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Date: May 1, 2022

To:  Gatekeepers of Mental Health Services for Adults with Developmental Disabilities
(Families, Doctors, Guardians, Lawyers, Judges, Health Care Payers & Providers)

Re: A request to: (1) consider the consequences of the delay or denial of mental health
services to adults with developmental disabilities; (2) review your existing policies
and procedures; (3) make adjustments to improve access

Dear Gatekeepers:

We are writing to share a new publication titted Consequences: A Report on the Adverse
Effects of Delayed or Denied Mental Health Services to Adults with Developmental Disabilities.
Although the delay or denial of prompt access to mental health services may have legal and
financial ramifications for those we call “gatekeepers,” this report focuses on the consequences
to the disabled adults who need but do not obtain such services in a timely manner.

We refer to “gatekeepers” as the professionals and officials who control mental health access
for this vulnerable population. Most adults with developmental disabilities lack the
understanding, communication skills, or tools to access mental health services on their own.
They must depend on others to facilitate this process.

If you are someone that such an adult depends on —a parent, primary care physician, guardian
or conservator, court-appointed attorney, judge, service provider, health care payer —we want
you to become aware of the consequences to an individual if you fail to secure mental health
access for them when they need it. We also want you to be aware that most of them do have
such a need, whether it is to treat conditions associated with their disability, or to address
conditions arising from acute or chronic mental illnesses, victimization from crime, or the
traumatic effects of abuse.

We hope that once you realize how devastating the delay or denial of mental health access can
be to such individuals, you will take appropriate steps to improve the policies and practices that
guide your role as a gatekeeper to such services. We also invite you to share your views with
us on this topic. Please contact Tina Baldwin. (christina.baldwin@spectruminstitute.org)

Best regards,

" Mo E bl

Thomas F. Coleman
Executive Director
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Foreword

Spectrum Institute serves as a leading policy advocate for individuals with developmental
and intellectual disabilities. With increased discourse on issues like conservatorship and
mental health education in the United States, it is paramount that the needs of individuals
with disabilities are included in our assessment of the mental health landscape.

The report submitted by Emmi Deckard brings much needed attention to barriers associat-
ed with delayed or limited access to mental health care for individuals with developmental
disabilities. Deckard clearly outlines the prevalence of co-morbid mental health disorders
and the need for appropriate mental health services. The report also addresses the pau-
city of culturally attuned services and professionals to address the unique experiences

of folks with developmental disabilities. This lack of access is exacerbated by structural
factors like insurance coverage.

As a clinician and researcher, | urge future work to consider multiple identity-based sys-
tems. We must also consider how structural barriers related to class and how intersection-
al identity-based stigma may further impede engaging with the mental healthcare system.

Throughout the COVID-19 pandemic, telehealth practices have increased access to virtual
care for folks with transportation concerns, for example. However, this shift has also un-
derscored clear gaps in access to technology and issues related to class and socioeconomic
status. These issues are particularly relevant to individuals with disabilities, given 2020
national data from the U.S. Department of Labor (DOL) citing lower full-time employment
rates for those with disabilities. Consistent with previous literature, a 2021 report by the
Institute for Community Inclusion at UMass Boston found that these employment dispar-
ities are even greater for folks with developmental disabilities (Winsor et al., 2021). These
structural factors limit access to affordable, comprehensive mental health care.

Furthermore, it is crucial to understand that individuals with disabilities are not a mono-
lithic group. For example, employment disparities are higher for BIPOC individuals with
disabilities (Department of Labor, 2020). Such data underscores the reality that every
individual holds intersecting identities that influence how they navigate complex systems
of power and privilege. Within these systems, structural (e.g., barriers to access, discrimi-
nation) and psychological (e.g., stigma, microaggressions) factors impact engagement and
utilization of mental health care by minoritized groups, like BIPOC (Black, indigenous, and
people of color) and LGBTQ+ communities (Perzichilli, 2020; Green et al, 2020). While little
is known about individuals with disabilities at these intersections, further integration of
these systems and contexts is essential for future work.

In sum, this report provides valuable insight into barriers to mental health care for indi-
viduals with disabilities. Future work will need to explore how systemic experiences (e.g.,
classism, racism, heterosexism) further impact access to mental health care for those with
disabilities within our current context. Adopting this intersectional lens can provide clini-
cians and policy advocates with a more holistic understanding of factors that impact care.

José R. Rosario,
Advisor to Spectrum Institute’s Mental Health Project
January 28, 2022



Introduction

International treaties, federal laws, and state statutes are supposed to provide a safety net
to protect the medical rights of our most vulnerable citizens, people with developmental
disabilities. These citizens have the right to access a full range of mental health care
therapies that people without such disabilities have.

But what are the consequences when the safety net breaks?

Consequences of Delayed or Denied Mental Health Care to Adults with Development
Disabilities, written by Emmi Deckard, reveals that there are significant adverse
consequences for adults with development disabilities resulting from the delay or denial
of necessary mental health therapy. Her paper is the core of this report.

Deckard did not conduct new, independent research. She is sharing existing research. Each
one of the papers, articles, and reports that she references stands on its own merit, and
from them Deckard describes the population of adults with developmental disabilities,
documents how they are at higher risk for mental illnesses and mental conditions,
documents how they are at significant risk for abuse of various types, identifies the variety
of mental health therapies that are available for this population, reports that qualified
therapists are available but not in sufficient numbers, and identifies the barriers that exist
to prompt and effective mental health therapy.

What is a delay? Let’s say a person, any person, has been sexually abused, and all that is
offered as therapy are behavior modification techniques. Then another mental health or a
medical problem develops in reaction to the sexual abuse, and the individual acts out as a
relief valve. Their anger, their fear, is boiling up inside them but only attempts to suppress
the behavior are offered as solutions. A vicious cycle develops. The individual needs a
more holistic approach but this isn’t happening, and the cycle becomes more complicated
and difficult to address as time passes.

Deckard’s report raises many issues in the conversation about systemic reform. People
in the general population are able to access mental health services through whatever
vehicles are available through their healthcare provider, such as Kaiser, Blue Cross, etc.
They are able to ask their primary care physician for a referral for mental health services.
They are able to access mental health services because they are able to navigate the
system to get services and get them promptly.

But most people with developmental disabilities are not able to do this independently
because of the nature of the disability. They are thus dependent on others who become
the gatekeepers to services. The gatekeeper could be a parent or relative, a conservator
or guardian, a primary care physician with whom they already have an established
relationship. The later can become involved in several ways. For example, a physician



becomes a gatekeeper to mental health services if their patient has been a victim of abuse
and they are experiencing trauma from that. Or the primary care physician learns that
their patient with a developmental disability such as Down syndrome is experiencing and
exhibiting symptoms of cognitive decline. They know that the person probably isn’t aware
that they have this problem or that there is a label to put on the problem or that they are
entitled to a referral for mental health evaluation and therapy to help them cope with the
symptoms to address the underlying issues to help alleviate or minimize the symptoms.
The person with a developmental disability is dependent on the people around them to
make that happen. When that doesn’t happen because the physician, guardian, or other
gatekeeper is in denial or doesn’t want to spend the time or for whatever reason, there
are adverse consequences to the individual with the developmental disability when they
don’t get those services.

Deckard describes how the adverse consequences of delayed or denied mental health
services can be profound and complicated. For example, if a person experiences abuse,
the consequences are depression, PTSD, phobia, anxiety or whatever. We know what
happens to people who have PTSD. Their lives can be destroyed by the symptoms they
exhibit, that it can destroy relationships or their ability to hold down a job. The same could
be true for depression or extreme anxiety or other types of mental health symptoms. The
individual may not want to leave the house. They may not be able to go outside to get
exercise or fresh air. The quality of their life can be destroyed by a mental illness that is
untreated. Some people might not care if the individual with developmental disabilities
and mental health problems sits in room 24 hours a day watching tv but that is not the
quality of life to which they are entitled as a human being. What matters to the individual
with developmental disabilities is that their mental health problems are addressed
promptly by accessing mental health services available to everyone else.

What happens in the situation for the person with a developmental disability when

there are behavioral manifestations such that people around them are uncomfortable or
embarrassed and are more concerned with suppressing the behavior than they are about
the underlying reasons for the behavior?

Perhaps an applied behavioral analysis specialist enters the picture and then treatment
might be all about controlling behaviors. | am not saying there isn’t a place for that but if
emphasis centers on behaviors disappearing and not on the underlying conditions then we
still have the cause of the problem. If all they are trying to do is give them ABC behavior
modification this might go on forever. That could result in another mental health problem
or other medical problems because all that is being done is forcing them to suppress their
behavior when the underlying problem could, for example, be their reaction to sex abuse
and they are acting out sexually.

Another scenario is that of the individual who has experienced adverse childhood events
(ACEs), which can cause various kinds of trauma. ACEs are underreported and not easily
recognized in people with developmental disabilities, and therefore, often remain
untreated. If they are not treated with proper forms of mental health therapy, the trauma



can be suppressed and manifest in medical health conditions throughout life. Since this
is what happens in the general population who have experienced ACEs, it doesn’t require
much imagination to understand that for some people with developmental disabilities
with traumatic childhood events, the resulting trauma might be more intense for them
than it would be for a person without a developmental disability.

Other issues arise in the discussion of adverse consequences. For example, if the person
with developmental disabilities has a need for mental health therapy, whose obligation
is it to identify that? Whose obligation is it to deal with it in an appropriate, timely

way whether it is cognitive therapy or any other therapies available to people without
developmental disabilities? Maybe generic therapies that are modified can be part of
the treatment plan. Maybe there could be an applied behavioral analysis specialist in
additional to a psychologist and psychiatrist. It could be a combination of therapies.

But what if that doesn’t happen? What if the need hasn’t been identified because people
are ignoring it or considering it only a behavioral problem? What if their excuse is they
lack the time to deal with it? Or what if they say “there is no one within 10 miles who can
deal with it so we are just going to let go of it” when, in fact, there is somebody within 75
miles or somebody who can do it by Zoom? Should these rationales exempt them from
the responsibility to ensure prompt and appropriate care for an individual who must
depend on them for such care?

Federal and state legislators should create task forces to investigate compliance with the
Americans with Disabilities Act (ADA), Medicare, Medicaid, and state agency policies
mandating person-centered plans (PCP).

Perhaps many services can be handled at considerable cost savings and more
appropriately with person-centered service plans which could result in less restrictive
services. It should be kept in mind that pre-existing mental health issues and challenging
behaviors can be exacerbated by inappropriate service plans. Person-centered planning is
essential for the most effective use of dollars for each individual. When service providers
request higher and more expensive levels of services because of mental health or behavior
challenges and mental health care services are absent, then there is the possibility of
conflict of interest issues. How about making it mandatory that an appropriate mental
health professional be involved before more expensive services are approved?

Guardians have a legal duty to secure prompt and effective health care treatment for
adults under their care. Relatives who have voluntarily assumed the role of care providers
also have legal duties. The failure to secure prompt and appropriate health care, including
mental health care, may constitute elder or dependent adult abuse or neglect. Thus,
under state law, guardians and voluntary care providers could be subjected to civil or
criminal liability for such failures. Then there is the federal ADA statutory scheme. This

law requires that the states treat people with disabilities equally with those who do not
have disabilities. Excluding people with disabilities from the full range of mental health
therapies available to people without disabilities would constitute disability discrimination
in violation of the ADA.



Not only are tax dollars at issue but so are civil rights. In September 2019, in a case
brought by the Department of Justice (DOJ) against the State of Mississippi, a federal
judge ruled that Mississippi was violating the ADA and ordered the state to improve
overall delivery of mental health services. The federal judge appointed an overseer to
facilitate Mississippi’s effort to bring its mental health system into compliance with the
ADA. At the end of April 2020, Mississippi legislators finalized a new budget and changes
have occurred.

An appropriate legislative committee in each state should request the state’s office of
financial management or equivalent to review records in a random sample of clients who
are receiving services from the state’s mental health agency or developmental disability
agency. The review should include interviews with clients and their families.

Such a review could include questions such as:
* Has there been a diagnosis of mental health or behavior problems?

* Are services to address mental health or behavior issues being provided? Who is
providing them? Have treatment plans been developed by mental health or behavior
professionals? Is there ongoing monitoring and evaluation by the professionals?

* Have there been requests for employment and/or residential services or for
modification to extant services based on the need to address behavior or mental
health challenges?

* Who has made the request: service providers, parents, guardians, psychologists or
other mental health professionals?

* If service providers are making the request are they a for-profit business or
nonprofit?

* Do service plans meet person-centered criteria, values, and policies of DDA, DSHS,
Medicaid, Medicare, and state and federal laws?

The answer to questions such as these will help everyone to have a realistic picture of
necessary and potentially excessive expenditures and to evaluate compliance with the
ADA as well as the presence of person-centered planning which should identify needed
mental health services.

When service providers request higher and more expensive levels of services because of
mental health or behavior challenges and mental health care services are absent, then
there is the possibility of conflict of interest issues. It is essential that an appropriate
mental health professional be involved before more expensive services are approved. This
and other problems can be identified that will reduce both the adverse consequences to
the individual and the allocation of tax dollars.

More attention should be given to training and standards of practice for attorneys
representing people with developmental disabilities. It is impossible for attorneys to do
their jobs without a basic understanding of specific disabilities and mental ilinesses, and
how these two together bring an individual to need legal representation. Deckard’s report



is a significant start in helping the legal community understand the adverse consequences
of denial or delay in mental health services and to begin the discussion on due process
improvements within the legal system to appropriately prepare for these cases.

The disparity between professionals with training to appropriately provide the full
range of mental health services to people with developmental disabilities as they do to
those without developmental disabilities is a significant problem compounded by the
reimbursement from Medicaid and Medicare. The mental health community, including
university programs, mental health clinics, doctors, nurses, social workers, housing
agencies, etc. need to join the chorus for change and contribute to finding solutions.

We need to stop accepting what is and start creating what should be. We need to get the
conversation going and start the activities of systemic reform. The soul of our nation is tied
to how well we treat our most vulnerable members.

Hopefully, the report will come into the hands of self-advocates who can use the material
to advocate for themselves and/or to contact people who can support their efforts to get
help and change the disparity in the delivery of services.

It is our intention to get a vigorous conversation going that ultimately leads to systemic
reform nationally and in each state in the delivery of mental health services to people
with developmental disabilities. This reform must be compliant with the ADA, increase
the number of qualified mental health professionals, improve training, and strengthen
monitoring and evaluation criteria for professionals such as attorneys, guardians,
physicians, and service providers who work with people with developmental disabilities.

We believe there should be three more reports that ask:
* What are the consequences to their families and others in their network of support
when mental health services are denied or delayed?

* What are potential legal consequences that willful or negligent delay or denial for
such services can have for those who are gatekeepers, for example, primary care
physicians, care providers, guardians, and court-appointed attorneys in guardianship?

* What are potential financial consequences that the deprivation or delay of mental
health therapy can have on state and local resources, such as extra burdens being
placed on entitlement programs, law enforcement services, and judicial proceedings?

Let’s get the conversation going with a view to stimulating the adoption and
implementation of long overdue improvements in the delivery of mental health services to
adults with developmental disabilities.

Christina Baldwin,

Director
Mental Health Project

Vi



Consequences of
Delayed or Denied Mental Health Care
for Individuals with Developmental Disabilities

By Emmi Deckard

Abstract

This report investigates both the origins and frequency of delayed or denied mental health
services to adults with developmental disabilities while also illuminating the significant
adverse consequences that can occur to these communities as a result.

People with development disabilities are a vulnerable population
with an increased need for mental health services. This group is also

vast and diverse. Approximately 7.38 million individuals in the United States have a
developmental disability (DD) as of 2017 [1]. In fact, the prevalence of DD overall is on the
rise, resulting in approximately 1 in 6 children between the ages of three and seventeen
having a diagnosed DD in the United States today [2]. This increase has been attributed

to multiple factors including broadened diagnostic criteria, decreasing stigma, utilization
of inclusive language, improved screening processes, increased understanding of
neurodevelopment, and improved survival rates of children at high risk for disability [3].

According to the Center for Disease Control and Prevention, the term DD encompasses a
group of conditions which are characterized by impaired physical, educational, linguistic,
or behavioral development [4]. Intellectual disabilities (ID) are just one category of DD
along with autism, attention-deficit hyperactivity disorder, learning disabilities, and more
[4]. DDs manifest during various developmental periods and typically last throughout

an individual’s life [4]. Individuals with DD are an extremely heterogeneous group with
varying degrees of lifelong impairment across multiple sectors, thus warranting a variety
of tailored and sustainable support systems [5]. While much of this paper addresses the
mental health needs of a wide range of individuals with DD, special focus is placed on the
lack of robust and accessible mental health services for individuals with ID.

Mental illness has greater prevalence in individuals with DD than the general
population. While statistics vary, it is known that mental illness has a greater prevalence
in individuals with developmental disabilities (DD) compared to the rest of the population
[6, 7, 8, 9]. An estimated 35 percent to 40 percent of those diagnosed with DD also have a
diagnosed psychiatric disorder [6]. The comorbidity of DD and mental illness or behavioral
difficulties such as aggression, depression, anxiety, and addiction is referred to as “dual
diagnosis” for the purposes of this paper [7, 10, 11].



Although psychological disorders commonly occur alongside DD, these disorders are
chronically underdiagnosed, misdiagnosed, or poorly managed [5, 12, 13]. Diagnostic
overshadowing, in which symptoms of mental or physical illness are misinterpreted as
symptoms of one’s DD, is a likely contributor to suboptimal care which results in less
likely diagnosis of psychiatric disorders in this group despite higher occurrence [13]. For
example, individuals with DD are less likely to have developed coping skills and, as a
result of potentially limited verbal skills, may resort to physical aggression in order to
express their discomfort or stress [7]. Alternatively, physical aggression could be rooted in
a mental illness or be an expression of pain resulting from a medical issue [7]. There are
numerous explanations for this single behavior; however, clinicians are quick to assume
the behavior is attributed to DD rather than exploring alternate causes as would be done
for individuals without DD. Hence, the diagnosis of an DD can overshadow any other
diagnosis. Without maintaining a high index of suspicion for alternate causes of their
behavior, people with DD or mental health disorders are denied appropriate screenings,
treatments, and investigations necessary for making alternate diagnoses and maintaining
good health [13].

In short, the clinical presentations of psychiatric disorders for people also diagnosed with
DD are not well understood and are often misinterpreted as symptoms of DD. Variable
presentations of DD from person to person make diagnosis even more difficult, especially
if one is nonverbal [7, 10]. Recently, a diagnostic manual specific to ID, the Diagnostic
Manual-Intellectual Disability or DM-ID-2, was published by the National Association for
Dual Diagnosis (NADD) in order to address the issue of diagnostic overshadowing and
increase understanding of psychiatric disorders in context of ID [10].

Despite these advances, other challenges persist and mental health services available for
people with DDs remain undefined and underdeveloped [5]. Furthermore, individuals with
dual diagnosis often slip through existing cracks between non-overlapping areas of DD
healthcare and behavioral or mental healthcare, assuming they are able to be accurately
diagnosed with both disorders in the first place [10]. Thus, there is a major unaddressed
need for mental health care that is both inclusive of and accessible to people with DD.

A dual diagnosis of DD and a psychiatric disorder increases the risk of abuse.
Although societal biases would lead some people to believe that those with DD are
either worry free or exempt from emotional stress due to a general inability to express
their feelings, statistics regarding individuals with dual diagnosis show otherwise [12].
While they may struggle to communicate a traumatic experience, children with DD are
significantly more likely to experience traumas including adverse childhood events,
bullying, abuse, seclusion, domestic violence, restraints, and more compared to children
without DD [10]. Spectrum Institute has several publications on this topic. [32]

People with disabilities, especially DDs, have also been historically more vulnerable

to crime [14]. These emotional stressors can lead to an even greater need for mental
health services which remain inaccessible to people with DD and psychiatric disorders.
The impact of these traumas, especially those caused by seemingly trivial events,



on individuals with DD can be discounted by service providers [10]. Likewise, crimes
committed against people with disabilities are likely to go unreported, to be described as
“incidents” rather than crime, and unprosecuted because of “unreliable” testimony from
a person with DD [14]. Still, the trauma that results from victimization of people with DD
and/or psychiatric disorders requires the help of mental health professionals, few of which
have the training to account for disabled people in their practice [14].

Mental health services for individuals with dual diagnosis fall short.
Adequate healthcare is necessary to enhance quality of life and allot individuals to pursue
their interests and desired activities [6], yet health care for the dually diagnosed often falls
short.

One study suggests that people with both DD and a mental health disorder have higher
unmet treatment needs in terms of adaptive skills and cognitive needs [15]. These unmet
needs include a lesser understanding of one’s own health conditions resulting in reduced
compliance with medical treatments, lack of transportation impeding access to health care
and socialization, and others [15]. These factors can all accumulate to exacerbate one’s DD
or mental illness, having a negative overall impact on one’s health.

Furthermore, given the importance of early identification of disability and implementation
of therapy for positive long-term outcomes for people with DD [3], the lack of clarity

in terms of effective treatments is astonishing. For example, differing conclusions have
been drawn about the efficacy of specialized mental health services in comparison to
general mental health services [16]. General mental health services are thought to avoid
segregation and discrimination but could require working with less knowledgeable and
understanding providers [16]. On the other hand, specialized mental health services are
thought to better meet the needs of the DD community but can feel stigmatized and may
be less affordable [16]. While any clinician can take on a client with DD and mental illness,
additional certifications offered by organizations like NADD to better tailor treatment to
the individual’s diagnoses and ensure competency of the clinician should be more widely
used [17].

Similarly, the genre of therapy which is most effective is also debated. Reports
investigating the efficacy of psychotherapy for people with ID are conflicting, with

some saying the effect is significant and others disagreeing often depending on the
severity of ID [5]. Cognitive-behavioral therapy is another approach which is generally
considered to be a promising effective treatment for individuals with ID [5]. Whatever the
psychotherapeutic intervention, several improvements are recommended to better cater
to people with ID including the use of visuals, repetition, involving caregivers, working in
small increments with breaks, and reducing abstract language [5, 18].

Overall, the preferred method of treatment for individuals with dual diagnosis tends to
vary by individual, by psychologist and/or physician, and with time. Our understanding of
which treatments work best is constantly evolving along with our understanding of dual
diagnosis itself, which can complicate treatment.



Additional barriers impact access to available mental health services
for people with dual diagnosis. Multiple studies support the idea that dually
diagnosed people are poorly supported by existing health care services across the

globe [15, 19]. While many people may have difficulties accessing health care, there are
additional barriers for people with DD which can be life threatening [20]. In the past,

the health of people with DD has been poorly tracked and researched through national
surveys; however, the recent inclusion of disability items on platforms such as the
Behavioral Risk Factor Surveillance have opened up the field and exposed inequities in
health care [21, 22].

The 2001 Report of the Surgeon General’s Conference on health disparities for people with
ID admits that people with ID experience excessive “difficulty in finding, getting to, and
paying for appropriate health care” compared to other populations due to an inaccessible
system and biased providers [19]. These challenges are more pronounced for people with
an ID who also identify with minority communities and therefore experience additional
language and cultural barriers [19]. In general, people with all kinds of disabilities have
historically experienced poorer access to health care as well as lesser quality health care
compared to their non-disabled equivalents [21].

The culmination of several factors leads individuals who have a dual diagnosis of ID and a
mental health disorder to be particularly barred from rapidly accessing adequate health
care services. Some of the most prominent causes of this phenomenon are expanded
upon below.

Insurance and lack of integrated health care settings impacts access to
services. Many adults and children with DD live in poverty and therefore rely upon
government-funded health care insurance [19]. Mental health services are less likely to be
covered by insurance plans and often involve higher copays as well as limited services [23].
For this reason, people with DD who may already face expensive bills for any treatment
they may be receiving for their DD can be deterred from mental health care services which
would treat their mental health conditions.

In addition, treatment is often driven by diagnosis rather than symptoms, which

can neglect the needs of some patients [11]. Given the phenomenon of diagnostic
overshadowing, it can be difficult for an individual with DD to be formally diagnosed with
a mental health disorder, which prevents them from accessing any treatment for that
disorder under their insurance given that the diagnosis does not exist on paper despite
the person exhibiting symptoms.

Furthermore, separate funding and regulation of physical and mental health facilities
results in access to each system being determined solely by diagnosis rather than the
presentation and health care goals of the patient [6]. Each diagnosis is assigned its own
system and the health care provider will only be reimbursed for treating their assigned
diagnosis, not any comorbid conditions [6]. For example, primary care physicians listing



treatment of a mental health diagnosis will not receive reimbursement [6]. Therefore,
individuals with DD who also experience comorbid psychiatric disorders are forced to
navigate several systems of care rather than one integrated healthcare plan [6].

Reimbursements for mental health services can become further complicated when
using Medicaid, accessing preventative mental health services, or utilizing alternative
practitioners or non-clinicians [24]. Insurance complications can incentivize people to
neglect their health rather than use these services, despite their proven benefits. On the
other hand, health care providers do not have incentives to ensure the health of people
with DD or to accept government-funded insurance [19, 20]. This “demarcation between
mental health and disability services” is one of the most prominent barriers to adequate
and accessible healthcare for the dually diagnosed [16].

Integrated care is problematic. Integrated health care which involves coordination
between primary health care clinicians with mental health services has proven benefits
which can uniquely serve the DD community [6]. Considering the vast network of
caretakers that individuals with DD may interact with — including social workers,
healthcare providers, and educators — coordination of care is key to efficiency and

has been shown to have real benefits [6, 24]. However, integrated care is impeded by
caretakers who do not understand the interplay between physical health and mental
health for individuals with DD [6]. While a large interdisciplinary team of caretakers

play a role in an individual’s healthcare, poor integration can result in redundancy,
miscommunication, and diffusion of responsibility [16, 24]. Also, as previously discussed,
this form of health care has been essentially dismissed as a feasible alternative due to
excessive regulation from insurance companies which prevents patients from integrating
their health care.

Other forms of treatment such as community-based settings also show better outcomes
than current default treatments for people with DD [8]. Organizational supports within
community-based settings are often supportive of mental and behavioral needs and in
turn increase the participation of people with dual diagnosis in their community and
positively impact their health [8]. However, current treatments for people with DD still
recommend isolation and sometimes institutionalization upon diagnosis.

Overall, new treatment concepts for individuals with DD such as integrated healthcare
plans and community-based services have improved upon traditional methods. [33] Yet,
no transitions are being made toward superior forms of health care for people with DD
and psychiatric disorders despite the opportunity they present to increase efficiency,
reduce costs, and limit disparities [8]. This is likely due to the non-ubiquitous and
subjective implementation of therapies which makes it difficult to determine effective
treatments for the DD population, as discussed previously.

There is a lack of qualified providers. The need for specialized health services for
people with DD was recognized in 1962 through the authorization of the Developmental
Disability Act [22]. Yet, experts agree that today the increased prevalence of mental health



problems among individuals with DD is still juxtaposed by a lack of services to meet this
need [5, 9, 19].

Medical professionals trained in both DD and mental illness are a rarity [12, 16], which
promotes the occurrence of diagnostic overshadowing. Without the ability to accurately
assess the physical and mental health of a person with dual diagnosis, clinicians deny
these patients their right to competent medical assessment and treatment. Adequate
training on how physical or mental illness can present in an individual with other DD
diagnoses could prevent this from happening in the future [7].

Disability-focused training for health care providers has been recommended by some to
improve health care services for people with DD [21]. Given the high risk of comorbidity
for people with DD, some researchers posit that care providers should be educated on
risks [25]. For example, substance related and addictive disorders (SRAD) are a common
comorbidity for DD [25]. Thus, DD care providers should be aware of the potential for
their patients to be experiencing addiction and thus be prepared with resources for
addiction-focused services for people with DD, if they are not trained to treat addiction
for individuals with DD themselves [25]. Likewise, SRAD care providers should be aware of
how DD may influence a client’s addiction and also have resources for people experiencing
both DD and SRAD if they do not already possess the training to approach the topic of
addiction in an DD-informed manner [25].

Geography, logistical barriers, and access to qualified professionals impact
access to mental health services. Travel, distance, and location are considered general
barriers to all healthcare services and are not specific to ID or mental health [9]. However,
mental health professionals who specialize in DD and mental health are limited in number,
aggravating the issue [5]. Since qualified professionals are more rare, it follows that they
are more spread out geographically and even more difficult to travel to, especially when
one’s disability can complicate travel. Regardless, given the small number of specialists
available, receiving treatment from adequately trained professionals may be too expensive
for individuals with dual diagnosis who are more likely to come from low-resource
backgrounds [15, 23].

Notably, recent tele-psychiatry methods such as remote videoconferencing are making
health care more accessible [9]. Given the transition to completely remote activities that
was made during the peak of the COVID-19 epidemic, it is safe to assume that available
tele-psychiatry services have recently increased allowing more people to access healthcare
services. While telehealth does present an opportunity for increased accessibility, it also
presents a challenge for engaging patients.

Discrimination, stigmatization & negative expectations impact treatment
outcomes. It’s no secret that those diagnosed with DD face stigma in everyday life, a

fact that was acknowledged in 2006 by The United Nations Convention on the Rights of
Persons with Disabilities [18, 19]. People who are dually diagnosed can experience double
stigmas meaning they are subjected to stereotypes from both of their disabilities [5].



Often, this can look like health care professionals being dismissive, unsupportive, and
invalidating towards their client’s experiences [5].

A health care professional’s internalized stigma can seep into the clinical environment
especially when they lack education and training related to DD [18]. Ableism, or the idea
that those with disabilities are inferior and lack self-determination or self-advocacy, is
one form of discrimination which can be exhibited by mental health professionals making
clinical environments feel unsafe for people with DD [5]. This can lead to individuals
with DD having poor experiences while seeking mental health services and, therefore, is
a contributing factor to inadequate and inaccessible health care for this population [5,
19]. Furthermore, this discrimination can exclude people with DD from being educated
about their own health care - preventing them from being self-advocates, potentially
discouraging them from self-reporting symptoms, and exacerbating misunderstandings
about DD [20]. Therefore, even when services are available, they may not be utilized [5].

Stigma and discrimination can severely limit the number of available, suitable, and willing
mental health professionals who will accept clients dually diagnosed with DD [18]. As

a result, people with both mental illnesses and DD are challenged to seek out specialty
physicians given that awareness of DD is so limited in the field of mental health care [18].
Rather than harboring negative attitudes and stereotypes towards clients with DD, mental
health professionals should work to address their internalized stigmas and validate their
client’s individual experiences and identity related to DD [18].

The consequences of denied mental health care on individuals with
DD are both general and unique. General poor outcomes which result from
people with DD being neglected by health care systems include higher morbidity rates
and increased incidence of comorbidities, [20]. Studies have shown that treatment for
mental health disorders can be delayed years after onset for any individual presenting
with a psychiatric disorder, which can in turn result in increased mortality and morbidity
such as substance abuse and suicide attempts [23]. These negative implications of delayed
mental health care also apply to those who are also diagnosed with DD along with other
ramifications which are unique to dual diagnosis.

There are economic burdens when services are denied or delayed. People who
are diagnosed with both DD and a mental health disorder impact the economy, whether
that be in the form of government assistance or institutionalization.

Mental health conditions are negatively correlated with education, employment, and
income [23]. In turn, low levels of education and low income are positively correlated with
a lack of health insurance [23]. Studies have shown that individuals with comorbid mental
health disorders and DD are even less likely to reach higher levels of education and more
likely to be receiving government aid [15].

Some of these factors, such as unemployment, then become involved in positive feedback
cycles in which one’s unemployment — which is likely a result of one’s mental health



disorder or DD — further contributes to psychological distress which exacerbates their
disability and prevents employment in the future [26]. Therefore. unemployment is both
a consequence and determinant of mental health disorders [26]. The same idea could

be applied to low income in that a lack of money prevents people from treating their
disabilities, which can exacerbate their health, rendering them unable to make more
money. This kind of catch-22 prevents people from improving their socioeconomic status
and improving their health in multiple ways.

Economic burdens can also include institutionalization and incarceration. Additional
economic implications are posed by people with both DD and a psychiatric disorder in that
they are more likely to use emergency departments, hospitalizations, and readmissions
[15]. This places a burden on first-responder and health care institutions, both of which
receive compensation from the government increasing the economic burden posed by
untreated DD and mental health disorders.

Another form of institutionalization that has a disproportionate representation of people
with DD is the carceral system. Some data suggests that individuals with SRAD and DD
are more vulnerable to incarceration [27]. Recently, 70% of the people on the National
Registry of Exonerations claimed to have a mental illness or DD [28]. The carceral system
costs the government billions of dollars [29] while over-representing, provoking, and
creating disabilities. Without providing appropriate mental health and disability-focused
health care, disabled people will continue to be forced into cycles which result in more
harm rather than healing.

Substance-related and addictive disorders (SRAD) have significant adverse
consequences. Current health care systems are ill equipped to provide for individuals
who are mentally ill or have DD, and particularly ill equipped to assist individuals
diagnosed with both disorders simultaneously. As a result, some individuals with dual
diagnoses may resort to other sources of relief such as SRAD.

One study suggests that individuals with DD have a higher prevalence of SRAD [25,

27]. Furthermore, the majority of individuals with DD and SRAD also had a psychiatric
comorbidity and were often more likely to be diagnosed with a chronic disease [25, 27].
This makes sense given that the association between mental health problems and SRAD is
well defined [27].

Individuals with DD and SRAD are less likely to receive treatment and more likely to
remain in treatment for longer periods of time [27], suggesting that treatments are not
as effective for this population. Lack of research regarding the DD community and SRAD
makes treatment risky for these individuals and could result in increased behavioral
difficulties, physical difficulties, and adverse side effects to medical cocktails [27]. In short,
the inability to treat DD and mental health disorders together can frequently lead to

the development of other disorders — such as SRAD —which similarly has no solutions
tailored to dually diagnosed communities.



Dual diagnosis impacts quality of life, relationships, independence, and
social Interaction. Dual diagnosis has been found not only to influence educational
opportunities, job prospects, and one’s physical health but also social relationships [11,
27].

One study found that adults with DD are seven times more likely to report inadequate
emotional support in comparison to adults without disabilities due to isolation [22].

More recent studies found adults with DD are 4.4 times more likely to receive inadequate
emotional support [21]. This meant that adults with DD had no one to talk to about
personal subjects, often felt lonely, and experienced barriers to spending time with friends
[22]. Lack of caring for emotional health has been proven to put one’s physical health at
risk [22]. Thus, people with disabilities who may already be experiencing declining health
may also have declining mental health due to a lack of emotional support, which in turn
continues to worsen their disability.

On top of already poor health care for people with DD, which has been demonstrated
through their lack of access to certain healthcare services and increased incidences of
chronic health conditions, people with DD face barriers to caring for their emotional
health which can have a detrimental impact on physical health and quality of life [21, 22].

Thus, there is not only an increased need for health care in the face of decreased access
to services but also a need to re-imagine emotional support systems for dually diagnosed
individuals [21].

A variety of untreated mental illnesses can lead to patients being a danger to
themselves and a danger to others [30]. Lack of treatment for acute medical illness
has also been linked to increased systemic costs as well as refractory mental illness with
poor long-term prognosis [30]. Individuals with DD have a greater prevalence of mental
illness and a greater prevalence of other disorders such as SRAD that put them at risk for
poor prognosis and self-endangerment.

Most individuals with DD have similar causes of death to the general population; however,
they die much earlier at an average age of 63.3 years for males and 69.9 years for females
[6]. Whether this trend can be attributed to lack of emotional support, inadequate
treatment of disorders, or other offenses of the health care system against people with
dual diagnosis, the premature deaths of people with DD is alarming.

Conclusion

One’s legal right to their own health with no distinction between social, religious, political,
or economic denominations has been emphatically reaffirmed in constitutions and
human rights declarations by the foremost government agencies [19, 24]- agencies which
continue to fail the DD community.

The American Association on Intellectual and Developmental Disabilities (AAIDD) put
it best when they declared: “all people, including people with DD, should have timely



access to high quality, comprehensive, accessible, affordable, appropriate health care that
meets their individual needs, maximizes health, well-being and function, and increases
independence and community participation” [31]. The AAIDD, NADD, Arc of the United
States and numerous other disability rights organizations have consistently advocated
for this principle and yet little attention is paid to delayed and denied mental health
treatment for individuals diagnosed with DD [10, 17, 19, 31]. The barriers outlined in this
paper make it clear that people with DD struggle to obtain mental health services and are
having their rights violated in the process. The resulting consequences not only shorten
the lives of those directly affected but also have systemic, negative impacts on all of
society.

[ )
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The Mental Health Project

Purpose. The purpose of the Mental Health Project of Spectrum Institute is to promote
improved access to a full range of mental health therapies for adults with intellectual and
developmental disabilities.

Focus. The project focuses on the role of guardians, conservators, and others who have
assumed primary caregiving responsibilities for this special needs population. These
individuals are mental health therapy fiduciaries.

Mission. The mission of the project is to educate these fiduciaries about their duty

to take the necessary steps to implement the right of adults with intellectual and
developmental disabilities to have prompt access to the necessary and appropriate mental
health therapies they need. The mission also includes the education of self advocates

and family advocates on the right to mental health therapy and how to ensure that court-
appointed agents and those who have assumed caregiving responsibilities fulfill their
fiduciary duties.

Methods. The project accomplishes its mission through research, education, and
advocacy. In addition to working with advocates and mental health fiduciaries, it also
reaches out to primary care physicians who are often the gatekeepers to mental health
services, and to psychologists, psychiatrists, social workers, and other licensed mental
health professionals.

https://spectruminstitute.org/mental-health-project/
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Mental Health Therapy is a Legal Right for People
with Intellectual and Developmental Disabilities

A National Civil Rights Declaration

The constitution protects the right of adults to make their own medical decisions. (Cruzon v. Missouri
(1990) 497 U.S. 261, 262; Thor v. Superior Court (1993) 5 Cal.4th 725, 731)

People with developmental disabilities have the right to full participation in society and to equal
access to health care services. (ADA Secction 12101; Wash. Rev. Codes Section 71A-10.030)

When courts give the power to make health care decisions to guardians or conservators, these
fiduciaries must be pro-active. They must become aware of the need for and arrange for appropriate
mental health treatment for adults under their care. (Los Angeles Daily Journal Commentary)

Many individuals with intellectual and developmental disabilities experience chronic trauma and may
also have trauma-related medical conditions as a result of abuses they have experienced. They need
trauma-informed therapy. Many also have a dual diagnosis due to mental health conditions arising
from other causes. They need appropriate and effective mental health therapy. (Commentary:
“Trauma-Informed Justice: A Necessary Paradigm Shift for the Limited Conservatorship System;
Commentary: “Disability and Abuse: Evidence-Based Data Should Drive the Narrative™)

There are a wide range of mental health therapy options available for people with intellectual and
developmental disabilities, including therapies to treat trauma, depression, anxiety, and PTSD.
(“Intellectual and Developmental Disabilities: A Bibliography on Trauma and Therapy” [Part One:
Books] [Part Two: Articles and Other Resources])

Individuals with intellectual and developmental disabilities have a right to prompt medical care and
treatment. (Cal. Welf. & Instit. Code Section 4502(b)(4)) Failure to provide such care is neglect.

Additional qualified professionals are needed to provide therapy for individuals with intellectual and
developmental disabilities. Those already working in this field, such as the 450 therapists approved
by regional centers in California, should improve their skills with in-service training. (Vendor Lists
of Regional Centers) Trauma-informed therapy should be included in all training programs.

Care providers who deprive necessary health care services to dependent adults in their custody or
care commit dependent adult abuse. (Wash. Rev. Codes Section 74.34.020(16)) Medical care
includes mental health therapy. Deliberate indifference to medical and mental health needs is
unconstitutional. (Doty v. County of Larsen (9™ Cir. 1994) 37 F.3d 540, 546)

People without disabilities have access to a full range of mental health therapies. It is disability
discrimination for guardians, conservators, or other care providers to deprive individuals with
disabilities access to a full range of mental health therapy options. (Federal Law: Americans with
Disabilities Act; State Law: Cal. Gov. Code Section 11135; Wash. Rev. Codes Section 49.60.030)

Endorsed by: Arc of California, California Siblings Leadership Network, Autistic Self Advocacy
Network, TASH, Washington Autism Alliance and Advocacy, Disability Rights Legal Center, Mental
Health Advocacy Services, Barrier Free Living, Louisiana State Nurses Association, and West
Virginia Developmental Disabilities Council. '

To be listed as an endorser, contact Spectrum Institute at: tomcoleman@spectruminstitute.org.

The declaration is available online at: https://spectruminstitute.org/declaration.pdf




Endorsing Organizations

The following organizations have endorsed the Legal Principles underlying the right of
people with developmental disabilities to have prompt and equal access to a full range of
mental health therapies that are available to people without development disabilities.

MENTAL HEALTH
ADVOCACY

SERV1CES

CASAN

AUTISTIC SELF ADVOCACY NETWORK

NOTHING ABOUT
US WITHOUT US

Different Brains®
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Mental Health Advocacy Services,

Inc. (MHAS) is a private, non-profit
organization established in 1977 to
provide free legal services to people with
mental disabilities.

The Autistic Self Advocacy Network seeks
to advance the principles of the disability
rights movement with regard to autism.

Different Brains® strives to encourage
understanding & acceptance of individuals
who have variations in brain function and
social behaviors known as neurodiversity.


https://spectruminstitute.org/mental-health-project/
http://mhas-la.org/
https://autisticadvocacy.org/
https://www.differentbrains.org/

™,

MATIOMAL

DISABILITY RIGHTS

NETWORK

The Arc

California

?LsNA

LOUISIANA STATE NURSES ASSOCIATION

D[R
Lic
Disability Rights
Legal Center
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The NDRN is the nonprofit membership
organization for the federally mandated
Protection and Advocacy (P&A) Systems
and the Client Assistance Programs (CAP)
for individuals with disabilities.

The Arc promotes and protects the

human rights of people with intellectual
and developmental disabilities and
actively supports their full inclusion and
participation in the community throughout
their lifetimes.

The Louisiana State Nurses Association
website is the hub for information,
resources, events, and member benefits.
From professional development to health
policy, our goal is to serve all professional
nurses.

Founded in 1975, Disability Rights Legal
Center (DRLC) is a 501C-3 non-profit,
public interest advocacy organization that
champions the civil rights of people with
disabilities as well as those affected by
cancetr.


https://www.ndrn.org/
https://thearcca.org/
https://lsna.nursingnetwork.com/
https://thedrlc.org/

) X

CALIFORNIA

SIBLING LEADERSHIP HETWORK

Ay

TASH

WASHINGTON

— AUTISM ALLIANCE
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To partner with California Sibs (siblings

of individuals with disabilities) in finding
and creating information, community, and
tools to promote with their brothers and
sisters the issues important to them and
their entire families.

TASH is an international leader in disability
advocacy advocating for human rights

and inclusion for people with significant
disabilities and support needs — those
most vulnerable to segregation, abuse,
neglect and institutionalization.

Washington Autism Alliance (WAA)
extends access to healthcare, education
and services for people with autism
spectrum disorders (ASD’s) & related
intellectual and developmental disabilities
(IDD) in Washington State.


https://www.californiasibs.org/
https://tash.org/
https://washingtonautismalliance.org/

Biographies

Thomas F. Coleman has been advocating for the rights of
people with disabilities since 1980 when he was executive
director of the Governor’s Commission on Personal Privacy
in California. The commission focused on a wide range of
disability issues.

From 1984 to 1989 Coleman was a member of the Attorney
General’s Commission on Racial, Ethnic, Religious, and
Minority Violence. Part of the commission’s attention dealt
with violence against people with disabilities.

From 1986 to 1988, Coleman was the principal consultant to
the Los Angeles City Task Force on Family Diversity. He wrote
its final report, which included a major chapter on Families
with Members Who Have Disabilities.

In 2007, Coleman became legal director of a Disability and Abuse Project, which in 2012
conducted the largest national survey on abuse and disability. In 2013, Coleman was
the primary author of a report on the findings and recommendations arising out of that
survey. The report is titled: Abuse of People with Disabilities: Victims and Their Families
Speak Out.

Coleman has also developed a comprehensive bibliography on books and articles on
mental health therapies for people with developmental disabilities. He has published
several articles on disability and child maltreatment, prevalence of abuse of people with
disabilities, and the need for trauma-informed justice in guardianship and conservatorship
proceedings.

In 2013, Coleman created a Disability and Guardianship Project under the auspices of
Spectrum Institute, a nonprofit organization promoting guardianship and conservatorship
reform, disability rights, and improved access to mental health services for adults with
developmental disabilities. He is the author of a statement of legal principles underlying
the right to such services. The principles have been endorsed by a wide range of advocacy
organizations.

In 2016, Coleman and filmmaker Greg Byers produced a documentary film titled Pursuit of
Justice. It tracks the efforts of Coleman and a team of advocates as they were promoting
guardianship and conservatorship reform in California and throughout the nation.

Coleman has written many policy reports and commentaries on disability rights, supported
decision-making as an alternative to guardianship, and targeted systemic reforms to
conservatorship and guardianship systems. He has also made presentations on these
issues at state, national, and international conferences.

Coleman has been practicing law since 1973.
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Emmi Deckard is a senior at UCLA, majoring in
bioengineering and minoring in disability studies. She was a
feature story writer and an assistant producer for Spectrum
Institute’s podcast from April 2021 to December 2021. During
this time, Emmi conducted multiple interviews with leaders
in the disability rights movement, solicited conservatorship
data from California’s superior courts, increased Spectrum
Institute’s following through outreach, and ultimately played
an integral role in the achievements of several of Spectrum
Institute’s projects.

Emmi’s passion for disability rights stems from her
experiences volunteering at a therapeutic equestrian center.
She continues to pursue this passion today through advocacy,
education, and partnership with organizations such as Momentum. Currently, Emmi is
pursuing two research projects at UCLA — one the intersection of disability, incarceration,
and access to health care with Dr. Laura Abrams and another regarding pediatric epilepsy
treatment and diagnosis with Dr. Shaun Hussain.

Emmi is co-director of Alternative Breaks UCLA, a service club which encourages the
formation of active citizens through education, service, and reflection on numerous social
justice issues. She was previously a reporter at the Daily Bruin, UCLA’s award-winning
newspaper, from 2018-2021. In the future, she hopes to be accepted into medical school
as a candidate in the 2022-2023 application cycle. As a health care provider, Emmi would
like to focus on advocating for patients, especially those with disabilities, and increasing
access to health care for minorities.

Christina Baldwin graduated from University of California,
Berkeley in Geography and Washington State University

in Food Science and Human Nutrition. She finished the
academic work for a Master’s in Counseling Psychology.

She became a registered dietitian but found personal and
professional bliss teaching yoga and meditation. Starting

in 2007, it became clear that her life up to this point was
preparation for addressing events and eventually activities
that brought her to Spectrum Institute and the Mental Health
Project.

Tina is married and has one daughter.
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Mental Health Project Advisors

Thomas Buckley, Ed.D. has an impressive curriculum vitae. For
the past two years, he has been the Director of Population Health
at YAl — a world class organization providing exceptional-quality,
culturally competent, person-centered services and supports

to over 20,000 persons with intellectual and developmental
disabilities. Prior to that, Dr. Buckley was the CEO and founder

of The Buckley Medical Home — operated by a collaborative
transdisciplinary team offering a healthcare delivery approach
focusing on the whole person with an Intellectual/Developmental
Disability (I/DD) and/or mental health conditions including
progressive dementia. He also serves on the board of directors

of the Commission on Accreditation of Rehabilitative Facilities.
CARF International is an independent nonprofit organization that
has accredited over 57,000 agencies, certifying that they meet
specialized standards of care for mental health.

Simone Ebbers MSc. is a healthcare psychologist, child
psychologist, psychotraumatherapist and EMDR-practitioner.
Simone has been working in secondary and higher vocational
education. She also worked as a behaviour specialist within a
treatment centre for children and teenagers with a mild intellectual
disability and psychiatric issues. Since 2013 she runs a private
practice assessing and treating trauma and sexual abuse, and
specializes in working with people with intellectual disabilities.
Next to the clinical work, Simone also works as an educator,
trainer, supervisor and adviser. In 2002, she wrote a study book
on sexuality and sexual abuse for care providing professions. She
is also co-author of: Psychological First Aid for people with
intellectual disabilities who have experienced sexual abuse.
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https://disabilityandguardianship.org/buckley-cv.pdf

Attorney Jenny Farrell has accepted our invitation to be an advisor
to the Mental Health Project of Spectrum Institute. Having an
attorney with experience in mental health law will be of great
value to the project. Ms. Farrell serves as the Executive Director of
Mental Health Advocacy Services (MHAS). MHAS has been a leader
in the disability rights movement and specifically in the fight for
equal rights for people with mental health disabilities for over forty
years. Through a combination of direct services, impact litigation,
policy advocacy, education, and technical assistance, MHAS
advocates for the civil rights, full inclusion, and equality of adults
and children with mental health disabilities. As Executive Director,
Jenny is responsible for overseeing the administration, programs,
and strategic plan of the organization. Jenny earned her B.A.
degree in Government from Smith College and her J.D. degree from
the University of Southern California Gould School of Law. She is
licensed to practice law in the State of California.

Virginia Focht-New is Associate Director Emeritus for the Clinical
Services for Vulnerable Adults clinic at Widener University. She is
a certified psychiatric clinical nurse specialist with an additional
certification in biofeedback and with the NADD (an association
for people with intellectual differences and mental health
needs). Ginny is a recently retired Clinical Associate Professor
and continues as an adjunct. She has been teaching social work
students since 2006. In addition, Ginny has supported people with
intellectual/developmental disabilities (ID) in several capacities
for over 50 years. She has provided consultation in several states.
Ginny has been a therapist for almost 30 years. She has also
provided legal expertise, has made numerous presentations, and
has publications in a variety of journals.

Reverend William C. Gaventa is the chair of the National
Collaborative on Faith and Disability and Director of the Summer
Institute on Theology and Disability. As writer and author, Rev.
Gaventa served as Editor of the Journal of Religion, Disability, and
Health from 1996-2010. He edited the newsletter for the Religion
and Spirituality Division of the American Association on Intellectual
and Developmental Disabilities, was an adviser for the Spiritual and
Religious Supports Series for Exceptional Parent Magazine, and
was a columnist for Insight, the national newsletter of the Arc USA.
Rev. Gaventa is the author of Disability and Spirituality: Recovering
Wholeness (Baylor University Press —2018)
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Dr. Matthew P. Janicki is co-chair of the National Task Grroup on
Intellectual Disability and Dementia Practices. He is a member of
the Federal Advisory Council on Alzheimer’s Research, Care, and
Services. Dr. Janicki is an associate professor in the Department of
Disability and Human Development at the University of Chicago. He
is also a research professor with the University of Maine’s Center
on Aging. Dr. Janicki is the author of many books and articles on
aging, dementia, public policy, and rehabilitation of people with
intellectual and developmental disabilities, including Dementia,
Aging, and Intellectual Disabilities: A Handbook.

Marshall B. Kapp, J.D., M.P.H. (Colleges of Law & Medicine) was
educated at Johns Hopkins University (B.A.), George Washington
University Law School (J.D. with Honors), and Harvard University
School of Public Health (M.P.H.). Now a Professor Emeritus, he was
the Founding Director of the Florida State University Center for
Innovative Collaboration in Medicine and Law from 2010 through
2017, with faculty appointments as Professor, Department of
Geriatrics, FSU College of Medicine, and Professor of Medicine
and Law in the FSU College of Law. He also was a Faculty Affiliate
of the FSU Pepper Institute on Aging and Public Policy and the
FSU Institute for Successful Longevity. He currently is an Adjunct
Professor, Stetson University College of Law (teaching in the Elder
Law LLM program) and an Adjunct Professor at the FSU College of
Law (teaching in the Juris Masters program). Earlier, Kapp served
as the Garwin Distinguished Professor of Law & Medicine at
Southern lllinois University School of Law and School of Medicine
and as Co-Director of the School of Law’s Center for Health Law
and Policy (2003-2009).

Biza Stenfert Kroese is a Consultant Clinical Psychologist and a
Senior Researcher in the School of Psychology at the University

of Birmingham, UK, and Chair of CanDo, a support service for
parents with intellectual disabilities. Dr. Stenfert Kroese is co-
author of Cognitive Behaviour Therapy for People with Intellectual
Disabilities: Thinking Creatively (Palgrave Macmillan 2017). The
book is based on the authors’ clinical experiences and introduces
novel approaches on how to adapt CBT assessment and treatment
methods for individual therapy and group interventions. It
explains the challenges of adapting CBT to the needs of clients
with intellectual disabilities and suggests innovative and practical
solutions.
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Gary LaVigna, Ph.D. is the Clinical Director of the Institute for
Applied Behavior Analysis in Los Angeles. He spends much of his
time consulting with organizations on establishing nonaversive
behavior support plans for individuals exhibiting severe and
challenging behaviors and presenting seminars on the topic
throughout the world. Dr. LaVigna’s work is reported in numerous
articles and his coauthored books, such as Alternatives to
Punishment, Progress Without Punishment and The Periodic Service
Review: A Total Quality Assurance System For Human Services and
Education. He is also coauthor of New Directions in the Treatment
of Aggressive Behavior for Persons with Mental and Developmental
Disabilities. (Nova Science Publishers, Ltd. 2015)

Daniel B. LeGoff. Ph.D., LS. is a licensed and board-certified
pediatric neuropsychologist and the pioneer of LEGO®

Therapy. He specializes in the assessment and treatment of
neurodevelopmental and neurobehavioral conditions in infants,
children, and adolescents. He is the author of LEGO®-Based
Therapy: How to build social competence through LEGO®-based
Clubs for children with autism and related conditions (Jessica
Kingsley Publishers 2014). More recently, Dr. LeGoff wrote How
Lego-Based Therapy for Autism Works. Through a series of case
studies, the book explains how and why Lego therapy helps to
promote the development of social skills for children with autism
spectrum disorders (ASDs) and related conditions.

James A. Mulick, Ph.D. is a professor emeritus in the departments
of pediatrics and psychology at Ohio State University and at
Nationwide Children’s Hospital. His research has focused on
developmental and behavioral pediatrics, emphasizing the
application of behavior analysis in the treatment of autism and
other developmental disabilities. As a member of the Council of
Representatives of the American Psychological Association, Dr.
Mulick advocates for the right of individuals with developmental
disabilities to effective treatment. Dr. Mulick is a recipient of

a Lifetime Achievement Award from the Ohio Psychological
Association, the John W. Jacobson Award for Critical Thinking from
Div. 33, and the Karl F. Heiser APA Presidential Award for Advocacy.
He has published in the scientific literature in his specialties and is
an editor or co-editor of 16 books.
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José R. Rosario is a speaker, author, and above all, an advocate.
As a member of many diverse identity groups, José recognizes
that common experiences bring people together and that taking
stock of who we are gives us power. José wants to inspire others
to acknowledge their identities, share their stories and empower
those who are underrepresented to rise. As a mental health
professional, José understands that this empowerment, and the
creation of a space to be vulnerable, can lead to individual and
group growth, awakening agents for change. José is a Clinical
Psychology Ph.D. student at Clark University studying the factors
associated with collective trauma and healing within silenced
communities. From this passion, José launched The Phoenix
Empowered, an organization focused on mental health disparities
in minoritized groups. In addition, he is an Expressive Arts
Facilitator through the Peacelove Studios.

Nirbhay N. Singh, Ph.D., FAPA, FAPS, BCBA-D, is a Clinical Professor of
Psychiatry and Health Behavior at the Medical College of Georgia at
Augusta University. He is also the CEO of MacTavish Behavioral Health
LLC, an agency devoted to training, research and consultation focused
on people who are disabled or disenfranchised. He is the author of
750 publications, including 26 books. For about 30 years, Dr. Singh
was an expert consultant in psychology, psychopharmacology, protec-
tion from harm, special education and mental health with regard to
the care of people with disabilities for the Civil Rights Division of the
Department of Justice (DOJ) in Washington, DC. The DOJ investigates
violations of the Civil Rights of Institutionalized Persons Act.
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Acknowledgments

Thomas F. Coleman

Just when | thought that Spectrum Institute’s plate was full, Tina Baldwin suggested

we create a Mental Health Project. She cited anecdotal evidence and research studies
showing that adults with developmental disabilities were not receiving equal access to
mental health services. | knew from my own prior work with abuse and disability that
disabled victims of abuse were generally not receiving therapy to help them cope with and
work through the trauma and other adverse effects. | also knew that while therapies for
this population were available, access to effective mental health services was hindered by
an insufficient number of qualified therapists.

| agreed with Tina that we should address this issue in the form of a project. So, Tina and
| developed a mission statement, | drafted a statement of legal principles and lined up
organizations to endorse them, Tina enlisted a panel of professional advisors, and we
invited college students to participate as interns.

Then Emmi Deckard appeared. An intelligent and inquisitive UCLA undergraduate student,
Emmi agreed to tackle our first project. We asked her to investigate and write a research
paper on the consequences to adults with developmental disabilities when needed mental
health services are delayed or denied. Emmi dug right in and in a matter of a few months
she produced a masterful paper on this topic.

After Tina and | did some editing, Emmi finalized the paper and we submitted it to our
panel of professional advisors for review and comment. The remarks of some of them are
contained in this report.

| am grateful to Tina for her leadership and tenacity, Emmi for her scholarship and
commitment, the board of trustees for supporting this project, and the panel of advisors
for taking the time to review Emmi’s paper and for sharing their perspectives with us.

As Tina Baldwin wrote in the introduction, there should be three more reports that

focus on: (1) consequences to families and other in an individual’s network; (2) potential
legal consequences to gatekeepers who willfully or negligently cause necessary mental
health services to be delayed or denied; and (3) financial consequences to state and local
resources when such mental health services are not provided in a prompt and effective
manner.

Christina Baldwin

There are two groups whose influence is very different and very important in the activities
that have lead me to my present activities with Spectrum Institute and The Mental Health
Project. There are those who have given me experience in what is not acceptable, honest,
or good for the health of our person, our souls, our democracy, and our planet. To these
folks, I want to say thank you for some really tough lessons that only made me stronger
and wiser.
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| wish to acknowledge my Mom and Dad, John, Jan, Gulhan, Melissa, Cheryl, Linda D. and
Sandy. | honor the presence and influence of each of you in my life. Diana, | really enjoyed
working with you on this report. It was fun and a great learning experience. Char, we have
been on quite a journey together. You will always have my love, respect, admiration, and
gratitude. Thank you all from the bottom of my heart.

| wish to acknowledge Tom Coleman for his gentle being, his mentorship, his friendship,
his wisdom, his trust, and his extraordinary efforts to improve the systemic delivery of
guardianship and mental health care services to adults with developmental disabilities.
Tom, thank you for letting me watch and participate in your seed germination projects.
You are one of the finest humans | have ever met, and like Char, you will always have my
love, respect, admiration and gratitude.

Emmi, there is no question your report is going to have a snowball, rolling effect on
needed improvement to the mental health care and wellness of individuals with
intellectual and developmental disabilities. For this, | am and will be forever grateful to all
you. Thank you.

Lastly, | want acknowledge Michael and my daughter. Michael, your grace, wit, patience,
sacrifices, smile, generosity, technical support, and presence have been essential to my
life as well as my endeavors with Spectrum Institute, The Mental Health Project, and other
activities related to making the lives of people with developmental disabilities matter.

To me, you are the quintessential mentor, supporter, friend, and soul mate. Thank you,
sweetheart.

And, mi dulce hija, you have taught me so much about love, truth, non-violence, and the
appreciation of trees. | really appreciate your help “growing me up”. Thank you.

Emmi Deckard

| would like to thank Tom Coleman for posing the topic of this report and starting the
groundwork research. | would also like to thank Christina Baldwin for being a constant
cheerleader throughout the process. Both have been remarkable mentors throughout
the process and incredibly accommodating. To all of the clients and leadership at TRAX
Equestrian Center, thank you for introducing me to disability communities and all of the
power that they have.
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Appendix A

Comments Submitted by Advisors to Spectrum Institute’s Mental Health Project

Meriam Bendat, J.D., Ph.D., January 5, 2022.
“Overall, the report is well-researched and well-written. My most significant critique
is that the report concludes that people with IDD “are having their rights violated”
without elaborating on any applicable laws in the body. The report does cite to
“principles” supported by various organizations, but principles are not rights. Given
your interest in reforming the delivery of mental health care to be ADA-compliant,
the report would benefit from a section addressing the ADA. | believe that any legal
discussion should also address MHPAEA and ACA (which requires network adequacy for
qualified health plans).

A few additional nits:

Page 4 of the report states that “Cognitive-behavioral therapy is another approach
which is ...”, but the preceding sentence concerns “psychotherapy” in general. Since
no specific therapeutic modality is implicated by that prior sentence, “another” should
probably be changed to “one.”

Another sentence on page 4 states that “Multiple studies support the idea that dually
diagnosed people ...” | think the use of “idea” weakens the sentence. How about
stating, “... support that dually diagnosed people” instead?

Page 6 states that “Also, as previously discussed, this form of healthcare has been
essentially dismissed as a feasible alternative due to excessive regulation from
insurance companies which prevents patients from integrating their healthcare.” But
insurance companies don’t regulate. They “micromanage” and/or “misdirect.”

Jenny Farrell, Esq., January 18, 2022.
“.... 1 was impressed with it and | do hope it helps draw some attention to this
community!”

Virginia Focht-New, PhD, PMH-CNS, BC., January 15, 2022.
“This article/white paper offers a succinct view of people with ID/IDD and co-occurring
mental health conditions. The information has a flow that builds from general to more
specific. The writing is articulate and uses people first language. Headings offer a view
of the overall paper. The references generally address literature written in the past 10
years and represent a range of journals. The annotated bibliography offers a rationale
for the choices of articles. A discussion of diagnostic overshadowing was valuable
and relevant. Strong arguments are made throughout the paper for the disparities of
treatment and the needs of the people.

| would like to offer some suggestions to further strengthen the article’s stance and
presentation.
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Audience for the report:

If this report is going to be offered to a group of legislators who may or may not

know much about people with ID/IDD then there needs to be a bit more background
information. For instance, In the Munir article - there are statistics that people with ID/
IDD are about 1-3% of the overall population and up to 40% of these individuals have a
mental health condition (the article makes note of the 40%). https://www.ncbi.nIlm.nih.
gov/pmc/articles/PMC4814928/pdf/nihms770504.pdf

It might help to add a comparison to the general population. About 20% of the general
population in the US have a mental health condition (about 51 million people). https://
www.nimh.nih.gov/health/statistics/mental-iliness

For context? Prevalence of schizophrenia is about 0.25 — 0.64% https://www.nimh.nih.
gov/health/statistics/schizophrenia

Consider situating ID and DD (Autism Spectrum) in “Neurodevelopmental disorders”
which is consistent with the DSM-5 (a document that might be known to legislators).

National Core Indicators has some statistics in a 2019 report that might be
helpful. https://www.nationalcoreindicators.org/upload/core-indicators/NCI_
DualDiagnosisBrief _0ct072019.pdf

Terminology:

| wonder if people not familiar with ID and DD will be confused by the use of ID (page
2 first paragraph) as the focus, but IDD is used throughout the report? It might help
to say that there are a range of terms used that refer to a group of people who are
neurodiverse. For this report ... will be used. There is a Spectrum article where the
author refers to the DSM-5 and uses ID/IDD. And NIH discusses the use of IDD as most
current (2021). https://www.nichd.nih.gov/health/topics/idds/conditioninfo

Also “dual diagnosis” is discussed in the beginning of the report and then not used
consistently in the report. People dually diagnosed with IDD and a psychiatric disorder
is sometimes used. | suggest using consistent language. Here is NADD’s definition.
https://thenadd.org/our-mission/

”n u

The third term clarification is with “mental illness,” “psychiatric disorders,”
“psychological disorders” and “mental health disorders.” Consistency in terms may help
the readers to understand that the report is focused on one area — e.g., mental health
conditions (this term has less stigma attached to it than those with “disorders”).

Page 2 | would avoid characterizing mental health conditions as “behavioral disorders”
also avoid using “aggression” as a mental health disorder. It is counter to the discussion
of diagnostic overshadowing.

Here is a SAMHSA resource https://www.samhsa.gov/find-help/disorders

The following are ideas are offered to strengthen the importance of addressing the lack
of resources for people with a dual diagnosis:

| think that stating how long people have written about people with dual diagnosis
(for years) could add to the significance of this issue. | see this point on page 7 and
wonder if it should also be at the beginning of the report. For instance, Closing the Gap
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was published in 2001. | also found an abstract for an article published in 1982 about
disparities in mental health care for people with ID (then mental retardation).

A discussion of trauma is offered and focuses on the increased risk of trauma due to

a mental health condition. There is evidence that untreated trauma is a contributing
factor to mental health conditions. https://onlinelibrary.wiley.com/doi/epdf/10.1111/
jar.12872

The Traumatic Stress Institute says that people with DD are 4 times more likely
to experience trauma. https://www.traumaticstressinstitute.org/trauma-and-
developmental-disabilities/

NIH also supports that people with ID/IDD are vulnerable to trauma and that the
trauma may lead to mental health conditions. https://www.ncbi.nlm.nih.gov/pmc/
articles/PMC6994449/

Page 4 “Cognitive-behavioral therapy is another approach which is generally considered
to be a promising effective treatment for individuals with ID [5].” There are a range

of therapies that people with ID/IDD can benefit from including EMDR, biofeedback,
neurofeedback. The more that people see that people with ID/IDD can benefit from
mental health treatment will strengthen your point here. The point about adapting
therapy to the individual’s needs is valuable and applies to all people.

Page 5 “...solely by diagnosis rather than the presentation and healthcare goals of the
patient... Do you mean presentation of symptoms?

Page 6 (...the vast network of caretakers that individuals with IDD may interact with

- including social workers, healthcare providers, and educators...) | wonder if direct
service professionals should be added to this list of caretakers since they represent the
majority?

“However, current treatments for people with IDD still recommend isolation and
sometimes institutionalization upon diagnosis.” Maybe segregation rather than
isolation? Segregation of services is an issue even outside of congregate settings.

Page 7 Somewhere in this discussion of barriers maybe add a sentence about the
reluctance of clinicians to provide treatment because they “don’t know how to work
with people with ID/IDD.” The NCI report also speaks to the a disconnect between
systems (MH and ID/IDD).

The overall discussion really addresses each area succinctly and makes valuable points!

| have worked with people whose life has been shortened by over medication, which
may be a substitute for more adequate mental health care. | found an article (2018)
that supports this. https://journals.sagepub.com/doi/full/10.1177/2042098618782785

Page 9 | think this sentence needs a citation. “People who are diagnosed with both
IDD and a mental health disorder impact the economy, whether that be in the form of
government assistance or institutionalization.”

Page 9 “Mental Facilities and Incarceration” Mental Health Facilities?

Page 9 “...emergency departments, hospitalizations, and readmissions [15].” How do
people use more “readmissions”?
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Page 10 “...suggesting that treatments are not as effective for this population.” | think
that this also suggests that clinicians are not effectively prepared to offer services that
people need?

| wonder if it would be helpful to add the general population life expectancy of 77.8 in
2020 https://www.cdc.gov/nchs/data/vsrr/VSRR10-508.pdf

Page 11 Compare this with the life expectancy of people with ID/IDD of about 50 to 60
years old https://pubmed.ncbi.nim.nih.gov/25994364/

Page 11 “...lead to patients being a danger...” It’s ok to change terms from an article to
be in sync with the article’s terminology. Could “patient” be “people” instead?

Page 11 Suicide is in the heading but not mentioned in the body.
General population suicide rates: https://www.nimh.nih.gov/health/statistics/suicide

Information about people with ID/IDD and suicide: https://cdn.doctorsonly.
co.il/2011/12/2006_4_5.pdf

Conclusion “The barriers outlined in this paper make it clear that people with IDD
struggle to obtain mental health services and are having their rights violated in the
process.” | think it would be fair to add that you have made a case for the need for
treatment along with the struggles to get services.

| want to again say that this report is very well written and organized. The information
is presented in a sensible flow that builds on information and yet is concise. My
suggestions are meant to strengthen the information here.”

Dr. Matthew P. Janicki, Ph.D., January 9, 2022.
“[Emily] did a nice job on the paper you forwarded. | would caution her, however,
of problems with two assumptions that underpin her paper. First, is the lack of
discrimination between children with mental health conditions and adults. There are
many different dynamics and social care solutions between the two and mixing data
between the two can be misleading. My suggestion is to only draw from the adult
health literature - unless the paper can be parsed into two segments - MH and
childhood, and MH and adulthood. Second, the use of the terms intellectual disability,
developmental disabilities, and intellectual and developmental disabilities tend to
be used interchangeably without specific context (this is an error made by many
research reports that confuse the terms or at minimum do not identify them more
clearly in their subjects). Most of the literature is related to ID and ID with co-
incident conditions. There is little data on other conditions under the umbrella of
DD related to adult mental health. Intertwining the two can lead to misleading data
and interpretations. | would recommend sticking with ID as the primary focus and
then having sections of some of the DDs. That would be more accurate in presenting
the data. Also, with respect to MH, parsing on serious mental illness (SMI) and
behavioral problems is important as the two often have differing underlying causes and
treatments (and reimbursements). The sections on care and funding are important and
warrant special attention as no matter what the underlying issues of who has what, all
suffer from inequities in health care and access to knowledgeable clinicians. Overall,
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the analyses are well thought out, but | would counsel cleaning up the front end so that
population covered is explicit.

Hope this helps.”

Emmi Deckard to Dr. Matthew Janicki, January 11, 2022
Good afternoon, Dr. Janicki,

| appreciate your well thought out recommendations to improve the

article. Regarding the need to discriminate between intellectual disability,
developmental disabilities, and intellectual and developmental disabilities | had a
question.

| completely agree that the distinction is significant and should be made clearer

in related research reports. | was somewhat shocked to see the terms so poorly
differentiated in the literature. While conducting my research, | struggled to understand
the populations implicated in the research papers | was citing due to unclear use

of these terms. Therefore, in order to most accurately cite the papers, | deferred to
whichever term - intellectual disability, developmental disabilities, or intellectual and
developmental disabilities - they used in the paper. | fear if | do not follow the term
used in the paper that some of the information may be inaccurate. For instance, for

a statistic that refers to people with intellectual and developmental disabilities, it
would not be accurate to use the same statistic but say that it only applies to people
with intellectual disability (Example: changing “An estimated 35% to 40% of those
diagnosed with intellectual and developmental disabilities also have a diagnosed
psychiatric disorder” to “An estimated 35% to 40% of those diagnosed with intellectual
disabilities also have a diagnosed psychiatric disorder”).

Since other papers use these terms interchangeably and unclearly, do you have any
recommendations for how | can separate these populations while still accurately citing
the papers (since it is unclear which population they are really referring to)?

Thank you,

Emmi Deckard

Biological Engineering, B.S.

University of California, Los Angeles | Class of 2022

Dr. Matthew P. Janicki, Ph.D., January 11, 2022.
“If it helps, | have enclosed an excerpt from a report that was recently done on
cognitive impairment and neuroatypical conditions explaining the rationale for parsing
terms:

First, a commentary on the terminology used for some of the conditions included in
this report. We have chosen to use terms that are most prevalent in the literature
when speaking about the conditions. However, a note on the distinction between ID
and developmental disability (or disabilities). In some jurisdictions these two terms
are used indistinguishably, with ID being encompassed by developmental disability.
However, there is a significant difference. According to the WHO, ID “means a
significantly reduced ability to understand new or complex information and to learn
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and apply new skills (impaired intelligence) ... [which] results in a reduced ability to
cope independently (impaired social functioning), and begins before adulthood, with

a lasting effect on development. Similarly, the American Association on Intellectual

and Developmental Disabilities notes that an ID is “characterized by significant
limitations in both intellectual functioning and in adaptive behavior, which covers many
everyday social and practical skills. This disability originates before the age of 22.” In
both definitions, the core factor is impaired intellectual functioning. Sometimes, the
term ‘intellectual and developmental disabilities’ is used to represent a collective of
conditions, but it introduces confusion and lacks precision when related to defining
specific older age neurodegenerative conditions. (Get citation)

Conversely, developmental disabilities are a “group of conditions due to an impairment
in physical, learning, language, or behavior areas *** [which] begin during the
developmental period, may impact day-to-day functioning, and usually last throughout
a person’s lifetime.” Further, according to the CDC, developmental disabilities include
ADHD, ASD, cerebral palsy, hearing loss, ID, learning disability, vision impairment,

and other developmental delays. In many individuals with developmental disability,
innate intellectual functioning is not impaired. However, in many cases persons with

ID may also have a coincident developmental disability (e.g., ASD, cerebral palsy,

etc.). As clinical diagnoses require precision and fit with coding in accord with medical
classification and payment systems, we opted for clinical categories rather than political
or functional definitions.

Additionally, as most of the lifelong cognitive disability-related research reported in

the dementia literature refers to participants with ID, we parsed on the conditions
normally included under ‘developmental disabilities” and included only those relevant
to discussions of older age neuropathologies. Although there is a limited amount of
literature present, but growing interest, we also included ASD, and cerebral palsy in this
report. Because of the wealth of research literature on ID, we also parsed ID into three
groups of relevance, general ID, ID with coincident mental health issues, and DS.

That said, | agree it is quite difficult to discern the actual population being discussed
in research reports and most writers are quite sloppy in their use of the terms. This

is compounded by the way that people with intellectual disability are classified. For
example, many have compound conditions -- such as cerebral palsy and intellectual
disability, or Down syndrome and autism, etc. These characterizations of individuals
in reports are too often referred to as having a developmental disability -- which is a
valid designation, but is like speaking of apples and oranges under fruit. The condition
characteristics are quite different and impact function, longevity, and cognitive abilities
in varying ways. The problem you face is similar - what exactly are you describing in
your paper? My suggestion is to point out these distinctions in the front end of the
paper and then note that you will report the term used by the author when relating
to some factor. | would also suggest commenting that some of the findings may be
inaccurate or confounded by the lack of precision in terminology used in the reports/
articles cited.

The key notion is that often facts about people with certain conditions are based
upon generalizations that are not accurate. For example, for many years the literature
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assumed a high rate - and predominant early onset - of dementia in persons with
intellectual disability. In reality, these conclusions were drawn from adults with Down
syndrome and did not apply to the ‘population’ of adults with intellectual disability.
That led to a myth that was prevalent in the literature for many years -- and is still
repeated in some reports.

If it helps, I've attached an article (Janicki, M. P., McCallion, P., Splaine, M., Santos, F.
H., Keller, S. M., & Watchman, K. (2017). Consensus Statement of the International
Summit on Intellectual Disability and Dementia Related to Nomenclature. Intellectual
and developmental disabilities, 55(5), 338—-346. https://doi.org/10.1352/1934-9556-
55.5.338) on nomenclature that might be of interest.”

Marshall Kapp, J.D., M.P.H, January 4, 2022
“Thanks for the opportunity to review this report.

The author does an excellent, persuasive job of documenting the problem/need in this
important area of human services and public policy.

My suggestion is that the likelihood of meaningful positive responses by states would
be greatly enhanced if the report contained specific, actionable recommendations

to be included in legislation and/or Executive Actions. Model legislative language or
the citation of current good models of state activity (if any such exist) would be most
helpful. | know that is asking a lot, but if | were a busy state legislator with lots of items
on my agenda competing for my attention, | would read the current version of this
report and say, “OK, I'm convinced there is a real human need here, but | have limited
time and energy for ‘beginning a general dialogue on system reform.” What specifically
do you want me to do in my legislative capacity tomorrow?”

Biza Stenfert Kroese, BSc, MSc, PhD., January 17, 2022.
“I have read Emmi’s draft report and think it’s very good: clearly written, well-structured
and full of useful information for policy makers as well as clinicians and service users.

| attach a chapter (Stenfert Kroese, 2021 ‘“Trauma-informed cognitive behavioral
psychotherapy’. In: N. Beail, P. Frankish and A. Skelly (Eds.) Trauma and intellectual
disabilities: Acknowledgement, identification and intervention. Pavilion Publishing) on
CBT and EMDR treatment for trauma with some relevant research studies mentioned.
http://www.pavpub.com/learning-disability/trauma-and-intellectual-disability-
acknowledgement-identification-intervention.

The point made in the report that people with DD are more likely to suffer trauma
and yet have less access to treatment is so important and perhaps some additional
information on what the evidence base is for efficacy may be useful?”
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