 
Again, these should be covered by the behavior-
al health plans. But, when these providers are 
housed at a CMHC, assessments cannot be re-
imbursed because there are no MRO reimburse-
ment service codes for autism.

When an individual is already diagnosed with 
ASD, but may have an MI, there is a significant 
lack of services and supports for them. To shed 

light on the difficulties surrounding treatment of 
co-occurring ASD and MI, the Autism Society of 
Indiana (ASI), in late 2014, gathered data about 
the resources available for people with autism 
who have a co-occurring mental illness, by sur-
veying both the State’s private mental health 
practitioners and CMHCs. The survey distrib-
uted to private practices was directed to thera-
pists or other practitioners who worked directly 
with the targeted clients. CMHC surveys were 
directed to clinical directors or those in similar 
positions who have the best knowledge about 
programs their organizations offer people with a 
dual diagnosis. 

Chart 1: Barriers to Treating Indiana Clients with a Dual Diagnosis

Because of their inability to be reimbursed for 
ASD, many CMHC’s in Indiana are not able or 
willing to serve those with autism, even if there 
is a diagnosed MI. As shown on Chart 1, the key 
barriers to service include funding restrictions 
(including insurance and Medicaid) and staff 
knowledge and training. Presumably, if CMHC’s 
were able to receive reimbursement through 
MRO or other funding sources, they would be 
more financially able to hire and train staff to 
treat this population.

In addition to the funding and training bar-
riers, there continues to be a misunderstand-
ing about the term behavioral health services 

for the I/DD population by the community and 
state authorities. Although found in the DSM, 
providers do not understand that ASD is a de-
velopmental disability, not a mental illness. In 
addition, there are behavioral characteristics of 
autism that cannot and should not be treated 
by traditional mental health practices. Both 
have behavioral components, but the behavior-
al support specifically for autism is vastly dif-
ferent from behavioral health services for indi-
viduals with MI. Table 1 identifies some of the 
differences between evidence-based behavioral 
health support for individuals with autism and 
for individuals with MI.
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Table 1: Differences Between Behavioral Health Support for Autism and Mental Illness

Autism Spectrum Disorder
Mental Illness / Psychological 
Distress

The following behavioral 
characteristics can occur with 
both autism and mental illness:

Extreme behaviors (violence, 
aggressive behavior, 
impulsiveness, etc.) 

Psychological Distress (fears, 
anxiety, depression, social 
introversion, etc.)

Can be a characteristic of autism alone 
(sleep disturbances, avoidance behaviors, 
anxiousness) as a response to stressful or 
different situations?

Providers
Behavioral Consultant
Board Certified Behavior Analyst (BCBA)
Developmental Therapist
Neurologist
Developmental Pediatrician

Can be a characteristic of a mental illness 
separate from autism-related behaviors.

Providers
PsyD. and / or HSPP
Licensed Clinical Social Worker (LCSW or 
MSW)
Licensed Mental Health Counselor (LMHC)
Licensed Marriage and Family Therapist 
(LMFT)
Psychiatrist (medication management)
Community Mental Health Center
Developmental Pediatrician

The evidence-based treatments 
are vastly different for autism 
vs. mental illness

Positive Behavior Supports (PBS)
De-escalation techniques
Change in environments
Social skills coaching
Executive Function Training
Relationship Development Intervention (RDI)
Speech, Occupational, Physical Therapy
Visual supports (PECS)
Behavioral Psychology 
Applied Behavior Analytic Treatment (ABA)
Behavioral Therapy
Self-management
Modeling
Structured environments

Habilitative mental health treatment
Talk therapy (CBT, etc.)
Drug therapy
Hospitalization

Conclusion
Today, several community autism, IDD, and 

mental health advocacy groups are working to-
gether with the Indiana Office of Medicaid and 
Policy Planning to address how to better serve 
individuals with autism and co-occurring MI. 
These groups are educating providers, state 
agencies, and members of the Indiana General 
Assembly about the importance of using CMS 
funding to serve this growing population.

Recommended systemic changes to the sup-
port system for those with co-occurring ASD 
and MI include: First, train both mental health 
and ASD providers to screen and assess people 
who may have a co-occurring condition. Second, 
train mental health providers to effectively use 
evidence-based autism screening tools at the 
time of intake and treatment. Third, increase 
the understanding about implications of the 
differences between autism and MI, to ensure 
appropriate behavioral and medical supports. 
Fourth, and possibly most importantly, work 
collaboratively with the OMPP to identify sim-

ple ways to enable individuals with autism to 
access mental health services provided by pri-
vate practitioners and CMHCs through stan-
dard reimbursement options.

The more we educate the community about the 
importance of treating this population and pro-
vide simple solutions to reimbursement options, 
the better the outcomes will be for Hoosiers di-
agnosed with autism and co-occurring MI – as is 
true for other states across the nation.
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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 Eileen Elias, Editor of the U.S. Pub-
lic Policy Update at eelias@jbsinternational.com. 

Family Corner

If I Knew Then What I Know Now…
Laurie Raymond

There are many lessons that I have learned in 
the past 26 years parenting a child with a dual 
diagnosis: autism and anxiety. While I am not 
sure that anything would be different, I wish I 
knew then what I know now.

The first lesson is that active parenting will 
continue across the lifespan. While it may look 
different than at younger ages, we still are very 
active in these efforts. This means on any given 
day, we may be called upon to manage a trans-
portation/staffing issue, facilitate a medical ap-
pointment, navigate Health and Human Services 
or Social Security, attend therapies, or address 
unexpected social challenges he is faced with. 
We are his primary supports so not a day goes 
by when we are not active in parenting and sup-
porting him. 

The second lesson I learned later is that in 
order to maximize learning, we needed to al-

low for reasonable risk. In our family, we have 
taken risks in many small ways—teaching him 
the bus, allowing for social media participation, 
working toward and supporting independent liv-
ing in his apartment, even though at times it has 
been scary and we worry about all that could go 
wrong. Had this been a larger focus for us at an 
earlier age, I wonder if he would have more skills 
under his belt for it is through these challenges 
and struggles that he has learned to adapt. 

The third area I have grown increasingly 
aware of is the importance of a parent’s self-care. 
By this, I mean the healthy lifestyle—nutrition, 
exercise, and relaxation—but also keeping at-
tention on reaching a balance between parent-
ing and adult activities/interests: keep friends, 
have some fun and laugh as much as you can. As 
many of you know firsthand, it is tough to sepa-
rate from these responsibilities. I recently had 



Note from the editor

This issue offers many thoughtful considerations for clinicians 
and caregivers as we come to the conclusion of summer. Tracy Hig-
gins and Melissa DiGoia advocate for education in sexual health, 
sexuality, and abuse prevention for individuals with disabilities. 
Dr. Tina Benevides and Stephen White describe a Canadian project 
through which facilitators are trained to deliver the Skills System 
to people with developmental disabilities. Boyd, Richards, Bishop, 
and Watson write about incorporating genetic syndrome knowledge 
into a biopsychosocial approach and suggest this both clarifies chal-
lenging situations and can inform care. Dr. Jarrett Barnhill con-
tinues his Neuroscience column suggesting further refinements in 
our understanding of brain-behavior relationships as these relate 
to dual diagnosis. Dana Renay provides a review of the state of In-
diana funding and other challenges in our US Policy column, and 
Laurie Raymond reflects upon parenting a now 26 year old with 
autism and anxiety.

For those of you who have been away for the summer, welcome 
back! Now is the time to inform your colleagues about your work by 
submitting your articles for publication.

Lucy Esralew, PhD., NADD-CC
drlucyesralew@gmail.com
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the opportunity to travel out of the country for 
a month.  With a lot of preparation and a great 
community based team, we both managed to get 
through it happy and healthy.  It benefitted both 
of us. 

Fourth, celebrate every success!  When things 
go well or when they go poorly and we muddle 
through, it is important to celebrate this.   Like 
all people, our sons and daughters too learn from 
when things go as planned and when they do not.  

Lastly, we have realized how critically impor-
tant it is to be active in social policy.  This means 
I am on distribution lists sent by our state gov-
ernment, licensing/regulatory bodies, and advo-
cacy organizations.   If a policy change could im-
pact his services/supports, we make a concerted 
effort to digest the proposal, reach out to those 
in leadership or legislative committees, to insure 
decisions are informed by parents and individu-
als in need of services.  I have invited our state 
legislative representatives to our home and talk-
ed about our concerns and ideas.  We also partici-

pate in stakeholder groups—Maine Parent Co-
alition, NADD, Autism Society of Maine, Autism 
Society of America for example---so we can share 
our collective recommendations and suggestions 
to insure the best social policy in our home state 
and the country.  

It has been a journey for us---and wrapping my 
mind around these lessons has helped our fam-
ily, so I wanted to share them with you.    

For further information, contact Laurie Ray-
mond at lraymond112@gmail.com. 

Family Corner is an ongoing column in The 
NADD Bulletin and is published under the aus-
pices of the NADD Family Issues Committee.  We 
welcome your comments, suggestions, and sub-
missions for this column.  To learn more or to 
contribute to this column, you may contact Lau-
rie Raymond, Editor of Family Corner at lray-
mond112@gmail.com. 
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