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Overview of Intellectual and Developmental Disabilities

Intellectual and developmental disabilities (IDD) do not possess any protective factor
against the onset of behavioral disorders. In fact, research has shown that persons with
intellectual disability, autism spectrum disorder, and related developmental disabilities
are more susceptible to certain behavioral disorders than persons in the general popula-
tion. Due to an individual’s intellectual disability and/or developmental disability, the
correct identification and treatment do not always follow a standard and expected
course. We also know that the presence of behavioral health issues increases the chal-
lenges of properly supporting these individuals to live successful lives at home, school,
and work and in the community. In this chapter we will focus on intellectual and devel-
opmental disabilities as well as touch upon autism spectrum disorder.

The American Association on Intellectual and Developmental Disabilities (AAIDD;
Schalock et al., 2010), an interdisciplinary professional society founded almost
140 years ago, and the American Psychiatric Association (APA, 2013) define intel-
lectual disability as originating during the developmental period and being character-
ized by significant impairments in both intellectual functioning and adaptive behavior.
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Significant impairments are defined as functioning that is approximately two standard
deviations or more below the population mean, and limitations in adaptive behavior
include skill deficits in the performance of conceptual, social, and/or practical skills.

The Diagnostic and Statistical Manual for Mental Disorders (DSM-5) (APA,
2013) defines autism spectrum disorder (ASD) as being characterized by
impairments in two realms: (1) social use of communication (including interpersonal
skills and reciprocity, back-and-forth communication, understanding non-verbal
social cues, eye contact, use and recognition of body language, understanding
gestures, recognizing different emotions embedded in facial expressions, etc.) and
(2) restricted, repetitive, and stereotyped patterns of behavior and interests or
activities, including stereotyped motor behaviors, echolalia, idiosyncratic phrases,
insistence on sameness, and hypo- or hyper-reactivity to sensory input or other
sensory aspects. The presence of social communication deficits and restricted,
repetitive behaviors and interests manifest during the developmental period and
result in significant impairments across multiple life areas.

Developmental disabilities also are an administrative category of individuals
defined under the federal Developmental Disabilities Assistance and Bill of Rights
Act of 2000 (DD Act; Public Law 106-402) and can include a variety of known
conditions. Section 102(8) of the DD Act defines developmental disability as a
severe, chronic disability that:

1. “Is attributable to a mental or physical impairment or combination of mental and
physical impairments”

2. “Is manifested before the individual attains age 227

3. “Is likely to continue indefinitely”

4. “Results in substantial functional limitations in three or more of the following areas
of major life activity: self-care, receptive and expressive language, learning, mobil-
ity, self-direction, capacity for independent living, and economic self-sufficiency”

5. “Reflects the individual’s need for a combination and sequence of special, inter-
disciplinary, or generic services, individualized supports, or other forms of assis-
tance that are of lifelong or extended duration and are individually planned and
coordinated” (DD Act; Pub. L. 106-402, §102.8, pp. 1683—-1684).

In addition, the Act also addresses infants and children to age 9 who have substan-
tial developmental delays or specific congenital or acquired conditions. These chil-
dren may be considered to have a developmental disability without meeting three or
more of the criteria described above in 1 through 5 if the individual, without services
and supports, has a high probability of meeting those criteria later in life (DD Act;
Pub. L. 106-402, §102.8, p. 1684).

Epidemiology

Some broader definitions of developmental disabilities are inclusive of conditions
such as hearing loss, vision impairment, learning disability, and attention deficit/
hyperactivity disorder, and, with such definitions, the prevalence rates are as high as
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14% of the total population of children between the ages of 3 and 17 years (Boyle
etal., 2011). For the purposes of this chapter, however, we will use the definition of
developmental disability found in the DD Act of 2000.

According to Larson et al. (2001), developmental disability and intellectual dis-
ability are not perfectly overlapping conditions. In their study on the prevalence of
DD and ID, 48% of individuals had a developmental disability but no co-occurring
intellectual disability, 28% had a developmental disability and an intellectual
disability, and the remaining 24% had an intellectual disability but no developmental
disability (Larson et al., 2001).

The estimated prevalence of intellectual disability is theoretically between 2 and
3% of the general population. This estimate is based on our knowledge of the normal
distribution of abilities in the general population and the expected proportion of indi-
viduals who would be approximately two standard deviations below the population
mean (Tassé & Grover, 2013). However, because the condition is diagnosed when the
individual’s functioning in both intellectual functioning and adaptive behavior are
significantly subaverage, the actual estimated prevalence falls to approximately 1%
of the total population (APA, 2013). Since intellectual disability is a condition that is
diagnosed based entirely on the individual’s intellectual and adaptive functioning, its
etiology can be almost anything and is often multifactorial, including prenatal, peri-
natal, and postnatal risk factors (see Table 1). It is estimated that 30—40% of all cases
of intellectual disability have no known cause(s).

The prevalence of ASD has been on the rise for the past two decades, increasing
almost 300% between 1996 and 2010 (Van Naarden Braun et al., 2015). Boys have
consistently been at greater risk of having ASD than girls (i.e., 4:1). The Centers for
Disease Control and Prevention (CDC) publishes regular estimates of the prevalence
of ASD at approximately 2-year intervals. In 2014, the CDC reported the prevalence
of ASD to be approximately 1 in 68, up from its previous 2012 published report of
1 in 88 (Autism and Developmental Disabilities Monitoring Network Surveillance
Year 2010 Principal Investigators, 2012, 2014).

There is some debate within the field whether the extent to which these increases
in prevalence might be a reflection of better case ascertainment and identification,
possibly as a result of an increase in awareness and access to services, or whether
these changes in prevalence rate are a result of a true increase in incidence. It should
be noted that the most recent prevalence statistics published by the CDC in April
2016 indicated, for the first time in many years, no change in the prevalence of ASD,
remaining at 1 in 68 (Christensen et al., 2016). Hence, autism spectrum disorder
remains an important public health concern in the United States, with lifetime costs

Table 1 Risk factors

Prenatal | Genetic or chromosomal disorders, metabolic disorders, trauma or injury that impacts
fetal development, infection/toxins

Perinatal | Anoxia, infection, other trauma

Postnatal | Sensory deprivation, nutritional deficiency, environmental toxins/poisons (e.g., lead,
mercury, pesticides, etc.), trauma/infection, or brain injury
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associated to ASD estimated at approximately $3.2 million per person. These costs
are driven largely by behavioral therapies in childhood, extensive adult care, as well
as large indirect societal costs due to lost productivity (Ganz, 2007).

Behavioral Health and IDD

People with IDD are susceptible to presenting all forms of behavioral health prob-
lems found in the DSM-5 (APA, 2013). Not only are they susceptible, but they are
three to four times more likely than the general population to present with behav-
ioral health problems (Fletcher, Loschen, Stavrakaki, & First, 2007). Among the
more common comorbid behavioral health conditions in people with ID, not unlike
in the general population, are conditions such as depression and anxiety disorder
(Fletcher et al., 2007). Whereas individuals with ASD may also present with high
frequencies of comorbidity of anxiety disorder and depressive disorders, children
also may present frequently with oppositional defiant/conduct disorder and atten-
tion deficit/hyperactivity disorder (Simonoff et al., 2008).

Some evidence has supported the need to adapt the symptoms or signs character-
istic of psychiatric disorders in people with intellectual and developmental disabili-
ties. This led to the publication of the Diagnostic Manuals—Intellectual Disability
(DM-ID): A Textbook of Diagnosis of Mental Disorders in Persons with Intellectual
Disability (Fletcher et al., 2007), which adapted the diagnostic criteria of the DSM-
IV-TR (APA, 2000) for persons with IDD. An adaptation of the DSM-5 (APA,
2013) was published in 2016 (Fletcher, Barnhill, & Cooper, 2016). In most cases,
the diagnostic criteria are relatively the same for people with milder forms of ID, but
differences in number count and type of signs and symptoms associated with vari-
ous DSM diagnoses appear with more significant levels of impairment in cognitive
functioning and expressive language.

Problem behavior is also a common concern among clinicians working with
individuals with IDD. Siegel et al. (2014) reported the most common reasons for
admission to a specialized in-patient unit for children with IDD were problem
behaviors, such as aggression, self-injurious behavior, property destruction, and
tantrums, which led to placement in this restrictive clinical setting. The presence of
problem behavior in individuals with IDD is, in fact, the most often cited reason for
exclusion from more inclusive settings or placement into a segregated classroom/
school, home, in-patient unit, and/or employment (Bruininks, Hill, & Morreau,
1988; Lakin & Stancliffe, 2005). Children with ASD are also six times more likely
to be hospitalized in a psychiatric unit than children without ASD (Croen, Najjar,
Ray, Lotspeich, & Bernal, 2006). Therefore, effective and coordinated intervention
strategies are crucial to preventing and eliminating problem behaviors and increasing
adaptive skills and overall quality of life in people with IDD.
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Substance Abuse

There was a time when few individuals with IDD had opportunity to access illicit
drugs and alcohol. With the movements of normalization, valorization of social role,
and self-determination, as well as the reduction of coercive controls and restriction
of individual rights and freedoms of persons with IDD, came the greater likelihood
of individuals with IDD making bad choices that led to less desirable outcomes. The
increased prevalence of substance abuse is one such example. While the prevalence
of illicit drug and alcohol use in people with IDD is relatively low, their risk of
having a substance-related problem is comparatively high (Carroll Chapman & Wu,
2012). The severity of the problem of substance abuse in people with IDD is
exacerbated by the fact that few effective treatments available for people with IDD
exist and people with IDD typically avoid or rapidly abandon treatment interventions
for substance abuse (Frielink, Schuengel, Kroon, & Embregts, 2015).

Although individuals with IDD face a variety of barriers to achieve meaningful
inclusion in the community, opportunities that support inclusion for individuals
with IDD include customized employment strategies, the promotion of self-
advocacy and self-determination for individuals with IDD, and strategies for suc-
cessful support at the end-of-life.

Customized Employment

Customized employment (CE) is defined by the Workforce Innovation and
Opportunity Act (WIOA, Pub. L. No. 113-128) as: “competitive integrated employ-
ment, for an individual with a significant disability, that is based on an individual-
ized determination of the strengths, needs, and interests of the individual with a
significant disability, designed to meet the specific abilities of the individual with a
significant disability and the business needs of the employer, and carried out through
flexible strategies” (USC 29 Chapter “Pharmacy Services in Behavioral Health”,
§705(35)(A), pp. 186-187, italics by authors). CE “utilizes an individualized
approach to employment planning and job development—one person at a time...
one employer at a time” (Office of Disability Employment Policy, ODEP, (2018),
para. 1).

The CE process facilitates employment possibilities for job seekers with disabili-
ties who, due to life complexities, have had difficulty obtaining employment through
traditional vocational rehabilitation processes. It considers unique aspects of each
person such as age, type of disability, functional capacities, disposition, and interac-
tion style. The CE process also recognizes contextual factors including resources,
living arrangements, geographical location, and services and supports that the per-
son receives (Smith, Dillahunt-Aspillaga, & Kenney, 2017).
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Why Customized Employment?

CE is a positive process that focuses on “real work in the real world” and involves:

* Painting an accurate picture of a job seeker through the discovery process;

e Utilizing a strength-based approach to identify talents, interests, abilities, and
conditions in which the job seeker can be successful;

e Welcoming and empowering others, especially those closest to the job seeker, as
active participants in the process through development of a person-centered
team.

e Developing relationships with potential connectors and mentors in the
community.

Negotiating employment opportunities that meet the needs of both the job seeker
and the employer presents a number of challenges. To do so, to create “real work in
the real world”, the CE process consists of the six key elements: (1) the discovery
process, (2) the vocational profile, (3) the customized employment planning meet-
ing, (4) the visual resume, (5) customized job development and negotiation, and (6)
accommodations and post-employment support.

Discovery

Discovery is a type of naturalistic assessment that uses qualitative methods to gather
information useful in building a narrative snapshot of a job seeker to facilitate the
identification of ideal working conditions (Callahan & Condon, 2007). Discovery is
a vital part of the CE process because it promotes improved employment matching.
The discovery process takes place in natural environments, such as the home, neigh-
borhood, and community. It includes interviews, conversations, observations, and
records reviews to get to know the job seeker and his or her interests, talents, and
conditions for employment (e.g., environmental tolerances, social interaction skills,
etc.).

Vocational Profile

The discovery process culminates in the development of a vocational profile that
provides a descriptive picture of the job seeker. It is a robust, narrative report that
provides a foundation for effectively negotiating personalized potential job oppor-
tunities with employers (Condon & Callahan, 2008). The profile is a living docu-
ment that can be amended as new information is uncovered making it a particularly
useful tool for students transitioning from school to the community and workforce.
Profiles provide “an alternative format to traditional evaluation reports that compare
persons with complexities to general standards and others” (Callahan, Shumpert, &
Condon, 2011, p. 5).
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Customized Employment Planning

The customized planning meeting includes the job seeker, family, friends, advo-
cates, service providers, vocational rehabilitation (VR) counselors, and other stake-
holders chosen by the job seeker. Ideally, it occurs within 2 weeks of the completion
of the vocational profile. The purpose of the meeting is to develop a CE blueprint
that bridges the gap between discovery and job placement. The information con-
tained in the vocational profile is utilized to develop a specific plan of action for
achieving a competitive, integrated employment outcome in a job that matches the
individual’s interests, talents, requirements, and conditions for employment.

Visual Resume

The visual resume is a sales tool to introduce the job seeker to potential employers.
It is different from a typical resume in that it utilizes photos or video clips to dem-
onstrate the job seeker completing tasks/skills essential to the position. This tool is
very useful for individuals who may not be able to express their talents and abilities
verbally as is traditionally done through the interviewing process. The visual resume
may also be utilized to explain the concept of CE to an employer.

Customized Job Development and Negotiation

Customized employment includes negotiating employment opportunities with
employers through the identification of unmet business needs that may be fulfilled
by the talents of a job seeker. Typically, this process does not begin with a response
to an advertisement for employees but rather through meeting with employers and
touring businesses to identify mutually beneficial matches. Customized job devel-
opment strategies include (1) job carving, the process of breaking jobs down into
their key components and reassigning those pieces in more efficient or understand-
able way; (2) job sharing where two or more people share a position based on the
strengths of each; and/or (3) job creation where a new job description is developed
based on unmet needs of the employer (ODEP, 2018).

Accommodation and Post-Employment Support

Post-employment supports have been proven to be beneficial for people with dis-
abilities who may encounter issues that they are not prepared to handle without
assistance (Targett, Wehman, McKinley, & Young, 2004). Prior to vocational reha-
bilitation case closure, assistance should be provided in the development of natural
supports and resources for targeting solutions to challenges prior to the loss of
employment. In addition, employees and employers should be aware of the services
available through the Job Accommodation Network (askjan.org) to aid in the iden-
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tification and implementation of accommodations as required by the Americans
with Disabilities Act.

An Example of Customized Employment

Individual | Allen has autism with limited speech. Through the discovery process, Allen is
identified as having an interest in video games and a talent for organization and data
entry

Setting A local video store that sells new and used games has multiple employees who,
when interviewed, state that they all prefer answering questions and selling games to
stocking and organizing. While they are helping customers, games that have been
ordered or bought for resale are typically set aside until there is time to enter the
inventory into the computer and put it on the shelves. The sales floor quickly
becomes disorganized due to movement of product by browsers. When a customer
requests a particular game, the system does not show that it is in stock because it has
not yet been entered into the computer, or the system does show it is in stock but the
game cannot be located on the shelf because it is out of place. The employer
indicates that, typically, employees are hired to perform all aspects of the job
(selling, stocking, etc.)

Result A customized approach allows the individual with autism to be hired to enter games
into the computer, stock, and organize product. This leaves more time for other
employees to sell and makes it much easier to access games that are in stock. In
addition to an increase in sales, morale is increased because employees spend more
time doing work that they enjoy. A win-win!

With the possibility of finding employment tailored to an individual’s ability,
persons with IDD become more independent and take on more responsibility for
their lives, such as making decisions regarding work, housing, transportation, and
health. Becoming more independent means they must learn to advocate for
themselves.

The Self-Advocacy Movement for Individuals with IDD

The self-advocacy movement for individuals with intellectual and developmental
disabilities is, in itself, a civil rights movement. The movement has its own unique
values and beliefs that constitute self-advocacy. The related disability rights
movement, also known as self-determination, places a strong emphasis on
psychological independence and control over one’s life (Conyers, 2003). The efforts
to establish disability rights also may be seen as a political movement with a unique
set of values, which include self-warmth and involvement in the political process
(Putnam, 2005).
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In the United States, the self-advocacy movement has a very vibrant history that
dates back to the 1980s (Traustadéttir, 2006). Self-advocacy organizations were
formed to help individuals with disabilities take control over their lives and to help
individuals with disabilities have the right to leave institutions to live in the com-
munity and live in their communities (Traustadéttir, 2006).

Definition of Self-Advocacy

Self-Advocates Becoming Empowered (SABE), a national self-advocacy organiza-
tion, defines self-advocacy as follows:

Self-advocacy is about independent groups of people with disabilities working together for
justice by helping each other take charge of our lives and fight discrimination. It teaches us
how to make decisions and choices that affect our lives so we can be more independent. It
also teaches us about our rights, but along with learning about our rights we learn
responsibilities. The way we learn about advocating for ourselves is by supporting each
other and helping each other gain confidence in ourselves so we can speak out for what we
believe.(Hayden & Nelis, 2002, as cited in Caldwell, Aaron, & Rizzolo, 2011, p. 1)

Other alliances, such as the Florida Self-Advocacy Alliance (FSAA), have devel-
oped similar lists of values. The FSAA focuses on seven values: (1) moving for-
ward, (2) expressing choices, (3) being independent, (4) knowing when to ask for
help, (5) not being afraid to ask for help, (6) believing in oneself, and (7) letting go
(Chapman & Jenkins, 2011).

The self-advocacy movement was based on the foundation of two models defin-
ing disabilities: (1) the medical and (2) the social models (Pledger, 2003). The medi-
cal model, also known as the biomedical model of disability, sees individuals with
disabilities as having limitations that affect their ability to function and that need to
be “fixed.” Since the medical model views individuals with disabilities as having
medical problems, the medical professional is the expert who can “fix” their prob-
lems. The social model of disability views disability as a culture that is affected by
social oppression (Magasi, 2008) and has been used successfully for political activ-
ism. The “social model” does not view disability as a limitation that needs to be
treated by a medical professional but rather promotes the concept of disability pride
(Magasi, 2008).

Disability pride is seen as a rejection of the medical model of disability and rec-
ognizes disability as a vibrant culture (Magasi, 2008) and part of a unique cultural
identity. Over 155 people participated in a study of a group of disability rights activ-
ists from the Americans Disabled for Assistance Programs Today (ADAPT) move-
ment. Participants reported having a great sense of pride about being an individual
with a disability, and they indicated that they would not want to be “cured” of their
disability (Hahn & Beaulaurier, 2001).
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Self-Advocacy as a Federal Priority

Self-advocacy is a major priority for the Federal government. Guidelines for feder-
ally funded State Councils on Developmental Disabilities are written into 42 US
Code §15,025, and these Councils have a primary responsibility of supporting self-
advocacy for individuals with DD (Caldwell et al., 2011). The Administration on
Intellectual and Developmental Disabilities (AIDD), an agency within the Federal
government, has taken a new interest in supporting self-advocates who have
IDD. The AIDD sponsored two self-advocacy summits to (1) examine how the
Federal government can support self-advocates throughout the country and (2) to
note the issues and challenges that self-advocates face (Caldwell et al., 2011). The
report features four areas challenging self-advocates around the country. These four
areas are (1) barriers to self-advocacy, such as transportation; (2) public perception
of individuals with developmental disabilities, mainly the continued use of such
outdated language as mentally retarded; (3) support of self-advocates; and (4) the
establishment of a technical assistance center to support the self-advocacy movement
(Caldwell et al., 2011).

There are a number of national organizations involved in the self-advocacy
movement; however, three are of particular note: (1) Self-Advocates Becoming
Empowered (SABE), (2) ADAPT, and (3) Autistic Self-Advocacy Network (ASAN).

Self-Advocates Becoming Empowered (SABE) is a self-advocacy organization
comprised of individuals with developmental disabilities. Founded in 1993, SABE
was the initial self-advocacy organization for individuals with developmental
disabilities (Ward & Meyer, 1999). The mission of the organization is to “ensure
that people with disabilities are treated as equals and that they are given the same
decisions, choices, rights, responsibilities, and chances to speak up to empower
themselves; opportunities to make new friends; and to learn from their mistakes”
(SABE, 2011). A major focus of the organization is advocating for the
deinstitutionalization of individuals with developmental disabilities.

ADAPT, considered the radical component of the self-advocacy movement,
seeks to promote change on behalf of individuals with disabilities by utilizing civil
disobedience. One of the oldest self-advocacy organizations, ADAPT (then
American Disabled for Accessible Public Transit) began its national campaign for
lifts on buses and access to public transit for people with disabilities in 1983. It
played a major role in gaining passage of the Americans with Disabilities Act
(ADA), focusing on requirements relating to accessible transit, and the perception
of the ADA as civil rights law. Describing itself as “a national grass-roots community
that organizes disability rights activists to engage in nonviolent direct action,
including civil disobedience, to assure the civil and human rights of people with
disabilities to live in freedom” (ADAPT, 2018), APAPT advocated for the Disability
Integration Act (2017). The Act would require changes to policies of public entities
and long-term service and supports insurance providers to increase resources and
supports for persons with disabilities to live independently within their communities.
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The Autistic Self-Advocacy Network (ASAN), a national self-advocacy organi-
zation for individuals with ASD, advances the principles of the disability rights
movement with regard to ASD. ASAN believes that the goal of autism advocacy
should be to facilitate a world in which people with ASD enjoy the same access,
rights, and opportunities as all other citizens. ASAN works to empower people with
ASD across the globe to take control of their lives and the future of their common
communities. The Network seeks to organize the community of persons with ASD
to ensure their voices are heard in national conversations. Their slogan is “Nothing
About Us, Without Us!” (ASAN: Autistic Self-Advocate Network, 2018).

With the increased emphases on self-advocacy and longer life-spans for persons
with IDD, there is growing concern, from social and public policy perspectives, on
how persons with IDD can age successfully with appropriate community and
residential supports.

Aging with an Intellectual and Developmental Disability

The need to research the diverse processes of aging, whether social, physical, psy-
chological, or biological, led to the discipline of gerontology (i.e., the study of
aging) and geriatrics (i.e., medical care of older adults). In general terms, gerontology
generally refers to those who are 65+ years of age. As the population aged 65+
rapidly increases, so will the demand rise for practitioners who serve the aging
population. In the United States, we are in the midst of the aging of the baby boomer
generation (i.e., people born during 1946-1964). Every day over 10,000 Baby
Boomers reach age 65, increasing the current percentage of the US population of
older adults from 13% to 18% by 2030 (Cohn & Taylor, 2010). This demographic
change is well known to those in the fields of geropsychology and geropsychiatry
who specialize in the study, prevention, and treatment of mental disorders in old age
(see Chapter “Older Adults” in this volume for additional information on older
adults and behavioral health).

The majority of individuals with IDD now have a similar life expectancy (LE) to
that of the general population. Historically, the gap had been far greater, but in
recent decades, the gap has closed quite dramatically. For example, between 1983
and 1997, LE rose an astonishing 24 years for people with Down syndrome, eight
times the rate of increase for the general population in that same period (Yang,
Rasmussen, & Friedman, 2002). Comparatively speaking, people with IDD are a
relatively small segment of the aging population, with 641,860 people aged 60 years
in 2000, a figure that is expected to double to 1.2 million by 2030 (Heller, Stafford,
Davis, Sedlezky, & Gaylord, 2010).

Nevertheless, there is a significant proportion of aging individuals with IDD who
need lifelong supports or will be accessing support services when their family
caregivers can no longer provide such care. Unfortunately few professionals are
ready to meet the challenges that arise in providing appropriate supports for aging
people with IDD, even though their numbers are rapidly rising (Perkins & Moran,
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2010). According to the National Association for the Dually Diagnosed (NADD,
2016), 30-35% of people with IDD have behavioral health problems. Therefore, 1/3
of aging people with IDD are likely to have lifelong behavioral health issues (e.g.
depression, anxiety) or develop new ones. The remainder of this section will draw
attention to three topics that are often overlooked areas of practice that behavioral
health practitioners can provide invaluable supports to people aging people with
IDD: Alzheimer’s disease; coping with loss, grief, and death; and preparation for
end-of-life.

Alzheimer’s Disease and IDD

Justifiably, Alzheimer’s disease is a major public health and behavioral health con-
cern, prompting the passage of the National Alzheimer’s Project Act in 2011 (Pub.
L. 111-375). This legislation provides for a coordinated national strategy and essen-
tial framework to combat what the Alzheimer’s Association describes as “one of
America’s most feared and costly diseases” (Alzheimer’s Association, 2016).
Currently 5.4 million Americans have Alzheimer’s disease, which is projected to
almost triple to 13.8 million persons by 2050, if efforts to prevent or cure the disease
are not successful (Alzheimer’s Association, 2016).

The National Task Group on Intellectual Disabilities and Dementia Practices
(NTG) was formed to examine and report on the needs of adults with ID and demen-
tia. After the National Alzheimer’s Project Act was passed, the NTG advocated for
and tracked progress on the implementation of the national plan with specific empha-
sis on inclusion of people with intellectual disabilities (Bishop et al., 2015). The
NTG, a nationwide collaboration of researchers, clinicians, and long-term care pro-
viders, has produced a range of practice guidelines, screening tools, education and
training curricula (see www.AADMD.org/NTG for further information).

People with Down syndrome are at an increased risk of developing Alzheimer’s
disease. Onset occurs at a much earlier age, between 40 and 49 years, compared with
72 years in the general population. Duration is 5-8 years compared with 7-20 years
in the general population (Head, Powell, Gold, & Schmitt, 2012; Head, Silverman,
Patterson, & Lott, 2012). Though not all conditions associated with IDD present with
any greater risk of developing Alzheimer’s disease than the general population, one
unfortunate ramification of increased longevity of all people with IDD is there are
many more individuals reaching ages when the prevalence of developing Alzheimer’s
disease increases. Also, a number of potential risk factors differentially impact peo-
ple with IDD, including more limited cognitive reserve, greater propensity for sig-
nificant head injuries, obesity, and poor cardiovascular health (NTG, 2012).

Though Alzheimer’s disease has no known cure, pharmacological and environ-
mental treatments can slow the disease’s progression and improve quality of life. An
early diagnosis is crucial to maximize treatment effects. Unfortunately, this can be
very difficult because the onset of the disease can be harder to detect in those with
pre-existing intellectual disability. Furthermore, commonly used screening instru-
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ments are not normed or appropriate for people with intellectual disability. As such,
the NTG-Early Detection Screen for Dementia is highly recommended, as it can
help identify people with dementia-like symptoms whose behaviors are from other
causes (e.g., medication interactions, depression, thyroid disorders), and the screen
can be easily incorporated into an annual wellness check (NTG, 2016). It is crucial
to establish a baseline of functioning to discern what may be a new potentially
dementia-related symptom or behavior and what is the established idiosyncratic
behavior for a particular individual. Compiling a detailed history can be more
problematic in people with IDD, especially those who live in residential group
homes, due to gaps in caregivers’ knowledge.

Diagnostic overshadowing (Reiss & Szyszko, 1983) is a particular challenge,
whereby behavioral health professionals attribute signs and symptoms to the
intellectual disability and not to the manifestation of a behavioral health condition.
Indeed, for some individuals who are non-verbal, new or novel behaviors may be
their attempt to communicate the changes and confusion that they are experiencing
with their cognitive functioning. Conversely, some can do so very eloquently. “My
Thinker’s Not Working,” an aptly named title of a report from NTG (2012), is
actually a quote from an individual with IDD who was describing the effects of
Alzheimer’s disease.

Careful probing and observation by professionals and caregivers may assist the
communication of symptoms of forgetfulness and the differential impact on spatial,
short, and long-term memory. All general protocols for Alzheimer’s disease
management, psychosocial, behavioral, environmental, and pharmaceutical are
equally applicable to people with IDD, but for more specific guidance refer to
Moran, Rafii, Keller, Singh, and Janicki (2013).

Coping with Loss, Grief, and Death

An inevitable part of life is experiencing loss, and with increasing age, one is more
likely to do so. It is a part of the human experience, and as such, people with IDD
should be fully supported to express their feelings when losses occur. Aside from all
the usual situations that can result in a sense of loss (e.g., changes of job, moving
home, death of a loved one, the ending of significant intimate relationships and
friendships, development of chronic health issues, etc.), it is important to consider
other events and changes that may trigger a sense of loss with people with IDD.

The vast majority of people with IDD will live with their parents and other fam-
ily caregivers for their entire life. Gains in longevity have resulted in many people
with IDD now outliving their parents and potentially siblings, too. The death of
family caregivers may also coincide with a move out of the family home into a
completely new environment (e.g., to a group home). Such changes can be extremely
abrupt and very traumatic.

Another scenario that arises for those who live in group homes and other residen-
tial settings is the loss/retirement of a formal support worker with whom the indi-
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vidual with IDD was particularly close and does not understand why someone who
was a daily presence in their lives is now only seen occasionally, if at all. Similarly,
anoted issue is the high turnover of direct support professionals, leading to instabil-
ity and constant change in the staff that people with IDD may form close attach-
ments. Professionals should be alert to the variety of potential and perhaps innocuous
causes of loss that may trigger a grief reaction and be sensitive to the relative impact
it may have upon the individual.

When people with IDD experience grief, they will have the same range of physi-
cal, emotional, and behavioral reactions. However, the degree to which the person
understands the traumatic loss and the reasons behind the loss, coupled with their
ability to express and/or communicate their feelings, can all impact how a loss is
processed and grieved. Furthermore, a person may experience a death of a loved one
but has never really conceptualized or had the opportunity to learn about the finality
of death. Interestingly, Lipe-Goodson and Goebel’s work (1983) suggested that the
understanding of death is not as dependent on intellectual disability and more so on
chronological age, emphasizing the importance of experiential learning. Thus, any
type of loss experienced across the lifespan is an opportunity to increase under-
standing about loss. Such understanding can be further cemented by having discus-
sions of former friends/relatives who have died, or favorite pets. Inclusion of people
with IDD at funeral/memorial services is also very important, in saying goodbye
and collectively grieving with others.

People with IDD may manifest their grief in different ways, including having an
unwarranted sense of guilt or displacement of their sense of anger on others,
especially in those with limited understanding to why an event has occurred (Doka,
2010). Another issue is disenfranchised grief, when an individual experiences a loss
but that loss is not mourned, socially supported, or worse still even acknowledged
(Doka, 2002). Unfortunately, people with IDD often experience disenfranchised
grief from inappropriate and inadequate response from family or professional
caregivers who have had little training or guidance on how to support people with
IDD in their grief (Lavin, 2002).

Another issue is that professionals, friends, or family may feel that people with
IDD need to be protected and may shield them from open discussion regarding death,
disclosure of a particular event, and attendance at funerals (Lavin, 2002). Such over-
protectiveness actually denies the right of the individual to learn how to cope with the
loss and can lead to an increased sense of isolation, confusion, and anxiety. Generally,
it should be remembered that constant reassurance and extra time may be needed to
establish a therapeutic relationship when a person with IDD receives grief counsel-
ing. When a death is imminent, or occurs, the individual with IDD should have the
same opportunities to be physically present and involved with the dying/dead person
as any other would (Doka, 2010). Unfortunately, though many people with IDD may
need additional support to cope with the death/significant loss, few may actually
receive it, as professionals are generally unaware and uneducated about their unique
issues. Fortunately, there is a growing interest to address this shortcoming. The
Hospice Foundation of America’s (2013) self-study course, “Supporting Individuals
with IDD through Serious Illness, Grief, and Loss,” is one such example.
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Preparation for the End-of-Life

Thinking about our own mortality and preparing for our death and beyond is some-
thing we universally acknowledge as something we should do, but increasing age
does increase the probability that we would formalize such plans. Even so, accord-
ing to a survey conducted by the AARP Research Group (2000), in those aged 50+,
60% have a will, 23% have a living trust, and 45% have a durable power of attorney,
but only 17% have all three! Another study found that in those 18 years and older,
60% want their end-of-life wishes to be respected, yet only a third of them had
completed advance directives (Pollack, Morhaim, & Williams, 2010). Against the
apparent reluctance for end-of-life planning for people with no intellectual/cogni-
tive difficulties, one can imagine the task can seem even more onerous for people
with IDD, their family caregivers, and professionals who support them. However,
Kingsbury (2010) advocates that advanced care planning for health/end-of-life
wishes can and should be incorporated into regular person-centered-planning
practices.

One of the major tenets of person-centered planning is to empower individuals to
have control over their own lives and make choices that reflect their own needs.
Person-centered planning gives the advantage of having a structured process to
identify cultural, spiritual, and family rituals that may not be known and can be
updated and modified as circumstances may dictate or with changes in someone’s
expressed wishes (Kingsbury, 2010). Also it is recommended to start these
conversations sooner rather than later, although approaching general decision-
making issues first, before the more poignant end-of-life planning is advisable
(Kingsbury, 2010). For example, begin with general topics such as potential organ
donation, versus personal wishes for interment. For further guidance, resources,
such as People Planning Ahead: Communicating Healthcare and End-of-Life
Wishes (Kingsbury, 2009), provide an invaluable framework for professionals
engaged in this area.

Traditionally, many people with IDD have had all major decisions in their life
made by legal guardians, but there is a growing movement that advocates for
“Supported Decision-Making,” whereby people use trusted family/friends and
professionals, so they can make decisions without the need for “overly broad and
restrictive guardianships” (Blanck & Martinis, 2015). The right to make one’s own
decisions on critical aspects of one’s health, choices for treatment, and ultimately
death are some of the most fundamental decisions we make. Friedman and Helm
(2010) rightly describe end-of-life choices as being one of the most compelling
issues that require clarification and insight. Such importance is not diminished in
any way whatsoever by having an intellectual disability; quite the reverse, it is even
more critical that such decisions, and wishes, are correctly identified, respected, and
implemented.
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Implications for Behavioral Health

Working with persons with IDD can be challenging, due to the burden of disease
attributed to co-occurring intellectual/developmental disabilities and mental
illnesses (Einfeld, Ellis, & Emerson, 2011). However, in the United States,
approximately one-third (32.9%) of the total number of individuals with IDD served
by state developmental disability agencies have mental illnesses (MI), one-third
(32.9%) have some combination of IDD and MI, and 22.7% needed support to
manage self-injurious behavior, 38.8% for disruptive behavior, and 25.1% for
destructive behavior (Human Services Research Institute & National Association of
State Directors of Developmental Disabilities Services, 2013). Clearly, individuals
with IDD and co-occurring MI require a flexible array of services to help them
effectively reside in their communities. Services and funding models need to be
designed to promote the necessary flexibility and services infrastructure persons
with IDD and MI need based on the individual.

Behavioral health professionals must be prepared to competently provide treat-
ment to individuals with disabilities. According to the self-advocacy movement, the
medical model is not an acceptable treatment framework for individuals with dis-
abilities. Many of those who are involved in the self-advocacy movement believe that
having a disability is an extraordinary gift. Behavioral health professionals must be
able to recognize this and to help individuals with disabilities become empowered.

Behavioral health professionals also need to recognize individuals with disabili-
ties as a unique culture rather than a population that should be pathologized and
treated with special care. It is important for professionals to embrace this vibrant
culture and become aware of the disability rights movement and how it affects the
counseling relationship. Empowerment is a critical responsibility of behavioral health
professionals. Behavioral healthcare professionals need to work with individuals
with disabilities and be willing to get involved in the self-advocacy movement.

As we close this chapter, we would like to reiterate the importance of being able
to “age in place,” in local communities, with person-centered services, developing
workforce competencies, receiving integrated and effective services provision, and
helping to develop and implement proven models of care and treatment for people
with IDD and behavioral health disorders.
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