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Note from the editor
In this issue, our authors share their lessons learned from 

various fields of activity related to the support of persons with 
dual diagnosis. Kaitlin H. Miller, MPH and her colleagues share 
findings from their survey of community training needs to support 
persons on the spectrum in Pennsylvania. Dr Marie Hartwell-
Walker writes about the three action steps we can take to increase 
staff retention. Dr. Jarrett Barnhill investigates the possible links 
between self-injurious and addictive behaviors in his neuroscience 
review. In the U.S. Public Policy Update, Dr. Maria Qunitero-
Conk explores the experience of bringing a model of managed care 
to persons with IDD in Texas. In DSP Interests and Concerns, 
Drs. Sharon McGilvey and Darlene Sweetland share the detective 
work that goes into the understanding of behavioral challenges. 
In the Family Corner, Judy Cerano shares the lessons learned in 
her daughter’s journey as a person with a dual diagnosis.

There are so many ways in which we can advance our 
understanding of work with persons with dual diagnosis. Please 
consider sharing your programming, clinical work and research 
with the NADD readership community by submitting your article 
to the Bulletin.

Lucy Esralew, Ph.D. NADD-CC
lesralew@trinitas.org 
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Community Training Needs Survey Results
Kaitlin H. Miller, MPH, Mary Mathew, MPH, Stacy Nonnemacher, PhD, and 
Lindsay Shea, MS, DrPH

Introduction 
The increasing prevalence of autism spectrum 

disorder (ASD), currently identified by the Cen-
ters for Disease Control (CDC) to be 1 in every 
68 children(Developmental Disabilities Monitor-
ing Network Surveillance Year 2010 Principal 
Investigators & Centers for Disease Control and 
Prevention (CDC), 2014), translates into the in-
creased likelihood that professionals and provid-
ers will be supporting an individual with ASD. 
In the 2011 Pennsylvania Autism Needs Assess-
ment, the Autism Services, Education, Resourc-
es, & Training Collaborative (ASERT), funded by 
the Pennsylvania Bureau of Autism Services, De-
partment of Human Services, found that a lack of 
adequate training for professionals and providers 
is a barrier to care and service access for indi-
viduals with ASD and their families (Shea, 2011). 
Professionals and providers need comprehensive, 
up-to-date, and evidence-based training on the 
core symptoms of ASD, managing challenging be-
haviors, and other topics in order to meet the ser-
vice and support needs of individuals with ASD 
and their families (Bruder, Kerins, Mazzarella, 
Sims, & Stein, 2012; Kucharcyzk et al., 2015; 
Shea, 2011). Findings from the 2011 Pennsylva-
nia Autism Needs Assessment and other studies 
indicated training needs for providers of indi-
viduals with ASD of all ages (Kucharcyzk et al., 
2015; Shea, 2011); however the need becomes in-
creasingly apparent for providers of adults with 
ASD (Bruder et al., 2012; Shea, 2011). There is a 
need for recognition that it is not just disability-
specific providers who need training on ASD but 
all sectors including but not limited to: dentists, 
doctors, social workers, home healthcare work-
ers, nurses, teachers, etc. 

In order to glean specific training needs of a 
broad range of community provider and profes-
sionals, the Bureau of Autism Services (BAS) 
commissioned the ASERT Collaborative to con-
duct a community training needs survey to inform 
in-person trainings across the Commonwealth of 
Pennsylvania. A limited research base has docu-
mented training needs for certain provider types 
on ASD (Hughes, Bertina, Metha, & Shukla, 
2012; Swiezy, Stuart, & Korzekwa, 2008), there 
has been minimal effort to engage providers and 
professionals in a feedback loop that directly in-
forms training content and modality.

The first iteration of the ASERT survey was 
conducted in winter 2013, and the second itera-
tion was conducted the following year in winter 
2014. This article outlines the methods, demo-
graphics, and results of the first version of the 
survey and then describes changes in those com-
ponents that were integrated into the second it-
eration. The goal of this article is to inform and 
support efforts to directly query communities to 
determine their trainings needs. 

Version 1

Methods 
Electronic surveys (via a Qualtrics online sur-

vey platform) were distributed to agency contacts 
as well as professional membership listservs to 
capture a wide audience of providers both in the 
type of professional and the location.

ASERT staff, in collaboration with BAS staff 
and leadership, identified a list of professional 
association listservs, organizations, and agencies 
to reach out to in order to distribute the surveys. 
This list was generated to include professionals 
in the community who likely support or serve 
individuals with ASD but may or may not have 
had ASD-specific trainings. The list was also in-
formed by the Pennsylvania Autism Needs As-
sessment as well as anecdotal experience of BAS 
staff and leadership. The organizations that were 
identified included three Pennsylvania social 
work associations, a Pennsylvania home health 
aide society, several disability specific organiza-
tions with statewide reach in Pennsylvania, two 
special needs listservs, and the Bureau of Autism 
Services provider listserv, Representatives of the 
listservs and organizations were approached and 
asked if they could distribute the survey link 
through their contacts. 

Results
Surveys were completed by 113 providers and 

professionals across the Commonwealth. Re-
spondents were asked to indicate which type of 
provider agency they represented by selecting 
from the following options: physical health, men-
tal health, behavioral health, home health care, 
state/city/county agency, disability services, so-
cial work, daycare center, academic institution, 
postsecondary institution, nursing home, and 
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other. The highest proportion of survey respon-
dents (23%) were from an educational setting 
(including elementary, middle, and high schools). 
The second highest proportion of survey respon-
dents (20%) worked in Disability Services. Re-
spondents who indicated “Other” (8%), filled in 
the following organizations: behavioral health or-
ganization, mental health facility, and nonprofit.

One of the survey questions asked if the respon-
dent provided services to individuals with ASD 
and the vast majority (93%) responded in the af-
firmative. Survey respondents were also asked 
what age group they serve and were permitted 
to select more than one of the following options: 
pre-elementary, elementary, middle/high school, 
adults, elderly, and parents/families of children. 
Middle school/high school aged individuals were 
the most commonly selected age groups (75%) 
followed by elementary aged individuals (71%). 
The least commonly selected age group were the 
elderly (20%). 

In order to plan for training that would most 
directly meet the schedules and preferences of 
providers and professionals, survey respondents 
were also asked about the preferred time, loca-
tion, and format for training. The most popular 
time selected by survey respondents was train-
ing that takes place in the morning (42%) as op-
posed to afternoon (23%) or evening (11%). Most 
respondents had a preference for the training 
to take place locally (63%) as opposed to online 
(51%) or at their respective agency/organization 
location (51%) (respondents were permitted to 
select more than one option). The most preferred 
format among survey respondents was an in-per-
son instructional presentation that included an 
option for continuing education credits (65%). 

Respondents were asked specifically, which 
training topics would be most helpful in support-
ing individuals with ASD either on their current 
caseload or in the future by ranking training top-
ics on the scale of 1-4 (1 being the highest rank, 4 
the lowest). Four categories were chosen to disal-
low a middle ground selection. Of fourteen top-
ics and the option to enter in an “other” category, 
the following five training topics had the high-
est scores: 1. how to administer supports specific 
to different clients, 2. broad training on the core 
deficits of ASD, 3. systems and services available 
to individuals with ASD, 4. how to navigate co-
occurring diagnoses, and 5. how to navigate chal-
lenging behaviors related to ASD. The “other” 
training topics that respondents wrote-in includ-
ed: evidence-based interventions, sexuality, and 
goal development.

A report was generated by ASERT for the Bu-
reau of Autism Services to consolidate the find-
ings in support of their training planning and 
content development. BAS training curricula 
was developed to touch on the topic areas listed 
above; however, as the training was introductory, 
it could not go into detail on all subjects, training 
participants had opportunities to ask questions 
and could request additional trainings. BAS staff 
reviewed the findings for training modality and 
locations, scheduling trainings in community lo-
cations in six locations in the three regions across 
Pennsylvania. Continuing education credits were 
offered for attendees per the preferences of sur-
vey respondents. In order to reach the survey re-
spondents, invitations to the trainings were sent 
to the organizations and listservs that distribut-
ed the initial survey as well as posting through 
BAS and ASERT website outlets. 

Version 2

Methods
In order to bolster the response rate for the sec-

ond iteration of the training survey, for both a 
larger number of responses and a larger repre-
sentation of community providers of individuals 
with ASD across all ages, additional distribution 
outlets were added to the previous year’s strat-
egies. These included more listservs and post-
ings on the ASERT website (PAautism.org) and 
ASERT’s social media outlets. Listservs covering 
the following domains were identified: nursing, 
social work, nursing facility and homes, advocacy 
groups, educators, etc. to ensure surveying of the 
broad range of community-based providers were 
surveyed. 

Surveys were again distributed online (through 
the Qualtrics survey platform). 

Results
The content of the survey was revised in the 

second version to reflect the first round of train-
ings and also to increase the richness of the data 
collection on ASD knowledge, experience, and 
training area needs. 

Surveys were completed by 148 providers and 
professionals across the Commonwealth, an in-
crease of 35 or 23.6% from the previous year. In 
the second version of the survey, an additional 
question about the setting where the respondent 
provided services was added. Respondents were 
given the following role options: administration, 
therapist, licensed practical nurse, behavior spe-
cialist, supports coordinator, case manager, social 
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worker, clinician, personal care worker, activity 
worker, physical therapist, home health aide, 
discharge planning, registered nurse, direct sup-
port professionals, behavior service coordinator, 
and other. The largest proportion of respondents 
(52%) reported that they work as administrators. 
The second highest proportion of respondents 
(19%) were direct support professionals and 
“Other” responses (19%) included: employment 
specialist, music therapist, licensed professional 
counselor, and risk manager. 

Respondents were also asked which setting 
they worked in of the following options: hospital, 
state center (Intermediate Care Facilities [ICF]), 
pre-elementary school, elementary school, mid-
dle school, high school, group home, adult day 
program, behavioral health rehabilitation ser-
vices (BHRS), service provider agency, health 
clinic, in-home support, independent living sup-
port, and other. The most commonly selected set-
ting was adult day programs (46%) followed by a 
service provider agency (30%). Other responses 
(20%) included: nursing home, skilled nursing 
facility, long term care facility, and applied be-
havior analysis (ABA) clinic.

The majority of respondents (60%) indicated 
that they had previously received training on 
ASD, a question that was not addressed in the 
first version of the survey. Respondents were 
presented with fifteen general knowledge state-
ments to ascertain their level of familiarity with 
ASD. Respondents indicated “true” or “false” to a 
series of statements aligned with three aspects of 
ASD: prevalence, symptoms, and clinical presen-
tations of ASD. Most respondents demonstrated 
some familiarity with the core ASD symptoms 
and features. For instance, over 90% of respon-
dents answered questions on the following topics 
correctly: 
• Individuals with ASD often engage in repeti-

tive behavior (97%), 
• Individuals with ASD may have difficulties 

with critical thinking (93%), 
• Individuals with ASD often have difficulties 

understanding facial expressions (91%), 
• Individuals with ASD have difficulty main-

taining eye contact (98%), 
• Individuals with ASD may have difficulties 

understanding sarcasm (94%), and 
• Individuals with ASD may experience chang-

es with emotional control (98%). 
However, 60% of survey respondents incorrect-

ly answered the question about the prevalence 
rates of ASD in males compared to females and 
responded that ASD occurs equally in males and 

females when autism occurs in males four times 
as often as in females (Developmental Disabili-
ties Monitoring Network Surveillance Year 2010 
Principal Investigators & Centers for Disease 
Control and Prevention (CDC), 2014). Also, 55% 
of respondents incorrectly answered that many 
individuals with ASD like being touched which 
is generally an issue for many individuals with 
ASD. The responses to these statements pro-
vided a good baseline for how advanced training 
curricula need be and how much time should be 
focused on introductory material.

Survey respondents were also asked about 
their self-reported skill level on working with 
people with ASD as compared to working with 
individuals with mental health diagnoses and in-
tellectual disability (ID). The lowest self-reported 
skill level was indicated for ASD; approximately 
73% of respondents felt they have the skills to 
support individuals with ASD, compared to 80% 
for mental health diagnoses, and 86% for indi-
viduals with ID. The high rates of self-reported 
skill could be a result of previous training experi-
ences, as 60% of the respondents reported previ-
ous training in ASD. 

As in the first version, survey respondents were 
asked their preferred training modality and time 
of day that the training would take place. The 
first version had more answer options regarding 
in person training options, such as if they wanted 
a training in person at their agency or locally. 
However, the second version gave respondents 
the option to note if they preferred online train-
ing, in person training, or both online and in per-
son training. Most respondents (58%) indicated a 
preference for both in person and online training. 
Many respondents (46%) reported that they do 
not prefer a specific training time but some (29%) 
would prefer training in the morning above other 
times. 

Ten training topics were presented to the sur-
vey respondents, and they were asked to rank 
them as high or low priority based on their pro-
fessional needs. The five training topics that were 
most frequently identified as high priority were: 
navigating challenging behaviors related to ASD, 
adults with ASD, communicating with individu-
als with ASD, how to navigate co-occurring diag-
noses, and broad training on the core deficits of 
ASD. Respondents were also permitted to write-
in other responses (12%) which included: ABA, 
sexuality, safety, activities of daily living (ADLs), 
employment, and parenting. 

After data were collected from the surveys in 
both time periods coupled with experience from 
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the previous year’s training, BAS worked to craft 
training curricula that were delivered in train-
ings in community-based locations across Penn-
sylvania that met the topic priorities as well as 
modality for the majority of survey respondents 
and also offered continuing education credits. 
Training invitations were sent out through the 
same listservs and agency contacts through 
which the surveys were initially distributed. 

Discussion
From both surveys, a great amount of knowl-

edge was obtained on the training needs of myr-
iad community providers throughout the Com-
monwealth of Pennsylvania. A larger number of 
providers and professionals were reached in the 
second version as compared to the first version, 
and there were also more types of provider types 
sampled which increased the overall richness of 
the results. Future survey efforts will focus on 
continuing to increase the number of respondents 
and to capture a more diverse sample. Enhancing 
the survey distribution strategy was a key area 
of improvement between version one and version 
two of the survey. Identifying more listservs for 
dissemination as well as publicizing the survey 
through ASERT website and social media outlets 
was essential in increasing response rates. Many 
components were modified from survey version 
one to version two to help target the responses 
to enhance the training curricula including iden-
tifying previous training experiences and self-
reported skill levels. 

The development and dissemination of these 
training surveys provide several considerations 
for training content and logistics that could in-
form future projects. First, surveys should allow 
respondents to self-report training needs, cou-
pled with an assessment of baseline knowledge. 
This data can help determine the training topics, 
level of detail, and supplemental materials and 
resources that might be needed. Furthermore, it 
is important to assess an individuals’ profession-
al settings, as there may be inherent strengths 
and biases which should be highlighted and ad-
dressed during the training. Finally, trainings 
must be accessible; surveys should include ques-
tions about format and times for training to help 
planning the dissemination. 

Future survey efforts will be undertaken in an 
effort to expand the understanding of the train-

ing needs of providers and professionals in the 
community. This endeavor will continue to in-
form BAS trainings to increase the knowledge 
levels and skills of professionals and providers in 
supporting individuals with ASD and their fami-
lies.
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It’s Not Just About Pay: 3 Ways to Increase 
Staff Retention
Marie Hartwell-Walker, Ed.D.

In his video, The Ethics of Touch, David Hings-
burger jokes that, where he comes from, turnover 
is on Thursdays. It’s one of those jokes that hits 
home in a painful way. Those of us who work in 
 the field know the frustrating realities: staff who 
are overwhelmed by their jobs, staff who are un-
willing or unable to go to trainings outside their 
own shifts due to second jobs or childcare issues 
or disinterest, and low pay that results in low 
motivation to become part of the treatment team. 

Frequent turn-over is the bane of every agency. 
Yet who can blame the good people who do day-
to-day direct care work for looking elsewhere? 
Many staff go to work every day expecting to be 
threatened or hit by the very people they are try-
ing to help. Many of the tasks for personal care 
are unpleasant. Sadly, we live in a culture where 
it is low status work with abysmally low pay. The 
industry standard for salaries in many areas has 
hit a new low with work at the local big box store 
or fast food chain paying substantially better.

Despite all these very real challenges, the field 
needs direct care staff to stay. The quality of a 
program rests on their knowledge and experi-
ence. Since they are the people who spend the 
most time with individuals who need care, they 
are most likely to observe even subtle but im-
portant changes in behavior or mood. Losing a 
trusted staff is yet another loss for clients who 
have already suffered so many other losses. If 
we want to be effective in supporting individuals 
with intellectual disability, we need to find ways 
to develop and retain a staff of experienced and 
caring people. 

How can we encourage and develop staff who 
will stay? A significant raise in salary would go a 
long way to attracting and keeping staff, it’s true. 
That’s a larger cultural problem than can be ad-
dressed here. Leaders in the field need to advo-
cate strongly for a larger share of tax dollars. 
Agencies also need to be responsible and creative 
in the use of those dollars so that our staff get the 
financial support they need and deserve.

But it’s not all about the money. Although 70% 
of managers think employees leave mainly due to 
low wages, 88% of employees leave their jobs for 
reasons other than pay (Burnham, 2012). Agen-
cies may not be able to give everyone a signifi-
cant raise, but, if they wish to recruit and keep 

good staff, they can and should pay attention to 
other factors that retain valued employees.

In a national study of 15,000 employees con-
ducted by the Dale Carnegie Institute and MSW 
Research, the following factors were found to be 
most essential to staff engagement in their jobs: 
The relationship with an immediate supervisor, 
belief in senior management, and opportunities 
for career development. Agencies that wish to re-
cruit and maintain a stable staff translate those 
factors into action.

3 Action Steps to Increase Staff Retention
1.  Enhance staff relationships with the im-

mediate supervisors: Many agencies 
across the U.S. are adopting Positive Be-
havior Supports to provide services to our 
clients. For that to be effective, supervisors 
need to model it in their management of di-
rect care staff. 

Often enough, supervisors are staff who have 
worked their way up the ranks. They may be ex-
pert at their jobs and compassionate with clients, 
but they may not have specific positive supervi-
sory skills. 

Supervision is a field of study and deserves to 
be treated as such. There are well-developed tech-
niques for bringing out the best in staff. Super-
visors deserve the opportunity to enhance their 
own skills and increase their effectiveness by 
learning them. This can be accomplished through 
study groups or workshops that are designed spe-
cifically to teach supervisors to enhance positive 
employee-supervisor relationships.

There are dozens of excellent books on supervi-
sion that can be used for self-learning or as the 
focal point of a regular supervision of supervisors 
group. An alternative is to bring in consultants 
(in person or on Skype) for specific training in 
positive supervision. Regular monthly meetings 
give group members an opportunity to share suc-
cesses and to get help for challenging supervi-
sory relationships. The following books can get a 
group started:
• In Growing Great Employees: Turning Ordi-

nary People into Extraordinary Performers, 
Erika Andersen (2006) shows how supervi-
sors can invest in their staff and keep them 
long term.
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• Fredrike Bannink’s book, Handbook of Posi-
tive Supervision presents a powerful combi-
nation of positive psychology and solution 
focused brief therapy as a model for bring-
ing out the best in staff (Bannink, 2014). The 
book is full of case studies and exercises that 
highlight the principles in the book and make 
it a highly accessible training tool for supervi-
sors. 

• Getting to Yes: Negotiating Agreement without 
Giving In by Fisher, Ury and Patton (2012) is 
a short, readable instruction in effective me-
diation. 

• A companion book, Getting Past No: Negoti-
ating in Difficult Situations by William Ury 
(1993) offers further strategies for working 
through conflict and bridging differences.

2. Develop trust in the senior leadership: 
According to Stephen M.R. Covey, the best 
leaders focus on making trust an explicit 
organizational objective (Covey, 2008). 
Staff are more likely to stay if they feel that 
senior management has both credibility 
and competence. There needs to be clear 
evidence that senior level managers are in 
touch with staff concerns and are willing 
to take staff input. Good communication 
about how the agency is doing both finan-
cially and in terms of meeting its mission 
are essential. Senior staff’s commitment to 
leading in a person-centered way encour-
ages person-centered behavior toward the 
clients of the agency. The following books 
can be a helpful addition to any senior man-
ager’s library:

• In The Speed of Trust: The One Thing That 
Changes Everything, Stephen M.R. Covey 
(2008) discusses how to combine personal re-
sponsibility with compassion and respect for 
others to increase trust in leadership.

• The Happiness Advantage: The Seven Prin-
ciples of Positive Psychology That Fuel Suc-
cess and Performance at Work by Shawn 
Achor (2010) uses studies and case examples 
to demonstrate that increasing happiness 
at work reduces stress and improves perfor-
mance in a workplace.

• In Practicing Positive Leadership: Tools and 
Techniques That Create Extraordinary Re-
sults, author Kim Cameron (2012)  outlines 
how to create a positive climate, positive rela-
tionships, positive communication, and posi-
tive meaning within an organization. 

3. Provide opportunities for career devel-
opment: Staff are far more likely to stay 

when their agencies make an investment in 
their career development. It’s essential to go 
beyond the basic trainings in first aid, CPR, 
medication administration, and behavior 
management that are usually included in 
new employee orientation. Mastering more 
advanced skills increases staff competence 
and confidence. Making time to profession-
alize staff through additional trainings and 
workshops results in pride and investment in 
their workplace.  

Staff who stay also want to be helped to meet 
challenges that will expand their knowledge in 
the field (Levoy, 2007). Encouraging systematic 
mentoring by senior staff for increasingly diffi-
cult tasks conveys to staff trust in their abilities 
and investment in their careers.

Viewing training videos that are available from 
such places as YAI (Young Adult Institute) in 
New York, Diverse City Press, and NADD, pro-
vides opportunities to watch and learn from oth-
ers who do the same work. 

NADD publishes several books that can be 
used for internal staff training study groups or 
workshops. Consider one of the following as a 
point of departure:
• Working with People Who Have Intellectual 

Disability and Behavioral Problems: A Self-
Study Guide for Interdisciplinary Team Mem-
bers by Ann R. Poindexter, MD and Paul D. 
Kolstoe, PhD (2009) uses a holistic approach 
to help interdisciplinary teams develop more 
successful treatment programs. This book 
has the advantage of being designed for self-
study.

• Quandaries: Understanding Mental Illnesses 
in Persons with Developmental Disabilities by 
Sue Gabriel (2004) is a guide to understand-
ing the differences between mental health 
and mental illness. Staff will undoubtedly rec-
ognize people they know in the funny but poi-
gnant stories Gabriel shares as illustrations.

• What’s Wrong? How to Tell When They Can’t 
Tell You, my new book (Hartwell-Walker, 
in press) is in workbook format that can be 
used alone or in group training. It provides a 
structured step-by-step process for analyzing 
what is wrong when someone with intellectu-
al disability and limited verbal skills shows a 
change in mood or behavior – and what to do 
about it. Case studies and activities for test-
ing one’s understanding provide practice in 
using the tools.

The Habilitative Mental Health Network in 
Ontario, Canada has also published a thorough 
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and useful staff training manual: 
• Dual Diagnosis An Introduction to the Mental 

Health Needs of Persons with Developmental 
Disabilities Edited by Dorothy M. Griffiths, 
PhD, Chrissoula Stavrakaki, PhD, MD, and 
Jane Summers (2002) is a comprehensive cur-
riculum that was designed to help staff under-
stand the mental health issues confronted by 
people with developmental disabilities. Case 
study examples, provided throughout the 
book, can be used to start discussions.

Staff recruitment and retention will continue 
to be a challenge for every human service agen-
cy. But agencies can give people reasons to stay. 
When staff feel valued and supported, they are 
more likely to make a commitment to their agen-
cy – at least for awhile.
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 Addiction Behaviors: What Are They and How Do 
They Apply to Dual Diagnoses?
Jarrett Barnhill, MD, DFAPA, FAACAP, NADD-CC, UNC School of Medicine

Why do some individuals repeatedly and per-
sistently engage in painful, mutilating self-in-
jury? Functional behavioral analysis frequently 
suggests that persistent self-injury serves mul-
tiple functions and, in spite of solid programs, 
requires extraordinary measures to contain. To-
tal lifelong remission is far less common than 
a fluctuating course with episodic flare ups. In 
recent years pharmacologists developed adjunc-
tive therapies that attempted to match specific 
medications with subtypes of SIB. This approach 
represents an attempt to compensate for the high 
level of self-injury heterogeneity present in this 
complex challenging behavior. Much of this di-
versity arises from gene X environmental inter-
actions (behavioral phenotypes), the occurrence 
of SIB in several developmental neuropsychiat-
ric syndromes (e.g. neuroacanthocytosis and pri-
mary psychiatric disorders), and susceptibility of 
individuals with self-injury to psychosocial and 
other ecological factors. 

Psycho-pharmacologists tended to focus treat-
ments on self-injury as either a behavioral or 
mental disorder. Attempts to define and manipu-
late specific neurotransmitters (theory driven 
approach) were less successful in large part due 
the reality that brain neurochemical-behavior in-
teractions were far more complex than we once 
assumed. It may be more sensible and practical 
to think in terms of a behavioral pharmacological 
model that assumes the boundary between be-
havioral and mental disorders is more permeable 
than imagined. (This concept will be explored in 
greater depth in subsequent articles.) 

At present, even though our best combined 
behavioral and pharmacological therapies re-
duce the frequency or intensity of self-injury, 
few combinations produce lifelong or complete 
remission (elimination). It is helpful to match 
subtypes of personalized interventions with un-
derlying biopsychosocial, behavioural program 
and neuropharmacological issues. Hopefully fu-
ture treatments will focus on core vulnerabilities 
that serve as nodal points in the complex and 
multi-dimensional pathways to self-injury. The 
author’s primary goal is to explore at least one 
twig within these intertwining pathways. We be-

gin with a synthesis of three separate but inter-
related ideas. 
1. In most circumstances the factors related to 

the initiation of SIB behaviors are not those 
that sustain or maintain it. For example, the 
function of self-injury in neurotypical indi-
viduals with Borderline Personality Disorder 
may begin as an escape from psychological 
pain, a sense of psychic fragmentation, or se-
vere negative affective states. One source of 
these psychological states is the individual’s 
reaction to separation or loss in the context 
of pre-existing disorganized attachment. In 
this acute context, self-cutting may release 
endorphins (stress induced analgesia) which 
reduce the intensity of negative states but 
negatively reinforce cutting as a solution. In 
some individuals, repeated self-injury meta-
morphoses as the relationship between trig-
gers, emotional distress, and self-injury be-
come more obscure – more generalized exter-
nal or internal stimuli now trigger self-inju-
ry. This outcome suggests that self-injury has 
usurped or kidnapped not only the stress re-
sponse system but also reward and pleasure 
circuitries. This transformation resembles 
kindling or sensitization and shifts from ap-
parent goal directed behaviors (escape from 
pain) to automatic reactions that appear in-
dependent of the original triggers. This ideas 
makes intuitive sense for epilepsy but why 
and how it happens with self-injury is less 
certain (Barnhill, 2003; Bruijnzeel, Repetto, 
& Gold, 2004; Grant, Potenza, Weinstein, & 
Gorelik, 2010).

2. Many of our best interventions are founded 
on the principles of altering the functional 
consequences of self-injury. In a sense, the 
focus on function provides a necessary and 
critical step towards designing more effec-
tive approaches to situations in which there 
are changing topographies and typologies of 
self-injury. A second focus is on self-injury 
as a result of behavioral excesses or deficits. 
From this perspective SIB is a goal directed 
behavior that encompasses either approach 
(positively reinforced by goal attainment 
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or acquisition) or avoidance or escape from 
aversive settings or events (negatively re-
inforced). Most forms of self-injury seem to 
evolve towards more complex functions. Re-
cently researchers are looking into the trans-
formation of earlier goal directed repetitive 
behaviors that seem related to communica-
tion of emotional distress, needs, or pain. 
Over time these connections become less 
clear cut or morph into a complex array of 
associative and operant conditioned experi-
ences (Barnhill, 2003; Petty, Allen, & Oliver, 
2009). 

3. Some years ago, the author addressed the link 
between severe SIB and addiction behav-
iors. This hypothesis held that the selection 
of drugs of abuse relates to their capacity 
to activate reward pathways in the brain. 
Later, these same drugs may provide relief 
or escape from negative affective states. Un-
fortunately, tolerance induced by chronic use 
decreases both the rewarding and relieving 
effects. Avoiding withdrawal states when the 
drug is unavailable eventually overpowers 
both the positive rewarding and negative re-
lieving contingencies. It also aids the process 
of sensitization and eventual usurpation of 
other pathways devoted to positive experi-
ences. In some individuals, there may be a 
point in which these patterns of stress relief 
are transformed into more destructive be-
haviors. Addiction arises from the transfor-
mation from repeated use in the service of 
positive experiences to one that is sustained 
and persistent in spite of tolerance and a 
growing list of negative consequences (Barn-
hill, 2003). 

Tolerance and withdrawal create a situ-
ation in which withdrawal symptoms (a 
negative physiological state) are poorly dif-
ferentiated from other sources of dysphoria 
and drive the engine of drug seeking and 
acquisition behaviors. In this scenario, as-
sociative conditioning is often the overlooked 
player – craving or drug seeking behaviors 
can be activated by a range of conditioned as-
sociations that include the drug and its para-
phernalia, context or previous use, and many 
negative affective states. Drug seeking and 

use continue in spite of increasingly negative 
consequences. The brain circuits involved in 
motivation and behaving to acquire pleasur-
able experiences is kidnapped by the addic-
tion process (Barnhill, 2003; Bruijnzeel et al., 
2004; Grant et al., 2010). 

The idea of addictions behaviors hinges on the 
transformation of other motivating state- regu-
lating behaviors. In this model the motivation to 
engage in some repetitive behaviors resembles 
craving, drug seeking, and persistence well after 
its obvious reinforcing effects have waned. 

Our task in this series of papers is to synthe-
size these strands into both a sensible and coher-
ent explanation of this transformation. We will 
investigate possible mechanisms associated with 
neuroplastic changes in the brain that lead to the 
usurpation of many reward pathways and behav-
iors that persist in spite of severe or painful con-
sequences. In our search for connections, we will 
explore genetics, temperament, risk factors, the 
role of traumatization, family, and psychological 
developmental issues related to self-injury. We 
begin with an epidemiological survey of self-inju-
ry among individuals with neurodevelopmental 
disorders. 
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Incorporating IDD Managed Care in Texas’s System for 
Individuals with Intellectual/Developmental Disabilities 
(IDD) Learning from One State’s Experience 

Maria Quintero-Conk Ph.D.

The author wishes to thank Erin Lawler, Direc-
tor of Intellectual and Developmental Disabilities 
at the Texas Council of Community Centers, for 
her valuable input and tireless advocacy for people 
with IDD.

Across the country, states are exploring ways to 
bring needed community-based long-term services 
and supports (LTSS) to people with IDD where 
Medicaid is the primary funding source. Many 
states, including Texas, have or are transitioning 
these service systems into public managed care 
(Paradise, 2015). These states are developing ser-
vice systems that meet individuals’ needs. In this 
article we will examine how Texas is developing 
and implementing its managed care system and 
how its recommendations and action steps reflect 
the NADD Health Reform Policy Statement’s rec-
ommendations. The Texas model is far from being 
fully formed. It is at the beginning of a process State 
leaders and advocates intentionally designed to be 
incremental over eight years, by piloting managed 
care components. It includes studies and rollouts to 
minimize disruptions to individuals and families. 
The model is being designed in a state with one of 
the lowest per capita spending rates in the nation 
(Ninghohossian, Rettenmeier & Wang, 2013). The 
model’s success in an underfunded system is to be 
demonstrated. This article only addresses Medic-
aid services. Managed services for individuals who 
are “dual eligibles,” i.e., receive benefits from both 
Medicaid and Medicare, is not addressed. 

Moving to Managed Care
The national transition toward managed care 

began in the 1980s. By 2014, 39 states were con-
tracting with private managed care organizations 
(MCOs) for Medicaid services in comprehensive 
risk-based managed care contracts (Paradise, 
2014). People with IDD were not included in 
these models. These efforts included children and 
healthy adults, but as they evolved, they estab-
lished frameworks for expansion into IDD ser-
vices. Comprehensive risk-based managed care 
contracts appeal to states because they shift risk 
from the state to private MCOs, creating an attrac-
tive financial model for which fiscal considerations 

and stretching funds are common change drivers. 
LTSS inclusion for people with IDD is a newer de-
velopment with limited outcome data. For Texas, 
managed care for LTSS is not new, having been led 
by both the public system and private contracted 
MCOs. In 1995, still recovering from the economic 
effects of the mid 80’s drop in oil prices and facing 
a growing population, the Texas legislature imple-
mented the State of Texas Access Reform Plus 
(STAR PLUS) program creating a managed care 
system that combined acute care and LTSS. STAR 
PLUS was designed to improve access to care, pro-
vide care in the least restrictive setting, and pro-
vide enhanced accountability, cost control, and do 
more with existing funds as the State’s Medicaid 
population grew. While STAR PLUS provided 
acute and limited behavioral health care for people 
65 or older and adults with disabilities, including 
people with IDD, this latter group remained on the 
fringe of managed services. Current statewide ac-
cess varies due to STAR PLUS rollout challenges in 
not reaching statewide expansion until 2014 due to 
scarce providers with IDD expertise, low Medicaid 
provider reimbursement rates, public resistance, 
and MCO mistrust by providers and consumers. 
Concerns over increasing interest lists with waiver 
slot wait-times of over a decade and limited fund-
ing set the stage in 2013 for the proposal and pas-
sage of the Medicaid Delivery System Redesign 
legislation, (though now a law, called Senate Bill 
7, or SB7) by the lLegislature. SB7 established the 
framework and timeline for statewide managed 
care implementation for LTSS for people with IDD. 
This expansion built on the existing STAR PLUS 
system and added a component for children (STAR 
Kids, expected in 2016) and the June 1, 2015 im-
plementation of Community First Choice (CFC), 
which created an entitlement for people with IDD 
of all ages to receive in-home habilitation and per-
sonal assistance services. Presently, services exist 
in three parallel public and private systems: local 
public authorities that traditionally contract with 
the State to provide intake, linkage, and monitor-
ing through service coordination; a network of pri-
vate LTSS Medicaid providers that contract with 
both the State and MCOs; and STAR PLUS servic-
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es delivered in MCO networks. The SB7 vision is 
to weave these components into a seamless system 
through managed care. 

Multiple MCOs obtained State contracts to de-
velop and provide services, assuring that each re-
gion has two or more MCO companies from which 
people can select a plan. SB7 was projected to re-
sult in savings of $12 million through 2015 and 
a probable net positive impact of $166,527,671 
through 2018, underlining the legislature’s ongo-
ing fiscal considerations.

Policy and Practice
One approach for analyzing (see below) the 

Texas managed care initiative is examining how 
it meets recommendations of the NADD Health 
Care Policy - Including Individuals with Intellec-
tual/Developmental Disabilities and Co-Occur-
ring Mental Illness (MI): Challenges that Must 
Be Addressed in Health Care Reform. 

Community Living. Texas maintains large, res-
idential institutions for people with IDD whose 
funding is not included in the community man-
aged care funding base. Since 2006, the State 
reduced these facilities’ census by an average of 
32%. The State is committed to increasing the 
number of people with IDD residing in communi-
ties and reducing institutions primarily through 
patient attrition. To meet these objectives, peo-
ple in crisis are to be treated successfully in their 
communities. Through SB7, MCOs are expected 
to avoid institutional placement and may receive 
financial penalties for recommending this care 
option. The cost of serving people with complex 
needs versus a penalty becomes an MCO busi-
ness decision. MCOs are not uniformly equipped 
to meet the needs of people with IDD. The State 
is challenged in assuring MCO provider networks 
include IDD expertise. When networks were first 
developed, traditional providers were contacted 
by MCOs, but not all were interested. Conse-
quently, some MCOs struggle to recruit and re-
tain psychiatrists and other providers to deliver 
needed care. In an adjunct initiative augmenting 
managed care services and successful community 
living transitions from institutions, the State de-
veloped specialized technical assistance teams in 
2014-2015 to facilitate transitions of individuals 
with IDD and co-occurring disorders. All MCOs 
are expected to provide this expertise. 

Knowledge and Expertise. Thanks to the involve-
ment of family members, advocates, key State of-
ficials, providers, and subject matter experts, SB7 
has grown from a small bill to a comprehensive 
roadmap for managed care services addressing 

the needs of people with IDD. Notable input came 
from The Arc of Texas and the Texas Council of 
Community Centers – an association representing 
the 39 local IDD authorities statutorily authorized 
to conduct certain functions in partnership with 
the State, including IDD service coordination for 
those receiving certain community-based LTSS. 
The Council developed a policy outlining services 
eligibility considerations, access to care, service 
planning, resource allocations, clinical integrity, 
quality assurance, public education, and financing. 
Many of these considerations are specified by SB7, 
reflecting public-private collaborations’ value. 

Person-Centered Services. An extraordinary 
SB7 feature is its emphasis on person-centered 
care. SB7 requires State agencies to develop 
systems supporting “person-centered planning, 
self-direction, self-determination, community 
inclusion, and customized, integrated, competi-
tive employment;” (TX SB7 | 2013-2014 | 83rd 
Legislature, 2013). In certain long-term services, 
local IDD providers and MCO staff are required 
to meet jointly to address individuals’ wants and 
needs. This collaboration is a new process across 
systems that traditionally operated in isolation.

Workforce Competencies and Training and In-
ter-Systems Service Coordination. Through SB7 
and subsequent advocate, provider and Council 
work, roles of traditional local IDD authority and 
MCO service coordinators are defined. Since Lo-
cal Authorities and MCOs have service coordina-
tors serving the same person, both are required, 
through State contracts, to collaborate and par-
ticipate in the same person-centered planning 
training. This creates a common language and 
shared expectations, hopefully eliminating con-
fusion for served individuals. As MCOs must 
have IDD subject expertise (per contract require-
ments), their contracts require a minimum of 3 
years of IDD expertise. The intent is to decrease 
the number of provider transitions a person 
makes to address needs and to strengthen MCO 
networks’ knowledge base. These networks are 
also at risk if providers are not properly com-
pensated and/or over-burdened with paperwork. 
These issues require monitoring by advisory 
groups and State outcome analyses. 

Readiness Review. Before implementing man-
aged care, Texas underwent an internal readi-
ness analysis including IDD. The IDD review 
identified an extensive training gap. Training 
has been provided in public forums where feed-
back was solicited and used to modify the State’s 
plans, at times delaying implementation dates to 
promote smoother rollouts.
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Funding. Funding is an ongoing concern. The 
84th Legislature, which ended in May 2015, added 
funding for an increased number of Medicaid waiv-
er slots. The benefits from this change may slowly 
occur, since a required pilot studying how best to 
integrate waivers into managed care has not been 
implemented. If a managed care model is not well-
funded, providers can be reluctant to enroll in net-
works and members continue with limited choices. 
This issue must be monitored. Stakeholder and 
advocate groups are documenting reductions in 
services and providing this information to advisory 
groups and State leaders. A process to track and 
report these possibilities is not yet fully developed.

Support for Families: Support to Develop Proven 
Models of Care and Treatment. Texas mandates 
respite care as a core service through State funds. 
SB7 does not address respite care and MCOs do 
not routinely provide respite services, but some 
forms of respite are available through STAR PLUS 
and through specific Medicaid waiver home and 
community-based service packages for people with 
IDD. It is anticipated that, as waiver packages roll 
into STAR PLUS in future years, the respite com-
ponent will be included, thereby providing individ-
uals with one integrated source of service rather 
than several sources across agencies and pro-
grams. NADD’s policy recommendations include 
preventive behavioral supports, crisis preven-
tion and stabilization services, and use of proven 
modes of care and treatment. Traditional medical 
and behavioral health systems have not effectively 
served people with IDD and co-occurring MI. An 
informed, IDD-competent safety net system is nec-
essary to provide crisis interventions and promote 
and maintain stability. These services are not fully 
developed in MCOs. They are provided through 
1115 Medicaid waiver projects and State general 
revenues by traditional providers (psychiatrists, 
psychologists, nurses) who could be integrated into 
future MCOs. It will be necessary for MCOs to un-
derstand that these are expensive services and in-
vesting in community stability is preferable to the 
cost of institutional care. Since MCOs are not at 
risk for preventing institutional care, the motiva-
tion for investing in more costly community-based 
services may occur due to SB7 language on effec-
tive enforcement of incentives and sanctions. 

Specifications in State Contracts with MCOs. 
The Texas MCO contracts are available online, 
providing transparency. The next step is expand-
ing these materials with evidence-based treatment 
content. This includes provider manuals and net-
work plan documents identifying amount, dura-
tion, timeliness, and scope of services furnished 

to children and adults with IDD and co-occurring 
MI based on functioning, symptoms, and timely 
access to needed services. Additionally, while not 
a contract requirement, MCOs should be encour-
aged to recognize Board Certified Behavior Ana-
lysts (BCBA) as competent providers of behavioral 
treatment and to recognize NADD certification. 

Specifications for Public and Private Insurance 
Benefits and State Contracts with MCOs. Texas 
private MCOs have limitedly included crisis pre-
vention services. Without a consistent, robust body 
of cost-effectiveness data, MCOs may not be per-
suaded to invest in positive behavioral supports 
and interventions that avert crises and institution-
al care. IDD providers and researchers can con-
tribute their data and support to have this occur.

Conclusion
The Texas model is in its early stages and has yet 

to generate sufficient evaluation data. Initial steps 
are promising and reflect stakeholder values and 
the NADD Health Care Policy Statement. Public 
and private stakeholder and leader attitudes range 
from skepticism to cautious optimism. All have 
generally accepted that collaboration will yield the 
best outcomes for a redesigned system on behalf of 
people with IDD and co-occurring MI. With contin-
ued flexibility and sensitivity to the target popula-
tion, the Texas model can be successful. 
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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. 
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 DSP Interests and Concerns

Putting it All Together: A Step-By-Step 
Approach
Sharon McGilvery, PhD and Darlene Sweetland, PhD

The following is taken from Intellectual Dis-
ability and Mental Health: A Training Manual 
in Dual Diagnosis, which was published by the 
NADD Press.  It has been edited for use in this 
column

Introduction
Identifying the cause of a behavioral challenge 

requires attention to detail.  It involves detective 
work and the ability to stand back with enough 
objectivity to decipher the clues.  The following is 
a real story of an individual who presented with 
behavioral problems.  It is followed by an analysis 
using the hierarchy discussed in Intellectual Dis-
ability and Mental Health: A Training Manual 
in Dual Diagnosis.  Initially, medical causes are 
ruled out.  This is followed by a rule out of psy-
chiatric conditions.  It is important to consider 
how the intellectual disability is interfacing with 
the psychiatric issues.  Finally, consideration is 
given as to whether or not the challenging behav-
ior is a learned behavior.  Sometimes the behav-
ior is the result of all of these factors combined, 
including medical, psychiatric, and behavioral 
contributors. 

The Story of Anna
Anna was a 35-year-old Caucasian woman 

who lived in an adult residential facility.  The 
home had five other residents.  She had lived 
there for five years.  She had a history of self-
injurious behavior which involved picking her 
skin.  Typically, this behavior had been localized 
to her arms.  On occasion, the behavior resulted 
in open wounds, but incidents of skin picking had 
significantly decreased in the past several years.  
Within the span of a few weeks, the behavior sig-
nificantly increased in not only frequency, but 
intensity.  It had increased to the extent that be-
havioral consultation services were requested be-
cause of how raw her skin had become.  Anna had 
begun picking at her knees, her hands, as well 
as her arms, which was a change in her usual 
presentation of the behavior.  Incidents of skin 
picking were now accompanied by agitation, in-
cluding pacing, difficulty sitting still, decreased 
attention span, and insomnia.  Previously, epi-

sodes of skin picking were not accompanied by 
such restlessness.  Anna was non-verbal and she 
was diagnosed with Severe Intellectual Disabil-
ity and Obsessive-Compulsive Disorder.  She was 
not taking any psychotropic medications.

Step 1 – Rule-out the Medical 
Causes or Contributors  

Information was obtained on her current and 
past medical conditions.  No skin conditions were 
identified.  She did not have a history of any skin 
conditions, such as eczema, which can reoccur.  
There were no recent changes in medications 
that may have resulted in an allergic reaction. 
However, she had not seen a physician or derma-
tologist to ensure that a medical condition was 
not causing or contributing to the behavior.   

Step 2 - Consider Psychiatric Causes 
Although medical causes had not yet been 

ruled out, possible psychiatric conditions were al-
so being considered since she was diagnosed with 
Obsessive-Compulsive Disorder.  The incidents 
of skin picking could be attributed to this condi-
tion.  However, the severity and  frequency of her 
picking at her skin significantly increased in a 
short span of time and deviated from the usual 
presentation of being contained to just her arms.  
There were also changes in her sleep pattern 
which coincided with the re-emergence of skin 
picking.  She had not experienced any difficulties 
with sleeping previously.  She had no history of 
insomnia or any sleep disturbance.  

According to the Diagnostic and Statistical 
Manual of Mental Disorders – Fourth Edition- 
Text Revision, the possible psychiatric disorders 
which could fit this presentation would be Obses-
sive-Compulsive Disorder (OCD) or Impulse Con-
trol Disorder, NOS.  The diagnosis of OCD could 
account for the increase in the behavior because 
OCD symptoms can wax and wane and flare-up 
during times of stress.  It could have interfered 
with her sleep if the urges to pick increased.  
However, the diagnosis did not fully describe all 
of the accompanying behaviors, such as her dif-
ficulty sitting still and her shortened attention 
span.  Therefore, it would seem that some other 
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factors or variables were operating or influencing 
the behavior.     

Step 3 –Rule-Out the Behavioral Causes  
Was her behavior a learned behavior and if so, 

what influences could possibly have been main-
taining the behavior? A functional analysis was 
completed and it was discovered that this be-
havior was occurring throughout the day and 
in all situations, but it was particularly intense 
at night while she was in her bed.  Any changes 
that had occurred in her life or environment were 
explored.  The only change that had been intro-
duced was a change in bedrooms because another 
resident had moved out of the home.  After the 
individual left, Anna had moved into her bed-
room because it was larger.  No other changes 
could be indentified either in the individuals who 
helped care for her, or in her environment.  Fur-
ther observations and meetings with Anna oc-
curred, and upon closer observation it was noted 
that she didn’t seem to be picking at her skin as 
much as she was scratching it.  

The Final Analysis 
This is where the results of the detective work 

came together.  All of the information gained from 
reviewing the categories in Chapter 4 and Chap-
ter 5 helped provide information as to whether or 
not the behavior could be attributed to medical, 
psychiatric, or behavioral reasons.  Since she had 
not seen a dermatologist or her family practice 
physician, the medical rule-outs had not yet been 
addressed.  Staff had only her past medical his-
tory and her current medical conditions which 
could not account for the increase in skin picking.  
The behavior was occurring across environments 
and with different people, but it was particularly 
intense at night while in her bedroom.  The on-
set of the significant increase in the behavior had 
been rather sudden and the behavior didn’t ex-
actly look like her behavior of compulsively pick-
ing at her skin, although it was initially labeled 
as an increase in skin picking.  There had also 
been the recent change in her sleeping patterns.  
She was no longer sleeping through the night.  
She would wake up several times throughout the 
night and pick at her skin.  

The only changes in her life had been the fact 
that she changed rooms and another resident 
moved out of the home.  When she changed rooms, 
she was given a different mattress that had been 
donated because the other resident took the mat-
tress Anna had been using.

Given the sudden increase in her behavior, the 
change in her sleep patterns, and changes in the 
description of the behavior, without any signifi-
cant changes in her life circumstances, the possi-
bility of an underlying medical cause was further 
explored.  Anna was taken to the dermatologist 
and diagnosed with scabies, which she apparent-
ly caught from the donated mattress.  The mat-
tress had been infected.  The behavior was not 
one of compulsive skin picking, but she was actu-
ally scratching due to the intense itching caused 
by the scabies.  The scabies was treated and her 
skin healed.  Occasionally, she would still pick at 
her skin, but not to the degree that she had been 
doing.     

Several important lessons can be learned from 
working with Anna.  It is important not to as-
sume anything when presented with behavioral 
challenges.  It would have been easy to attribute 
the increase of picking behaviors to her diagnosis 
of Obsessive-Compulsive Disorder (OCD) with-
out looking any further.  After all, she had been 
exhibiting this behavior for years and symptoms 
of OCD can wax and wane.  However, once the 
hierarchy was used which consisted of ruling 
out any medical causes, ruling out a psychiatric 
disorder, and ruling out learned behaviors, the 
cause was identified.  It highlights the need to 
“go back to basics” and consider the hierarchy 
in trying to determine the cause of a behavioral 
problem.  Start from the beginning.  Don’t as-
sume anything, and be attentive to the details, 
and to subtle changes.

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

When Chaos Transforms to Stability
Judy Cerano

“Where did the 38 years go?” Yesterday, Col-
leen was a baby. Today, she is an adult living in 
her own apartment with Tasha her dog, while re-
ceiving 24 hour supports. 

For those of us who have loved and supported 
Colleen all these years, we have seen this beau-
tiful and articulate woman experience a life full 
of chaos, physical pain, depression, anger, and 
some joy. Now, after the last couple of years on 
medication, talk therapy, massage, and physi-
cal therapy, Colleen is now striving for a happier 
and emotionally stable life. The other very im-
portant key to helping Colleen become a happier 
person is her support staff. Colleen hires some 
staff through self-determination for weekdays 
and a private company for back-up and week-
end shifts. Colleen still experiences a lot of staff 
turnover, but the self-determine staff and the 
company have all learned what works and what 
doesn’t work. They do their best to accommodate 
her intense needs. 

Colleen continues to find ways to relieve her 
physical pain (a result of multiple surgeries, sco-
liosis, arthritis, and a car accident). The good 
news is that her reactions to stress (which create 
her intense psychological symptoms) are lessen-
ing and not as intense. It took 26 years for Col-
leen to receive a diagnosis of depression, anxiety 
and borderline personality disorder (BPD). Why 
did it take so long? As Colleen’s mother, I believe 
that no one wanted to believe that a child with 
cerebral palsy (CP) could also have mental ill-
ness. 

According to NADD, approximately 20-35% 
of all people with developmental disability also 
have a mental illness. Kentucky reports a per-
centage of 63%. It would be helpful if more states 
researched the number of people with dual diag-
nosis, to bring attention to the needs of children 
and adults who are in need of services and sup-
ports

As an infant and young child, Colleen seemed 
to cry all the time. I would ask myself, “Is she 
hungry or wet? Is she in pain? Is she frustrated?” 
I would go to the doctors and tell them, “It’s as if 
she’s mad. She has a mad cry.” These concerns 
mentioned to her doctors were prior to her diag-
nosis, at 6 months, of severe cerebral palsy. 

At around two years old, we learned that Col-

leen was also legally blind and had a dislocated 
hip that required surgery. During her elemen-
tary school years, I would talk to psychologists 
and therapists about her crying and temper tan-
trums. One school therapist told me that she 
often cried and expressed anger because, “You 
have spoiled her.” How could a therapist say that 
to a mom of a child who could not scratch her own 
nose, turn over, sit up, or feed herself? Despite 
this comment, I believed that there was more to 
the outbursts which I define now as “her reac-
tions to stress.” 

At a very young age, Colleen experienced the 
classic symptoms of depression. Colleen, and 
our family, suffered needlessly, because no one 
wanted to consider that she may have a mental 
illness. One evening, at the age of 5 years, she 
said to me in her limited speech, that she didn’t 
want to live, she didn’t like having CP, and she 
was different from her classmates (Colleen was 
in a neighborhood school outside of our home dis-
trict). I listened to her and left the room crying. 
I didn’t feel I should say anything, because she 
just needed to say it to me, in her own way.

Mayo Clinic defines depression with a few of 
the following signs:
• Irritability or anger
• Continuous feelings of sadness, hopelessness
• Changes in appetite and sleep patterns
• Vocal outbursts or crying
• Thoughts of death or suicide

According to the Mayo Clinic people with BPD 
often experience a few of the following signs:
• Impulsive and risky behavior 
• Intense but short episodes of anxiety or de-

pression
• Inappropriate anger
• Suicidal behavior
• Fear of being alone

In order to assist children and adults with dual 
diagnosis, a detailed outline of the needs for psy-
chological therapy and support should be made 
as soon as possible, when the family or caregiv-
ers are expressing a concern. An evaluation of a 
child’s, or adult’s, mental health should be part of 
a person’s overall physical health examination. 
In addition, staff members who support the indi-
vidual should be trained in the various types of 
mental illnesses, paid appropriately, understand 
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the concepts of culture of kindness, and other ar-
eas to assist the individual to be successful in the 
community. 

As far as Colleen’s future, the journey is not 
over. We will have to deal with issues of staff 
turnover, threats of staff hour reductions from 
the systems, doctors who do not understand CP 
and Colleen’s speech pattern, Medicaid hearings 
and health crisis. However, I continue to be an 
optimist for Colleen’s future. Colleen is resilient 
and we support each other to press forward to 
have meaningful experiences in our lives. 

For further information, contact Judy Cerano 
at judycerano@aol.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 
submissions for this column. To learn more or to 
contribute to this column, you may contact Laurie 
Raymond, Editor of Family Corner at lraymond@
portresources.org.
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Note from the editor
In this issue, our authors share their lessons learned from 

various fields of activity related to the support of persons with 
dual diagnosis. Kaitlin H. Miller, MPH and her colleagues share 
findings from their survey of community training needs to support 
persons on the spectrum in Pennsylvania. Dr Marie Hartwell-
Walker writes about the three action steps we can take to increase 
staff retention. Dr. Jarrett Barnhill investigates the possible links 
between self-injurious and addictive behaviors in his neuroscience 
review. In the U.S. Public Policy Update, Dr. Maria Qunitero-
Conk explores the experience of bringing a model of managed care 
to persons with IDD in Texas. In DSP Interests and Concerns, 
Drs. Sharon McGilvey and Darlene Sweetland share the detective 
work that goes into the understanding of behavioral challenges. 
In the Family Corner, Judy Cerano shares the lessons learned in 
her daughter’s journey as a person with a dual diagnosis.

There are so many ways in which we can advance our 
understanding of work with persons with dual diagnosis. Please 
consider sharing your programming, clinical work and research 
with the NADD readership community by submitting your article 
to the Bulletin.

Lucy Esralew, Ph.D. NADD-CC
lesralew@trinitas.org 
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