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Note from the editor
This month Dr. Sigan Hartley and colleagues emphasize the 

need to disseminate education and training on best care stan-
dards for mental health and challenging behaviors in individuals 
with dual diagnosis. Dr. Vaylah Clinton encourages conversation 
around the significance of culturally informed care. Lucy Esralew, 
Ph.D. writes about “parallel process” in clinical consultation and 
clinical supervision. Dr. Jarrett Barnhill attempts to make sense 
of mental health disorders and treatments in this month’s install-
ment of his neuroscience column. 

In the US Public Policy column, Dr. James Wiltz characterizes 
the features of a robust model of community supports that can sup-
plant institutions for individuals with developmental disabilities.

The DSP column contains valuable information about scholar-
ships and awards for the upcoming NADD 33rd Annual Conference 
and Exhibit Show November 2-4, 2016 in Niagara Falls, Canada. 
Sue Lerner shares her experiences as a parent to Ali and rela-
tively new member of the Family Issues Committee.

With summer upon us, hopefully we will all have the opportu-
nity to relax and renew ourselves. This may also be a time to slow 
down in order to reflect upon and process the work you have done 
and share your thoughts about your work and the work of your 
colleagues with us in writing.

Lucy Esralew, PhD., NADD-CC.
drlucyesralew@gmail.com
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sionals, and even relatives have not been able to 
help. I believe we are both enriched by our rela-
tionship.

If you had a magic wand, is there 
anything you would change about the 
supporting agencies in your area?

Simply put, we need more and better. It is im-
portant for anyone who works with or loves a 
person with autism to remember that not only 
are their challenges complex, they may well be 
lifelong. As the person matures, they change. 
Likewise, their autism may change and their 
abilities and needs may change. We know quite a 
bit about child development, but we change bio-
logically, socially, and emotionally throughout 
our lifespan. Then consider the differences posed 
by neurology, gender, or both. We are just in the 
infancy stages of understanding adult develop-
ment.

Until recently, we thought that human devel-
opment ends at 18. We diminish support and 
education at that time because we believe that 
people are mostly “set on their life course.”  In 
recent years, we’ve come to know that change, 
growth, and even neurological plasticity can oc-
cur throughout the lifespan. It’s time to re-think 
our levels of support, education, and training be-
yond early adulthood to address the ever chang-
ing needs of the people we love.

Is there anything you would like to add?
Where we are today is similar to where we 

were with cancer 50 years ago. Cancer is the 
name given to a collection of related diseases. It’s 

possible that ASDs are also a collection of related 
neurodevelopmental differences or disabilities. 
We oversimplify things, which I suppose is hu-
man nature. Telling our stories helps us to real-
ize the diversity of our experiences and breaks 
down that oversimplification.  

When Ali was young, autism was considered 
quite unusual, 1 for every 10,000 births. They 
were all children, were all non-verbal, were 
mostly white, and were almost all male. What we 
knew about autism and how we supported and 
educated people with autism was severely limit-
ed by this narrow understanding. In our case, Ali 
received many wrong diagnoses and was subject-
ed to numerous incorrect and possibly damaging 
therapies and instructional programs. These are 
better days now, but we still have much to learn. 
Each of our stories is unique and highlights the 
diversity of autism but at the same time the simi-
larities bring us together. It is enlightening and 
empowering to hear I am not alone.

If you would like to tell your story to 
NADD, please contact Sue Gamache at sue.
gamache0@gmail.com or 845-878- 4127.

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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Mental Health Conditions and Challenging 
Behaviors in Individuals with Intellectual 
and Developmental Disabilities: Gap 
between Research and Care
Sigan L. Hartley, Susan Havercamp, Yona Lunsky, Angela Hassiotis, 
Neomi van Duijvenbode, and Stephen Ruedrich

It is estimated that 13 percent of the population 
has an intellectual or developmental disability 
(IDD; Boyle et al., 2011) which is characterized 
by severe and chronic limitations in cognitive 
and/or physical functioning that appears prior to 
age 22 years and is likely to be lifelong (American 
Association on Intellectual and Developmental 
Disabilities, 2010). Individuals with IDD are at 
high risk for mental health conditions and chal-
lenging behaviors. Indeed, studies indicate that 
between one-third and one-half of children and 
adults with IDD met criteria for a mental health 
condition (e.g., Cooper, Smiley, Morrison, Wil-
liamson & Allan, 2007; Einfield & Tonge, 1996; 
Morgan, Leonard, Bouke, Jablensky, 2008). The 
prevalence of challenging behaviors such as ag-
gression, disruptive behaviors, inattention, and 
self-injury vary across studies and by etiology 
(e.g., Eisenhower, Baker, & Blacher, 2005; Hart-
ley, MacLean, Butler, Thompson, & Zarcone, 
2005; Hartley, Sikora, & McCoy, 2008), but ag-
gression alone is estimated to occur in 10-45% 
of individuals with IDD (Emerson et al., 2001; 
Grey, Pollard, McClean, MacAuley, & Hastings, 
2010). To complicate matters more, comorbidity 
of mental health conditions and challenging be-
haviors is frequent. Estimates suggest that half 
of children and adults with IDD who met crite-
ria for one mental health condition or exhibit one 
type of challenging behavior, also met criteria for 
additional mental health conditions or exhibit 
additional types of challenging behaviors (e.g., 
Cooper et al., 2007; Emerson et al., 2001; Hartley 
et al., 2008). Mental health conditions and chal-
lenging behaviors are a significant contributor to 
the high cost of IDD (e.g., Kanpp, Comas-Herr-
ara, Astin, Beecham, & Pendaries, 2005; Allen, 
Lowe, Moore, & Brophy, 2007), which was esti-
mated to be nearly $400 billion in 2006 for adults 
in the U.S. (Anderson, Armour, Finkelstein, & 
Wiener, 2010). 

Over the past few decades, a substantial body 
of research has been aimed at identifying effec-
tive tools for the detection, diagnosis, and treat-

ment of mental health conditions and challenging 
behaviors in individuals with IDD. Empirically-
supported practices for detecting, diagnosing, 
and treating many mental health conditions and 
challenging behaviors in individuals with IDD 
have now been identified, although a great deal 
of research remains to be done. Unfortunately, 
there remains a gap between this research and 
actual clinical practice, suggesting a critical need 
for mechanisms to better disseminate education 
and training on best care standards for mental 
health and challenging behaviors in individuals 
with IDD. 

State of Clinical Care
Mental health conditions and challenging be-

haviors often go undetected and undiagnosed in 
individuals with IDD (e.g., Beange, McElduff, & 
Baker, 1995; Walsh & Heller, 2000). One factor 
reported to contribute to this under-detection 
is a lack of practitioner education and training. 
Without specialized training, mental health con-
ditions and challenging behaviors are compli-
cated to detect and diagnose in individuals with 
IDD. This difficulty derives from the high rate 
of comorbidity of conditions, complexity of under-
standing symptoms and behaviors in the develop-
mental and social context of IDD, and the need to 
differentiate mental health conditions and chal-
lenging behaviors from symptoms and behaviors 
stemming from physical health problems, which 
are highly prevalent in the IDD population (e.g., 
Emerson & Baines, 2011). Moreover, detection 
and diagnosis of mental health conditions and 
challenging behaviors involves assessment of the 
internalized feelings and emotions of individuals 
with IDD, which requires unique strategies and 
screening/assessment methods. 

Similarly, treatment options for mental health 
and behavioral challenges in individuals with 
IDD often are limited and not guided by empiri-
cal evidence. Despite their demonstrated effi-
cacy, psychosocial treatments are not widely of-
fered to individuals with IDD, and this has been 
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voiced as a concern by adults with IDD and their 
caregivers (McGillivray & McCabe, 2012; Weiss, 
Lunsky, Gracey, Canrisus, & Morris, 2009). 
When psychosocial treatments are offered, re-
search suggests that these treatments are often 
not guided by empirically supported findings and 
best practice standards. For example, in a study 
of 625 individuals with ID living in community 
and institutional residences in Ontario, Canada, 
Feldman, Atkinson, Foti-Gervais, & Condillac 
(2004) found that when psychosocial treatments 
were used, the majority of these treatments 
lacked input from a qualified professional, did 
not have a written treatment plan, and there was 
no formal monitoring or evaluation of treatment 
effects to guide the plan. Thus, even among prac-
titioners currently implementing psychosocial 
treatment practices with individuals with IDD, 
there is a critical need for enhanced practitioner 
skills to ensure that these practices are driven by 
empirical evidence. 

The lack of practitioners in most parts of the 
world who have specialized training in the detec-
tion, diagnosis, and treatment of mental health 
conditions and challenging behaviors in individ-
uals with IDD is costly as it results in misman-
agement of these conditions. Indeed, Lunsky and 
Elserafi (2012) found that adults with IDD and 
mental health conditions were more than twice as 
likely as adults with IDD without mental health 
conditions to have 10 or more visits to the emer-
gency room in a two-year period. Mental health 
conditions have also been shown to be the primary 
reason for hospital admission in adults with IDD 
(Balogh, Hunter, & Ouellette-Kuntz, 2005; Cow-
ley, Newton, Sturmey, Bouras, & Holt, 2005). 
Emergency room visits and hospitalizations are 
not only costly (Cadwell, Srebotnjak, Wang, & 
Hsia, 2013) and ill-equipped for the ongoing treat-
ment of mental health conditions and challenging 
behaviors, but professionals in these settings re-
port not feeling prepared to treat individuals with 
IDD. In a study of emergency room physicians in 
Toronto, Canada, IDD was identified as one of the 
three disorders that physicians felt least comfort-
able diagnosing in regard to mental health con-
ditions (Lunsky, Gracey, & Gelfand, 2008). It is 
therefore not surprising that caregivers of adults 
with IDD report high levels of dissatisfaction and 
frustration with care in these settings (Reichard & 
Turnball, 2004; Weiss et al., 2009).

Growing Research
In response to the need for valid approaches to 

detect and diagnosis mental health conditions and 

behavioral challenges in individuals with IDD, a 
variety of training strategies (e.g., Hartley & Ma-
cLean, 2006) and screening/assessment tools (e.g., 
Psychiatric Assessment Schedule for Adults with 
Developmental Disabilities [Moss, 2002], Self-
Report Depression Questionnaire [Reynolds & 
Baker, 1988], and Reiss screen for Maladaptive 
Behaviors [Reiss, 1988]) have been developed over 
the past several decades specifically for individu-
als with IDD. In addition, there are now special-
ized diagnostic manuals and guidelines for evalu-
ating mental health conditions and challenging 
behaviors in individuals with IDD (e.g., Diagnostic 
Manual-Intellectual Disability; Fletcher, Loschen, 
Stavrakaki, & First, 2007). These diagnostic re-
sources clarify symptom presentations within an 
IDD context, offer strategies for deciphering co-
morbidity and differential diagnosis, and provide 
guidelines for considering underlying physical 
health conditions. 

Psychotropic medication is often the stan-
dard treatment for mental health conditions 
and challenging behaviors in individuals with 
IDD (e.g., Bradford, 1996; Brylewski & Duggan, 
2001). Indeed, studies suggest that one-third to 
one-half of adults with IDD are taking psycho-
tropic medications (Lott et al., 2004; Lunsky & 
Elserafi, 2012; Spreat, Conroy, Fullerton, 2004), 
with many adults with IDD reported to be taking 
multiple psychotropic medications (e.g., Lunsky 
& Elserafi, 2012). There are examples of well-de-
veloped pharmacotherapy guidelines for treating 
certain mental health conditions and behavioral 
challenges in individuals with IDD (e.g., Deb, 
Clarke, & Unwin, 2006); however, there is a criti-
cal need for more research in this area. There is 
also a need to ensure that professionals stay up-
to-date on the current state of pharmacotherapy 
research in an IDD population as there is evi-
dence that medications are regularly dispensed 
to treat mental health conditions and challeng-
ing behaviors for which there is no evidence of 
their effectiveness. For example, psychotropic 
medications are commonly used to treat aggres-
sion in individuals with IDD despite a lack of evi-
dence that these medications lead to reductions 
in aggression (Matson & Neal, 2009). 

Psychosocial treatments have been shown to 
be feasible and effective strategies for managing 
mental health conditions and behavioral chal-
lenges in children with adults with IDD. Studies 
have shown that individuals with IDD are able 
to engage in and benefit from psychosocial treat-
ments (e.g., Harvey, Boer, Meyer, & Evans, 2009; 
Neidert, Dozier, Iwata, & Hafen, 2010; Veree-
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nooghe & Langdon, 2013). For example, there 
is vast literature on the effectiveness of applied 
behavior analysis for the treatment of a variety 
of challenging behaviors in both children (e.g., 
Borrero & Vollmer, 2006; McGee & Ellis, 2000) 
and adults with IDD (Hassiotis et al., 2009; Ros-
coe, Iwata, & Goh, 1998). There is also growing 
evidence that cognitive behavioral therapy (CBT) 
is an efficacious psychosocial treatment for a va-
riety of mental health conditions and challeng-
ing behaviors in children and adults with IDD. 
For example, several studies using randomized 
control trial designs have compared CBT to wait-
list control conditions and shown significant im-
provements in anger for the CBT condition that 
were maintained at 3 to 12 month follow-ups (see 
Vereenooghe & Langdon, 2013 for review). More-
over, several studies suggest that adults with 
mild to moderate levels of ID reported decreas-
es in depressive symptoms following CBT (e.g., 
Hartley et al., 21015; Hassiotis et al., 2013; Mc-
Cabe, McGillivrary, & Newton, 2006). Children 
and adolescents with autism spectrum disorder 
without ID have also been shown to experience 
declines in symptoms of anxiety with CBT treat-
ments (e.g., Chalfant, Rapee, & Carroll, 2007). 
As another example, dialectical behavior thera-
py has been shown to result in large reductions 
in the challenging behavior of adults with IDD 
(Brown, Brown, & Dibiasio, 2013). 

Pathway for Narrowing the Gap
In summary, there is indeed a growing body of 

evidence for guiding best care practices for the 
detection, diagnosis, and treatment of many men-
tal health conditions and challenging behaviors 
in individuals with IDD. Yet, this empirical evi-
dence is not being used to inform actual practice. 
The result is an ineffective system that is unsat-
isfying to both professionals and individuals with 
IDD and their caregivers. Before large-scale sys-
tem changes are likely to be adopted, however, 
care practices that have documented benefits in 
detecting, diagnosing, and treating mental health 
conditions and challenging behaviors in indi-
viduals with IDD will also need to demonstrate 
cost-savings. There is scant research on the cost-
savings of care practices for mental health condi-
tions or challenging behaviors in the field of IDD. 
The handful of studies that have examined cost 
savings are small in scale but show promising 
results (Felce et al., 2015; Hassiotis et al., 2009; 
Hudson, Jauernig, & Wilken, 1995). For exam-
ple, in a study of 63 adults with ID with challeng-
ing behaviors, Hassiotis et al. (2009) found that 

adults with ID who received behavioral therapy 
by providers with specialized training, in addi-
tion to standard treatment (i.e., pharmacother-
apy), demonstrated greater reductions in their 
challenging behaviors and subsequently reduced 
reliance on community supports, as compared to 
adults with ID who were randomly assigned to 
receive only standard treatment. The additional 
cost of the behavior therapy made this option 
more expensive initially, but this additional cost 
was more than offset by the reduced need for 
community supports following treatment. Felce 
and colleagues (2015) similarly found early evi-
dence that CBT for anger management not only 
led to improvements in behaviors and symptoms, 
but also reductions in the use of health and so-
cial care resources. These reductions in the use 
of care resources quickly compensated for the ad-
ditional cost of the CBT treatment and had the 
potential to result in a fairly substantial long-
term cost-savings (Felce et al., 2015). It will be 
important for researchers in the field of IDD to 
continue to evaluate cost-savings of specialized 
training and empirically-supported treatments if 
efforts to alter the broader system of care are to 
be successful. 

Moving forward, there is also a need to identify 
mechanisms for increasing education and train-
ing on best care standards for mental health con-
ditions and behavioral challenges in individuals 
with IDD. Accreditation and certification pro-
grams are widely used in the health care field 
(e.g., Greenfield & Braithwaite, 2008; Nasca, 
Philberg, Brigham, & Flynn, 2013) for ensur-
ing that care practices are driven by empirical 
evidence. To date, accreditation and certifica-
tion programs are largely unused in the field of 
IDD. Such systems provide a viable process for 
improving care practices for mental health con-
ditions and challenging behaviors in individuals 
with IDD as they define the standards of accept-
able practice within a field based on empirical 
evidence, offer education and training based on 
these standards, and provide a process for mea-
suring compliance with these standards. The 
accreditation and certification bodies, thereby, 
play an important role in fostering quality im-
provement in care practices. Specifically, there is 
evidence that accreditation systems serve as an 
agent of change by making organizations/ provid-
ers aware of evidence-based practices and moti-
vating them to adhere to these standards. In a 
systematic review of 66 studies evaluating the 
impact of several national health care accredi-
tation programs, Greenfield and Braithwaite 
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(2008) concluded that there were consistent find-
ings across studies that accreditation programs 
promoted change in health care practices and in-
creases in professional development. Accredita-
tion and certification programs may also provide 
a path for improving care practices related to the 
detection, diagnosis, and treatment of mental 
health conditions in individuals with IDD. 
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Culturally-Informed Care
Vaylah Benjamin Clinton, Ed.D., LCPC, A.S., Developmental Disabilities 
Administration, Secure Evaluation Therapeutic Treatment, State of Maryland 
Department of Health and Mental Hygiene

Abstract
The term culturally-informed care, unlike 

trauma-informed care, may be relatively new to 
service providers (i.e. direct caregivers, thera-
pists, etc.) and other professionals working with 
people with mental health issues or persons 
with disabilities. However, its necessity may be 
dated back to the beginning of the human ser-
vice field when individuals may have resided in 
asylums or suffered other forms of social injus-
tices at various cultural and global levels. Oakes 
(2011) argued that cultural competency has been 
lauded as an effective, direct intervention to ad-
dress health care disparity issues; however the 

clarification of the cultural competency process 
in the professional development of mental health 
care providers working with health care dispar-
ity populations has been repeatedly identified as 
a critical empirical need. Considering the afore-
mentioned, this article attempts to initiate or 
encourage conversations around the significance 
of culturally-informed care in the delivery of ser-
vice/treatment to people with mental health is-
sues, developmental disabilities, or intellectual 
disabilities. 

Culturally-Informed Care
While service/treatment provision for people 
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with mental disorders, developmental disabili-
ties, and/or intellectual disabilities dates back to 
an era when individuals resided in asylums and 
other psychiatric facilities, those services may 
have been provided in a one-size-fits-all fashion. 
This method more than likely compromised any 
consideration for the potential client’s or patient’s 
preference of treatment and/or service. As a re-
sult individuals with mental health issues, devel-
opmental disabilities, or intellectual disabilities 
may have refused to seek treatment/service for 
various reasons, one of which may be the lack of 
consideration for their cultural values. Sue, Zane, 
Hall and Berger ((2009) suggest that the appeal 
for cultural competency grew out of concerns for 
the status of ethnic minority group populations 
that make up the growing diversity in the United 
States’ population. Therefore it should be note-
worthy that with the growing need to address 
mental health and disability issues comes the 
need for individualized treatment planning that 
will address all aspects of the client’s issues (i.e. 
biological, psychiatric, psychological, physiologi-
cal, religious, and cultural) as needed. 

To date, much attention has been given to mul-
ticultural approach to service delivery systems, 
especially in western cultures like the United 
States of America. However, Epner and Baile 
(2012) posit that multicultural approach, which 
is categorical, reflects relevant attitudes, values, 
beliefs, and behaviors of certain cultural groups. 
They also argue that literature and educational 
materials of this kind focus on broad ethnic, ra-
cial, or national groups, but the problem is that 
such categorical approaches to clinical cultural 
competence may not be effective because culture 
is multidimensional and dynamic. They further 
argue that this approach further results into ste-
reotypical thinking rather than clinical compe-
tence. Their argument is indicative of a lack of 
inclusion in terms of cultural values, especially 
that in some cases the ‘certain cultural groups’ 
may be the dominant culture with ethnocentric 
values. 

Douglas et al. (2011) posit that culturally com-
petent care is informed by principles of social 
justice and human rights regardless of social 
context. However, they suggest that many health 
organizations throughout the world have defined 
care for their specific populations from the per-
spective of cultural standards that exist within 
their political, economic, and social systems (p. 
317). As a result, “the variation among standards 
and context within which standards are prac-
ticed precludes a single set that fits all cultures” 

(p. 317). Therefore, the concept of cultural com-
petency remains a source of controversy in terms 
of its necessity, empirical research base, and po-
litical implications (Sue, Zane, Hall and Berger 
2009).

Sue & Sue (2007; as cited by Ahmed, Wilson, 
Henriksen, & Jones, 2011) defined multicultural 
competence in part, as the approach to the coun-
seling process from the context of the client’s cul-
ture. This means that service provision should be 
partly based on the individual’s (i.e. client or pa-
tient) cultural values because these values abso-
lutely vary from culture to culture. Considering 
that the United States of America is becoming 
increasingly ethnically and culturally diverse, it 
is imperative that clinicians (i.e. mental health 
professionals) and service providers develop 
treatment plans that are culturally-informed for 
people with mental disorder, developmental dis-
abilities and/or intellectual disabilities, especial-
ly if such services are to be deemed appropriate 
by the clients and their families, as well as effec-
tive in their local communities. 

It may be needless to mention the resistance 
associated with immigrants seeking treatment 
or services for mental illness, developmental dis-
abilities, and/or intellectual disabilities. Howev-
er, service providers may not dismiss that such 
resistance may be attributed to various factors, 
one of which could be cultural values and the 
nuances thereof. Let’s consider an African immi-
grant who may be dying of AIDS and is worried 
more about the cause of death as stipulated on 
his death certificate. His worries may be attrib-
uted to the cause of death as documented and its 
impact on his surviving family members in their 
local community. However, medical profession-
als are legally and ethically responsible to state 
the actual cause of death when preparing docu-
mentation for a mortician to receive the body. 
Therefore the patient may prefer to die at home 
instead of seeking treatment in a medical facility 
where documentation may be necessary. Upon 
his death, the family may not ask for an autopsy, 
hence leaving the option to document the cause of 
death as unknown. This means that if it was pos-
sible to convince medical professionals to avoid 
identifying the cause of death as AIDS, it may be 
easier for such an individual to seek treatment 
and die with dignity in the appropriate medical 
facility instead of at home. The above example is 
not intended to suggest that ethics and laws be 
compromised in the interest of a client’s cultural 
values. However, it is to bring attention to the 
need for a conversation on how these values can 
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compromise well-intended effort on the part of 
service providers. 

Another example may be in reference to immi-
grant families, some of whom are from cultures 
where diagnoses of mental illness or intellectual 
disabilities stigmatize people. Therefore seek-
ing service or treatment for such is considered 
a taboo because “these stigmas and beliefs may 
be significant barriers [to many opportunities]” 
(Dilworth-Anderson & Gibson 2002; as cited by 
Epps, Skemp & Specht 2015). However, mental 
health disorders and/or intellectual disabilities 
in third world countries are generally treated by 
herbalists who have no formal pattern of docu-
menting diagnosis, prognosis, progress, history 
of illness, etc. As a result, it is easier for families 
to seek treatment for their loved ones without 
worrying that the documentation in the medical 
records may influence the opportunities (or the 
lack thereof) afforded their relatives in society. 
Bernal et al. (2009; as cited by Aggarwal et al., 
2014) suggest that cultural adaptations of inter-
ventions are defined as the systematic modifica-
tion of an evidenced-based treatment or inter-
vention protocol to consider language, culture, 
and context in such a way that it is compatible 
with the client’s cultural patterns, meanings, 
and values. Therefore it is imperative that clini-
cians and service providers approach each client 
as an individual and spend time getting to know 
his or her view on issues that affect him or her in 
therapy instead of relying on their experiences 
with one group of people (e.g. African-American) 
to treat another group of people (African Immi-
grants) because “understanding cultural groups 
is more than understanding race” (Epps et al., 
2015; p. 9).

Additionally, Marks (2005) argues that many 
people with disabilities often state that people’s 
reaction towards them are more difficult to cope 
with than their disability (Marks, 2005). Conse-
quently, many people with disabilities did not 
identify themselves as having a disability due 
to shame and fear of negative treatment from 
others; however “like race and gender, disability 
is now considered a natural part of the human 
race” (Marks, 2005). She also argued that similar 
to other minority groups, people with disabilities 
are gaining more control over definitional issues 
by renaming themselves in accordance to their 
own perspective, which in turn serves to reclaim 
a sense of individual identity as well as empower 
a group sense of identity. As Betancourt et al. 
(2002; cited in Marks, 2005) suggest, the con-
struct of cultural competence refers to the ability 

of health systems to provide care to people with 
diverse values, beliefs, and behaviors, as well 
as to tailor services to meet consumers’ social, 
cultural, and linguistic needs. This means that 
people’s individual identities which may be a 
product of various factors including personal val-
ues, culture, tradition, and beliefs should serve 
as fundamental influence to the development of 
their plan of service and/or treatment especially 
in societies that are becoming increasingly mul-
ticultural and multilingual, as is the case within 
the United States. 

 Smith, Roth, Okoro, Kimberlin and Odedina 
(2011) suggest that much of cultural competency 
in pharmacy has looked to the evolving ethnic de-
mographics within the United States as a reason 
to advance educational initiatives. As a result, 
they argue that “culturally competent health 
care providers can mitigate the barriers to qual-
ity health faced by persons with disabilities” (p. 
7). This is especially pertinent now that current 
intervention research is moving towards tailored 
individualized interventions for patients/clients 
which address their distinct characteristics and 
may be more personalized and effective than ge-
neric interventions. (Santisteban, Mena & Abalo, 
2012). 

Additionally, the American Psychiatric Asso-
ciation (2013) asserts that mental disorders are 
defined in relation to cultural, social, and famil-
ial norms and values. They further suggest that 
based on the aforementioned, “culture provides 
interpretive frameworks that shape the experi-
ence and expression of the symptoms, signs, and 
behaviors that are criteria for diagnosis” (p. 14). 
While one may argue that previous editions of 
the Diagnostic and Statistical Manual of Mental 
Disorders may have been culturally biased, the 
fifth edition (DSM-5) reflects progress towards 
inclusion and cultural sensitivity. This means 
that when providing treatment and services to 
people with mental health issues and/or intel-
lectual disabilities, providers are encouraged to 
consider the influence of a person’s cultural val-
ues on the acceptance, rejection, and treatment 
of his or her diagnosis because “the boundaries 
between normality and pathology vary across 
cultures for specific types of behaviors” (Ameri-
can Psychiatric Association, 2013).

Additionally, Ortiz and Jani (2010) argued “in-
tersectionality recognizes that gender, religion, 
ethnicity, sexual orientation, social class, edu-
cational achievements, resident status, ethnic 
regionalism, and other subordinating variables 
contribute substantially to social life and shape 
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identity, behavior, opportunities, and access to 
resources within and between societies” (p. 187). 
This means “intersectionality goes beyond the 
concept of cultural competence by recognizing 
that a person is more than his or her culture” 
(Ortiz & Jani, 2010, p. 187). 

If the aforementioned is of any significance to 
the success of service delivery for people with in-
tellectual and developmental disabilities, service 
providers (i.e. mental health professionals, etc.) 
may then be tasked with enhancing their compe-
tence and effectiveness in providing these servic-
es. This means mental health professionals must 
be aware of how cultural values influence the 
diagnoses and treatment of intellectual and de-
velopmental disabilities, as well as being aware 
of their own personal cultural biases as these are 
fundamentally pivotal to providing treatment 
with success. 

An example may be the case of an immigrant 
from a culture where autism or intellectual dis-
ability exist but is identified as something else 
(possibly “craziness”) and treated as such. Con-
sidering the cultural identification and treatment 
of such disability, it may be difficult to convince 
the individual or entire family in accepting either 
of these diagnoses and receiving services includ-
ing residential placement, especially if such di-
agnosis may overshadow their cultural values. 
As Murphy (1990) indicates, disability has been 
defined by society and given meaning by a cul-
ture; consequently various cultural perspectives 
exist in terms of how people with disability are 
perceived and treated in a particular culture or 
society (as cited by Eskay, Onu, Igbo, Obiyo, & 
Ugwuanyi, 2012).

Considering the aforementioned, it is impera-
tive for mental health providers to employ ap-
proaches that creatively and effectively meet the 
diverse needs of people with intellectual or devel-
opmental disabilities in terms of the client’s per-
sonal values which are likely influenced by their 
cultural values. Sue & Sue (2008; as cited in Es-
kay et al., 2012) suggest that, to creatively and 
effectively meet the diverse needs of individuals 
with disabilities or their families, service pro-
viders need to assume a more active and direct 
role in joining with families. This is a possible 
way of understanding families’ perspective and 
approach to identifying and treating their rela-
tives’ disabilities in terms of cultural values. This 
means service providers should directly interact 
with families in an attempt to explore and under-
stand their cultural backgrounds and how these 
backgrounds influence their approach and accep-

tance of diagnoses assigned to their relatives. 
Another example is an American born child 

of African descent who is suspected of meeting 
criteria for “ADHD” (Attention Deficit Hyperac-
tivity Disorder) by his Caucasian teacher, who 
contacts the parents and suggests that the child 
be evaluated and possibly treated for “ADHD” 
due to his or her “hyperactivity” during class. As 
Africans, the parents’ cultural values may dic-
tate their rejection to the teacher’s suggestion 
because children who exhibit “hyperactivity” are 
seen as “rough, frisky, or bad and like to play all 
the time” and not as “hyperactive” or “ADHD.” 
Consequently, their “rough or bad” behaviors 
and tendencies to play all the time are addressed 
through punishment (including corporal punish-
ment) in Africa. Therefore, the child’s parents 
may argue that these behaviors are not displayed 
at home or when he is with them because he un-
derstands the consequences (i.e. corporal punish-
ment). However, they may not disclose their use 
of corporal punishment to the teacher for fear of 
being reported to Child Protective Services or 
law enforcement. As a result, the conversation is 
dismissed and progress is compromised. 

In a situation like this, it may be helpful for the 
teacher to voice concerns about the child’s behav-
ior to the parents without assigning or suggest-
ing a diagnosis. Perhaps asking questions like 
“Have you observed these behaviors at home? 
What is your typical response to these behaviors? 
Why do you think he or she acts this way? Are 
you concerned about these behaviors and how 
they might affect his or her progress?” But these 
questions may not be automatic to a teacher who 
is obviously of a different cultural background 
where these behaviors define “hyperactivity” and 
“ADHD.” Therefore the greater task here is for 
service providers to willingly explore/investigate 
clients’ particular cultural identities and their 
influences on the client’s or their family’s values; 
“become as familiar as possible with the cultur-
ally infused verbal and nonverbal communica-
tion styles of families they work with” (Eskay et 
al., 2012); avoid assumptions about clients’ cul-
tural practices and values, seek to understand 
the family hierarchy and the significance there-
of, in terms of who to talk with and not to talk 
with about certain things; and seek professional 
enhancement/development through trainings, 
seminars, conferences, workshops, and webinars 
(e.g. Child Development and Developmental Dis-
abilities in Immigrant and Refugee Children: Ap-
proaches to Understanding and Helping Families 
– a webinar held on January 27, 2015).
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Additionally, the Canadian Pediatric Society 
(2016) suggests that service providers should be 
aware of their own beliefs, connect with volunteer 
groups, local community organizations, and pro-
fessionals who have working knowledge of differ-
ent minority ethnic communities, ask families to 
share their beliefs about their child’s [suspected] 
disability, ask family for education on treatment 
approaches within their local communities, in-
vestigate and respect communication, language, 
and nuance, including the appropriate use of in-
terpreters, and recognize similar values between 
cultural groups, such as the importance of family 
or community support.

Conclusion
Oakes (2011) argued that cultural competency 

has been lauded as an effective approach to ad-
dress health care disparity issues; however, the 
clarification of the cultural competency process 
in the professional development of mental health 
care providers working with health care dispar-
ity populations has been repeatedly identified as 
a critical empirical need. 

Beard, Gwanmesia and Miranda-Diaz (2015) 
stated that research suggests a patient’s cultural 
background influences his or her experiences of 
trauma and traumatic stress reactions. Conse-
quently, ethno-cultural factors play an important 
role in their vulnerability, experience and ex-
pression of traumatic stress, as well as their re-
sponses to trauma treatment

 The various dialogues around cultural com-
petency suggest that cultural competency may be 
more applicable to clinicians and service provid-
ers in terms of the requisite skills to provide ef-
fective treatment or service for clients or patients; 
however culturally-informed care may be more 
appropriate to client’s individuality and value 
system. Therefore, it may be imperative to provide 
treatment and or care on an individual basis. 
However, a person’s individuality should then be 
seen as a combination of all that makes up his 
or her individuality in terms of identity (i.e. how 
he or she self-identifies in terms of race, culture, 
tradition, religion, gender, ethnicity, education, 
social class, sexual orientation, etc.) 

Resources
http://www.md-council.org/resources/national-

state-resources/
https://www.aucd.org/template/page.cfm?id=379
http://montgomery.md.networkofcare.org/mh/ser-

vices/agency.aspx?pid=MarylandMulticultu
ralYouthCentersMMYC_680_2_0

http://www.montgomerycountymd.gov/gilchrist/
http://tcp.sagepub.com/content/37/1/93.abstract
http://drum.lib.umd.edu/handle/1903/9448 
http://www.schoolmentalhealth.org/Resources/

Clin/CliniciansCulturalCompetenceEd-
ited2.14.08.pdf
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Tales of an Itinerant Psychologist

Context and Process
Lucille Esralew, PhD

With the exception of my work in groups, 
most of my training in psychotherapy, assess-
ment, consultation, and psychological services 
for adults with and without dual diagnosis was 
based on the individual as the unit of interest. 
Do not get me wrong—I received excellent train-
ing. I had stellar role models, teachers, mentors, 
colleagues, and clinical supervisors. However, I 
was inculcated to a granular approach to helping 
people. 

All my experience in working with adults has 
convinced me that we are less effective with in-
dividuals unless we engage the systems which 
support them. The families upon whom they rely 
and the staff who support them in their residenc-
es and day programs. I may see a person once 
a week but family and staff see the individual 
every day. In order to effectively work with indi-
viduals, we need to understand the value of the 
contexts, settings, and milieu in which individu-
als live, work, and leisure. Not only are the in-
dividuals with whom we work often discouraged 
about the prospects of change but often so are 
their families and staff.

Ever since I began supervising staff and stu-
dents within mental health services, I have made 
it a point to encourage them to look at the sys-
tems in which the individual is embedded in or-

der to figure out how to be most helpful.
A student shared during a recent supervision 

her discouragement and frustration about offer-
ing training and consultation to day program 
staff regarding a consumer with a significant 
and well documented history of trauma. The stu-
dent described “resistance” by staff to her work 
with them on behalf of the consumer within the 
agency. She was attempting to provide some psy-
cho-education regarding this individual and the 
role of trauma history upon his current behav-
iors and functional status. Staff felt that the con-
sumer “knew better” and was purposely avoiding 
responsibility for his actions. The staff did not ac-
cept the proposition that his challenging behav-
iors were associated with his history of trauma. 
The student was clearly discouraged about the 
lack of favorable response to her well-intentioned 
efforts at providing what she thought would be 
helpful to all of them. However, the discourage-
ment expressed by this student impressed me as 
being illustrative of and mirroring the ways in 
which the consumer, his family, and staff were 
also discouraged about the purpose or efficacy of 
change for this individual. 

We talked about parallel process. How does her 
own discouragement about the seeming recalci-
trance of staff parallel the day program staff’s 
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own experience with this consumer? How does 
this discouragement mirror the consumer’s expe-
riences with his family and staff? How can we 
re-motivate the consumer, his staff, his family, 
and this student to re-engage in work that may 
break this therapeutic stalemate? How do we get 
all concerned to attempt alternative approaches 
to the situation resulting in more effective behav-
iors? 

The student shifted her therapeutic position 
with the consumer. She spoke to this individual 
about his experience and what he wanted staff 
to know about him that he felt that they did 
not understand. The student worked with staff 
and spoke to them about what they wanted her 
to know about their experience with the con-
sumer. She engaged in a similar exchange with 
this individual’s family. We were seemingly far 
afield from the original task of educating staff 
to the significance of the consumer’s trauma 

history. However, the communication that had 
opened up with these exchanges paved the way 
to other important opportunities for understand-
ing and lessened the therapeutic impasse. She 
then shared with all stakeholder – staff, family 
and consumer-- the perspectives that had been 
shared with her.

Many of us have utilized “parallel process” in 
psychotherapy and psychotherapy supervision. 
However, parallel process is also operative in 
consultation and helping situations that are not 
specific to psychotherapy. The mental health cli-
nician who is self-reflective in practice can arrive 
at an understanding of behavior that will help all 
members of the individuals’ valued system and 
thereby gain better access to and be more effec-
tive with the individual.

For additional information, contact Dr. Es-
ralew at drlucyesralew@gmail.com

In the last essay, we explored the idea that sci-
entific progress (including social and clinical sci-
ences in mental health) is embedded in histori-
cal contexts that both shapes and is shaped by 
culture in complex ways. We also touched on the 
evolving symbiosis between two systems of un-
derstanding that are roughly based on individual-
case design and/or randomized controlled clinical 
trials. Both systems are bracketed by scientific 
hypotheses about the world and methodologies to 
study and hopefully validate these ideas and de-
velop technologies from them that work. But sci-
ence is a restless spirit, and it doesn’t take long 
until we disprove the ideas that gave rise to these 
innovations. This restlessness drives the history 
of science-as the cycle of old ideas are replaced 
by the new. This article is an attempt to make 
sense out of mental disorders and treatment. 
For example, evidence-based studies in psycho-
pharmacology are founded on methodologies that 
either confirm or disprove their usefulness (the 
drug works). But embedded in the methodology 
are hypotheses about the neurochemical basis of 
mental disorders and how medications work. An 
oversimplified example: if drug A is effective in 
decreasing the symptoms of disorder B then our 

theories about the origins of B and our under-
standing of the mechanism of action for drug A 
are “correct.” But our knowledge of both mecha-
nisms of action and basic neurobiology of men-
tal disorders are incomplete and will most likely 
continue to change over time (historicity). But 
should we throw everything we thought we knew 
out — the baby with the bath water?

If this introductory paragraph doesn’t send you 
into a state of catatonic terror, then nothing from 
this planet will — except maybe a pack of Veloci-
raptors in the next room. 

Historically, the evolution of scientific research 
shifts back and forth between often wildly suc-
cessful technologies that may have generated 
later developing scientific theories—steam en-
gine preceded modern theories about heat and 
thermodynamics. So even though the “inven-
tions” worked, a new generation of scientists 
were ready to jump into the breach and disprove 
old ideas. Much of what we assume to be true will 
be overturned. It is a bit more difficult to give up 
workable methodologies and technologies even 
though they might be based on outdated research. 
For example, Newton’s Laws of gravity got us 
to the moon and Pluto without truly explaining 
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what gravity really was. The practicality of his 
mathematic models still suits most of our needs. 
But that trickster and troublemaker, Einstein, 
redefined gravity as the bending of space-time, 
predicted gravitational waves (recently “discov-
ered” by scientists at LIGO), and Black Holes; 
gravitational lensing; and the peculiar effect of 
gravity and velocity on time. By the time we got 
used to Einstein’s ordered universe, the quantum 
physicists exploded it. Order and predictability 
crumbled. The mechanistic certainty morphed 
into uncertainty and probability. And then some-
one dreamed up “strings.” 

We can make a similar argument for modern 
genetics. Genes are parts of open biological sys-
tems (including our brain) that behave probabi-
listically. The old idea of genetic causality is a 
casualty of sorts. The Mendelian laws of inheri-
tance are now subject to the “chaos” of polygenic 
inheritance of complex disorders, epigenetics, 
gene-environment interactions, and more com-
plex systems involved in the regulation of cell 
function. The organization of the brain is to some 
degree open ended, but there are sequences and 
critical periods in early development that add 
some structure. This duality (structure and prob-
abilistic development) is analogous to the nature-
nurture, instinct-learning, organic-functional, 
psychiatric versus behavioral disorders argu-
ments. Even though these concepts are obsolete, 
best abandoned, they are still useful as explana-
tory models. As Claude Levi-Straus would argue: 
they allow us to structure the world by creating 
categories of things, customs, and ideas. The old 
models still have utility because they permit us 
to organize and structure things. This seems 
more palatable to common sense than many of 
the weird sounding new-fangled ideas. 

Brain function is also an open system- like 
Gaia (earth systems behaving as an organ-
ism) the brain is more than a mechanical watch 
or computer (at least for now). But going from 
predictability to probability increases our un-
certainty and risk of sinking into despair (solip-
sism) or cynical scepticism? In this context the 

scientific methodologies used in evidence-based 
medicine and descriptive/categorical diagnosis in 
dual diagnosis may be analogous to lifejackets. 
They rescue us from despair more than captur-
ing what is really going on? They are rear guard 
actions, holding back the uncertainty. In this 
case, describing mental disorders in people with 
ID (DSM-5, DM-ID-2) is easier to conceptualize 
and work with than the Research Domain crite-
ria (to be explored in the last article in this se-
ries). For example, RCTs provide evidence that 
the dozens of antipsychotics on the market work 
in schizophrenia. But now how and why do they 
work? The dopamine hypothesis theory of schizo-
phrenia and many movement disorders are “com-
mon sense” replies. But this common sense is less 
comforting to clinicians grappling with the one 
third of patients who fail to respond, or relapse 
after the drugs are discontinued? This cognitive 
dissonance propels us to the next level. But the 
newer hypotheses about schizophrenia move into 
areas of neurobiology and neuropharmacology 
that most of us do not fully understand or will be 
able fit into our usual clinical practice. 

In summary, most of us would prefer riding in 
a spaceship based on Newtonian physics unless 
we approached the speed of light and slowed our 
biological processes (aging) to 1 hour for every 
1000 years on earth. Or supposed we wanted to 
ride a photon-probability wave and find difficult 
to measure our speed and position simultaneous-
ly. It is much simpler to find 5 discrete symptoms 
that describe depression than scrounge around 
among 8-10 dimensions that focus on molecular 
genotypes as risk factors, neurophysiological, 
neuro-inflammatory, endocrine and molecular 
biological markers, temperamental traits, pat-
terns of attachment, and their overlap in depres-
sion, anxiety, and other brain disorders. 

Next time we will end our self-flagellation and 
return to the real world. 

For further information, contact Dr. Barnhill 
at Jarrett_Barnhill@med.unc.edu
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The following policy article, provided by James 
Wiltz, PhD supports the challenges and barriers 
individuals with IDD and co-occurring MH dis-
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Policy Committee in obtaining treatment and 
support services across healthcare, mental health 
and IDD service systems. 

Eileen Elias, Chair
NADD US Health Policy Committee

Enough Already! People with ID need commu-
nity-based supports, not institutions.

It has been over fifty years since President 
John F. Kennedy’s clarion call to close institu-
tions by advocating a “new approach” in which 
“reliance on the cold mercy of custodial isolation 
will be supplanted by the open warmth of com-
munity concern and capability” (Kennedy, 1963). 
Kennedy’s leadership on the issue also included 
the first President’s Panel (1962) and its 112 rec-
ommendations that laid the foundation for to-
day’s community-based support. 

At about the same time, Kennedy also proposed 
“landing a man on the Moon and returning him 
safely to the Earth” (Kennedy, 1961). As prom-
ised, that lofty goal was accomplished by the end 
of the 1960’s. Unfortunately for people with Intel-
lectual Disabilities (ID) who live in institutional 
settings, decades have passed with their hopes of 
community inclusion only partially fulfilled. 

The race to the moon was basically a proxy 
battle of the Cold War to show which system – 
Eastern Communism or Western Democracy/
Capitalism – was more robust. The Cold War was 
decided long ago with the West riding a wave to 
victory and leaving only nominal remnants of 
Communism in its wake. Meanwhile, the battle 
of institutions versus community has also been 
fought and won. That victory has been decisive, 
at least in theory, with community support dem-
onstrating better empirical outcomes (Larson, 
Lakin & Hill, 2013) and enjoying many legal 
precedents that show it to be the preferred model 
(Americans with Disabilities Act, 1990; Olm-
stead, 1999). Perplexingly, as of the writing of 
this article, the law of the land clearly states that 
people should live in the least-restrictive setting 

possible while minimizing the risk of institution-
alization, but at the same time we tolerate tens 
of thousands of US citizens living in institutions 
(Larson, et al., 2013).

As a friend recently said, there are certain 
things we know, like that the sun rises in the 
east, it sets in the west, and institutions are not 
a great place to live. The point is not to say that 
everything in an institution is bad or no progress 
has been made. For example, unlike fifty years 
ago, institutional settings no longer are the only 
choice for people needing services. In addition, 
the regulations guiding those services are simi-
lar, or in some cases identical, to those for com-
munity settings. This means, for example, that 
people living in large congregate settings have 
individualized support plans, including medical 
and behavior supports when needed. The author 
of this article has worked in three state institu-
tions and visited over a dozen more. Today’s in-
stitutional services barely resemble those vividly 
captured in the mid 1960’s photographic essay 
called Christmas in Purgatory (Blatt & Kaplan, 
1966). Still, living in large congregate settings 
often bears a significant resemblance to prison 
where some residents do not leave the facility 
grounds nor take part in any community activi-
ties, often for years at a time.

And they are extremely expensive. There still 
remain over 25,000 people with ID in the US liv-
ing in large state-run institutions with an aver-
age cost of over $600 per day or well over $200,000 
per year per person (Larson, et al., 2013). This 
totals about $6.5 Billion per year across the US. 
Significantly, as institutional populations have 
decreased over the years, the per diem cost has 
skyrocketed. By the mid 1980’s, it eclipsed $100 
per day; by the early 90’s, costs rose to $200; 
in 2000 each day’s services were over $300. By 
2008, that number exceeded $500, and it now is 
somewhere north of $600 per day. 

Enough already! Community services can do 
the job, usually at a lower cost.

The high costs and legal rulings have put per-
sistent pressure on states to shift funding from 
larger institutions to smaller, community-based 
settings such as supported living (Braddock, 
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Hemp, & Rizzolo, 2008). Despite the pressure, 
there still remain institutions in most states. 
One barrier to continued downsizing and/or 
closures is that the majority of the individuals 
who still live in these restrictive settings exhibit 
maladaptive behavior (Lakin, Larson, Salmi, & 
Scott, 2009). Providing effective and safe support 
for these individuals is often used as justification 
to keep institutions open. Therefore, the ability 
to effectively address problem behavior in com-
munity settings is needed if we ever are going to 
fully replace the institutional model. 

Identifying the problems with institutions and 
the superiority of community living is not new. At 
some point, though, we need to move past identi-
fication and finish what Kennedy set in motion. 
According to Wiltz & Harris (2014), there are 
four components needed to accomplish the goal 
of providing community services to those with ID 
still living in institutions:
1. Intensive Residential Support: There is 

nothing magic about providing residential 
support for individuals who have highly 
challenging behavior. Institutions are able 
to do it because they have so many resources 
available to them. Those resources are costly, 
and they can be put in place in community 
settings as well. One thing that is needed is 
tailored services and budgets. Perplexingly, 
states seem willing to spend whatever it 
takes on institutions, but they place many 
limits on community provision of services. In 
Indiana, for example, the last state-run in-
stitution closed in 2007. At the same time, 
Indiana opened what is called “Extensive 
Support Need” (ESN) group homes. ESN 
homes are located across regions of the state, 
and they remain its highest-acuity commu-
nity placement. The problem is that the ESN 
model has no flexibility, so it fails when chal-
lenges are too great. For example, the ESN 
model does not ever support one-to-one staff-
ing. The result is that some people, especially 
those who are very aggressive, simply can-
not live safely in an ESN home. So, where do 
they go? Usually it takes a few very unsafe 
incidents to occur first, but then the individ-
ual transitions to a privately-run congregate 
setting whose rates are high enough to pro-
vide safety.

Enough already! We have the know-how 
to do this right now in the community and 
only lack sufficient resources. 

Quite simply, we just need the will to 
make it happen, and Intensive Residential 

Support provided in a community setting is 
a good place to begin. This community sup-
port needs to be flexible with a budget built 
around the needs of individuals rather than 
one-size-fits all funding that won’t ever be 
quite enough to handle the toughest chal-
lenges. The financial resources already are 
being spent in the institutions. Even with 
initiatives where the money follows the per-
son transitioning out of an institution, if ad-
equate supports do not exist in the commu-
nity, there is nothing to buy with that money. 
That needs to change, and available Inten-
sive Residential Supports can be the starting 
point.

2. Crisis Services: In order to close institu-
tions, individuals experiencing crises in 
the community need to have quick access 
to services designed to reduce danger and 
prevent recurrence. Institutions essentially 
have built-in crisis services because of the 
high concentration of staff members who 
can rapidly respond to behavioral emergen-
cies. They also have other readily-available 
on-sight enhancements, such as behavior 
support and psychiatry. Some institutions 
have their own specially-designated locked 
unit(s) as well. This feature even precludes 
the need for acute psychiatric hospitaliza-
tion. In order to transition people with ID 
who exhibit the highest levels of problem 
behavior, some close approximation of this 
crisis response ability needs to exist in the 
community. 

Several states already have versions of 
crisis services. Others have cobbled-together 
programs or they have nothing at all. Mayer 
(2005) proposed a multi-component model 
upon which at least two states built a crisis 
program – Indiana and Georgia. Indiana ini-
tiated its crisis services as part of the 2007 
institutional closure, but discontinued it in 
2010 due to dwindling state revenues during 
the “Great Recession.” No statute or regula-
tion required a crisis program, so it was eas-
ily discontinued. Georgia began providing 
crisis services in 2011 as part of a Depart-
ment of Justice agreement to limit and even-
tually close institutions. Crisis programs also 
exist in other states, but most people with ID 
in the US have limited or no crisis services 
available. Unless, that is, they live in a state 
institution. In that setting, it seems, there 
are no budgetary restrictions, and resources 
allow for the people with the greatest chal-
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lenges to reside indefinitely in an institution 
because of available resources. As the place-
ment of last resort, the state government 
simply makes it happen when needed. 

Enough already! We have the know-how 
to provide robust community-based crisis 
services. 

The key components to a working crisis 
system are (1) a 24/7 hotline, (2) quick, on-
site assessment, and (3) appropriate in-home 
and/or out-of-home services available, based 
on the assessment (Mayer, 2005; Wiltz & 
Harris, 2013). Institutions have little prob-
lem providing crisis services because they 
have the human and financial resources 
readily available. Often what prevents com-
munity transition is that crisis services are 
only available in the institution. There is no 
reason for that because crisis supports can 
be provided to people in the community. All 
it takes is a funding stream, such as a state 
contract. The problem with normal Medic-
aid, including waivers, is that it generally 
only pays for services that are rendered. A 
crisis team needs to be available to provide 
the services, even when it is not actively en-
gaged – that way they can address crises as 
they occur. Many people with ID remain in-
stitutionalized because there are inadequate 
crisis supports in their community. It’s time 
those supports become available.

3. Community Linkages: Institutions may 
not be totally divorced from the commu-
nity around them, but many were placed 
far from any population center expressly 
for that purpose. And unlike institutions 
that can exist largely without the need for 
linkage to the community, it is essential for 
community providers to cooperate because 
none is able to do everything on its own the 
way institutions were designed. Sometimes 
it is a little tricky to navigate the partner-
ship versus competitor relationship among 
community caregivers. For example, sup-
ported living providers often compete for 
scarce residential referrals. Do they feel 
like colleagues or competitors? Also, when 
state contracts are awarded for specific 
services, winners and losers of these con-
tracts can feel enmity towards one another 
as opposed to collegiality. When Indiana 
awarded its crisis contracts, for example, 
one crisis vendor was also a major residen-
tial provider in the state. Some competing 
providers were uninterested in having crisis 

services because of the feeling it was like 
Burger King asking McDonald’s for help 
in making hamburgers. 

Getting providers to fully cooperate will 
always be a challenge, but there is evidence 
that it can work, especially when the link-
ages help clients obtain better outcomes and 
also seem beneficial to the providers. The 
START Program (Beasley & Kroll, 2002) has 
demonstrated how prioritizing linkages be-
tween providers can lead to salient benefits 
for both clients and providers. Sometimes 
these linkages are simply providers cooper-
ating together, such as when a client needs to 
change living arrangements, and two teams 
work together to facilitate a smooth transi-
tion. In other cases, it is different types of 
services working together for the best inter-
est of the client. The various types of caregiv-
ers include family advocates, residential pro-
viders, police, psychiatrists, ERs, vocational 
services, inpatient psychiatric services, 
workshops, behavior service providers, and 
day programs. All of the people working in 
these areas try to prioritize the best interest 
of the people getting services, but sometimes 
conflicts arise. 

It is not uncommon for problems to 
emerge between caregivers when a person 
with ID has very challenging behavior, which 
is common for those transitioning from an 
institution. In these cases, too often the ser-
vice providers retreat to their respective si-
los. For example, a day program may simply 
discontinue services for a person with a dual 
diagnosis and challenging behavior, leaving 
the residential provider in the difficult and 
expensive position to try to figure out how to 
cover those hours of supervision. Another ex-
ample is inpatient psychiatric services, which 
often are simply unavailable for people with 
ID. An oft-stated reason for this is because 
the acute-care unit fears that the individual 
will be “dumped” without anyone to pick up 
at discharge. These issues, and many others, 
can make it difficult for community partners 
to work together, which is a stumbling block 
for closing the “one-stop shop” of institutions 
that simply provide everything and barely 
need linkages to other providers.

Enough already! Providers can and 
should cooperate with one another for the 
best interests of their clients. 

One problem is that sometimes there is 
nobody responsible for ensuring that inter-
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provider linkages work, which leaves ev-
eryone looking out for their own interests 
(Beasley, 2013). The good news is that there 
is a potential solution – specialty crisis pro-
viders can be charged with this responsibil-
ity through the contracting process (Wiltz, 
2013). For example, Georgia’s crisis program 
requires that the crisis vendor establishes 
and coordinates a Community Collaborative. 
This group includes the crisis program, resi-
dential and other ID service providers, local 
hospitals, police, community mental health 
agencies, family advocates, and other key 
stakeholders. The Community Collaborative 
meets regularly to discuss system strengths 
and weaknesses, evaluates data, and tries to 
figure out what is working and what needs 
to be changed. This forum for collaboration 
exists because the specialty crisis team as-
sembled the partners as part of its contract 
and is responsible to ensure that lines of 
communication are open. There probably are 
other equally-effective ways to ensure that 
the community can cooperate more fully in 
order to enable individuals with ID to best 
meet their needs. It may require a change in 
culture. Regardless of how it is implement-
ed, community providers and families need 
to have effective linkages in order to provide 
a high-quality service alternative to institu-
tional placements.

4. Government Partnerships: This is an area 
where state institutions probably enjoy an 
advantage over community providers be-
cause they are part of the government struc-
ture. That is not to say that all government 
officials prefer institutions, but there are 
benefits to the government to have a place-
ment of last resort that they can tell what 
to do instead of making requests to private 
agencies. Over time, this advantage may 
have lessened, especially as institutional 
costs have risen. Still, providers and the 
government need to cooperate more fully 
in order to fill gaps and prevent delays in 
services that too often are a barrier to tran-
sitioning people from institutions.

This cooperation is not just optional. 
That is because it simply is impossible to be 
a community provider without partnering 
with government entities. They not only offer 
nearly all the funding, but they play a key 
role in – or are – the regulatory oversight. 
Governments also make key decisions about 
what services are supported through Medic-

aid funding, who is eligible, and where peo-
ple are placed for funded services. They also 
make decisions about additional contracts 
like those for crisis services.

An ever-present issue is that government 
officials are responsible to make decisions 
about the distribution of scarce resources. 
This means that many requests by individu-
als with ID and their caregivers are denied. 
The answer often is “no” or “wait” for an in-
determinate amount of time. Nobody chooses 
to be on a waiting list. They are placed on 
one after requesting services. Delays and de-
nials can be frustrating for individuals and 
their families, and providers often experi-
ence similar frustration. For example, it is 
not uncommon for a provider to request an 
increase in funding to provide enhanced ser-
vices based on client need only to have that 
request delayed for long periods of time or 
denied altogether. Similarly, if an agency 
cannot adequately provide services for a per-
son with complicated needs, the state govern-
ment is not always quick to respond, which 
leaves the provider in a bind – provide the 
services without reimbursement or under-
serve the individual. In Indiana, for example, 
when a residential provider gives official “60 
day notice” to discontinue services, the state 
often identifies no alternative placement for 
many months past the 60-day window. It is 
not difficult to imagine how this can lead to 
a lack of trust when a government official 
asks an agency to assume responsibility for 
providing services for someone with signifi-
cant behavior challenges. This “once bitten, 
twice shy” phenomenon leads to slow tran-
sitions as providers have little appetite for 
transitioning out their clients with fewer 
challenges coupled with a strong reluctance 
to accept someone with significant problem 
behavior. Whenever there is a lack of trust 
between providers and government entities, 
two things happen: (1) everything grinds to 
a slow crawl or halt, and (2) individuals’ sup-
port is undermined. 

Enough already! Partnerships and coop-
eration between providers and government 
are essential and need to be a cornerstone of 
services rather than a barrier. 

We should be working together to support 
community engagement for our clients. That 
involves building and sustaining trust so pro-
viders are willing to assume tough challenges 
and government officials are willing to make 
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timely changes based on client need. Trust 
and cooperation between caregivers and gov-
ernment will be needed to further depopulate 
and eventually close institutions. And after 
final closure, these partnerships will need to 
thrive in order to provide safe, high-quality, 
community-based services to all people with 
ID.

The process of institutional closure was set in 
motion decades ago, but we seem to have hit a 
speed bump. Once there were no alternatives, but 
community services now are thriving across the 
nation. Perplexingly, there still exists a parallel 
set of institutional services in most states. Many 
will say that there are some people who cannot 
be served in a community setting, but that is not 
true. With adequate resources in place, every 
individual can be served in the community. The 
purpose of this article was to identify a multi-
component model of robust community support 
that can work when tailored to individual needs. 
It’s time to answer the call that Kennedy made so 
emphatically over 50 years ago. This can be done, 
and we can do it right now. It’s not rocket science.
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The “U.S. Public Policy Update” is an ongoing 
column in The NADD Bulletin. We welcome your 
comments and submissions for this column. To 
learn more or to contribute to this column you 
may contact Eileen Elias, Editor of the U.S. Pub-
lic Policy Update at eelias@jbsinternational.com. 
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DSP Interests and Concerns

NADD Conference Scholarship Opportunity 
for Direct Support Professionals and The 
NADD DSP Award for Excellence 

NADD is committed to improving and recogniz-
ing the workforce of Direct Support Professionals 
(DSPs) who support people in our communities 
with intellectual/developmental disabilities and 
mental health needs. In appreciation of these 
hard working DSPs and as part of our ongo-
ing support to their professional development, 
NADD is offering a scholarship opportunity to 
promote attendance at the NADD 33rd Annual 
Conference & Exhibit Show, “Weaving Solu-
tions: Research/Policy/Practice in IDD/MI,” No-
vember 2-4, 2016 at The Sheraton on the Falls, 
ON, Niagara Falls, Canada.

The scholarships will grant DPSs an oppor-
tunity to attend workshops focused on building 
capacity and provide an experience to enhance 
their work in the field. Two (2) Direct Support 
Professionals will be chosen to receive free con-
ference registration. 

This scholarship is open to any DSP in good 
standing who supports individuals with devel-
opmental/intellectual disabilities and mental 
health needs and who would benefit from an op-
portunity to advance his/her involvement and 
knowledge in the field by attending the annual 
conference. 

Please visit the NADD website to complete ap-
plication information and to respond to the fol-
lowing questions. 1. Describe the work you do in 
the community and the individual(s) you sup-
port. Include an illustration of how your work 
in the field has improved the quality of life and 
mental wellness for someone you support. 2. Ex-
plain how you hope to benefit from attending the 
NADD Conference and how you plan to use the 
experience to enhance your work in the field. 

In other exciting conference news, The NADD 
DSP 2016 Award for Excellence will be given at 
the NADD 33rd Annual Conference & Exhib-
it Show,“Weaving Solutions: Research/Policy/
Practice in IDD/MI,” at a luncheon on November 
4, 2016. This award is presented annually to ac-

knowledge a Direct Support Professional (DSP) 
whose contribution to supporting people who live 
in our communities has resulted in significant 
improvement in the quality of life for individu-
als with intellectual and developmental disabili-
ties and mental health needs.  The award will 
be given to a Direct Support Professional whose 
dedication, advocacy, compassion, competence, 
person-centered approaches, and collaboration 
results in improved quality of life, health and 
wellness, and/or opportunities for person(s) with 
intellectual disabilities and mental health needs.  
NADD is proud to announce, beginning this year, 
the award recipient will be provided with two 
nights at the conference hotel and a cash award 
of $100.

To nominate a DSP for this prestigious award, 
please submit a one to two page statement indi-
cating reasons for nominating candidate for con-
sideration for this award. For example: How has 
this individual’s role as a DSP been exemplary? 
What makes him/her special?

Please visit the link for further instructions on 
required information: 

 http://thenadd.org/about-nadd/awards/nadd-
dsp-award-for-excellence/ 

 All nominations for scholarships and the DSP 
Award for Excellence should be submitted by Au-
gust 26, 2016 to info@thenadd.org or NADD, 132 
Fair Street, Kingston, NY 12401-4802.

For further information, contact Melissa Chep-
lic at Melissa.Cheplic@Rutgers.edu 

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 Melissa.Cheplic@
Rutgers.edu 

Like us on Facebook  www.facebook.com/NADDMHID 
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Family Corner

Sue Lerner
Sue Lerner lives in Phoenix, Arizona. She has 

been supportive of NADD for some time, but 
came to her first NADD conference in November 
of 2015. She attended the Family Issues Commit-
tee programs and immediately joined the com-
mittee. The FIC is very happy to have her in our 
family. Below is an interview with Sue.

Tell us a little about yourself.
I am a mother of 2 lovely daughters who are 

in their early 20’s. My daughter Ali has autism 
and severe anxiety and depression. She is also 
an artist. I am a child psychologist and had a 
private practice specializing in autism for both 
children and adults. I have also been a college 
professor and have found a creative outlet with 
being a potter. Through my therapy work, I feel 
that I am a story keeper. In my practice, in every 
session I worked with both my client individually 
and then with their caregivers. I think that most 
practices do not include the caregiver as much as 
I did. I learned an amazing amount. Currently, 
the tools that we have as professionals are insuf-
ficient for neurotypicals, and sometimes I am not 
sure that they do anything for people with au-
tism. As a profession, we need to do better.

The talents that have given me success are pa-
tience, empathy, creativity, and I am an extro-
vert. In my work and as a mother, I have used 
all of those talents very mindfully which is both 
rewarding and exhausting. I closed my practice 2 
years ago due to Ali’s health needs. Thankfully, 
we were financially able to do this.

Three years ago, Ali was prescribed an anti-
inflammatory medication for an illness, and she 
had the wherewithal to ask the doctor whether 
it would interfere with her other medication for 
her anxiety and depression. She was told they 
would not interfere. Well, they did interfere, and 
that sent her on a downward spiral into a psy-
chological and physical breakdown. She suffered 
through frequent and uncontrollable panic at-
tacks. It took an entire year to recover.

Why are you a member of NADD?
I am thrilled to find an organization that un-

derstands that stuff doesn’t “come in ones.” By 
that I mean that developmental disabilities do 
often come with co-morbidity factors. Medical 
doctors see a person with ASD and think that 
everything is behavioral and ASD related. Our 

schools and institutions over simplify and defi-
nitely don’t address the mental health piece. 
That mental health piece has been the most dif-
ficult for my daughter in schools, with relatives, 
and in life. NADD gave me a community of oth-
ers that embraces the complexities of a person 
with a dual diagnosis. 

Is there anything you want to share about 
your relationship with your daughter Ali?

I always feel blessed and grateful that Ali is 
in my life because she is Ali. There has been fas-
cinating research lately that shows that there 
are actual biological changes when a woman be-
comes a mother. I needed to work full time for a 
short period when Ali was 2 months old in order 
to obtain my psychologist license. I found a great 
place to care for infants. But when I drove away 
and left her there, I will never forget my reaction. 
My leaving her there made me realize the “love 
affair” I had with her. It was very visceral. It was 
more powerful than other types of love that I had 
felt.

Ali did not present with any difficulties at birth, 
but she was very alert, sensitive, and reactive as 
a baby. She was an early talker, curious and cre-
ative. As an adult, she continues to be very artis-
tic as well as smart. She has an extremely high 
measured IQ and remembers almost everything 
that she reads especially about science or zoolo-
gy. Like many people, most of her developmental 
challenges are sensory – lights and sounds. She 
can be rigid in her thinking and has a big dose 
of anxiety and depression. Ali enjoys having her 
own apartment, her dogs, and her hobbies. She 
takes care of basic tasks such as shopping, clean-
ing, and cooking. She continues to work hard to 
regain her health and functioning to return to the 
college in her community. I continue to shuttle 
my time between her town and the family home 
in another state.

My feelings for my daughter over these 25 years 
continue to be very powerful and loving feelings 
just as they were on the day I left my infant at 
day care. When all is said and done, I believe we 
have both benefitted by our relationship. I love 
being Ali’s mom. Taking time to enjoy and appre-
ciate my daughter helps me support her during 
the tough times. The upside for her is that I am 
able to support her with heart and mind during 
challenging times when schools, medical profes-



Note from the editor
This month Dr. Sigan Hartley and colleagues emphasize the 

need to disseminate education and training on best care stan-
dards for mental health and challenging behaviors in individuals 
with dual diagnosis. Dr. Vaylah Clinton encourages conversation 
around the significance of culturally informed care. Lucy Esralew, 
Ph.D. writes about “parallel process” in clinical consultation and 
clinical supervision. Dr. Jarrett Barnhill attempts to make sense 
of mental health disorders and treatments in this month’s install-
ment of his neuroscience column. 

In the US Public Policy column, Dr. James Wiltz characterizes 
the features of a robust model of community supports that can sup-
plant institutions for individuals with developmental disabilities.

The DSP column contains valuable information about scholar-
ships and awards for the upcoming NADD 33rd Annual Conference 
and Exhibit Show November 2-4, 2016 in Niagara Falls, Canada. 
Sue Lerner shares her experiences as a parent to Ali and rela-
tively new member of the Family Issues Committee.

With summer upon us, hopefully we will all have the opportu-
nity to relax and renew ourselves. This may also be a time to slow 
down in order to reflect upon and process the work you have done 
and share your thoughts about your work and the work of your 
colleagues with us in writing.

Lucy Esralew, PhD., NADD-CC.
drlucyesralew@gmail.com
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sionals, and even relatives have not been able to 
help. I believe we are both enriched by our rela-
tionship.

If you had a magic wand, is there 
anything you would change about the 
supporting agencies in your area?

Simply put, we need more and better. It is im-
portant for anyone who works with or loves a 
person with autism to remember that not only 
are their challenges complex, they may well be 
lifelong. As the person matures, they change. 
Likewise, their autism may change and their 
abilities and needs may change. We know quite a 
bit about child development, but we change bio-
logically, socially, and emotionally throughout 
our lifespan. Then consider the differences posed 
by neurology, gender, or both. We are just in the 
infancy stages of understanding adult develop-
ment.

Until recently, we thought that human devel-
opment ends at 18. We diminish support and 
education at that time because we believe that 
people are mostly “set on their life course.”  In 
recent years, we’ve come to know that change, 
growth, and even neurological plasticity can oc-
cur throughout the lifespan. It’s time to re-think 
our levels of support, education, and training be-
yond early adulthood to address the ever chang-
ing needs of the people we love.

Is there anything you would like to add?
Where we are today is similar to where we 

were with cancer 50 years ago. Cancer is the 
name given to a collection of related diseases. It’s 

possible that ASDs are also a collection of related 
neurodevelopmental differences or disabilities. 
We oversimplify things, which I suppose is hu-
man nature. Telling our stories helps us to real-
ize the diversity of our experiences and breaks 
down that oversimplification.  

When Ali was young, autism was considered 
quite unusual, 1 for every 10,000 births. They 
were all children, were all non-verbal, were 
mostly white, and were almost all male. What we 
knew about autism and how we supported and 
educated people with autism was severely limit-
ed by this narrow understanding. In our case, Ali 
received many wrong diagnoses and was subject-
ed to numerous incorrect and possibly damaging 
therapies and instructional programs. These are 
better days now, but we still have much to learn. 
Each of our stories is unique and highlights the 
diversity of autism but at the same time the simi-
larities bring us together. It is enlightening and 
empowering to hear I am not alone.

If you would like to tell your story to 
NADD, please contact Sue Gamache at sue.
gamache0@gmail.com or 845-878- 4127.

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 14th Annual MI/DD Conference
September 19-20, 2016 * Columbus, Ohio

NADD 33rd Annual Conference & Exhibit Show
November 2-4, 2016 * Niagara Falls, Ontario, Canada




