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Note from the editor
This issue provides our readership with a rich array of clinical 

material for end-of-summer review.  Dr. David Demetral and 
colleagues describe Hana Hou Alliance’s model for residential 
treatment of persons with the tri-occurring challenges of 
intellectual disability, mental illness, and substance use disorders. 
Gita de Vaan and Neomi van Duijvenbode and colleagues describe 
the challenges of scientific research involving persons with 
intellectual and developmental disabilities. Douglas Golub and 
Jan Abelseth describe MediSked, which is an innovative approach 
for delivery of managed care for persons with IDD, currently run 
in New York State. In this month’s US Public Policy update, 
Andrea Hoppock offers us a service provider’s perspective on 
positive behavior supports for persons with IDD and co-occurring 
mental health challenges.  Robin VanEerden and Anna Erb 
provide a timely overview of Fetal Alcohol Syndrome for DSPs 
prior to International Fetal Alcohol Syndrome Awareness Day 
(September 9th). Claudia Sherman shares the journey she has 
undertaken to obtain needed services for her daughter Jill in her 
contribution to this month’s  Family Corner. 

The NADD Bulletin is the place to showcase your research, 
programming and interventions for persons with the dual 
diagnosis. We welcome your submissions.

Lucy Esralew, Ph.D. NADD-CC
lesralew@trinitas.org 
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Her behavior, which had started to change 
from shy to difficult at puberty, was getting 
worse. She was unreasonable, and explanations 
were difficult due to her expressive and respon-
sive language processing problems. She threw a 
smoothie on a man and got in a fist fight with 
a girl at a shopping mall. She was insulted and 
started crying when a waitress carded her. We 
have numerous fallouts at home, because she 
gets frustrated easily and then gets angry. I of-
ten feel as though she speaks another language 
due to her learning disabilities.

Every time I requested services for Jill, I was 
turned down. Jill meets the statutory criteria 
for services, but I was told by Developmental 
Disabilities that although Jill’s IQ fell below 70 
when tested in 2009, it was too late. Her IQ had 
to be below 70 before she was 22 to qualify for 
services. Her disabilities did exist before she was 
22 as evidenced by psychologists’ reports and her 
school records. 

After being turned down by Developmental 
Disabilities, I was directed to Behavioral Health, 
because in addition to her developmental dis-
abilities, Jill has some mental illnesses includ-
ing bipolar disorder, obsessive compulsive disor-
der, and depression. I was told that Behavioral 
Health would accept Jill for services, but they 
have nothing to offer as evidenced by more than 
a dozen phone calls and visits I made to agencies 
suggested to me by the directors of Developmen-

tal Disabilities and Behavioral Health.
Developmental Disabilities has the appropri-

ate services but insists that Jill doesn’t qualify 
for them. Behavioral Health regards Jill as quali-
fying for services but has no options suitable for 
her. That’s the dilemma. I have met with state 
senators and written to the governor who re-
ferred me to agencies that don’t serve adults or 
have other reasons to exclude Jill.

I have many blessings in my life, but I live with 
the fear that my husband and I will die before we 
are able to place Jill where she’ll be safe, live in a 
healthy environment, and have some happiness 
and fulfillment in her life. Otherwise, she’ll face 
homelessness, end up in prison, or be easy prey 
for predators. That’s not a happy ending.

For further information or to contact the au-
thor, contact Laurie Raymond at lraymond@por-
tresources.org 

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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Hana Hou Alliance: A Model Specialized Residential 
Treatment Program for Person’s with Tri-Occurring 
Disorders: Intellectual Disability, Serious and Persistent 
Mental Illness, and Substance Use Disorders

G. David Demetral, California State University, Sacramento; Kim Contrevo, 
Ben Guzman, Nadine Holman, Anne Marriott, and Laura Moore, Hana Hou Alliance

Abstract
The article addresses the evolution of the con-

cept of TriDiagnosis, or the simultaneous clini-
cal presentation of intellectual disability, serious 
and persistent mental illness, and a co-occurring 
substance abuse disorder. Numerous barriers to 
“traditional” 12 Step treatment are provided. A 
new paradigm, especially for the person with an 
Intellectual Disability who is facing criminal or 
civil charges and a resultant court order, must be 
developed to address the needs of the person with 
a TriDiagnosis. The article presents a model, ev-
idence-based, best-practice, integrated, residen-
tial treatment program, the Hana Hou Alliance.   

Introduction
Over the past six decades the field of Devel-

opmental Disabilities has witnessed profound 
social policy shifts. These shifts have included 
class action initiated deinstitutionalization, en-
visioning community integration with the socio-
political philosophies of mainstreaming and nor-
malization, and the adoption at the national level 
of the Public Law 94-142 (the right to fully in-
clusive, least restrictive, and individualized edu-
cation plans), Section 504 of the Rehabilitation 
Act insuring equal and nondiscriminatory access 
to employment opportunities, and the American 
with Disabilities Act. Each and every one of these 
very important philosophical and policy actions 
were stimulated by an enduring commitment 
to social justice, and each created profound op-
portunities for persons with an intellectual dis-
ability and their families and advocates. Nearly 
four million people with intellectual disability 
live in non-institutional settings, or about 1.5% 
of the population (Slayter, 2008). Even the term 
“mental retardation” has been deconstructed and 
reconceptualized in the newly published DSM 5 
to now be person’s with an intellectual disability.   

Those with mild intellectual disability still, 
however, constitute a marginalized and often 
poorly supported population (Slayter, 2008) espe-
cially when it comes to treatment of their unique 
needs. Within the context of deinstitutionaliza-

tion, mainstreaming, and even normalization, 
persons with an intellectual disability have some 
exposure to substances such as alcohol and drugs. 
Slayter (2010) reviewed Medcaid healthcare bill-
ing claims for individuals aged 12-99 from 49 
states and found that 54% (n=5,099) of persons 
with an intellectual disability with a code for sub-
stance use disorder also had a code for schizophre-
nia, or atypical psychosis, and/or paranoid states. 
The association between mental health problems 
and substance use disorders is well established 
(Wu, Ringwald, and Williams, 2003). Among 
185 persons with intellectual disability admitted 
to Dutch substance abuse treatment facilities, 
42% had co-occurring behavioral or emotional 
problems (Didden, Embregts, van der Toorn, & 
Laarhoven, 2009, citing Tenneij and Koot, 2007). 
Similarly, of 80 Dutch persons with an intellec-
tual disability who also were substance abusers, 
VanDerNagel, Kiewik, Buitelaar, and DeJong 
(2011) found that the substance use disorder 
(SUD) was associated with having a psychiatric 
comorbidity and a lack of day time activities. In 
a study of 115 adults with intellectual disability 
seeking mental health services in London, Chap-
lin, Gilvarry, and Tsakanikos (2001) found that 
8% were current substance abusers and 15% had 
a history of substance uses (alcohol, 80%; canna-
bis, 28%; cocaine, 12%). Strain, Buccino, Brooner, 
Schmidt, and Bigelow (1993) have estimated that 
substance use disorder may be as high as 28% in 
people with an Intellectual Disability.  

According to Weiss (2013), when persons who 
have an Intellectual Disability also have a seri-
ous and persistent mental illness, referred to as 
“co-occurring or dual disorder”, the estimates of 
co-occurring substance use disorder “are shock-
ing, particularly when compared to substance use 
disorder among people without an Intellectual 
Disability” (pg.3). According to Weiss (2013), this 
group of individuals who have co-occurring dis-
orders begin abusing substances at a later age, 
present in ways that make it difficult to distin-
guish some of the behavioral symptoms of sub-
stance abuse from some of the symptoms of their 
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disability, are less likely to voluntarily seek out 
treatment, and often find that the resources avail-
able even when they do seek out treatment are 
not tailored to meet the needs of the persons with 
an Intellectual Disability or that services lack ac-
commodations necessary to succeed at treatment.

The Clinical/Forensic Interface and 
the Notion of “TriDiagnosis”

LaPierre (2014) has forwarded an opinion 
that if the comorbid presentation of intellectu-
al disability and persistent and serious mental 
health issues (SMI), or substance abuse disorder 
(SUD) issues, has been called “dual diagnosis,” 
the serous clinical combination of intellectual 
disability along with the presence of substance 
use disorder (SUD) and a persistent and seri-
ous mental illness (SMI) should be considered 
“TriDiagnosis” or “trio diagnosis.” It is evident 
that this group of tridiagnosed persons is seri-
ously over represented in the criminal justice 
system throughout the United States. All as-
pects of involvement in the criminal justice sys-
tem, from arrest, to incarceration, to determin-
ing competency to stand trial, to the process of 
the court, to sentencing (both criminal and civil) 
are made much more difficult when the person 
with an intellectual disability is alone in this 
process without adequate legal representative or 
advocacy from within the system of developmen-
tal disability.  Beyond the very difficult task of 
determining competency to stand trial, this com-
bination of disorders presents unique challenges 
to the court system when considering sentenc-
ing and diversion options, especially when there 
are few if any day treatment or residential ser-
vices available. The courts often are left with no 
choice but to order persons with an Intellectual 
Disability into state run developmental centers, 
keep the defendant in local incarceration for the 
duration of the sentence, or even consider lon-
ger term incarceration when no least restrictive 
treatment alternatives are available.  

 Correlation with Forensic Involvement 
Chapman and Wu (2012) provide compelling 

data in their Health and Human Services re-
port on the link between persons with an intel-
lectual disability, substance use disorder, serious 
and persistent mental illness, and the criminal 
justice system. Frequently overlooked, criminal 
activity, according to Chapman and Wu (2012), 
is a repeatedly identified correlate of substance 
use for persons within intellectual disability 
(Chapman and Wu, 2012; Didden, 2009; Krishef, 

1986; McGillvray & Moore, 2001). Because no US 
agency formally “tracks” the number of incarcer-
ated individuals with an intellectual disability, 
it is difficult to accurately assess the prevalence; 
however some data suggest that as many as 70% 
of incarcerated youth have a mental disability 
(Kinsler, Saxon, & Fishman, 2004). 

Some behavioral issues include increased risk 
taking (without regard for the long term conse-
quences of one’s  “short term” actions); aggression 
and impulse control behaviors; verbal violence, 
an even heightened increase to exploitation and 
abuse by being juxtaposed with individuals en-
gaging in illegal behaviors; and chronic prob-
lems in interpersonal relationships (McGillvray 
& Moore, 2001; Taggert, McLaughlin, Quinn, & 
Milligan, 2006). These behavioral disorders are 
often correlated with arrests, prosecution, and 
incarceration as secondary or collateral damage 
resulting for the complex interaction of the Intel-
lectual Disability, the substance abuse, and the 
(undiagnosed or untreated) mental illness. 

Barriers to Treatment and Self-Help 
for Persons with “TriDiagnosis” 
and Forensic Involvement

As if the clinical combination of an Intellectual 
Disability occurring with a serious and persistent 
mental illness and substance abuse were not prag-
matically enough to deal with effectively, the as-
sessment and treatment process is full of “barriers” 
that negatively impact the likelihood of successful 
treatment of the person with a “TriDiagnosis.” Lack 
of reading skills, underdeveloped interpersonal ef-
fectiveness or social skills, and the myriad of cogni-
tive processing challenges must be addressed and 
overcome to make the most of the opportunities 
that AA/NA and psychiatric treatment can offer 
(LaPierre, 2014). Phillips (2004) identities the fol-
lowing obstacles to treatment as well:
• Educational materials are developed at a read-

ing level, without the use of icons, graphics, 
prompts, etc. often so essential to facilitating 
comprehension of the materials to individuals 
with an intellectual disability; 

• Substance abuse materials often portray peo-
ple who do not have a disability which creates 
the impression that the “disabled do not have 
a SUD or SMI,”

• For persons with a disability who do not drive, 
or for communities who limit public trans-
portation options to weekday hours, this pre-
cludes individuals with an intellectual dis-
ability from getting to treatment options and/
or AA/NA groups; and
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• The content of the AA/NA materials is based 
on metaphors (i.e. “Higher Power”) which may 
be difficult for the person with an Intellectual 
Disability, even mild, to fully comprehend.

In addition to those barriers there are even 
more:
• AA/NA groups typically do not offer individu-

alized support to understand the content, the 
rules, the codes of conduct for meetings, so left 
on their own, the person with an Intellectual 
Disability may make “clumsy” social interac-
tion errors, or display behaviors that are not 
consistent with the expectations of the group;

• Stigma, prejudice, and insensitivity to persons 
with a disability often serve as antecedents to 
the person with an intellectual disability not 
“feeling comfortable” in the group setting at an 
“outside NA/AA meeting.” Catten and Gross-
man (1995) report that in integrated treat-
ment programs, cognitive limitations make it 
difficult for clients to understand the concepts 
taught and therefore (they) feel like they can 
contribute to the group’s sessions. As a result, 
the person with an Intellectual Disability may 
be stigmatized, resented, excluded, viewed as 
disruptive, appear uncooperative, and be dis-
charged from the programs they tried to ac-
cess without advocacy or support;

• It is almost as if there is a need for a “certified 
addiction specialist interpreter;” or individu-
als who possess that special combination of 
having lived the recovery world, owning the 
spiritual messages of the 12 step model, and 
having been trained and being sensitive to the 
cognitive, affective, behavioral, and spiritual 
unique needs of the person with an Intellec-
tual Disability;   

• Lack of board certified psychiatrists who are 
knowledgeable and sensitive and willing to 
serve the co-occurring disorders of substance 
use disorder, serious and persistent mental 
illness within the person who also has an in-
tellectual disability is a pervasive issue across 
the United States; 

• Lack of Certified Addiction Specialists (CDAC; 
CAS, etc.) who are sensitive to, aware of, and 
responsive to the varied behavioral presenta-
tions of persons with an intellectual disabili-
ty. This severely limits access (literal, spiritu-
al,  and metaphorical) to the AA/NA recovery 
“world;”

• According to a survey of chemical dependency 
specialists, most thought that they were inad-
equately prepared to deal with persons with 
an intellectual disability and believed that 

these individuals should be treated in a spe-
cially designed program (Longo, 1997);

• Many individuals live in either independent 
living options or residential options in areas 
impacted by poverty, substance use, a higher 
incidence of mental illness, exposure to “de-
stabilizers like drug sales and consumption,” 
higher exposure to criminal activity, and an 
overall increase to the risk of relapse; 

• Even the small number of responsive program 
across the United States are often day treat-
ment programs, or outpatient programs, lack-
ing a well-developed specialized residential 
treatment component with psychiatry and 
recovery specialist on site and trained to meet 
the individualistic needs of the person with 
an intellectual disability on a 24 hour basis 
(residentially when many of the risks are most 
present); 

• Lack of residential therapeutic options that 
also offer “containment of risks,” lack recov-
ery specialist, lack staff trained to observe 
and intervene with the signs and symptoms 
of mental illness, precludes the courts from 
considering “outpatient options,” and

• Even if the court orders the person with an In-
tellectual Disability to outpatient treatment 
(usually during the day) the person still goes 
back to a residential facility (i.e. group home) 
with staff who know nothing about the TriDi-
agnosis and the need of individuals with a se-
rious and persistent mental illness as well as 
the biological and psychological implications 
of substance abuse.

 Traditional substance abuse treatment pro-
grams may be inadequate at addressing any of 
the aforementioned barriers and thus the needs 
of the person with an intellectual disability. 
Research has shown, maybe for the aforemen-
tioned reasons, that persons with an intellectu-
al disability are less likely to self-initiate treat-
ment than are non-disabled persons (Slayter, 
2010). The problem does not go away when the 
person with an intellectual disability is court 
ordered to treatment programs that do not ad-
dress the aforementioned barriers. The result is 
undertreatment, or worse, no treatment for any 
of the substance abuse or psychiatric conditions 
that are co-occurring with the person with an 
intellectual disability. The reported difficulties 
in receiving psychiatric treatment, disability 
sensitive AA/NA, and providing a therapeutic 
residential environment specially designed to 
meet the ecological and biological-psychosocial-
social needs of the person with an Intellectual 
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Disability must be explored. New paradigms, 
especially for the person with an Intellectual 
Disability who is facing criminal or civil charg-
es and a resultant court order, must be devel-
oped to address the needs of the person with a 
TriDiagnosis.

There is a growing base of programs that ad-
dress the dual diagnosis, the intellectual dis-
ability as well as the substance abuse issues. 
Few of those programs address the person with 
an intellectual disability as well as serious and 
persistent mental illness and the substance 
abuse disorders. Almost all of the programs are 
outpatient programs without reference to or 
direct treatment provisions for addressing the 
complex needs of the criminal justice system in 
a legally responsive way. Also, although hope-
ful, few of the programs provide comprehensive 
services including specialized case manage-
ment, specialized AA/NA services, ongoing in-
dividualized medical and psychiatric services, 
and ecological training services including but 
not limited to vocational, recreational, social, 
and life skills services.   

Hana Hou Alliance Specialized 
Residential Treatment Program 

Hana Hou Alliance (HHA) is a highly special-
ized, evidenced based, best practice residential 
service provider developed to serve residents who 
have a co-occurring substance use disorder (DSM 
5) and an mental health diagnosis as well an in-
tellectual disability (DSM 5). The program has a 
forensic orientation and has been designed to be 
responsive to the criminal and civil courts.  Each 
resident has been court ordered to a residential 
facility due a combination of their crimes, behav-
iors, and/or addictions as a part of a civil commit-
ment (in California a Welfare and Institutions 
(W&I) 6500), or within a Probation/Parole Out-
patient plan.  The facility is designed to provide 
the court ordered supervision the person needs 
while supporting, empowering, teaching, train-
ing, and immersing the person with an intellec-
tual disability into an individualized recovery 
program and eventually back into their commu-
nities after achieving a minimum of 12 months 
sobriety, hopefully procuring a “home AA/NA 
group,” and hopefully developing a meaningful 
relationship with an AA/NA sponsor within the 
context of their “home group.” 

The Hana Hou Alliance residential program 
contains the following elements:
• 24 hour highly supervised environment with 

emotionally responsive staff

• An openly transparent mixture of staff who 
have a long history of sobriety/recovery with 
staff who do not have a history of recovery

• A commitment to recruit and retain staff rep-
resenting the full diversity by gender, race, 
ethnicity, age, and sexual orientation

• Specialized staff training, specifically to ad-
dress the psychiatric, social, behavioral, and 
emotional elements of the client who presents 
with a co-occurring disorder

• Daily/weekly/monthly feedback meetings with 
staff, residents, and clinical consultant(s)

• In house and outside AA/NA Recovery Groups 
designed to adapt to the multiple cognitive and 
processing levels of individuals with an intel-
lectual disability and mental health issues

• Compliance with current State of California 
Department of Developmental Disability reg-
ulations, Title 17 Administrative and State 
Law(s) 

• The location includes privacy due to its place-
ment between vineyards and orchards.  The 
home is community inclusive, and yet respects 
the criminal justice’s need for placements that 
meet certain residential restrictions.  

• 24-hour on-call assistance
• Clinical consultation designed specifically to 

address the needs of the client with co-oc-
curring disorders (M.D., psychiatrist; clinical 
nurse consultant, Ph.D./LCSW clinical behav-
ioral consultant)

• Legally responsive (an “addendum” is added 
to each court order designating Hana Hou Al-
liance as the residential alternative in a W&I 
6500 or probation/parole proceeding and spe-
cifically outlining the legal terms of the com-
mitment).  

The Hana Hou Alliance specialized behavior-
al treatment program subscribes to and follows 
the guidelines established by the SAMSHA (The 
Substance Abuse and Mental Health Services 
Administration) for evidenced based practice 
with persons with co-occurring and cognitive 
disorders (TIPS 42). Treatment Improvement 
Protocols (TIPs) are developed by the Center for 
Substance Abuse Treatment (CSAT), part of the 
Substance Abuse and Mental Health Services 
Administration (SAMHSA) within the U.S. De-
partment of Health and Human Services (HHS). 
Each TIP involves the development of topic spe-
cific best practice guidelines for the treatment of 
substance use and mental disorders. TIPs draw 
nationally on the experience and knowledge of 
clinical, research, and administrative experts of 
various forms of treatment and prevention. TIPs 
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are distributed to facilities and individuals across 
the country. Published TIPs can be accessed via 
the Internet at http://store.samhsa.gov.  

In addition to these clinical guidelines, Hana 
Hou Alliance was constructed within the context 
of the standards of both Title 17 California Code 
of Regulations as well as Title 22 the Califor-
nia Community Care Licensing and the Valley 
Mountain Regional Center Best Practices Guide-
lines. Valley Mountain Regional Center is one of 
21 non-profit agencies designed to serve persons 
with a developmental disability within the De-
partment of Developmental Services (DDS) in 
the State of California.  

The treatment program represents a combina-
tion of:
• The Cognitive-Behavioral Model (CBM)
• The  Ecological Case Management Model 

(ECM)
• The Relapse Prevention Models of Treatment 

(RPM)
• Twelve Step Facilitation (TSF)

 The Cognitive Behavioral Model: Based on 
learning theory using cognitive restructuring 
methods and behavioral techniques.  Peer Sup-
port and Educational Group Therapy is employed 
with coaching, self-monitoring, and prompting of 
skill development. The Old Me/New Me model 
(Haaven, 2006; Haaven & Coleman, 2000) identi-
fies six principles that guide treatment for per-
sons with ID: develop a positive self-identity, 
increase self-efficacy, increase capability to meet 
basic needs, manage dynamic risk factors, focus 
adaptive goals, and develop capacity to establish 
and maintain wrap-around supports in the com-
munity. Central to the model is the use of the 
terms “Old Me” and “New Me.” The labeling of 
appropriate and inappropriate thoughts and be-
haviors is a narrative used to describe and dis-
cuss the internal struggle that goes on between 
the “Old Me” and “New Me” when managing risk 
and life decisions, especially for those struggling 
with substance use disorder.

Self-monitoring of “Old/Me” and “New/Me” cog-
nitions and behaviors is an essential element in 
the program. 

Examples of 
Old Me     New Me
Denial Open acceptance of responsibility
Drinking Sobriety
Violence Self-Control; self-management 
Stealing
Lying  Honesty 

• Due to the reality that addiction often is asso-
ciated with a life of dishonesty, the staff of the 
Hana Hou Residential Program and the con-
sumer are taught that the first step is focusing 
on truthful self-monitoring. If the consumer 
engages in an “Old Me” (negative behavior-he/
she should record an “X” on the sheet. If he/
she did not display one of the listed negative 
behaviors during the day, he/she should place 
a “0” on his/her sheet. He/she should is imme-
diately reinforced for honesty. 

• This system teaches the person with an intel-
lectual disability the value of honesty in his/
her self-reflection of his/her day, allows coach-
ing and support between the Hana Hou staff 
and the consumer, and allows for accurate re-
cording of both negative and positive behav-
ioral responses across each day of the month 
(which is essential to the courts in terms of 
“evidence”). 

• This sheet can then be shared with the staff, 
and the recovery counselor(s) who can help 
teach the resident more adaptive ways to 
meet his/her needs instead of choosing to use 
his/her old patterns of coping.

• The “Old Me/New Me” system is focused on 
the development of honest self-monitoring 
skills which are essential to lowers recidivism 
and increases trust (which has been shattered 
because of the criminal pattern of behavior). 
Accuracy of self-monitoring is assessed every 
day by residential staff consulting with each 
other. The resident is required to have an ac-
curacy of self-monitoring level of 98% for six 
consecutive months before any considerations 
to a less restrictive level is considered by the 
interdisciplinary  team. 

The Ecological Model (Case Management): 
Person’s with an intellectual disability with co-
occurring substance abuse and psychiatric disor-
ders who are experiencing stress are more likely 
to use coping strategies effectively if they have 
a large network of nurturing environmental con-
tacts and are, therefore, less insulated from their 
environment. Demetral (1994) developed a pro-
cess that builds on the social work intervention 
model called the Eco-Map. The Eco-Map is used 
to graphically illustrate the degree of integration 
of each resident at the HHA residence. The in-
strument is shown to be useful as a clinical aid in 
the intervention-planning process, the contract-
ing phase of intervention, and in the evaluation 
of outcomes. 

The generalization of skills taught in the con-
text of therapy will be impacted by the quality of 
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the transactions with the participants’ external 
environment. “External environment” refers to 
the belief that the multiple problems of residents 
often stem from and are maintained by a prob-
lematic transactional field of the residents and 
their external milieu, which is often filled with 
psycho-social stressors and high risk places and 
people for relapse into addiction. As the resident 
perceives his external environment as more sup-
portive and nurturing, his sense of connectedness 
to that community increases, and his probability 
of relapse decrease significantly. 

Each resident completes an “Intrapersonal” 
Eco-Map as well as an “Interpersonal Eco-Map.” 
These maps are used to identify goals and objec-
tives and to set up plans to change the quality of 
the connections are from stressful to nurturing or 
positive. Colors are used to indicate the quality 
of the transactions: red indicate skills depicts, or 
stressful connection, green indicates positive or 
nurturing connection, and blue indicates a goal 
area (a desired area) not currently in place in the 
resident’s life. 

The Relapse Prevention Model: is a three di-
mensional multi-modal approach specifically 
designed to help residents maintain behavioral 
changes by anticipating and coping with the 
problem of relapse. Relapse prevention: 
1)   Teaches the resident internal (cognitive) self-

management skills; 
2) Plans for an external supervisory component 

that includes therapists and residential/voca-
tional providers; 

3)   Provides a framework within which a variety 
of behavioral, cognitive, educational, and skill 
training approaches are used to teach the 
resident how to recognize and interrupt the 
chain of events leading up to relapse.

Twelve Step Facilitation 
Twelve Step Facilitation (TSF) is a structured 

approach to facilitating early recovery from alco-
hol abuse, alcoholism, and other drug abuse and 
addiction problems. TSF is implemented with in-
dividual clients over the 12 to 18 months in the 
HHA program. The intervention is based on the 
behavioral, spiritual, and cognitive principles 
of 12-step fellowships such as Alcoholics Anony-
mous (AA) and Narcotics Anonymous (NA). These 
principles include acknowledging that willpower 
alone cannot achieve sustained sobriety, that 
surrender to the group conscience must replace 
self-centeredness, and that long-term recovery 
consists of a process of spiritual renewal. 

There are 3 goals in the 12 Step facilita-

tion that we primarily focus on – openmind-
ness, honesty, and willingness. Therapy focuses 
on two general goals: (1) acceptance of the need 
for abstinence from alcohol and other drug use 
and (2) surrender, or the willingness to partici-
pate actively in 12-step fellowships as a means 
of sustaining sobriety. The TSF staff, as well as 
the consultants, assesses and monitors the cli-
ent’s alcohol or drug use, advocates abstinence, 
explains the basic 12-step concepts, and actively 
supports and facilitates initial involvement and 
ongoing participation in AA within HHA and in 
outside AA/NA groups. 

The HHA staff immerse each client into a 
“Twelve Step Workbook” that has been designed 
to address the multiple and varied learning needs 
of each resident participant. Also, the “work of the 
steps” is done in small (more than 1:3 staff/client 
ratio) work groups to allow for intimate, honest, 
and prompted self-reflection, while “interpreting” 
specific readings from the AA/NA literature with 
the client. Then in a “larger group” each client is 
supported, even assisted, in vocalizing the con-
tent of the step that is being worked on. 

Treatment Modalities: Psycho-educational train-
ing is directed in weekly staff directed mini-group 
AA/NA and therapy sessions. Training is offered in 
the following areas:
• Cognitive distortions (minimization, denial, 

projection of blame) 
• Relationship skills & couples counseling 
• Relapse cycle recognition and relapse preven-

tion programming
• Social Skills 
• Communication training 
• 12 Step (AA/NA) understanding and support
• Conflict resolution skills 
• Coping skills 
• Gender identity individual support strategies 

Residential Environment: This home-like 
residential environment is operated by highly 
trained providers on a twenty-four hour basis. 
The overarching philosophy of the residential 
environment is re-parenting and responsible de-
velopment of the following essential community 
survival skills: 
• money management/budgeting 
• chores and personal space management 
• hygiene
• cooking/cleaning/household maintenance 

training 
• social skills
• self-management skills
• group decision making skills
• emotional regulation skills
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The services that Hana Hou Alliance is respon-
sible for, as part of the program design and resi-
dent’s Individual Program Plan (IPP), are:
1. Home Environment- The environment of Hana 

Hou Alliance is stable and predictable. Some 
residents may have a legal need for structure. 
In coping with their disabilities alone, they 
have a difficult time trying to manage and 
control other variables in their lives.  Choic-
es can both empower people and overwhelm 
them.  Hana Hou Alliance helps people struc-
ture their home environment with opportu-
nities to make choices in as much of a stress 
free manner as possible.  The adults residing 
in the home will be supported in developing a 
routine in accordance with their preferences 
and comfort levels.  Predictability that leads 
to security does not imply inflexibility.  Meals, 
activities, and daily routines allow for variety 
and deviation when appropriate to maintain 
a person-centered focus.  Hana Hou Alliance 
has supports and services similar to what 
would be found in any modern home. Any nec-
essary, additional supports and services are 
provided to meet individual resident needs as 
identified and developed by the interdisciplin-
ary team.

2.  Physical Integration- Residents participate in 
normal daily activities with their peers and 
other people who do not have disabilities. This 
takes place in common community settings 
such as: restaurants, banks, theaters, stores, 
offices, clinics, churches, homes, and day pro-
grams, when necessary, under court approval.

3. Normalization- Normalization means making 
available to the resident the same patterns 
and conditions of everyday life, which are as 
close as possible to the norm of society. It is an 
opportunity for an existence as close as pos-
sible to the patterns and norms of the main-
stream of society and making it possible for 
the residents with developmental disabilities 
to achieve their potential and become inde-
pendent and self-sufficient as possible. 

4. Personalization- The resident’s environment, 
home schedule, and instructional materials 
are tailored to fit that person. Preferences for 
food, activities, cultural interests, and cloth-
ing will be followed as much as is possible 
and appropriate. The resident’s personality, 
characteristics, and emotional needs provide 
a foundation from which staff will be able to 
create choices for residents in things such as 
clothing selection, meal preparation, and rec-
reational activities. Parents and family are 

encouraged to visit the home and are invited 
to attend parties, picnics, birthdays, holidays, 
and special events in the home.  Pictures will 
be taken of these events. These pictures may 
be posted but are later placed in a family 
photo album and in personal photo albums for 
the residents. The family photo album may 
be used at staff meetings, and the resident’s 
personal photo album can be used as stimu-
lus material or as a therapeutic tool. The re-
lationship between the staff and the resident 
is characterized by concern, warmth, and un-
conditional positive regard. Home visitation is 
based on court approval. 

5.  Independent Living Skills (ILS)- Training is 
provided so that residents can practice activi-
ties of everyday life. ILS training areas that 
lead to greater independence include but are 
not limited to:  cooking, cleaning, money man-
agement, social skills, and emotional regula-
tion.  Residents have needs, wants, likes, and 
dislikes and will be encouraged to express 
them in some way. Assistance is also provided 
in developing a support network if needed and 
wanted (per court approval). Skills taught at 
work will be practiced and reinforced at home. 

6. Vocational Development- Residents are en-
couraged to develop vocational interests.  Ha-
na Hou Alliance works closely with the resi-
dent’s day program. Residents are supported 
to attend the same day program, Person Cen-
tered Services (PCS), to ensure success in de-
veloping the skills necessary to be gainfully 
employed.  Transportation, meals, and medi-
cation are coordinated so that the person re-
ceives seamless services through his day.

7.  Access to Community Resources (with court 
approval)- Residents have access to health 
care and may visit doctors, dentists, and oth-
er medical specialists as other patients would.  
In addition, residents are supported in utiliz-
ing community-based cultural activities and 
events that are age-appropriate. 

8. Transportation- Transportation arrangements 
are determined on an “as needed” basis. Ha-
na Hou Alliance will make residents’ needs a 
number one priority.  

9. Documentation- Progress notes track and doc-
ument skill acquisition.  Progress notes are 
compiled and data included in the Semi-An-
nual Report made to the Valley Mountain Re-
gional Center.  Modifications and addendums 
to the IPP are requested whenever a person 
has achieved a goal.  In instances where the 
person has expressed a desire to pursue an 
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additional outcome, a new goal will either 
be added to the IPP or take the place of an 
achieved goal. Monthly Group Participation 
and Behavioral Self-monitoring summaries 
are provided to the service Coordinator from 
the Regional Center as well as forwarded to 
probation/parole.  

Behaviorally Specific Criteria “What the Resi-
dent must do” to be considered for Advancement 
to higher levels within the Hana Hou Alliance 
Specialized Residential Program (Evidence and 
tracking for the courts)
• Criteria Level I:  Automatic placement with 

admission for 60 days
• Criteria Level II (this is what the Resident 

needs to do for the first 90 days of placement 
since the date of their admission) to be con-
sidered for Level II- the Resident must do the 
following: 

______  Sobriety for 60 days- Clean random test- 
 sobriety-recovery

______  Attend all HHA Groups (a minimum of 
 4 /month)

______  Complete chores
______  Maintain clean room & do laundry
______  100% attendance at 16 “outside” AA/NA 

 recovery groups per month
______  Take medications as prescribed
______  No stealing
    

• Criteria Level III (for three months) the Resi-
dent must: (6 months sobriety)

______  Attend all HHA Groups  
______  100% Outside Recovery Groups 
______  90 % Self-Monitoring (using the self-

 monitoring sheet) 
______  Complete chores
______  Maintain room and do laundry
______  Clean test-sobriety, clean and sober
______  Chair an “in house” HHA Meeting(s)
______  Chairperson for HHA meeting (so that 

 the Resident can learn how to Chair an 
 “outside”  meeting)

______  Begin looking for a sponsor
______  100% attendance at Day Program/job 

 (unless excused)
______ Take medications as prescribed     
     

• Criteria Level IV (for three months) the Resi-
dent must: (9 months sobriety)

______  Attend all HHA Groups 
______  100% Outside Recovery Groups 
______  95 % self-Monitoring 

______  Complete chores
______  Maintain room and do laundry
______  Clean test-sobriety, clean and sober
______  Chairing a(n) HHA Meeting(s)
______  Chair(ing) an Outside Recovery Meeting
______  Have a sponsor commitment
______  100% attendance at Day Program/job 

  (unless excused)
______ Take medications as prescribed          

• Criteria Level V (for three months) a Resident 
must: (12 months sobriety)

______  Attend all HHA Groups 

______  100% Outside Recovery Groups 
______  95 % self-Monitoring 
______  Complete chores
______  Clean room and do laundry
______ Clean test-sobriety, clean and sober
______  Chair HHA Meeting(s)
______ Chair an Outside Recovery Meeting
______  Have a sponsor; contacts with sponsor; 

  using the sponsor
______ 100% attendance at Day Program/job 

  (unless excused)     
______ Take medications as prescribed     

Note 1: If a Resident is reduced to Level I for 
a “dirty test” or stealing, they are then on Level 
I for 45 days. They must make a PRESENTA-
TION to get the Level II/III/IV/V back; and the 
Social worker from the Regional Center is invited 
to concur/approve the Resident’s replacement to 
their previous Level PRIOR to Resident getting 
that Level back.

 Note 2:  If a Resident is reduced for aggres-
sion, they are reduced to Level I for two months 
(60 days). The Resident will have the incident 
reviewed by the Regional Center and the Court 
as well. 
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From Client to Participant : Doing Research 
Involving Individuals with an Intellectual 
Disability: Conference Proceedings
Gitta de Vaan, Neomi van Duijve nbode, Ellen  Remmel, & Aniek  van  Herwaarden 

Doing scientific research involving individu-
als with an intellectual disability (ID;  IQ  < 
85)1 can be challenging, including the choice 
of measurements,  ethical issues regarding 
informed consent, and necessary adjustments 
for communication with the participants.  
Challenges involving all aspects of studying 
individuals with ID were discussed at a con-
ference organized by the Behavioural Science 
Institute, Radboud University N ijmegen, The 
Netherlands. Keynote presentation, roundta-
ble discussions, and a poster session were used 
to provide an international platform for profes-
sionals and researchers working within this 
field to share ideas, solution, and guidelines.  
In this article, we provide a short summary of 
the conclusions reached at the conference.

Ethical Considerations
Doing research involving individuals with ID 

can present an array of ethical issues. It is 
important that these issues are identified and 
dealt with in an earl y stage of the research pro-
cess.  At a fundamental level, these issues in-
clude how individuals with ID are sometimes 
excluded as research participants on the ba-
sis of ‘being too hard’ or not being recognized 
as members of the diversity of humanity.  
This goes against a declaration of the United 
Nations, which states that individuals with ID 
should be respected for their autonomy and 
freedom of choice, that they should not be dis-
criminated against, and should be fully included 
in society.  These guidelines are also applicable 
to scientific research, and Clapton (2015) urg-
es researchers to constantly keep in  mind  that 
we respect our participants and their abilities i 
n every part of the research.

Damentko (2015) builds on the statement made 
by the  United Nations (2006) in his presentation, 
using the Special Olympics as an example of good 

1 Because individuals with borderline to low average 
intellectual functioning (IQ 70-85) often have similar 
characteristics and caring needs to individuals with 
mild intellectual disability (IQ<70), we have included 
this target group in our description of the conclusions 
of the conference.

practice.  One of the aims of the Special Olympics 
is to provide a platform for communicating the 
value and dignity of individuals with ID, creating 
a culture of inclusiveness rather than exclusive-
ness and isolation.  For this reason, the “Ten com-
mandments of communicating about people with 
intellectual disability’’ were published (Dament-
ko, Maison, Mrugalska, Paradowska, & Pawelec, 
2012), which provides practical tips and guide-
lines on how to communicate about individuals 
with ID in press, media, scientific articles, and 
with caregivers. For example, researchers must 
make sure to respect their individuality by call-
ing them “individuals with ID” rather than “the 
intellectually disabled” or “retarded” and  not 
communicate about them as if they are children.  
Importantly, not only should their disabilities be 
communicated about, but also their abilities, 
positive relationships, and role in society.

At a more practical level, ethical consider-
ations include issues of competence for con-
sent and decision making. (Inter)national leg-
islation therefore requires research  projects 
targeting individuals with ID to be reviewed 
by an Ethical Review Board (ERB).  To re-
ceive ethical clearance, design, methodology, 
and procedures must be justified and appro-
priate for the group to be studied. According 
to VanDerNagel  (2015), this means that  re-
searchers sometimes have to think “outside 
the box.”  With regard to informed consent, for 
example, a short video might be more conve-
nient to educate participants about the research 
project than the “traditional” leaflet with written 
information. Importantly, researchers should 
explain these choices and considerations in suf-
ficient detail when seeking ethical clearance, be-
cause members of ERBs often have limited expe-
rience with individuals with ID (also see Iacono 
& Carling-Jenkins, 2012).

Methodology
The choices that are made in designing re-

search for individuals with ID are sometimes 
unusual compared to a more typical research 
population. For example, research designs 
in which an experimental group is compared 
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with a control group (randomized controlled 
trials, RCTs) are not always suitable in re-
search with individuals with ID. According 
to Oliemeulen (2015), the large number of 
participants required for an RCT is not always 
available or easily accessible when studying 
individuals with ID. A qualitative research 
design can be a solution in this case, because 
the sample size in such a research design is 
substantially lower than in RCTs (around 
5-20 participants). The nature of the design 
itself (i.e., using semi-structured interviews 
as a research methodology) also makes it 
possible for researchers to adjust their strat-
egy to the literacy levels and communication 
skills of participants - making this an excel-
lent choice for research involving individuals 
with ID. Another option is using a single case 
experimental design or N=1 design. Accord-
ing to Ponsioen (2015), individuals with ID 
form a heterogeneous group, for example with 
regards to their intellectual abilities, adap-
tive functioning, social and emotional devel-
opment, and background. This heterogeneity 
of underlying profiles makes it almost impos-
sible to form homogeneous groups required to 
perform RCTs. As single case experimental 
designs take into account these individual 
differences, these studies, therefore, provide 
a promising alternative for classical RCTs.

An additional methodological challenge is 
choosing instruments that are appropriate for 
individuals with ID. Instruments such as ques-
tionnaires and interviews are often designed for 
other target populations and cannot without 
question be used in individuals with ID as well. 
According to Finlay (2015), a number of prob-
lems arise when using questionnaires and inter-
views. When answering open, free recall ques-
tions, individuals with ID are often as accurate 
as others, but provide less detail and are more 
susceptible to agreeing to leading and complex 
questions. When asked closed questions  (e.g., 
yes/no, either/or, multiple choice questions), in-
dividuals with ID are prone to the acquiescence 
bias and have the tendency to choose the last 
option when given multiple choices. Because re-
searchers often overestimate the ability of 
participants with ID to understand the ques-
tions asked (e.g. McConkey, Morris & Purcell, 
1999), it is important to keep these potential 
pitfalls in mind  (Finlay, 2015) and include ways 
to check the understanding of participants  (Fin-
lay & Lyons, 2001).

Communication and organization
In addition to choosing appropriate methods, 

researchers also need to adapt their communica-
tion strategy and overall organization of the proj-
ect to the needs of the participants.  Sebastiaan 
Gommer  and Igor  Stojanovic  (Gommer,  Stoja-
novic,  Van  Duijvenbode,  & De  Vaan, 2015) - 
two clients with ID from Aveleijn intellectual dis-
ability service - confirm that researchers often 
overestimate the communication skills and level 
of understanding of individuals with ID. Gom-
mer and Stojanovic both agree that participating 
in research project is valuable and important, for 
example to improve day-to-day care. They men-
tion a number of obstacles that might ham-
per their part ic ipat ion.   First ,  the  word 
‘research’ itse1f has a negative connotation for 
many individuals with ID, as is it most often as-
sociated with ‘hospital,’ ‘doctor,’ ‘needles,’ and 
‘blood.’ Researchers can tackle this by communi-
cating clearly about the purpose and nature of 
the research project in an early stage of client 
contact. It is preferable that researchers inform 
participants themselves about the research proj-
ect. Practitioners and other professionals should 
be present during that time to answer questions 
participants might have. Second, despite the im-
portance of participating in scientific research, 
individuals with ID will most likely be nervous at 
the start  of  the  session.  It is therefore advised 
that researchers try to connect with the partici-
pants, to ease tension. Third, researchers need 
to adapt their communication strategy to the in-
dividual participant.  In the case of individuals 
with ID, this means balancing your choice of 
words, pitch, volume, and tempo between “ too 
difficult” and “ too easy or childish.” Forth and 
last, individuals with ID would like to be in-
formed about the results of the research study. 
Gommer and Stojanovic (2015) discourage the 
use of information leaflets for this purpose and 
suggest using pictographs instead. Researchers 
should use short sentences, take their time with 
participants, but be careful to avoid the pitfall of 
using too immature language.

Publication
Sharing the results of research is the final part 

of the research project. According to McConkey 
(2015), publishing your research is an art as well 
as a science. One of the first steps in this process 
is determining the audience or target group for 
whom the results will be written down. Whereas 
international, peer-reviewed, high-impact jour-
nals might be the gold standard, they are not 
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the only option researchers have for publishing 
their results with impact. According to McCon-
key (2015), matching your research to the most 
appropriate publishing medium is key to suc-
cess. For example, while peer-reviewed scien-
tific papers are an excellent way to disseminate 
your results to other researchers, these articles 
are rarely read by caregivers, practitioners, and 
policy makers - let alone by individuals with ID. 
For the latter group, a short leaflet with written 
information and pictographs (Gommers et al., 
2015) or even a short video clip (VanDerNagel, 
2015) might be more appropriate. For caregivers 
and practitioners, on the other hand, manuals 
and textbooks are more accessible.  Finally, for 
researchers from non-English speaking coun-
tries, writing a (shadow-) article in their native  
language is recommended (Ponsioen, 2015). By 
matching your research to the audience, you 
ensure you will share your results with impact 
and maximize the opportunity to make a scien-
tific and practical contribution to the field you 
are working in. 

Conclusion
In summary, research involving individuals 

with ID poses challenges in all aspects  of the  
research process. However, this does not mean 
research involving individuals with ID is impos-
sible or discouraged. Be open about the chal-
lenges, questions, and problems you encoun-
ter throughout the process and share them 
with  your  fellow researchers.
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Transforming IDD Managed Care in New 
York State and Beyond
Douglas Golub & Jan Abelseth, MediSked, LLC & Partners Health Plan

Abstract
This paper explores the current state of man-

aged care in the United States, analyzes tradi-
tional managed care models, identifies the unique 
challenges of implementing these models for per-
sons with IDD (intellectual and developmental 
disabilities), and details an innovative new ap-
proach currently being developed and proven 
in New York State.  MediSked LLC, a provider 
of technology focused on individuals with IDD,  
has worked with the provider agency-founded 
Fully Integrated Dual Advantage (FIDA) Man-
aged Care Organization (MCO) and Partners 
Health Plan (which hopes to go live January 1, 
2016 once all federal and state reviews are met) 
to create a one of a kind, person-centered, ap-
proach to Medicaid managed care that makes 
strong use of technology. Currently in the pilot 
program phase, this new model is experiencing 
great successes and improving the quality of care 
for people with intellectual and developmental 
disabilities. This has been accomplished by using 
a unique active treatment loop that starts with 
an assessment that automatically populates the 
individual service plan, demographics, profile, 
Council on Quality and Leadership’s (CQL)per-
sonal outcome measures, individual protective 
oversights, authorizations, and provider action 
steps and assignments.  This paper examines 
how this distinctive approach works and how it 
is expected to transform managed care on a na-
tional level. 

Transforming IDD Managed Care 
In New York State and Beyond

Approximately 4.5 million people in the United 
States with intellectual and developmental dis-
abilities (IDD) have complex needs, currently 
being met by a variety of different providers 

through Medicaid fee-for-service models (Lind & 
Archibald, February 2013). 

In recent years, the system for delivering 
supports to people with I/DD has shifted from 
an institutional model to a much more person-
centered home- and community-based services 
(HCBS) model. While this shift is a much needed 
step towards deinstitutionalization, it has caused 
a momentous increase in the number of provider 
agencies and programs resulting in a significant 
shift in spending. Faced with the subsequent 
challenges of growing enrollment, diminishing 
federal aid, and escalating health care costs, ma-
ny states are opting to move to a Medicaid man-
aged care service model. 

Medicaid.gov defines managed care as “A 
health care delivery system organized to man-
age cost, utilization, and quality. Medicaid man-
aged care provides for the delivery of Medicaid 
health benefits and additional services through 
contracted arrangements between state Med-
icaid agencies and managed care organizations 
(MCOs) that accept a set per member per month 
(capitation) payment for these services.”  The FI-
DA model also includes the Medicare spend, re-
sulting in combined oversight for medical, man-
aged long term care, developmental disabilities 
services, and durable medical equipment costs 
for an individual. (www.medicaid.gov)

When executed successfully, this type of ser-
vice delivery model can significantly lower costs 
and ultimately improve the quality of care. Con-
currently, members of the IDD community are 
often concerned that states’ Medicaid managed 
care models will not fully address the varying 
and very distinctive needs of the population, 
from long-term services to acute care. The big-
gest concerns are centered on the adequacy of 
provider networks, continuity of services, and 
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managed care organizations’ inexperience with 
individuals with IDD.

As noted in a 2013 Center for Healthcare Strat-
egies Inc. (CHCS) policy brief, “the system of ser-
vices and supports available to Medicaid benefi-
ciaries with intellectual and developmental dis-
abilities (I/DD) seems caught between the past 
and future … the old medical model of care is giv-
ing way to person-centered life plans reflecting 
the goals and strengths of people with I/DD. But, 
in a system still dominated by fee-for-service 
providers, there is no mechanism to coordinate 
and implement those plans” (Lind & Archibald, 
2013).

Arizona, Kansas, North Carolina, Michigan, 
Vermont, and Wisconsin are the only states 
currently employing true managed care service 
models. Of those states, three (Arizona, Michi-
gan, and Wisconsin) have opted to include people 
with IDD in their primary Medicare managed 
long-term services and supports programs. Tra-
ditionally, these more medically oriented models 
have not been looked at as a viable option for peo-
ple with IDD.  However, an evaluation of these 
programs found that they have improved access 
to long-term services and supports, improved co-
ordination of care, and enhanced beneficiaries’ 
choice of providers (Stuiber et al., 2011).

In other related models, states are contracting 
with specialized organizations such as account-
able care organizations (ACOs) that will manage 
primary/acute care and behavioral health care 
services as well as traditional IDD services. Un-
der an ACO model, individuals with IDD would 
be enrolled in a qualifying health system that in-
cludes providers with expertise serving persons 
with IDD. Payment approaches for ACOs can be 
either fee-for-service with shared savings, par-
tially capitated, or fully capitated.

New York’s Medicaid program is currently 
working towards the triple aim: better care, bet-
ter health, and lower costs through Governor 
Cuomo’s Medicaid Redesign Team’s (MRT) ini-
tiative of Care Management for All.  OPWDD is 
seeking federal approval to transition supports 
and services for individuals with developmental 
disabilities from a traditional fee-for-service sys-
tem to a managed care delivery system under a 
1915 b/c combination waiver authority. It is be-
lieved that fully integrated, comprehensive care 
coordination will improve benefit coordination, 
quality of care, and individual outcomes over 
the full range of health care; including mental 
health, substance abuse, developmental disabil-
ity, and physical health care services.

Rather than adopt one of the existing model of 
care, New York has chosen to develop and test an 
innovative new model of service delivery to make 
the move to managed care as cost-effective and 
efficient as possible.  Policymakers began with 
the creation of a specific type of MCO model that 
includes an IDD care coordination component 
to maintain and protect HCBS services for the 
population that typical MCO organizations have 
little to no experience with.  This component is 
known as a Developmental Disabilities Individu-
al Support and Care Coordination Organization 
(commonly referred to as a DISCO). These non-
profit organizations are designed to function as 
fiscal intermediaries that provide individualized 
supports and services in addition to care coordi-
nation to people with IDD. DISCOs will provide 
supports and services directly or through sub-
contracts with other providers. 

There are several New York based DISCOs 
that have filed letters of intent to form; however 
Partners Health Plan (PHP) is the only Fully 
Integrated Dual Advantage (FIDA) plan specifi-
cally for IDD in the United States. This means 
that the individuals who are “dual eligible” and 
qualify for both Medicaid and Medicare services 
will have all of their benefits (from both Medicaid 
and Medicare) integrated within the coverage of 
one person-centered managed care plan coordi-
nated by PHP. 

Founded by the five metro-NYC Arc chapters 
(AHRC Nassau, AHRC New York City, ARC of 
Rockland, Arc of Westchester, and AHRC Suf-
folk), the Partners Health Plan team comes to 
the table with extensive experience working the 
IDD population. With this expertise, they knew 
right from the start that they would need technol-
ogy that did not yet exist to properly coordinate, 
manage, and execute services in New York’s new 
managed care model. 

As they planned their transition to managed 
care, PHP partnered with MediSked, LLC to 
provide the necessary technology. MediSked is 
a leading software company with products and 
services that span the complete spectrum of DD 
service provision – from oversight and insurance 
organizations down to the provider level. With 
encouragement from OPWDD, the two teams 
joined forces to collaborate on the creation of a 
total solution that would be capable of managing 
every aspect of care coordination and delivery. 

They collectively developed the Electronic HL7 
Standards for DD Care Coordination in New York 
State, and MediSked is currently serving as the 
DD software representative in the international 
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HL7 Object Management Group Healthcare Ser-
vices Specification Program (HSSP). 

It was necessary to develop an enhanced and 
integrated electronic record specifically for IDD 
managed care. All existing electronic records had 
been developed for Managed Long Term Care 
(MLTC) or health care for the elderly and physi-
cally disabled. Because they were not designed 
with the IDD population in mind, they tended 
to be mostly problem based, addressing end of 
life issues, and resulting in directives for the 
care manager rather than the various providers 
of service. Additionally, the existing electronic 
records for managed care were not person-cen-
tered, they did not use OPWDD language or their 
Council on Quality and Leadership’s (CQL) Per-
sonal Outcome Measures (POMs), and they were 
not capable of addressing IDD needs on a single 
platform.

With so many gaps to fill, it made the most 
sense to partner with MediSked, who provides 
an IDD specific electronic record solution called 
Connect and an innovative care coordination 
platform called Coordinate. The resulting records 
include seven categories of information, broken 
down into specific information requirements for 
reporting, which are aggregated from each of 
the providers in PHP’s network through a data 
warehousing and messaging hub solution called 
Connect Exchange, the third platform provided 
by MediSked. These categories include Personal 
Outcome Measures (POMs), a detailed Health 
Risk Assessment including advanced directives, 
Mental and Behavioral Health Services (self-di-
rected services), a Life Plan including health and 
safety supports, Incident Reporting, and Health 
Care. The Health Care category alone includes 
tons of valuable information including nutri-
tion, health conditions, falls, medication history, 
emergency room use, hearing, vision, flu shots, 
mammograms, and more. 

Once the requirements gathering for the data 
components was complete, work began on a com-
prehensive assessment application and the com-
plete care coordination solution. “It’s All About 
Me” is a person-centered assessment, which has 
been reviewed by OPWDD, CQL, families, self-
advocates, and leaders in the IDD field. It in-
tegrates all of the requirements of the care co-
ordination dictionary, OPWDD administrative 
memos, and CQL valued outcomes and results. 

With dozens of in depth sections and more than 
800 questions, it really is all about the individu-
al person and his or her goals and dreams. The 
questions asked and the lists of goals, supports, 

actions, and tasks generated both meet and ex-
ceed all regulatory requirements, as does the 
individual’s story in the profile section of the in-
dividualized service plan (ISP). Important infor-
mation like allergies, adaptive equipment, pre-
ferred contacts, personal preferences, and sup-
portive routines is all collected easily in a user 
friendly app. 

Designed especially for iPads, the assessment 
app works both online (with internet connection) 
and offline (no internet connection). If an assess-
ment needs to be completed in a location without 
internet access, it can be saved locally and pulled 
into the care management system, Coordinate, 
as soon as there is a connection. It is then inte-
grated into Coordinate and used to auto populate 
that individual’s Life Plan, which is the compre-
hensive supports plan that is compiled for each 
person. 

Once completed, the assessment summary is 
electronically sent to MediSked Coordinate, the 
care coordination software developed with PHP. 
Users (typically case managers) are able to cre-
ate, edit, and store complete member Life Plans 
right within the system. The Life Plan includes 
demographics, profile, personal outcome mea-
sures, individual protective oversight plan, ser-
vice authorizations, natural supports, and more.  
An interdisciplinary team makes use of elec-
tronic portals and digital signatures to review 
the assessment and associated Life Plan.  Once 
approved, those plans are electronically sent to 
all service providers supporting that individual. 
The Life Plan is central to the individuals be-
ing served by providers, so receiving it from the 
MCO and documenting on it in real time is es-
sential.  Each time the Life Plan has a change 
made and is certified – that update is pushed to 
the provider(s) instantaneously via MediSked’s 
Connect Exchange.  The Life Plan is truly a liv-
ing document.

If an individual has a goal of having a better 
relationship with his/her mother, one of the ac-
tivities to meet that goal might be to visit the 
mother every week at her home.  The Direct Sup-
port Professional (DSP) arranges transportation 
to the mother’s house and documents the service 
once complete.  Should the mother decides that 
she wants to spend the winter in Florida, there 
would need to be a change in the Life Plan.  Be-
cause this goal is important to the individual, 
it may change to be a weekly phone call to the 
mother instead of the original weekly visit.  The 
MCO would simply change the Life Plan and 
push it out to the provider agency seamlessly.  
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If the agency is using the MediSked Connect 
agency management platform for their service 
notes and documentation, the Life Plan will au-
tomatically assign the Person-Centered CQL 
Personal Outcome Measures (POMs) which are 
then instantly presented to the Direct Support 
Professional (DSPs).  The DSP will then be able 
to document in the service note area, once the 
service has been rendered.  Each service the indi-
vidual receives will have a different set of POMs 
based on the unique goals of that service.   The 
systems in the model of care are platform-agnos-
tic.  Providers can use virtually any electronic 
record system, including home-grown, as long as 
those systems are capable of sending and receiv-
ing the elements in the care coordination data 
dictionary.

MCO representatives are also able to create and 
track plan authorizations and expirations along 
with recording care coordination contact notes. 
The Coordinate platform maintains that data, in-
cluding the individual’s needs, to ensure that that 
the necessary services are provided and there is 
progress on achieving the goals outlined in the 
plan. For complete transparency and easy access, 
there is also a stakeholder portal with various ac-
cess levels and capabilities.   Provider agencies re-
port back progress on goals and completion status 
on supports via a monthly summary.  A “notice of 
change” document helps to keep communication 
and alerts real-time between the MCO and any 
providers that work with an individual.

A social media inspired interface and home 
screen gives Coordinate a user friendly, easy to 
navigate look and feel. Upon logging in, a case 
manager’s existing caseload is displayed along 
with a list of tasks that must complete prioritized 
by urgency or due dates. 

Data from the “It’s All About Me” assessment 
and the MediSked Coordinate system flows into 
Connect Exchange, MediSked’s business intelli-
gence and data warehouse platform built exclu-
sively for IDD provider agency groups, managed 
care organizations, oversight, and insurance 
companies. 

Connect Exchange brings together stakehold-
ers in a meaningful way to cost effectively scale 
and share financial, clinical, and business intel-
ligence to the DISCO. In the case of Partners 
Health Plan, their members come from a hand-
ful of very large agencies and Connect Exchange 
makes it possible to gain an all-inclusive view 
of all enrollees. Predictive analytics on the col-
lective data can also mitigate costs and risks for 
members. 

The reporting capabilities are endless within 
Connect Exchange and offer an MCO/DISCO-
centered systems view with aggregated, real-
time data including, but not limited to:
• Enrollment trends
• POMs data by agency
• Percentage of individuals with met/unmet 

needs
• Number of incidents that led to ER visits or 

hospitalization 
• Quality of life/tabulation of POM totals
• Average number of ER visit per client post en-

rollment 
• Care Coordination Dictionary – full reporting

The reporting abilities are incredibly robust. 
Whether you want to see how many members are 
taking cardiovascular medication versus antide-
pressants or know a particular agency’s success 
rate for achieving activities of daily living goals, 
the core financial, clinical, and business intelli-
gence data that you need is reliable and easily 
accessible. 

Data transactions within Connect Exchange 
are all bidirectional and allow users to config-
ure and receive real time alerts that notify them 
of changes. Poised to be adopted by DISCOs 
and MCOs across the state, Connect Exchange 
is platform agnostic. While MediSked’s agency 
management platform Connect is strongly rec-
ommended for seamless integration, providers 
can use electronic records from any vendor, as 
long as they are able to send and receive compli-
ant HL7 clinical, financial, and business intelli-
gence data with the Exchange. 

Providers are directly alerted to  health and 
safety supports and oversight measures listed in 
the Life Plan for immediate implementation and 
documentation.  Depending on provider software 
(for example, MediSked Connect Agency Man-
agement Platform) care data can be accessed by 
DSPs and clinicians at any time via mobile and 
tablet devices. 

This kind of real time data can lead to actions 
that positively alter a person’s life, and they sim-
ply could not be communicated effectively using 
traditional paper methods. 

Based on a client’s Life Plan, specific observa-
tion charts and logs might be necessary (e.g. sleep, 
weight, food intake, seizure, etc.).  When the clini-
cal team makes a request for observational data 
via the Life Plan within Coordinate, a specific 
chart will automatically be created in Connect for 
data to be collected. Aggregate data collection will 
help the clinical team to be proactive in spotting 
trends or abnormalities in a person’s health. 
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Using those observation logs and alerts, an 
agency has the ability to catch a possible serious 
ailment before it takes place.  For example, if a 
certain individual is regularly sent to the hospi-
tal after several days without bowel movements 
and an agency is regularly tracking food intake 
and bowel movements, the system has the ability 
to alert providers when abnormalities or alarm-
ing trends take place. This allows and empowers 
agencies to be proactive before issues escalate. 

With this model, the staff at provider agencies 
is constantly capturing valuable real-time data 
on outcomes, staff supports, prompt levels, and 
progress, and Coordinate is able to summarize it 
on a monthly basis to help the care coordination 
team ensure that the best services are being out-
lined via the Life Plan.

Like any new model, this model of care and its 
customized technology had to be tested before 
any major rollouts could occur. 1705 individu-
als from PHP’s five NYC agencies volunteered 
to enroll in the program’s pilot, which began in 
the first quarter of 2015 and is scheduled to run 
through the end of the year. 

The results from the pilot have been over-
whelmingly positive thus far. Pending a success-
ful readiness review with the Center for Medicaid 

Services (CMS) in August 2015, PHP’s FIDA will 
go live with the “It’s  All About Me” assessment 
app, Connect Exchange data warehouse, and Co-
ordinate system on January 1, 2016. 

The launch of this managed care model will 
undoubtedly be a momentous transformation for 
New York State and it is likely to set a new stan-
dard for the rest of the country as well.  
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US Public Policy Update

Health Care Reform for People with Intellectual/
Developmental Disabilities and Co-occurring 
Mental Illness: A Service Provider’s Perspective
Andrea Hoppock, MA, BCBA

Over the past 10 years, I have provided behav-
ior support services to individuals with intel-
lectual/developmental disabilities (IDD) and co-
occurring mental illness (MI) in varied settings 
in Texas. I have worked in large institutional 
settings, group homes owned by private compa-
nies, and family homes. I do not have an office; 
I work where consumers live, work, and recre-
ate. I have experienced first-hand how availabil-
ity and delivery of services can impact an indi-
vidual and his/her family members. The NADD 
Policy Statement entitled Including Individuals 
with Intellectual and Developmental Disabilities 
and Co-Occurring Mental Illness: Challenges 
that Must be Addressed in Health Care Reform 
provides solutions to many of the challenges we 
face in providing effective, efficient, and quality 
services. Texas services are changing. Texas is 

steadily expanding Medicaid managed care. The 
Community First Choice Option (CFC), imple-
mented on June 1, 2015, will increase availabil-
ity of home and community-based services for 
children and adults who qualify for Medicaid and 
an institutional level of care but who desire to 
remain within their homes. These examples, plus 
others, demonstrate Texas’ efforts to provide ser-
vices where and when people with disabilities 
need them. Texas and other states have an op-
portunity to make a positive impact on the quali-
ty of life of the people we serve. While immensely 
challenging (to providers including myself), there 
are many possibilities! 

I have worked in public and private settings 
serving individuals with IDD, IDD/MI or other 
related conditions, including large public insti-
tutions and group and family homes. In Texas, 
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like other states, these settings receive funding 
through different Medicaid programs. Institu-
tional settings, such as Intermediate Care Facili-
ties for Individuals with Intellectual Disabilities 
(ICF/ID), obtain funds through an entitlement 
program, while many group homes and families 
are funded through waiver programs. There are 
major differences from one setting to the next, 
based on received funding. These differences af-
fect the service recipient, as his/her quality of life 
may be directly related to both the intensity of 
services provided by family members and/or an 
array of providers, and the service setting. For 
example, in an institutional setting, a person has 
almost immediate access to different supports. 
Community group homes tend to be spread out 
over multiple counties which caused provider 
challenges as they cannot deliver the most ben-
eficial treatment due to providing services across 
varied locations. Infrequent contacts impede pro-
viders’ ability to develop rapport and gather in-
formation across service settings. Events preced-
ing behavioral challenges and crises are difficult 
to identify, creating obstacles in preventing chal-
lenging behaviors from becoming crises. Provid-
ers, including parents, relatives, and paid staff, 
lack access to needed supports. These variables 
exacerbate crises, increase emergency room use 
and law enforcement contacts, and increase risk 
of harm to all involved. How can we change this 
cycle? I refer you to the NADD position statement. 

To increase access to services and meet the 
needs of individuals with IDD/MI, many Texas 
local IDD authorities are trying new approaches 
proven successful in other states. Some are pro-
viding quality crisis services focusing on skill 
building and prevention. Teaching a person 
needed skills to function in different situations is 
essential. If an individual does not acquire such 
skills, he/she continues to over rely on others due 
to clinically unnecessary dependence.  

Clinicians who treat people with co-occurring 
IDD and MI must know and understand the 
unique service needs of these individuals and 
their families.  If this knowledge is lacking, a 

willingness and desire to learn must be present. 
Provider education is essential to ensure accurate 
interventions. Further, clinicians often work in si-
los which impede communications and sharing of 
clinical information. They often work in a number 
of cities/towns.  Primary care physicians may lack 
needed information to complete thorough medical 
evaluations. Such practices result in numerous 
problems, including sharing of incorrect informa-
tion, lack of information, incomplete assessments, 
misdiagnoses, polypharmacy, and increased risks 
of harm. Texas and other states must specify 
required provider competencies to ensure qual-
ity services. This occurs by giving providers and 
families the needed training and education tools 
to support people with complex service needs. 

Competency-based training is a time-consum-
ing endeavor, but the rewards are great. Many 
people transitioning from institutions to com-
munity settings have attained increased access 
to services, including crisis services. The results 
are successful community transitions which has 
increased access for individuals at risk of institu-
tionalization to continue residing within commu-
nity settings. Individuals living in nursing facili-
ties have access to a wider variety of resources 
to meet their needs and increased opportunities 
to transition to less restrictive settings. These 
changes are necessary and exciting. It is incum-
bent on all of us to help maintain this positive 
national trend. We promote change through the 
ways we deliver services and supports, advocacy 
efforts, education, and training. 

For more information regarding services and 
supports for children and adults with disabilities 
in Texas, please visit www.dads.state.tx.us. For 
additional information, contact Andrea Hoppock 
at ahoppock@yahoo.com.

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. 

Consultation and Training 
 

Keeping abreast of the latest developments in the study of dual diagnosis presents challenges to 
any organization.  NADD provides state-of-the-art consultation and training to agencies, 
organizations and government entities across a broad spectrum of issues concerning persons with 
dual diagnoses.  NADD’s large network of experts is ready to analyze and assist your 
organization in the development of programs, treatments, and supports to better serve your 
clients.  Our experts can help keep your organization on the cutting edge of the study of dual 
diagnosis. 
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DSP Interests and Concerns

Finding a New Perspective: Promoting 
Awareness of Fetal Alcohol Spectrum Disorder
Robin VanEerden and Anna Erb

The goal of this article is to shine a spotlight 
on Fetal Alcohol Spectrum Disorders (FASD). 
September 9, 2015 is International Fetal Alcohol 
Spectrum Disorder Awareness Day, and the pur-
pose of this day is to raise awareness of FASD 
and its impact on individuals and families who 
struggle with the disorder. The ninth day of the 
ninth month of the year was chosen to remem-
ber that, during the nine months of pregnancy, 
a woman should abstain from alcohol. The only 
known cause of FASD is maternal drinking while 
pregnant.

This article is intended for direct support 
professionals, and it begins with the authors’ 
“aha! moments” – our personal stories of learn-
ing about FASD. We then provide basic informa-
tion about FASD, review recommended support 
strategies, and provide suggestions about where 
to find additional resources. It would be impos-
sible to review the complexities of all individual 
experiences, research, and recommendations re-
lated to FASD within this newsletter, so we en-
courage you to seek out additional training and 
information about FASD.

Anna’s Aha Moment
As a direct support professional, previous pro-

gram specialist and current behavior specialist, 
I strive to positively impact people with special 
needs and to help them become vibrant members 
of their communities. I have successfully pro-
vided that support through advocacy, system 
change, training, and individual intervention. 
That is, until about 2008 when I met Mike1 He 
was full of life but consistently struggled with 
impulsivity, destructive behavior, and the con-
sequences of poor decision making. It felt as if 
all of the textbook techniques and tools that I 
possessed were ineffective in assisting Mike. It 
felt like nothing worked. As I researched ways to 
support him, I came across three letters: F-A-S. 
This became a turning point in the personal and 
professional support I provided Mike, as well as 
the effect it would have on my future career.

I was aware that drinking alcohol while preg-
nant could affect an unborn child, yet I was unfa-

1Name changed to protect identity

miliar with the diagnosis of Fetal Alcohol Syn-
drome (FAS) and the term Fetal Alcohol Spec-
trum Disorder (FASD). As I began to research the 
neurological effects of prenatal alcohol exposure, 
its behavioral manifestations, and the effective 
intervention techniques for working with persons 
living with FAS, it was as if a light bulb went off. 
The supports I had been providing were not only 
inadequate and ineffective, but also potentially 
counterproductive to Mike’s actual needs.

This prompted me to review the history and 
case files of several other clients who exhibited 
similar characteristics, such as difficulties meet-
ing their personal goals and trouble managing 
various aspects of daily life. Buried in the old 
case notes, evaluations, and assessments of 
several clients were diagnoses of FAS, partial 
fetal alcohol syndrome (pFAS), fetal alcohol 
effects (FAE) or a notation of reports indicating 
maternal drinking while pregnant. While these 
individuals and their support teams continue to 
identify and manage challenges, they are able to 
equip themselves with better support tools and 
a deeper understanding of the reason behind 
many of the challenging behaviors being exhib-
ited. This is not to say that, after learning about 
FASD, an individual and their support team face 
no challenges. But to quote Dr. Susan Doctor 
(2013), “There is hope in the interventions.”

Robin’s Aha Moment
I have worked in the human services field for 

almost 36 years. During this time, I have had in-
credible opportunities to develop and oversee 
support for people with intellectual disabilities 
and co- occurring mental health diagnoses. As my 
career progressed, I began to notice a certain pat-
tern of people who “slipped through the cracks.” I 
saw people with severe emotional dysregulation 
become involved in the legal system, be admitted 
to inpatient psychiatric hospitalizations, and ac-
cess countless emergency rooms. Even with a sol-
id focus on person-centered planning, it felt as if 
nothing would lead to an improved quality of life.

Three years ago, I took a position as a Clini-
cal Director for my home state. Part of my posi-
tion as a Clinical Director is to identify statewide 
trends and gaps in services. As part of this pro-
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cess, I began to assess individuals with challeng-
ing behaviors who resided in prisons and commu-
nity residential placements. Within the first six 
months, I became aware that seven out of the 
10 people with the most significant struggles had 
a diagnosis of Fetal Alcohol Spectrum Disorder or 
a presentation that was consistent with FASD!

As I began to thoroughly investigate FASD, the 
findings and research astonished me. Many of 
the challenging behaviors I was seeing were the 
result of a poor fit between a neurological (brain- 
based) condition, the surrounding environment, 
and available supports. I also learned that many 
people living with the effects of FASD are not 
identified, diagnosed or they are misdiagnosed. 
The knowledge that I gained from research and 
from the experts in the field led me to begin 
to report my findings. I found many people in 
prison were not criminals, but had problems 
interacting with their environment. There were 
people in inpatient psychiatric units who were 
not receiving appropriate medications or sup-
ports. Others may appear to present with a men-
tal illness but, in some cases, the underlying con-
dition of FASD better explained their challenges.

Since these discoveries, I have been passion-
ately working to identify and appropriately sup-
port individuals, families, and teams who are 
impacted by this often “invisible disability.” 
Through understanding and awareness, sup-
ports need to be tailored for “a better fit.” Be-
havior support plans must be “FASD friendly” 
with concrete language and strategies. Thera-
pies must be carefully chosen and targeted to 
individual strengths. For example, art, music 
or movement therapies are often more effective 
than talk-based therapies.

For me, this has been a learning process. I have 
had the great opportunity to connect and work 
with individual, parent, clinical, and research 
experts on FASD. I have seen how education, 
training, and appropriate support strategies have 
the power to improve quality of life. My personal 
story has led me to continue to develop appro-
priate individualized supports and spread the 
word of “0-4-9” prevention – zero alcohol for nine 
months.

What is Fetal Alcohol Spectrum Disorder?
Fetal Alcohol Spectrum Disorder (FASD) is a 

non-diagnostic umbrella term used to describe 
a group of diagnoses related to prenatal alcohol 
exposure. This group includes Fetal Alcohol Syn-
drome (FAS), Partial Fetal Alcohol Syndrome 
(pFAS), and Alcohol Related Neurodevelopmental 

Disorder (ARND) (CDC, 2004). Fetal Alcohol Syn-
drome is a medical diagnosis, and it is the only 
syndrome under the FASD umbrella that can be 
diagnosed without confirmed maternal drinking 
(Streissguth, 2007). Alcohol puts the developing 
fetus at risk due to the interference of developing 
cells within the central nervous system.

FASD is the leading preventable cause of in-
tellectual disabilities. While influenced by ma-
ternal nutrition, timing, frequency, and amount 
of alcohol exposure (Maier & West, 2001), FASD 
can happen to any fetus that comes into contact 
with alcohol while in utero. The only known cause 
of FASD is maternal drinking while pregnant. 
Each year, in the United States, FAS is estimated 
to effect 1-3 live births per 1,000 (Stratton et la., 
1996). FASD is estimated to affect almost 1 out 
of 100 newborns in the United States each year 
(May & Gossage, 2001; May, et al., 2009). Recent 
studies suggest the prevalence of FASD could be 
higher than previously reported affecting nearly 
5 percent of U.S. children (May, et al., 2014). The 
effects of this brain-based physical disorder can 
be life-long (from birth to death) and are influ-
enced by access to appropriate services and sup-
ports. With appropriate supports, more positive 
life outcomes are possible. There are many chil-
dren and adults who are living with the effects 
of FASD, but have not been formally diagnosed 
or identified. This does not change the fact that 
their day-to-day lives may be impacted (Grant, 
Brown, Dubovsky, Sparrow, & Ries, 2013).

What are some of the common symptoms, 
features and characteristics of FASD?

Some people have specific characteristic facial 
features or physical symptoms due to FASD. 
However, most of the primary effects of FASD are 
invisible and are related to neurological (brain 
based) changes (Substance Abuse and Mental 
Health Services Administration, 2014) and to the 
neuroendocrine system (hormones that regulate 
mood, emotions, immune system, etc.) (Uban, 
et al., 2011). Primary effects include challenges 
with:

• executive function (planning, switching between 
tasks, reasoning)

• understanding and foreseeing consequences; not 
foreseeing danger

• memory
• applying knowledge in different environments (gen-

eralization)
• recalling information
• regulating emotion
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• being biologically unable to calm down once emo-
tionally escalated (altered stress response)

• making connections between cause and effect
• learning from mistakes
• attention
• coordination
• identifying hunger
• sleeping disturbances
• cognitive abilities and below average IQs.

These effects can be made better or worse through 
support strategies, life experiences, social situ-
ations, and access to appropriate services. When 
effects, poor supports, and stressful social situa-
tions combine, they can lead to common but not 
inherent characteristics. These characteristics 
can include problems with (Substance Abuse and 
Mental Health Services Administration, 2014):
• impulsivity
• disobedience
• lack of stranger awareness
• not understanding social situations and social 

cues
• enjoying talking though the act of talking is 

often more important than what is being said
• talking about unrealistic subjects
• poor judgment
• waking up in the morning
• confabulation (telling made up or misinter-

preted memories about oneself or the world, 
without a conscious intention to deceive).

Added together, these characteristics can put 
a person with FASD at a greater risk for (Sub-
stance Abuse and Mental Health Services Ad-
ministration, 2014):
• school failure
• homelessness
• employment difficulties
• substance abuse issues
• incarceration
• psychiatric confinement

What does this mean?
Due to the effects of alcohol on the developing 

brain and the influence of social factors, those 
with FASD may have specific strengths and defi-
cits. A person may be able to read a book but be 
unable to tell you about what they have just read. 
One day they can remember how to complete a 
task and then the next day they can’t. Most are 
incredibly friendly and caring, though they may 
lack important social skills. They may desire to 
go to an event, but at the last minute run away 
because they were overwhelmed by transitions 
due to environmental change. A person might 

not be able to manage money or balance a check-
book, but can create beautiful artwork.

Token economies and reward systems are 
often ineffective interventions for persons with 
FASD. This is because of the difficulty with con-
necting cause and effect over a period of time. 
Due to cognitive and auditory processing issues, 
even a simple conversation could be over- stimu-
lating. The combination of an altered stress re-
sponse and ineffective coping skills could cause 
overwhelming emotions. These uncontrolled emo-
tions might lead to property destruction, elope-
ment, and other potentially dangerous behaviors.

What about strengths?
Many people with FASD have great strengths. 

Some of these common strengths include being:
• friendly and cheerful
• likeable
• determined
• creative
• hard working
• approval seeking
• fun

These strengths need to be harnessed and nur-
tured in order to promote happy and healthy lives.

Why is all of this information important?
Persons living with FASD will l ikely experi-

ence some level of effects across their lifetime. 
In order to support persons with FASD, strate-
gies and supports must be FASD-informed and 
person-centered. This is because common behav-
ioral interventions, medication regiments, and 
psychiatric supports are often not effective for 
people with FASD.

Since FASD is a medical and neurological is-
sue, best practices call for a complete medical 
assessment, psychiatric evaluation, neuropsy-
chological assessment, and an informed, compre-
hensive support plan. Greater focus should be 
placed on proactive strategies.

What can we as support people do?
• If you are working with someone with FASD or 

a suspected FASD, educate yourself. Become 
FASD informed and provide FASD-informed 
supports. Look closely and through the per-
spective of FASD.

• Provide the external executive function (coach, 
guide, suggest options).

• Identify strengths.
• Make sure other associated medical issues 

are researched and addressed as these may 
change over the lifespan.
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How can I provide FASD 
informed supports?

• Educate the entire team on FASD. This can 
include natural supports, family, vocational 
and residential supports, supports coordina-
tors, community habilitation workers, law 
enforcement, primary care physicians, thera-
pists, direct care professionals, and hospital 
staff.

• When developing support strategies, utilize 
the strengths and input of the entire team: 
the individual with FASD, family, friends, 
community supports

• Partner with community services to ensure 
that people and their needs are understood.

• Make sure support plans are FASD informed, 
strength based, and trauma informed.

• Request assessments that may identify which 
area of the brain may have been effected (i.e. 
neuropsychological evaluation).

• Make sure that your expectations for people 
match their ability.

• Work with a prescribing psychiatrist who is 
FASD informed and understands the men-
tal health diagnoses that may co-exist with 
FASD.

• Accept that sometimes people can’t do a task; 
it is not that they won’t (and sometimes they 
can one day and not the next).

• Look at how to make a person’s routine more 
structured and predictable.

• Investigate and address sensory issues such 
as problems with auditory processing and 
visual deficits, and then implement effective 
strategies (i.e., sensory integration evalua-
tion by an occupational therapist trained in 
sensory integration).

• Assess the environment for potential sensory 
issues: Is it too cluttered, loud, or crowded?

• Use labels, color codes, visual schedules and 
other organizational tools.

• Use role play and modeling to teach new skills 
and to review acquired skills.

• Assist the person to develop healthy friend-
ships and community supports.

• Encourage physical exercise.
• Write things down, draw pictures, and do not 

rely on verbal communication!
• Support persons must role play appropriate 

social skills and healthy choices.
• Use a coaching or mentorship model.
• Develop a Wellness Recovery Action Plan (Co-

peland Center, Mary Ellen Copeland).
• Develop a crisis plan.

• Develop safety plans as necessary.
• Clearly explain expectations before, during, 

and after activities.
• Plan for breaks and rest periods before some-

one experiences emotional dysregulation.
• Use auditory cues according to developmental 

skill level including texting, phone remind-
ers, egg timers, and other electronic remind-
ers.

• Provide appropriate instruction regarding 
dating, sexuality, and sexually appropriate 
behaviors.

• Match strategies with personal strengths and 
personal motivation.

In Conclusion:
Fetal Alcohol Spectrum Disorders are preva-

lent yet, by providing appropriate intervention, 
people can lead more successful, productive, and 
happy lives.

This brain-based disability is invisible unless 
the person has physical features that can be 
identified.  A small percentage of people who actu-
ally have an FASD have the all the accompanying 
facial features (Substance Abuse and Mental 
Health Services Administration, 2014). Persons 
are not always diagnosed with an intellectual 
disability, but may have severe deficits in social, 
communication, and vocational/educational do-
mains. FASD does not have a socio-economic or 
cultural boundary. While influenced by maternal 
nutrition, timing, frequency, and amount of alco-
hol exposure, FASD can happen to any fetus that 
comes into contact with alcohol while in utero.

It is important to learn to understand the pre-
sentation of people with FASD. Referral to the 
proper community physicians including pri-
mary care physicians, psychologists, and neu-
ropsychologists is important for the journey to-
wards appropriate supports. It is also a social 
responsibility to not judge and to spread the 
message of “0-4-9” as a preventative measure. 
Zero alcohol for nine months.

While those with FASD may have deficits, they 
have many wonderful skills and strengths. These 
need to be identified to create life goals which 
foster self-esteem and increase motivation. 
Strategies and services must be friendly to peo-
ple with an FASD. When strategies are not FASD 
friendly, problems can be made worse causing 
frustration, low self-image, and high stress. If 
working with someone with an FASD, it 
is your responsibility to learn as much as 
possible, implement appropriate supports, 
and pass information on to others.
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DSP Interests and Concerns is an ongoing col-
umn in The NADD Bulletin.  We welcome your 
comments, suggestions, and submissions for this 
column.  To learn more or to contribute to this col-
umn, you may contact Melissa Cheplic, Editor of 
DSP Interests and Concerns at cheplima@rwjms.
rutgers.edu. 

Family Corner

Jill’s Story
Claudia Sherman

My daughter, Jill, was born in 1979. Her devel-
opment seemed fairly on time or a little late. Jill’s 
preschool teachers noticed that she was a little 
behind most other kids developmentally. Things 
seemed to grow more obvious by kindergarten. A 
psychologist determined that Jill is learning dis-
abled and was eligible for special education. She 
repeated kindergarten and remained in special 
education through high school graduation. 

School was fraught with embarrassment such 
as being the only one in her class without an addi-
tion, subtraction, multiplication, or division sign 
indicating she had passed her math facts test or 
having to stay in for recess to get extra help. 

After spending two weeks at a diagnostic cen-
ter, Jill was transferred to a school where she 
was placed in a special education classroom. 

In junior high, she was mainstreamed for 
some subjects and took others in a special edu-
cation classroom. In high school, Jill was main-
streamed as much as possible, and her abilities 
were stretched as much as possible, but she still 
needed special education services for some sub-
jects like math. Many teachers were cooperative 
and competent. But there were always a few who 
weren’t. One told me that Jill shouldn’t have ex-
tra time to take tests, because that wouldn’t be 
allowed when she takes college entrance exams. 
Not until later did I realize he was wrong. 

I sat with Jill five nights a week to make sure 
she understood her homework and to keep her on 
task. I taped some of her textbooks so she could 
hear as well as see the words. We hired a tutor. 
I regret that now. If I had let Jill fail, she would 
have had lower scores and might have received 
services from the state when she graduated. 
What a difficult decision for parents to have to 
make.

After Jill graduated in 1998, she attended a 
post-secondary program for students with learn-
ing disabilities. It was there that the staff first 
mentioned that Jill has Attention Deficit Disor-
der. Girls who are not hyper were not usually di-
agnosed with ADHD then. When I read the book, 
Understanding Girls with AD/HD, I thought I 
was reading Jill’s biography. 

Jill was too immature for the experience at the 
out-of-state school. We didn’t send her back the 
second year. We tried a community college. It 
was a struggle just to wake her to go. She tried 
numerous jobs. Sometimes, she got fired for ver-
bal altercations with other employees, or she 
couldn’t get out of bed, she had something more 
fun to do than go to work, or she was insulted 
by another employee. Her therapist told me Jill 
would always need support services and might 
not mature any further. Another therapist told 
me Jill needs residential care. 



Note from the editor
This issue provides our readership with a rich array of clinical 

material for end-of-summer review.  Dr. David Demetral and 
colleagues describe Hana Hou Alliance’s model for residential 
treatment of persons with the tri-occurring challenges of 
intellectual disability, mental illness, and substance use disorders. 
Gita de Vaan and Neomi van Duijvenbode and colleagues describe 
the challenges of scientific research involving persons with 
intellectual and developmental disabilities. Douglas Golub and 
Jan Abelseth describe MediSked, which is an innovative approach 
for delivery of managed care for persons with IDD, currently run 
in New York State. In this month’s US Public Policy update, 
Andrea Hoppock offers us a service provider’s perspective on 
positive behavior supports for persons with IDD and co-occurring 
mental health challenges.  Robin VanEerden and Anna Erb 
provide a timely overview of Fetal Alcohol Syndrome for DSPs 
prior to International Fetal Alcohol Syndrome Awareness Day 
(September 9th). Claudia Sherman shares the journey she has 
undertaken to obtain needed services for her daughter Jill in her 
contribution to this month’s  Family Corner. 

The NADD Bulletin is the place to showcase your research, 
programming and interventions for persons with the dual 
diagnosis. We welcome your submissions.

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

Her behavior, which had started to change 
from shy to difficult at puberty, was getting 
worse. She was unreasonable, and explanations 
were difficult due to her expressive and respon-
sive language processing problems. She threw a 
smoothie on a man and got in a fist fight with 
a girl at a shopping mall. She was insulted and 
started crying when a waitress carded her. We 
have numerous fallouts at home, because she 
gets frustrated easily and then gets angry. I of-
ten feel as though she speaks another language 
due to her learning disabilities.

Every time I requested services for Jill, I was 
turned down. Jill meets the statutory criteria 
for services, but I was told by Developmental 
Disabilities that although Jill’s IQ fell below 70 
when tested in 2009, it was too late. Her IQ had 
to be below 70 before she was 22 to qualify for 
services. Her disabilities did exist before she was 
22 as evidenced by psychologists’ reports and her 
school records. 

After being turned down by Developmental 
Disabilities, I was directed to Behavioral Health, 
because in addition to her developmental dis-
abilities, Jill has some mental illnesses includ-
ing bipolar disorder, obsessive compulsive disor-
der, and depression. I was told that Behavioral 
Health would accept Jill for services, but they 
have nothing to offer as evidenced by more than 
a dozen phone calls and visits I made to agencies 
suggested to me by the directors of Developmen-

tal Disabilities and Behavioral Health.
Developmental Disabilities has the appropri-

ate services but insists that Jill doesn’t qualify 
for them. Behavioral Health regards Jill as quali-
fying for services but has no options suitable for 
her. That’s the dilemma. I have met with state 
senators and written to the governor who re-
ferred me to agencies that don’t serve adults or 
have other reasons to exclude Jill.

I have many blessings in my life, but I live with 
the fear that my husband and I will die before we 
are able to place Jill where she’ll be safe, live in a 
healthy environment, and have some happiness 
and fulfillment in her life. Otherwise, she’ll face 
homelessness, end up in prison, or be easy prey 
for predators. That’s not a happy ending.

For further information or to contact the au-
thor, contact Laurie Raymond at lraymond@por-
tresources.org 

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

State of Ohio NADD MI/DD 13th Annual Conference
September 21-22, 2015 • Columbus, OH

NADD 32nd Annual Conference & Exhibit Show
November 18-20, 2015 • San Francisco, CA

************************************
Fall Webinar Series

10/06 Medication Alert System Early Intervention Approach for the Detection of Medication Associated Adverse Reactions in Older Adults

10/13  Partnering with Families to Achieve Competitive Employment for Individuals with Signifi cant Support Needs

10/19 Therapists’ Professional Growth and Development

10/22  De-escalate Anyone, Anywhere, Anytime:  Unplug the Power Struggle with Principle-Based De-escalation

11/04 Unlocking the “Autism Code” to Enhance Individuals’ Lives

11/05  Social Skills Training / Community Integration for Individuals with IDD/MI

12 /03  Transition: Real Life Challenge and Real Life Success

12/04 Successf ul Intervention Strategies with DD Adolescents

12/07 ASD & Life Transitions:  Hard Lessons Learned and Taught as a Person-Centered Planning Facilitator
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