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Note from the editors
This issue contains thought-provoking coverage of diverse 

topics relevant to dual diagnoses. Raymond and Loukas describe 
a Maine-based program for young people with IDD, particularly 
those on the spectrum that helps them successfully transition 
to adult services. Colvin and colleagues examine the factors 
influencing Texas family members’ preference for continued 
institutional placement of their relatives with IDD. Barnhill 
reviews an article by Gothels on Velocariofacial syndrome (VCFS) 
and schizophrenia. Elias of JBS International provides us with 
updates on the Affordable Care Act (ACA) with particular points 
of impact on the disabilities community. Arnold from Australia’s 
Centre for Disabilities Studies offers nine general points for DSPs 
to consider in supporting a person’s sexuality and sexual choices.

With this issue, Lucy Esralew joins Jarrett Barnhill as co-editor 
of The NADD Bulletin. Both editors wish the Bulletin readership 
a new year filled with good health, productivity and good cheer. 
We also invite you to submit articles pertinent to your work with 
individuals and for individuals with dual diagnosis. 

Jarrett Barnhill, MD, DFAPA, FAACAP 
Jarrett_Barnhill@med.unc.edu 

Lucy Esralew, Ph.D. 
drlucyesralew@gmail.com
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seeking out support from a sexual health 
clinic or other health care provider.

8. Sexual aids can be helpful. For some 
people, things like “sex toys” (assistive 
sexual devices) or sexually explicit literature 
can be very enjoyable. For a few people with 
certain types of physical disability, using 
a sex toy may be one of the few ways that 
they can enjoy sex. If your job description, 
agency policies, and local laws allow, you 
may be asked to support a person to purchase 
materials or sex toys. A person may need to 
be taught about the appropriateness of some 
activities, such showing explicit materials 
or sex toys to others. They may additionally 
need education about safe and hygienic use 
of sex toys; if a person needs such sexual 
education, ways to address this need should 
be identified through the Individual Support 
Planning process.

9. Sexual health checks are just as 
important for people with disabilities. 
Remember that regular pap smears, 
mammograms, and testicular checks are 
just as important for people with disabilities 
as they are for people without disabilities. 
It is important that these checks are part 
of a person’s regular health exams. If their 
current health care professional is unwilling 
or unable to provide such checks (for example, 
some health care providers may be unfamiliar 
with strategies for giving mammograms or 
pelvic exams to women with certain types of 
disabilities) you may need to help to advocate 
for the person and may be asked to work with 
their care team to connect the person with a 
health care provider who can provide these 
exams. 

Finally, remember that most people with 
disabilities enjoy sexual activity and will start 
to develop their own sexuality at the same 
chronological age as people without disabilities. 
Sexuality will continue to develop over the course 
of the person’s lifespan and will be as diverse 
and colorful as it is for any other person in the 
community. Knowing that a person is enjoying 
their sexuality or a healthy intimate relationship 
can be very rewarding, particularly if you have 
been part of supporting this to be a possibility. 
 
Samuel Arnold is a Research Fellow and 
Analytical Psychologist with the Centre for 
Disability Studies, University of Sydney, Sydney, 
Australia. He may be reached at samarnold@
med.usyd.edu.au or +61-2-8878-0500. Alexina 
Vincent-Pennisi is a Case Management 
Consultant with Ability Options, Sydney. 
She may be reached at ally.vincent-pennisi@
abilityoptions.org.au or +61-2-8811-1777.

Reprinted with permission from Impact: Feature 
Issue on Sexuality and People with Intellectual, 
Developmental and Other Disabilities, 
23(2). Minneapolis: Institute on Community 
Integration, University of Minnesota. The entire 
issue is available online at http://ici.umn.edu/
products/impact/232/default.html.

DSP Interests and Concerns is an ongoing 
column in The NADD Bulletin. We welcome your 
comments, suggestions, and submissions for this 
column. To learn more or to contribute to this 
column, you may contact Kathleen Olson, Editor 
of DSP Interests and Concerns at kolson@ku.edu.

The NADD Accreditation and Certifi cation Programs:  
Standards for Quality Services

The NADD Accreditation and Certifi cation Programs are now available.  
For information about accreditation for programs that serve individuals 
with a dual diagnosis or about certifi cation for clinicians or direct 
support professionals who provide services to individuals with a dual 
diagnosis, visit the NADD home page (www.thenadd.org) and click on 
the Accreditation and Certifi cation tab or visit http://acp.thenadd.org/. 
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Across the United States, two million families 
are struggling to create supports for their loved 
ones with an intellectual disability and mental 
illness (Easter Seals, 2008). This same trend is 
being seen in the State of Maine where there are 
an increasing number of youth diagnosed on the 
Autism spectrum with a co-morbid mental health 
disorder. Specifically, the Department of Health 
and Human Services reports that Maine Care 
recipients with Autism and related disorders in 
2009, numbered 4156 (Richardson, 2011), with 
those entering adulthood in the fastest growing 
group. As we look to the future, there are over 
2500 individuals between the ages of 6-17 years 
currently diagnosed with an Autism Spectrum 
Disorder (Richardson, 2011). Nationwide, we 
know that 80% of those with a developmental 
disability between the ages 19-30 live with their 
parents, as few other choices exist outside insti-
tutionalization. Meanwhile, nationwide, 500,000 
children with an Autism Spectrum Disorder are 
expected to reach adulthood in the next 15 years 
(Diament, 2010), 1 in 5 families with an adult 
child with developmental disabilities state that 
someone had to quit their jobs to provide care, 
and 80% of caregivers of adult children with de-
velopmental disabilities have put their retire-
ment savings in jeopardy (Diament, 2011). Addi-
tionally, the statistics highlight many individuals 
with a developmental disorder (such as Autism) 
also have a co-morbid mental health diagnosis. 
Mental health problems faced by this population 
include anxiety, depression, and behavioral dis-
orders (Mueller & Prout, 2009).  

Statement of Need
Adult Services in the State of Maine continue 

to face serious challenges in meeting the pro-
gram and support needs for young people with 
developmental disabilities as they transition 
from Children’s Services. Parents, young adults, 
educators, mental health providers, advocates, 
stakeholders, and Department of Health and 
Human Service (DHHS) representatives have 
identified issues of transition from school-based 
services toward adult roles, including: lack of a 
unified transition plan, inefficient and confus-
ing referral process/system, inadequate funding 

across the lifespan, limited coordination between 
educational/vocational/mental health and relat-
ed services, unsuitable housing options, and a 
need for parent education on the service delivery 
systems (Cronin, 2008). There are currently 680 
Maine adults with Autism or other related dis-
abilities waiting for Maine Care funding for some 
level of service, 180 of these are considered to be 
“in critical need because of health and safety con-
cerns” (Richardson, 2011, p. A1, A13).  

There are limited options for young adults with 
developmental disorders and mental health is-
sues. As the lack of options and opportunities for 
young adults with Autism Spectrum Disorder 
(ASD) continues to create serious difficulties for 
families, parents are coming together to create in-
novative options by purchasing housing units and 
finding ways to allow for shared living with live-in 
supports (CBS News, 2007). Families are creat-
ing options by finding condominiums with shared 
common space for their adult children with devel-
opmental disabilities (20 E Street, 2011).  

In the State of Maine, there are limited options 
for young adults with significant intellectual dis-
abilities/Autism/mental health disorders. Those 
in critical need may qualify for the most compre-
hensive level of services. However, most families 
are doing the best they can with limited resources 
and supports while the young adult with Autism 
must deal with occupational and social depriva-
tion. Young adults with autism watch while their 
typical peers move on to jobs, college, and adult 
social relationships while they become increas-
ingly in need of outlets that would allow them 
to experience productivity, independence, and so-
cialization outside of the family unit (Tomchek & 
Case-Smith, 2009). 

The long-term picture is concerning. The esti-
mate, based on parental report, is that there are 
more than 20% of families caring for someone 
with Autism who have no plan for the future. 
There are over 711,000 adults with ASD current-
ly being cared for by people over the age of 60 
(Autism Society, 2009).

Transition to Adult Life 
While there is limited information on the long-

term outcomes for adults with high functioning 

Creating Collaborative Lifelong Solutions:
Person, Family, Professionals, and Community
Laurie Raymond and Kathryn M. Loukas, Port Resources and the University of New 
England, Portland, Maine
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ASD (Bauer, 1996), the following have been iden-
tified as important factors in a successful transi-
tion to adult life:
· Having a guiding and supporting mentor who 

understands the individual and his or her 
unique needs

· A friend or intimate partner who provides ele-
ments of support, belonging, and affection to 
the person to compensate for his or her pecu-
liarities. 

· Meaningful work or productivity in his or 
her area of special interest can help to offset 
the social challenges associated with ASD 
(Attwood, 1998). 

· Disability awareness can assist the young 
adult to come to terms with his or her 
strengths and deficits assisting the young 
adult to no longer want to become someone he 
or she cannot be and realizing he or she has 
qualities others admire (Journey & Loukas, 
2008; Kielhofner, 2008).

· “A natural recovery. As much as there are late 
walkers or talkers, there can be late socializ-
ers, although late can be by several decades” 
(Attwood, 1998, p.182-183).

Any program that purports to promote suc-
cessful independent or inter-dependent living 
for adults with Autism and Asperger’s Disorder 
must address social participation, instrumental 
activities of daily living such as bathing/show-
ering, meal preparation and clean-up, learn-
ing manners, personal hygiene and grooming, 
financial management, driving and community 
mobility, shopping, sexual etiquette, and safety 
(American Occupational Therapy Association, 
2008; Gooden-Ledbetter, Cole, Maher & Conde-
luci, 2007). The cooking, cleaning, and hygiene 
aspects of daily life are referred to as the “mag-
nificent mundane” in the occupational therapy 
literature, indicating the importance of these 
basic every day activities (Chandler, Schoonover, 
Clark, & Jackson, 2008). Young adults with Au-
tism need assistance to develop their unique 
areas of strengths, move beyond their obsessive 
interests, expand upon their skills, find men-
tors, develop good work skills, socialize through 
shared interests, try new things, limit television 
and video games, and learn social relatedness 
(Grandin, 2009; Tomchek & Case-Smith, 2009).

Therapeutic Intervention for 
Young Adults with ASD

Historically, young adults with developmental 
disabilities not living with their families resided 
in homes of six or more (Hulgin, 1996; Hulgin & 

Walker, 1997) in a congregate model of care. Port 
Resources (PR) in Portland, Maine has a unique 
approach to supportive living that enables indi-
viduals with developmental disabilities to de-
velop their competencies and explore with the 
person what options he/she has for long-term liv-
ing. PR will work to redirect resources to an indi-
vidualized supported living plan and not rely on 
the long-term congregate care model. This could 
include, but is not limited to, living alone, with a 
roommate, with a family member, or in an estab-
lished residential program. 

The Achieving Independence 
in Maine (AIM) Program

Given the current economic and social service 
landscape, providers and parents in the State of 
Maine came together in a grassroots effort in re-
sponse to the limited services and supports for 
their children with intellectual disabilities and 
mental health diagnoses. Some family members 
had adult children who were struggling in the 
existing system of care. Others had children just 
transitioning to adulthood, and still others had 
children who were school age. The initial meeting 
took place in spring 2009 with representatives 
from 5 families, a local psychologist, educators, 
and Port Resources’ Clinical and Administrative 
staff members. 

The initial series of meetings identified a vision 
for working together. This group was specifically 
concerned about treatment/housing/support op-
tions for their children (some adult) with high 
functioning Autism and mental health diagnoses. 
All the youth were facing transition, or had transi-
tioned, from public education and were floundering 
in existing systems of care. As the vision became 
clearer the group developed a residential program 
designed to “launch” youth into successful adult-
hood. The AIM group invited several community 
members to participate in an Advisory Board to 
guide this grass roots effort. Collaborative partners 
included: mental health providers, parent support 
groups, community housing agencies, university-
based allied health educators, community case 
managers, vocational rehabilitation service pro-
viders, as well as representatives from key state 
agencies including the Developmental Disabilities 
Council, Department of Health and Human Ser-
vices, and the Disability Rights Center. 

The group met on an on-going basis, creating 
a model of service complete with vision/values/
skills, all reflective of the current literature in the 
field (Raymond, 2009). The group named the pro-
gram Achieving Independence in Maine (AIM). At 
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the same time, a number of parents and providers 
were meeting regularly with the Maine Coalition 
on Housing and Quality Services (Maine Parent 
Coalition, 2011). The focus of both groups was to 
develop creative options of care and support for 
their loved one with intellectual/developmental 
disabilities and mental health challenges. This 
led to a reconsideration of the current model of 
care in the state of Maine for adults with develop-
mental and co-morbid disorders. 

Current Status of Implementation 
of the AIM Program

With the Parent Coalition’s completed narrative 
and plan, the decision was made to invite repre-
sentatives from the Maine Department of Human 
Services to meet, with the goal of evaluating and 
identifying steps to the program implementation. 
The initial meeting between the Department and 
the parents took place in December, 2010. 

The AIM advisory group continues to meet and 
Port Resources has developed a number of fund-
ing options including private pay and agency 
fund raising. They are also in early conversation 
with housing agencies and DHHS representa-
tives. Professionals from Port Resources teamed 
with a faculty-student research team to pilot the 
implementation of the Social Cognition Interac-
tion Training Program (Turner-Brown, Perry, 
Dichter, Bodfish, & Penn, 2008) originally de-
veloped and utilized by the University of North 
Carolina. This program was initiated to develop 
the social skills needed to live inter-dependently, 
work productively in the community, and estab-
lish friendships and positive relationships. This 
small therapeutic program and research study 
included both a group for young adults transi-
tioning to adult roles and parent/caretakers. Re-
sults of this program will be evaluated using both 
quantitative and qualitative means. 

In addition, a number of alternative and sup-
portive living arrangements have been initiated 
in the community. One program is the William 
Street Project, a privately owned multi-unit resi-
dence, which in the fall of 2010 provided housing 
and supports to two individuals with develop-
mental disabilities and mental health challenges. 
This was a public/private partnership between a 
family and DHHS. 

Port Resources has dedicated three apart-
ments in a centrally located apartment building 
in Portland, Maine. This will be the initial site 
of the AIM program. Two of the apartments are 
two bedrooms and the third is one bedroom. The 
AIM Program is intended to be staffed with direct 

care staff 8 hours each day. The focus of the staff’s 
work with the individuals will be skill building in 
the areas of activities of daily living, recreation/
leisure, and developing and maintaining natural 
supports. In addition, there is a full time position 
dedicated to the individuals’ vocational, recre-
ational, social, and educational pursuits. Clinical 
services will be provided through our outpatient 
mental health clinic and can include individual 
therapy, psychological assessment/consultation, 
and psychiatric services, as necessary. In addi-
tion, a group therapy intervention program for 
social cognition and interaction training will be a 
component of treatment, since this is an area of 
challenge for youth with high functioning Autism. 
The program will not have overnight staff, but 
there will be an after-hours on-call to respond to 
emergencies. Administrative support/supervision 
to the AIM program will be provided by a Master’s 
Level Clinician with significant experience with 
youth/young adults with ASD’s. Through a part-
nership with the University of New England, AIM 
will have Social Work and Occupational Therapy 
Interns working on site. Program funding is like-
ly to be managed differently for each individual. 
Some possible funding contributors could include 
the client/families, entitlement programs for utili-
ties and food, grant/donation dollars, and the De-
partment of Human Services. The cost of this pro-
gram is significantly less than a community-based 
group home or residential services.

An Advisory Board comprised of Maine Parent 
Federation, Autism Society, Transition Network, 
University of New England Occupation Therapy 
Department, Vocational Rehabilitation, Com-
munity Housing of Maine, Maine Developmen-
tal Disabilities Council, Department of Human 
Services, parents and residents acts as a steer-
ing committee for program development and de-
cision making. These collaborative partnerships 
serve as support, mentoring, and resource devel-
opment. The AIM project is designed to launch 
young adults with ASD’s into adulthood through 
focused attention on skill building, rehearsal and 
expanding natural community supports.
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Family Members’ Desires Regarding 
Continued Institutional Placement in Texas
Alex D. Colvin, PhD, Prairie View A&M University; Darron D. Garner, PhD, Prairie 
View A&M University; and Patricia J. Larke, Ed.D, Texas A&M University

[This article has been shortened for space con-
siderations. The complete article, including data 
analysis, is available on line at http://www.the-
nadd.org/pdfs/familydesires.pdf.]

Abstract
This study identifies factors that influence 

family members’ desires to continue placement 
of family members with intellectual disabilities 
in a state institution in Texas. Stepwise mul-
tiple regression analyses were used to examine 
whether characteristics of family members ac-
count for their desires regarding continued place-
ment in institutions. Results indicate that family 
members’ desires were influenced by the inten-
sive care or specialized programs provided by 
institutions. Additionally, family members’ age, 
income, and institutional security in the facil-
ity impacted family members’ desires regarding 
the continuation of current placement in institu-
tions. The findings of this study may be helpful to 
Texas policymakers in understanding the unique 
circumstances many family members deem as 
important in making a decision regarding the 
future residential environment in which their 
family members with IDD will reside. 

Family Member’s Desires Regarding 
Institutional Placement in Texas

Residential options for people with intellectual 
and developmental disabilities (IDD) in the Unit-
ed States have significantly changed over the 
last four decades (Braddock, Felce, Emerson, & 
Stancliffe, 2001; Lakin, Prouty, Polister, & Cou-

cousvanis, 2003). There are three primary fac-
tors that made “this shift” in residential options 
possible. First, the deinstitutionalization move-
ment focused on a planned reduction in the num-
ber of persons residing in state-operated insti-
tutional facilities for persons with IDD. Second, 
the enactment of the Medicaid Home and Com-
munity Based Services (HCBS) waiver (Pub.L. 
97-35) in 1981, which emerged as the principal 
funding program underwriting IDD long-term 
care that surpasses Medicaid Intermediate Care 
Facilities for Individuals with Mental Retarda-
tion (ICF-MR) spending, helped states reduce 
their reliance on institutional settings (Rizzolo, 
Hemp, & Braddock, 2006). Lastly, the Olmstead 
U.S. Supreme Court decision (1999) required 
states to place qualified individuals with mental 
disabilities in community settings, rather than 
institutions, whenever treatment professionals 
determined that such placements were appropri-
ate and the affected persons did not oppose such 
placements (Braddock, Hemp, & Rizzolo, 2008). 

From these efforts, the number of served in-
dividuals with IDD in the nation’s large state-
operated facilities has made steady declines. For 
instance, between 1977 and 1998, the number of 
individuals with IDD in the nation’s state-oper-
ated institutions declined by nearly 100,000 per-
sons (Braddock, Hemp, Parish, & Rizzolo, 2000; 
Lakin et al., 2003). From 2004 to 2006, the popu-
lation residing in state-operated facilities further 
declined from 41,214 to 38,299 nationally (Brad-
dock et al., 2008). These changes produced rapid 
growth in the overall number of persons with IDD 
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receiving residential supports, most notably in 
smaller, six-person or fewer residential settings 
(Lakin & Stancliffe, 2007). Despite significant na-
tional progress in reducing the number of persons 
with IDD residing in large state-operated institu-
tions, there continue to be a need to further de-
crease the population with IDD who inhabit these 
institutions. As of 2009, there were 33,795 per-
sons with IDD served nationally in large state-
operated institutions (Braddock, 2010).  

However, the census declines in large state fa-
cilities in Texas have not been as steep as the na-
tional declines (Legislative Budget Board, 2008). 
In 2006, Texas still had more than twice as many 
individuals living in large Intermediate Care Fa-
cilities for Individuals with Mental Retardation 
(ICF-MR) than the national average (Prouty, 
Smith & Lakin, 2007). Furthermore, Texas has 
experienced a growing number of children admit-
ted to and remaining in long-term institutions. 
For instance, at the end of 2006, there were 270 
children in large state-operated facilities serv-
ing persons with IDD in Texas. Within 2007, an 
additional 152 new admissions of children took 
place (Texas Center for Disability Studies, 2008). 
In 2006, 43 percent of new admissions into Texas 
state schools/centers were children. This is twice 
the national average of 21.7 percent (Prouty et 
al., 2007). Since 1993, Texas has only closed two 
state-operated institutions for persons with IDD, 
and the Texas legislature has not directed the 
agency to downsize state schools. 

Presently, Texas operates 11 state schools and 
two state centers as ICF-MR (Legislative Budget 
Board, 2008). Of the 50 states serving people with 
IDD in large residential facilities, Texas present-
ly ranks 49th with large populations of residents 
served in large residential facilities. Within 2007, 
of the 36,650 persons in large state IDD facilities 
consisting of 16 or more residents, more than two-
fifth’s (41.9%) of the total lived in institutions in 
five states, including Texas. Each of these states 
had residential populations of more than 2,100 
residents of such facilities (Alba, Prouty, Bru-
ininks, & Lakin, 2008). The most frequent type 
of admission into large state-operated facilities 
in Texas was regular involuntary admissions. 
Regular involuntary admissions are defined as 
admissions of individuals, who are committed 
under the Persons with Mental Retardation Act 
(PMRA), for long-term placement (Texas Depart-
ment of Aging and Disability Services, 2010). In 
2007, Texas experienced 187 regular involuntary 
admissions into large state facilities for persons 
with IDD, which was an increase from the 156 

individuals admitted, reported in the 2006 data. 
Some of the barriers that have been identified 

for transitioning residents from state-operated 
institutions to community-based placements in 
Texas have included: a lack of community provid-
ers willing and able to serve medically fragile cli-
ents or clients with severe behavioral problems, 
limited housing alternatives, and insufficient re-
sources for serving individuals in the community 
(Legislative Budget Board, 2008). Additionally, 
large state-operated institutions serve as prima-
ry economic sources for sustaining and keeping a 
number of Texas communities viable, making it 
difficult for closures to occur. Lastly, the strength 
of labor unions within the institutions and a gen-
eral culture that favors larger institutions also 
create barriers.

One of the major challenges and concerns of 
families of people with IDD is finding and sus-
taining a safe, sound, respectful, caring, and 
permanent residential environment for their 
relatives. In many cases, families experience un-
certainties and concern about the future of their 
relatives and themselves due to deinstitutional-
ization. Past studies have shown that families 
express varying attitudes and reactions ranging 
from being supportive, to being passive observ-
ers, and/or being adamantly opposed to deinsti-
tutionalization (Ford & Barlow, 1994; Larson & 
Lakin, 1991). Tabatabainia (2003), who exam-
ined families’ perspectives and attitudes about 
institutionalization and deinstitutionalization, 
found that many family members express strong 
opposition to deinstitutionalization, citing that 
they believed institutions provided very good ser-
vices for their relatives. Reasons given for what 
was perceived as good services included staffing 
(i.e. satisfaction with staff working at the facil-
ity, specifically the adequate number of highly 
trained, more experienced, and qualified staff), 
programming (e.g. satisfaction with programs), 
facilities and resources, safety and security, hap-
piness regarding the quality of supervision, and 
medical care (Tabatabainia, 2003). 

For these reasons, attention to the perspectives 
of family members should be an important aspect 
in planning and providing services to individu-
als with intellectual disabilities (Larson & Lakin, 
1991). As such, it is important to re-examine fami-
lies’ reasons for maintaining placement of their 
relatives who have IDD in a large residential fa-
cility, especially when smaller, less restrictive or 
intrusive community-based options are available. 

The theoretical conceptualization chosen in re-
viewing family members’ desires to maintain in-
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stitutional placement of their relatives with IDD 
is George Homan’s rational choice theory (Scott, 
2000). Homan’s rational choice theory looks at all 
actions as fundamentally ‘rational’ in character 
and presumes that people calculate the likely 
costs and benefits of any action before making 
a decision. In rational choice theory, individu-
als must anticipate the outcomes of alternative 
courses of action and calculate which action will 
be best for them. Rational individuals choose the 
alternative that is likely to give them the great-
est satisfaction (Carling, 1991). For family mem-
bers of relatives with IDD, making the appropri-
ate placement choice conducive to growth and 
happiness is a major concern when deciding on 
the best placement options.   

There is importance in re-visiting the issue of 
family members’ desires regarding continued resi-
dency of their relatives with IDD in state-operated 
institutions. Since there have been very few recent 
studies conducted exploring the positions of fam-
ily members regarding continual use of institu-
tional services, more research is necessary. In the 
present study, we explored factors that influence 
family members’ desires to continue institutional 
placement of their relatives with IDD.

Method

Participants
The research population comprised family 

members of adults with IDD who resided in one 
500+ bed ICF-MR in a rural town in Texas. Par-
ticipants in the study were 51 family members 
(i.e., parents, brothers, sisters, aunts, uncles, 
and cousins) whose relatives had been living in 
the residence for one to five years and who served 
as a legally authorized representative (LAR), 
guardian or conservator for the person with IDD. 
Family members ranged in age from 26 years old 
to 95 years old (Mage = 61.17 years). The major-
ity of the respondents were either the mother or 
sister of the person with IDD. Three couples, who 
consisted of the mother and father of the person 
with IDD, participated together. The majority (n 
= 32, 62.7%) of family members were European 
Americans. Majority of the sample consisted of 
college-educated individuals who completed at 
least some college, obtained a junior/business or 
college degree, or completed graduate school. 

Although the majority of the respondents re-
ported an annual income between $10,000 and 
$25,000, there was a near equal representation 
of all income categories ranging from less than 
$10,000 to greater than $100,000 annually. The 

adult family members with IDD ranged in age 
from 27 to 64 years, (Mage = 41 years). There were 
23 females and 28 males. Their levels of disability 
ranged from mild (8.3%) to moderate (16.7%) to 
severe (41.7%) and profound (27.1%) based on full 
scale IQ scores derived by psychological testing 
and listed in the DSM-IV-TR (American Psychi-
atric Association [DSM-IV-TR], 2000) under types 
of developmental disability. Two family mem-
bers did not provide information on level of dis-
ability. Several participants reported that along 
with IDD, their family members were identified 
with additional disorders, such as epilepsy/seizure 
disorder (23.5%), cerebral palsy (15.7%), mental 
health disabilities (13.7%), and autism (5.9%). 

Twenty-three respondents (45.1%) indicated 
that they received some form of supplemental 
income such as social security to their primary 
source of income. Nineteen subjects (37.3%) re-
ported receiving Medicare or Medicaid, while 
sixteen respondents (31.4%) reported that they 
did not receive any form of additional financial 
assistance. Six subjects (11.8%) reported hav-
ing some form of pension, and five respondents 
(9.8%) reported receiving either teacher retire-
ment benefits or Supplemental Security Income 
(SSI). Two respondents (3.9%) reported receiving 
some form of disability benefits.

Instrumentation
The Survey of Caregivers’ Decisions Regard-

ing Placement questionnaire was used to collect 
data about factors influencing family members’ 
desires to continue their relatives institutional 
placement. This questionnaire was constructed 
for the present study and is based on the instru-
ments used by Tausig (1985), Sherman (1988), 
and Spreat, Telles, Conroy, Feinstein, and Co-
lombatto (1987). It consisted of three parts:

i. Family members’ demographic question-
naire. Family members completed brief 
demographic self-report questionnaires 
about themselves, including items relat-
ed to gender, age, ethnicity, family sta-
tus, marital status, years of schooling, in-
come, forms of financial assistance, and 
level and type of disability of their fam-
ily member. Respondents were asked to 
check or circle the appropriate answers 
in the space provided.  

ii. Circumstances Influencing Respondents’ 
Decisions to Maintain Placement. This 
part consisted of thirteen indicators: (a) 
lack of independent living skills; (b) be-
havior services; (c) intensive care & spe-
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cial programs; (d) advice of physician or 
medical specialist; (e) medical services; 
(f) freedom of movement; (g) level of dis-
ability; (h) death or illness of caretaker; 
(i) security of institution; (j) health prob-
lems; (k) disruption of family life; (l) 
needed services in home; and (m) age. 
Respondents were asked to select all in-
dicators that have influenced their deci-
sions to maintain placement.

iii. Level of importance in choice to maintain 
placement. This section consisted of 19 
items that measured: (a) physical care; 
(b) advice of doctor or other professional; 
(c) money problems; (d) illness in family; 
(e) problems in marriage; (f) difficulty 
for other children in family; (g) hurt re-
lationship with relatives and friends; (h) 
pressure from relatives and friends; (i) 
relatives need for medical care; (j) need 
for non-medical services; (k) other rea-
son (pessimism about future, degree of 
disability, and martyrdom); (l) need for 
more protected environment; (m) trouble 
getting help with care; (n) trouble man-
aging behavior; (o) health status; (p) age; 
(q) relative’s age; (r) 24-hr supervision; 
and (s) supportive services in commu-
nity. Items are rated on a 5-point scale 
ranging from 1 = not important to 5 = 
very important. The sum of these scores 
was calculated to obtain a total score on 
level of importance in decision-making 
process. Level of importance in decision-
making process may range from 19 – 95, 
with higher scores indicating greater im-
portance in decision to maintain the in-
stitutional placement of family member.

Of the 81questionnaires mailed, 51 (63.0% re-
sponse rate) were filled out completely. The study 
findings were based on the 51 responses.

Data Analysis 
Descriptive statistics were used for reporting 

personal characteristics of the family members. 
Pearson correlations were used to measure the 
degree and direction of the linear relationships 
between the demographic variables and main-
taining placement. A stepwise regression was 
utilized to identify how much total variance the 
demographic variables accounted for in main-
taining placement and which demographic pre-
dictors can explain more variance in the decision 
to maintain placement

Results

Family Members’ Attitudes on Maintaining 
Placement

We asked what variables family members con-
sidered as important in their decisions to main-
tain placement of their family members with 
IDD in a state-operated institution. 

The majority of the family members believed 
that the possibility to receive more care and spe-
cial programs, the lack of independent living skills, 
and the level of institutional security were factors 
that influenced their decision to maintain institu-
tional placement. Additionally, a greater part of 
family members believed that their relatives’ need 
for medical services and their level of disability in-
fluenced their decisions to maintain institutional 
placement. Another key factor in family members’ 
decisions to maintain placement in the institution 
were their concerns that they would not be able to 
receive the needed services in the home to care for 
their family member with disability. 

The need for 24-hour supervision (M = 4.81) 
was important to very important to respondents, 
as a group, in their decision to maintain place-
ment of their family member. Respondents, as 
a group, further indicated the need for a more 
protected/secure environment (M = 4.77), trouble 
getting help to care for their family member with 
the mental disability (M = 4.56), and the need 
for non-medical services (M = 4.43) such as work, 
school, speech, toilet training, etcetera were 
important to very important variables in their 
decision to maintain their family members’ cur-
rent placement. Respondents also reported that 
because of difficulty with their family members’ 
physical care (M = 4.30), along with trouble man-
aging their behaviors (M = 4.28), it was impor-
tant to very important that they maintain place-
ment in a state-operated institution. 

Correlations were used to describe the relation-
ships between the demographic variables and the 
decision to maintain placement. The correlations 
do not explain why the variables may be related. 
Age of respondent (r = .45; R² = .21 or 21% of total 
variability) was the only significant correlation 
related to the decision to maintain placement. 

A stepwise multiple regressions was used to 
identify which demographic variables (predic-
tors) account for the most overall variance in the 
decision to maintain placement (criterion), as 
well as identify how much of the total variance 
can be accounted for. A stepwise multiple regres-
sion identifies and orders the predictor variables 
that account for the most variance, as well as the 



11January/February 2012    Volume 15    Number 1

The NADD BULLETIN

significance level of each predictor. Age, gender, 
marital status, income, ethnicity, education, and 
level of intellectual disability were entered into 
the stepwise regression analysis and run against 
the decision to maintain placement. Gender, mar-
ital status, income, ethnicity, level of education 
were excluded from the regression model due to 
non-significant associations with desires to main-
tain placement. Data suggest that the older the 
respondent, the greater the importance that is 
placed on maintaining placement in a long-term 
care facility. In addition, the greater the severity 
of disability, the greater the importance that is 
placed on maintaining placement in a long-term 
care facility after accounting for age of respondent

Discussion
The findings of this study reflect the desires of 

family members around placement decisions in 
state institutions. Additionally, these findings 
validate findings from earlier studies regarding 
desires to maintain institution placement (Al-
len, 1972; Black, Molaison, & Smull, 1990; Ford 
& Barlow, 1994; Harbottle, Chenoweth, & Card, 
1997). Specifically, we found that receiving more 
intensive care or specialized programs at the fa-
cility was highly important to family members in 
their decisions to maintain placement in an in-
stitution. This includes the need for non-medical 
service such as work, school, speech, and toilet 
training. These findings are supported by an ear-
lier conducted study reporting that 75% of fam-
ily members were happy with the programming 
their relative received at the institution and wor-
ried about the lack of appropriate programming 
in community-based residential settings (Spreat 
et al., 1987). Family members in these studies 
also felt that community-based settings were in-
adequate in offering this service (Spreat et al.). 
As reported by Tabatabainia (2003), this is an 
area that should be addressed if family members 
are to become supportive of institutional reform. 

 It appears from the findings that family mem-
bers reported that their relative with the disabil-
ity was also in need of medical services, which 
they felt the facility could adequately provide. 
These findings support those of other studies 
(Ford & Barlow, 1994; Frohboese & Sales, 1980; 
Harbottle et al., 1997; Heller, Bond, & Braddock, 
1988; Spreat et al., 1987), who emphasized medi-
cal care offered at the institution was important 
in their decisions regarding placement. Addition-
ally, findings from this study suggest that most 
caregivers felt maintaining placement was best 
due to a lack of independent living skills and 

their family member’s level of disability. The 
overall pattern of the data is consistent with that 
found in previous research, in which investiga-
tors reported that the degree of disability and 
level of functioning of the family member with 
the intellectual disability was highly related to 
the decision to place (Allen, 1972). 

Family members reported that fear that they 
could not get needed services in the home to care 
for their family member with the disability, was 
important in their decisions to maintain place-
ment. This issue of service needs lends credence 
to the reasons why family members in a previous 
study (McCubbin, 1979) suggested the availabil-
ity of social supports and community service sys-
tems impacted their decisions regarding place-
ment. For instance, past research reported that 
many families who looked after their relatives 
at home received little or no community support 
(Thomas, 1996). Moreover, Tabatabainia (2003) 
also reported that before family members placed 
their relatives in an institution, they received 
little to no community support for themselves or 
their relatives.

In addition, the findings indicated that a need 
for a more protected/secure environment that 
offered 24-hr supervision was critical for family 
members of those with IDD. These concerns were 
consistent with findings by Frohboese and Sales 
(1980) who reported that families in Nebraska 
believed the state institution offered greater 
freedom of movement, safety, and security. Ad-
ditionally, Tabatabainia (2003) reported that 
some participants were opposed to closure or 
deinstitutionalization, as they were happy with 
the environment for their relatives with intellec-
tual disabilities. Reasons given for this claim in-
cluded size, safety and security, the large group 
of people, and the perception that their relatives 
were happy with “people of their own kind.”

The researchers found that each year a family 
member became older, the higher the likelihood 
he or she would report maintaining institutional 
placement. This is consistent with the literature 
which suggests that some family members sought 
out-of-home placement because of their own ag-
ing (Horin, 1996; Jennings, 1987; Stehlik, 1997). 
Further, regression analysis results associated 
age with level of disability; reporting that as fam-
ily members aged and the more severe their fam-
ily members’ level of disability, the greater the 
likelihood of their reporting they would maintain 
placement in an institution.

The relationship between age of respondent 
and disability level is likely due to uncertainty of 
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their family members’ future in the event of in-
ability to care for them and or death. This is con-
sistent with previous research by Essex, Seltzer, 
and Krauss (1997), which suggested that family 
members’ placement decisions were based on an 
anticipation of their future inability to meet the 
needs of their relatives. Since variables that lead 
family members to maintain placement are dif-
ferent depending upon the age of the person with 
IDD, intervention models will have to account for 
these differences (Tausig, 1985).

Limitations
The study did not examine the views of other 

groups of family members who have been affected 
by the deinstitutionalization movement. Our da-
ta only allowed for the examination of the views 
of family members of persons residing in institu-
tions. This, as a result, could have presented bi-
ases since these family members may have only 
had a specific preference for the institutional set-
ting and presented a positive stance for fear of 
losing the current placement due to things such 
as closure. Additionally, those who had made the 
decision to have their relatives moved into com-
munity-based settings were not examined. Ex-
amination of this population of family members 
may have provided a different perspective about 
institutional residency. Future research should 
be undertaken to examine the views of these 
groups of families who were previously reluctant 
to deinstitutionalization and community integra-
tion to see if their views had changed.

Another noted limitation was the sample se-
lection of the study. Since this study was carried 
out at one large ICF-MR facility serving persons 
with IDD in rural Texas and the sample emerged 
from only 51 participants who resided at this long 
term care facility, it has limited generalizability. 
Therefore, more evidence is required to support 
the findings. As a result, a follow-up study of 
more large long-term care facilities across the 
United States with larger sample groups of simi-
lar family members facing decisions regarding 
continued placement should to be conducted to 
see if there will be similar outcomes.

Furthermore, the present study focused on fac-
tors important to family members as predictors 
for continued institutional placement. Howev-
er, the researchers did not consider addressing 
questions in their scales allowing choices from 
a strength-based perspective. This may have af-
fected the generalizability of the results. For ex-
ample, questions in the scales focused on factors 
such as stressors on the family and health and 

financial problems family members deemed im-
portant in their decisions for maintaining place-
ment. However, there may have been positive 
qualities such as access to client resources and 
supports, strong family bonds, or the facility’s 
ability to emphasize the best characteristics of 
the person in the environment that empowered 
these family members to make the decision to 
maintain placement. A follow-up study incor-
porating questions from a strength-based per-
spective may need to be conducted to examine 
further family members’ reasons for continuing 
institutional placement. Lastly, the research-
ers felt that the study’s findings may have been 
hampered by the overall effect size. Because of 
the small sample size the researchers’ ability to 
measure the strength of relationships between 
variables may have been affected. The research-
ers contend that a follow-up study using a larger 
sample group may yield different relationships 
between variables within the population.

Implications
Since various groups of family members have 

decided to maintain residential placement in 
long-term residential facilities, the findings of 
the present study have important implications 
for health care professionals, administrators, and 
policymakers alike. Because Texas continues to 
have one of the highest rates of persons with IDD 
residing in large state-operated facilities it may 
appear that policymakers’ commitment to depop-
ulation of state facilities is not much of a priority. 
However, despite the speed at which discharges 
may be occurring from Texas facilities, the state 
continues to follow national policies regarding lo-
cating the most appropriate placements for per-
sons with IDD in the community.

The findings of this study may be helpful to 
Texas policymakers in understanding the unique 
circumstances many family members deem as 
important in making a decision regarding the fu-
ture residential environment in which their fam-
ily members with IDD would reside. Addition-
ally, implications from this study may be helpful 
to health care professionals such as social work-
ers who play a major role when it comes to facili-
tating placement decisions for family members. 
Many times it is the social worker who serves 
as the liaison between agencies and families re-
garding coordination of discharges, community 
placements, and home visits. Therefore, it is im-
portant for social workers to remain open dur-
ing communications with family members about 
their concerns regarding placement options and 
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the tough decisions about what is best for the fu-
ture of their relatives with IDD. 

Conclusion
Rational choice theory suggests that the indi-

vidual must anticipate the outcomes of alterna-
tive courses of action and calculate that which 
will be best for the individual. As such, this pa-
per has provided information about the choices 
family members consider regarding continued 
institutionalization of their relatives. It is hoped 
that in light of the views expressed by the family 
members in this study, more actions will be tak-
en by professionals, policymakers, and service 
providers in responding to the needs of family 
members who oppose the deinstitutionalization 
movement. 

References
Alba, K., Prouty, R.W., Bruininks, R. H., & Lakin, 

K. C. (2008). Residential services for persons 
with developmental disabilities: Status and 
trends through 2007. Minneapolis, MN: Re-
search and Training Center on Community 
Living Institute on Community Integra-
tion/UCEDD (University of Minnesota). 
Retrieved 02/15/2011 from http://sid.usal.
es/idocs/F8/FDO21225/risp2007.txt

Allen, M. K. (1972). Persistent factors leading to 
application for admission to a residential 
institution. Mental Retardation, 10, 25-38.

American Psychiatric Association. (2000). Di-
agnostic and statistical manual of mental 
disorders (Revised 4th ed.). Washington, 
DC: Author.

Black, M., Molaison, V., & Smull, M. (1990). Fami-
lies caring for a young adult with mental 
retardation: Service needs and urgency of 
community living request. American Jour-
nal of Mental Defi ciency, 95(1), 32-39.

Braddock, D. (2010, Nov.). Developmental dis-
abilities 2010: Trends, technologies and 
uncertainties in the states. Paper presented 
at the 2010 NASDDDS Annual Conference. 
Arlington, VA.

Braddock, D., Felce, D., Emerson, E., & Stancliffe, R. 
J. (2001). The living circumstances of children 
and adults with mental retardation or devel-
opmental disabilities in the United States, 
Canada, England and Wales, and Austra-
lia. Mental Retardation and Developmental 
Disabilities Research Reviews, 7, 115-121.

Braddock, D., Hemp, R., Parish, S., & Rizzolo, M. 
(2000). Growth in state commitment for com-
munity services: Signifi cance of the Med-

icaid home and community based services 
waiver. Mental Retardation, 38, 186-189. 

Braddock, D., Hemp, R., & Rizzolo, M. (2008). The 
state of the states in developmental disabili-
ties (7th ed.). Washington, DC: American As-
sociation on Intellectual and Developmental 
Disabilities.

Carling, A. (1992). Social divisions. London: Verso.
Clayton, J. M., Glidden, L. M., & Kiphart, M. J. 

(1994). The Questionnaire on Resources 
and Stress: What do they measure? American 
Journal on Mental Retardation, 99, 313–316.

Dyson, L. (1997). Fathers and mothers of school-
age children with developmental disabili-
ties: Parental stress, family functioning, and 
social support. American Journal on Mental 
Retardation, 102, 267-279.

Essex, E. L., Seltzer, M. M., & Krauss, M. W. 
(1997). Residential transitions of adults with 
mental retardation: Predictors of waiting 
list use and placement. American Journal 
of Mental Retardation, 101, 613-629. 

Ford, J., & Barlow, J. (1994). The Ru Rua family 
impact survey. Australia and New Zealand 
Journal of Developmental Disabilities, 19, 
121-138.

Frohboese, R., & Sales, B. D. (1980). Parental op-
position to deinstitutionalization. Law and 
Human Behavior, 4, 1-87.

Harbottle, K., Chenoweth, L., & Card, L. (1997). 
The shift to family and community: The 
story of Xavier children’s support network. 
Brisbane, Queensland, Australia: Center 
for Strategic Human Services, Faculty of 
Health Sciences, Griffi th University.

Heller, T., Bond, M. A., & Braddock, D. (1988). 
Family reactions to institutional c l o sure . 
American Journal of Mental Retardation, 
92, 336-343.

Horin, A. (1996). Running on empty. The Sunday 
Morning Herald, 5 November, 2.

Jennings, J. (1987). Elderly parents as caregivers 
for their adult dependent children.

Social Work, 32, 430-433.
Lakin, K. C., Prouty, R., Polister, B., & Coucou-

vanis, K. (2003). Changes in residential 
placements for persons with intellectual and 
developmental disabilities in the USA in the 
last two decades. Journal of Intellectual and 
Developmental Disability, 28, 205-210.

Lakin, K. C., & Stancliffe, R. J. (2007). Residential 
supports for persons with intellectual and 
developmental disabilities. Mental Retarda-
tion and Developmental Disability Research 
Reviews, 13, 151-159. 



14 January/February 2012    Volume 15    Number 1

The NADD BULLETIN

Larson, S. A., & Lakin, K. C. (1991). Parent at-
titudes about residential placement 
before and after deinstitutionalization: A re-
search synthesis. Journal of the Association 
for Persons with Severe Handicaps, 16, 25-38.

Legislative Budget Board. (2008, Nov.). Address-
ing shifts in care from state schools to com-
munity settings. Retrieved 02/21/2011 from 
http://www.lbb.state.tx.us/Health_Services/
State_Schools_Report1108.pdf

McCubbin, H. L. (1979). Integrating coping be-
havior in family stress theory. Journal of 
Marriage and the Family, 41, 237-244.

Prouty, R.W., Smith, G., & Lakin, K. C. (2007). 
Residential services for persons with de-
velopmental disabilities: Status and tends 
through 2006. Minneaplois, MN: Research 
and Training Center on Community Liv-
ing Institute on Community Integration/
UCEDD (University of Minnesota). Retrie-
ved from http://rtc.umn.edu/risp06

Rizzolo, M. C., Hemp, R., & Braddock, D. (2006, 
February). Family support services in the 
United States. Policy Research Brief, 
17(1), 1-11. [Minneapolis, MN: University 
of Minnesota, Institute on Community In-
tegration, Research and Training Center on 
Community Living.]

Scott, J. (2000). Rational choice theory. In G. 
Browning, A. Halcli, & F. Webster (Eds.), 
Understanding contemporary society: Theo-
ries of the present. Thousand Oaks, CA: Sage 
Publication.

Sherman, B. R. (1988). Predictors of the decision to 
place developmentally disabled family mem-
bers in residential care. American Journal 
of Mental Defi ciency, 92, 344- 351.

Spreat, S., Telles, J., Conroy, J., Feinstein, C., & 
Colombatto, J. (1987). Attitudes of families 
toward deinstitutionalization: A national 
survey. Mental Retardation, 5, 267-274.

Stehlik, D. (1997). Learning to be consumers of 
community care: Older parents and policy 
discourses. In M. L. Caltabiano, R. Hill, 
& R. Frangos (Eds.), Achieving inclusion: 
Exploring issues in disability (pp. 129-146). 
Townsville, Queensland, Australia: Center 
for Social and Welfare Research, James Cook 
University of North Queensland. 

Tabatabainia, M. M. (2003). Listening to families’ 
views regarding institutionalization and de-
institutionalization. Journal of Intellectual 
& Developmental Disabilities, 28, 241-259.

Tausig, M. (1985). Factors in family decision mak-
ing about placement for developmentally 
disabled individuals. American Journal of 
Mental Defi ciency, 89, 352-361.

Texas Center for Disability Studies. (2008). 
Children in Texas state institutions. Policy 
Research Brief (The University of Texas at 
Austin). Retrieved 02/21/2011 from http://
tcds.edb.utexas.edu/documents/Childrenin-
StateSchoolsPolicyBrief.pdf

Texas Department of Aging and Disability Ser-
vices. (2010). Report update for state mental 
retardation facilities FY 2008-2009. Legis-
lative Appropriations Request. Retrieved 
02/15/2011 from http://www.dshs.state.tx.us/
mhreports/SMHFFinalRpt02-03.pdf

Thomas, M. (1996, March 13). What now for Kerri? 
The Australian, p. 5.

For further information, contact Dr. Colvin at 
adcolvin@pvamu.edu. 

Neuroscience Reviews

Velocardiofacial Syndrome and 
Schizophrenia: A Starting Point
Jarrett Barnhill MD DFAPA, FAACAP

Gothel, D. (2007). Velocardiofacial syndrome. 
Child and Adolescent Psychiatric Clinics of 
North America, 16(3), 677-93.

Among individuals with IDD, the diagnosis of 
psychotic disorders can be a confusing process. 
The major confound is the heterogeneity of both 
conditions, especially variability created by mul-
tiple etiologies; level of intellectual disability and 

impairment in multiple adaptive skills, language, 
executive functions including abstract reasoning; 
and additional cognitive, temperamental, and be-
havioral limitations associated with co-occurring 
neurological disorders like cerebral palsy, epilep-
sy and development neuro-genetic disorders. The 
high rates of physical and sexual abuse, sensitiv-
ity to family dysfunction, ecological disruptions, 
limited resilience, and proneness to regress add 
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to the risk for severe behavioral regression. 
These factors suggest that many of our earlier 
assumptions about functional (psychiatric) ver-
sus “organic” etiologies for psychosis were wrong. 
The boundaries between schizophrenia, schizoaf-
fective and psychotic mood disorders, and prodro-
mal and subsyndromal psychotic states are more 
difficult to reliably establish. 

As a result of new genetic and neurodevelop-
mental research we may need to rethink our use 
of a strictly categorical/descriptive approach to 
the diagnoses of schizophrenia and related dis-
orders. One alternative is to define endopheno-
types that incorporate genetic and developmen-
tal neurobiological, neuropharmacological, and 
neuroimaging findings into the diagnosis. The 
labor intense process will help define specific eti-
ological subtypes. There is increasing interest in 
the relationship between behavioral phenotypes 
for specific forms of IDD and the risk for primary 
psychiatric disorders. This research segues into 
the complex gene-environmental interactions ob-
served in the schizophrenias. 

Gothel address two key issues involved in this 
project: define a subtype of schizophrenia related 
to a specific genetic disorder; and link a behav-
ioral phenotype associated with IDD to schizo-
phrenia. Velocardiofacial syndrome is a complex 
deletion syndrome (22q11.2) that is associated 
with a large copy number variant that codes for 
several key enzymes relevant to dysmorphol-
ogy, palatal insufficiencies, problems with cal-
cium metabolism, cardiac abnormalities, and, 
in some cases, dysfunctional cellular immunity 
(DiGeorge’s syndrome). The variable size of the 
deletion helps determine the symptom complex. 
VCFS is usually the result of a mutation that af-
fects between 1:5700-9400 live births. When it 
“runs in families” VCFS represents an autoso-
mal dominant trait (50% of offspring are at risk). 
VCFS is also associated with several psychiatric 

disorders. ADHD, anxiety, mood disturbances, 
deficits in executive functioning, and learning 
disabilities are often present during childhood. 
But it is relationship to autism and schizophre-
nia spectrum disorders that is most intriguing. 

Most of us are well aware of the validity and 
reliability problems associated with diagnosing 
schizophrenia in individuals with moderate to 
severe IDD, especially diagnostic overshadow-
ing and problems with the differential diagnosis 
of hallucinations, delusions, and thought disor-
der. The developmental relationship between 
VCFS and schizophrenia adds a new wrinkle. In 
this population the prevalence of schizophrenia 
ranges between 25-33% of affected children. This 
prevalence rate is approximately 25 times that 
found in the general population and 15-20 times 
that seen in individuals with IDD. 

There are several 800 pound gorillas still in 
the room. What do we do about: the 75% who 
don’t develop schizophrenia spectrum disorders? 
Since VCFS accounts for about 2% of patients 
diagnosed with schizophrenia, what other gene-
environmental interactions are involved? Those 
children most likely to develop schizophrenia 
are those with delays in measured verbal intel-
ligence, executive functions (fronto-striatal and 
fronto-temporal regions findings), and mood/anx-
iety-related and prodromal psychotic symptoms. 
Are these the same children with deficient COMT 
(involved in dopamine metabolism in the frontal 
lobes); Proline Oxidase (interacts with COMT) 
or compromised cellular immune systems? If so, 
how do we prevent the 40% of children with pro-
dromal symptoms who develop schizophrenia, 
when our best treatments seem lacking? For now 
VCFS provides a reasonable starting point in re-
solving these questions. 

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

US Public Policy Update

U.S. Policy Issues Affecting Children 
and Adults with IDD, MH and ASD:  
Impact of the 2010 Affordable Care Act (ACA)
Eileen Elias, M.Ed., JBS International

With input from Aaron Price, Policy Analyst, JBS 
International and Diane Jacobstein, Ph.D., Clini-
cal Psychologist/Senior Policy Associate, George-
town Center for Child and Human Development 

Georgetown National TA Center for Children MH. 
This paper addresses today’s rapidly changing 

health care environment affected by the Federal 
law, the Affordable Care Act (ACA). Most of its 
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provisions  are relevant for individuals with a de-
velopmental disability and programs addressing 
their array of service needs. 

The ACA, signed into law in March 2010, in-
cludes insurance provisions to improve coordina-
tion between primary and specialty care, includ-
ing services used by individuals with a develop-
mental disability and/or behavioral health disor-
der. These provisions are phased in as follows:

As of September 2010, Federal law:

• requires group and individual private health 
insurance to provide coverage to young adults 
on parents’ plans until age 26, 

• prohibits lifetime limits on group and individ-
ual plans,

• prohibits plans from dropping individuals 
from coverage (except in cases of fraud or mis-
representation),

• identifies that for new plans, a defined list of 
preventative services is covered, for which  
individuals no longer pay co-payments, co-
insurance, or meet a deductible, 

• identifies that for new plans, children under 
the age of 19 cannot be excluded, denied, or 
have coverage limited due to a preexisting 
condition.

Beginning in 2014, Federal law:

• prohibits group and individual plans from de-
nying coverage to individuals with pre-exist-
ing medical conditions, 

• prohibits annual limits on group and individu-
al plans,

• requires preventative services to include de-
pression screening, and drug and alcohol 
screening,

• eliminates lifetime limits on benefits, allowing 
individuals with chronic conditions to keep 
accessing needed care.

The Federal government entity responsible for 
managing many of the ACA’s provisions is the 
Center for Medicaid and Medicare Innovation 
(CMMI). It is charged with testing innovative 
payment and service delivery models in Medi-
care, Medicaid, and the Children’s Health Insur-
ance Program (CHIP). These models must reduce 
expenditures, while preserving/enhancing qual-
ity of care. $10 billion is provided to support ac-
tivities between FYs 2011 and 2019.

Medicaid currently provides coverage to low-
income families, children, pregnant women, 

individuals with disabilities, and older adults 
based on their annual incomes compared to the 
Federal Poverty Level (FPL). For examples, chil-
dren 6 – 18 years with family incomes at or be-
low 100% of FPL are covered, and parents with 
incomes at or below 50% of FPL are covered. In 
2014, all State Medicaid programs must cover 
all individuals under age 65 with incomes at or 
below 133% of the FPL. The Federal government 
will fully finance Medicaid expansion to newly 
eligible populations from 2014 to 2017 and grad-
ually reduce this support until 2020, thereafter 
financing 90% of costs. Most newly eligible in-
dividuals will be enrolled in Medicaid bench-
mark coverage, which must offer “minimum 
essential benefits” (including behavioral health 
services). Some States have elected to expand 
this coverage before 2014. 

In 2014, ACA requires each State to estab-
lish and operate a Health Benefit Exchange 
(HBE) to assist citizens lacking health insur-
ance. If a State does not comply, the Federal gov-
ernment will operate that State’s HBE. HBEs 
are marketplaces where individuals and small 
businesses purchase affordable private insur-
ance plans. They must provide an Essential Ben-
efits Package including behavioral health and 
support checking of eligibility and enrollment in 
Medicaid and CHIP.

ACA established the Health Homes for En-
rollees with Chronic Conditions Medicaid 
State Plan Option. Health Homes are similar 
to the Patient-Centered Medical Home (PCMH), 
a model of care involving a primary care pro-
vider coordinating services throughout the care 
continuum. Health Homes integrates behavior-
al health, primary care, and community/social 
supports and is available for individuals with a 
developmental disability. Enrollees must have 
either:

• Two chronic conditions
• One chronic condition and risk for another
• One serious and persistent mental health 

condition

States that establish Health Homes receive 
a 90% Federal Medical Assistance Percentage 
(FMAP) match for the first eight fiscal quarters. 

The ACA established Accountable Care Or-
ganizations (ACOs) – groups of providers that 
take responsibility for managing and coordinat-
ing a defined population’s spectrum of health-
care. ACOs include hospitals, health homes, 
community health centers, and specialty clinics, 
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such as behavioral health facilities. A payer con-
tracts with an ACO to provide care for beneficia-
ries and sets a spending benchmark based on ex-
pected costs for the population group. If the ACO 
meets quality indicators and keeps costs below 
the benchmark, it can share in the savings. This 
encourages providers to keep costs low by provid-
ing quality, coordinated care.

The CMMI recently established the Federally 
Qualified Health Center (FQHC) Advance 
Primary Care Practice Demonstration. It 
tests the effectiveness of using Medical Homes to 
coordinate and improve care. 

On January 19, 2011, the U.S. House of Rep-
resentatives voted 245 – 189 to repeal the ACA. 
The Supreme Court will consider the constitu-
tionality of the ACA. Despite these challenges, 
the Department of Health and Human Services 
continues to aggressively implement the law. Re-
gardless of the fate of the ACA, many reforms as 
described above will continue. 

The results of these reforms pose significant 
challenges to the system of care, and perhaps 
great possibilities to improve coordinated ser-
vices to vulnerable populations. It is important 
that all advocates, providers, and consumers pay 
close attention to changes underway and partici-

pate in any opportunity to help promote positive 
outcomes at the State and local levels. 

For further information contact:

Eileen Elias, M.Ed.
Director Disability Service Center
Senior Policy Advisor
JBS International, Inc.
5515 Security Lane, Suite 800
North Bethesda, MD 20852
eelias@jbsinternational.com
240 645 4534
www.jbsinternational.com

Note from the editor: This may be the most sig-
nificant reform to affect services to people with 
disabilities in recent memory. NADD will con-
tinue to monitor this important transformation 
of the Nation’s healthcare and keep all advised. 

The “U.S. Public Policy Update” is an ongoing 
column in The NADD Bulletin. We welcome your 
comments and submissions for this column. To 
learn more or to contribute to this column you 
may contact Joan Beasley, Editor of the U.S. Pub-
lic Policy Update at joan.beasley@unh.edu. 

DSP Interests and Concerns

Sex, Disability and the DSP: 
Ethically Supporting Sexual Choices
Samuel Arnold, Centre for Disability Studies, University of Sydney, Sydney, 
Australia and Alexina Vincent-Pennisi, Ability Options, Sydney, Australia

Direct Support Professionals (DSPs) have a re-
warding, though at times challenging, role to ful-
fill. Challenges can be found particularly around 
support relating to sexuality. Perhaps this is be-
cause sex is often still a taboo subject for many 
people, and because of the contrasting values and 
beliefs different people have towards sexuality. 
And perhaps it is also due to the many myths re-
garding sexuality and disability, such as beliefs 
that people with disabilities are asexual or are in-
capable of having an intimate sexual relationship.

In response to this challenge we wish to pro-
pose nine general pointers for DSPs to consider 
about supporting a person’s sexuality and sexu-
al choices. They are based on the premise that 
for the vast majority of people with a disability, 
there is very little difference, if any, between 
sexuality as they experience it and sexuality as 

experienced by a person without disability. The 
pointers are as follows: 

1. You don’t have to have all the answers; 
get to know local support services. If con-
cerns regarding sexuality arise that are be-
yond your expertise or knowledge, and cannot 
be solved through simple education or a sup-
portive conversation, talk with your agency 
or organization. As part of the person’s sup-
port team you may help to develop strategies 
to address the person’s sexual support needs 
as part of their Individual Support Planning 
(ISP) process. If the person requests and con-
sents to support in this area, in collaboration 
with your organization a strategy may be to 
seek out the services of a local sexual health 
clinic, sex therapist or other health profes-
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sional. You may be able to locate a profession-
al who specializes in sexuality for people with 
disabilities. There are also many simple edu-
cational materials and pamphlets available. 
Often providing some information in a format 
that can be understood is enough to manage 
difficulties that may arise. There may also be 
sex education courses that the person is inter-
ested in attending.

2. Be sensitive to other people’s values and 
beliefs. Sexuality can be a sensitive subject 
when there are so many conflicting cultural, 
religious, and personal differences relating 
to it. For example, some religions strongly 
believe in not having sex before marriage. 
Spend time with the person you support find-
ing out what their beliefs about their own 
sexuality are. Be aware of your own values 
and beliefs, and do not impose these on the 
person you support. If the person’s values 
and your values are in conflict, then you may 
not be the appropriate DSP to provide sup-
port to the person in this area.

3. Know whether the person is able to give 
informed consent for sexual activity. 
Sexual relationships need to be consensual. 
A person needs to know and understand the 
relevant information in order to make an in-
formed decision. Consent needs to be given 
freely. A person cannot be pressured to make 
a decision, and needs to understand the pos-
sible consequences for this decision to be con-
sidered as valid, informed consent. People 
need to be of a certain age to give informed 
consent relating to sexuality, which varies 
depending on your location. Some people 
may have or need a legal guardian or conser-
vator who may need to be consulted before 
providing support relating to sexuality. Talk 
with your organization if there are concerns 
about the person’s capacity to give consent, 
or concerns that a person has been pressured 
to give consent.

4. Be aware of ethical guidelines, particu-
larly privacy and confidentiality. Re-
spect for the privacy and the confidentiality 
of information in relation to individuals you 
support are key issues in ethical guidelines 
for DSPs. For example, if the person you 
are supporting is an adult, and they tell you 
something about their sexuality or intimate 
relationships in confidence, then it is not ac-
ceptable for you to share that information 
with the person’s parents or a colleague un-
less you have the person’s consent, the per-

son or others are at risk of serious harm, or 
the guardianship arrangement for the person 
makes sharing with a guardian appropriate.

5. Be aware of organizational policies and 
local laws. It is first of all important to 
know the boundaries of your job description 
and the policies of your organization regard-
ing assisting someone to engage in different 
kinds of sexual activities. It is also important 
to know the legal implications for some of the 
choices the person you are supporting might 
be faced with. For example, facilitated sex, 
that is, providing physical support so that 
a person can engage in sex, may or may not 
be within the scope of your job description, 
and may or may not be legal in your state. 
Possessing certain types of sexually explicit 
materials may be illegal, and if you facilitate 
access to an illegal activity, then you could be 
in trouble with the law as well. It is advised 
that you consult with your employer regard-
ing your role as a DSP in providing support 
for specific sexual activities.

6. Support the development of intimate 
relationships. Intimate relationships, for 
many people, are one of the most rewarding 
parts of life. For some people with disabili-
ties, developing an intimate relationship can 
be more difficult. For example, a person liv-
ing in a group setting may not be able to in-
vite a partner over for dinner without having 
to share the kitchen with their co-residents. 
Some people even have to share their bed-
room with a co-resident. You may want to 
facilitate opportunities for privacy, such as 
support to have dinner at a restaurant or to 
go on a holiday, so that the couple can have 
time to themselves. You may also want to 
facilitate opportunities to meet new people, 
which can lead to relationships, such as at-
tending social groups or leisure activities. 
Many people use online dating, though they 
may need support to be aware of possible 
dangers in meeting people online.

7. Support safe sex. If a person is engaging in 
sexual intercourse, you may want to check if 
the person knows how to have safe sex. For 
example, you may want to ask, “Do you need 
me to support you to purchase condoms?” If 
a person doesn’t know about safe sex, there 
are many educational materials available 
to help. You don’t have to teach the person 
about safe sex if you are not comfortable do-
ing this, but it is important to address this 
need in the person’s ISP, which may include 
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seeking out support from a sexual health 
clinic or other health care provider.

8. Sexual aids can be helpful. For some 
people, things like “sex toys” (assistive 
sexual devices) or sexually explicit literature 
can be very enjoyable. For a few people with 
certain types of physical disability, using 
a sex toy may be one of the few ways that 
they can enjoy sex. If your job description, 
agency policies, and local laws allow, you 
may be asked to support a person to purchase 
materials or sex toys. A person may need to 
be taught about the appropriateness of some 
activities, such showing explicit materials 
or sex toys to others. They may additionally 
need education about safe and hygienic use 
of sex toys; if a person needs such sexual 
education, ways to address this need should 
be identified through the Individual Support 
Planning process.

9. Sexual health checks are just as 
important for people with disabilities. 
Remember that regular pap smears, 
mammograms, and testicular checks are 
just as important for people with disabilities 
as they are for people without disabilities. 
It is important that these checks are part 
of a person’s regular health exams. If their 
current health care professional is unwilling 
or unable to provide such checks (for example, 
some health care providers may be unfamiliar 
with strategies for giving mammograms or 
pelvic exams to women with certain types of 
disabilities) you may need to help to advocate 
for the person and may be asked to work with 
their care team to connect the person with a 
health care provider who can provide these 
exams. 

Finally, remember that most people with 
disabilities enjoy sexual activity and will start 
to develop their own sexuality at the same 
chronological age as people without disabilities. 
Sexuality will continue to develop over the course 
of the person’s lifespan and will be as diverse 
and colorful as it is for any other person in the 
community. Knowing that a person is enjoying 
their sexuality or a healthy intimate relationship 
can be very rewarding, particularly if you have 
been part of supporting this to be a possibility. 
 
Samuel Arnold is a Research Fellow and 
Analytical Psychologist with the Centre for 
Disability Studies, University of Sydney, Sydney, 
Australia. He may be reached at samarnold@
med.usyd.edu.au or +61-2-8878-0500. Alexina 
Vincent-Pennisi is a Case Management 
Consultant with Ability Options, Sydney. 
She may be reached at ally.vincent-pennisi@
abilityoptions.org.au or +61-2-8811-1777.

Reprinted with permission from Impact: Feature 
Issue on Sexuality and People with Intellectual, 
Developmental and Other Disabilities, 
23(2). Minneapolis: Institute on Community 
Integration, University of Minnesota. The entire 
issue is available online at http://ici.umn.edu/
products/impact/232/default.html.

DSP Interests and Concerns is an ongoing 
column in The NADD Bulletin. We welcome your 
comments, suggestions, and submissions for this 
column. To learn more or to contribute to this 
column, you may contact Kathleen Olson, Editor 
of DSP Interests and Concerns at kolson@ku.edu.

The NADD Accreditation and Certifi cation Programs:  
Standards for Quality Services

The NADD Accreditation and Certifi cation Programs are now available.  
For information about accreditation for programs that serve individuals 
with a dual diagnosis or about certifi cation for clinicians or direct 
support professionals who provide services to individuals with a dual 
diagnosis, visit the NADD home page (www.thenadd.org) and click on 
the Accreditation and Certifi cation tab or visit http://acp.thenadd.org/. 
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Upcoming Conferences/Trainings
************************************

International Certifi cate Programme in Dual Diagnosis
Summer Institute 2012

Demystifying Psychiatric Syndromes in Persons with 
Intellectual Disabilities and Autism

June 4-8, 2012
Multimodal Assessment and Treatment of Psychological/

Behavioral Diffi culties in Persons with Intellectual 
Disabilities and Autism

June 11-15, 2012
Brock University

St. Catharines, ON, Canada
http://www.brocku.ca/dualdiagnosis/2012_Brochure.pdf 

************************************
AAIDD 136th Annual Meeting

June 18-21-2012
Westin Charlotte

Charlotte, NC
NADD Pre-Con: June 18, 2012

The NADD Accreditation/Certifi cation Program
http://www.aaidd.org/content_6546.cfm 

2012 IASSID World Congress
July 9-14, 2012

Halifax World Trade Convention Centre
Halifax, NS, Canada

https://www.iassid.org/conference/index.php/
HPC/2012IWC/index 

************************************
State of Ohio 10th Annual MI/DD Conference

September 18-19, 2012
Double Tree Hotel

Columbus/Worthington, OH
************************************
NADD 29th Conference & Exhibit Show – 2012

October 17-19, 2012 (W-F)
Omni Interlocken Resort
Denver/Broomfi eld, CO

For further information on upcoming conferences/trainings, 
consultation services, and products, visit our website at 

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