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Executive Summary

The purpose of this study was to gain knowledge that would support improved crisis
response strategies and outcomes for school-aged youth living with intellectual and
developmental disabilities (IDD) and mental health issues (“dual diagnosis”) in the
United States. This was accomplished through an extensive literature review and
survey of current practices; the development and assessment of strategies that build
capacity in the community; and the development of recommended strategies for
improved crisis response.

Crisis response strategies for school-aged youth with dual diagnoses have historically
included pharmacological interventions, hospitalization, or other approaches that
exceeded or did not address the treatment need in the moment. We sought to identify
current practices utilized to support individuals in the community (including homes,
schools, and other locations) who experience behavioral and mental health crises,
evidence-based best practices, and barriers to efficient crisis management.

The NADD research team assessed evidence-based practices that front-line personnel
commonly used to support individuals and family members in home and community
environments when crises occur, through the literature review and two surveys. The
first survey was a preliminary assessment of current and best practices related to
crisis response. The second follow-up survey assessed the feasibility of strategies and
identification of resources needed should the strategies be implemented.

(1) Identify strategies that build capacity in the community verified through a
literature search and vetting of clinical practice of content experts.

o Boolean search strategies were used to identify evidence-based practices.
Search terms included: dual diagnosis, IDD, mental health, preventing
hospitalization, crisis prevention, crisis intervention, intervention
strategies, debriefing, de-escalation techniques, evidence-based practice,
ethics, and culturally appropriate practice.

o Analyses of the research to identify community-based crisis services
associated with lower rates of hospitalization and recurrence of crises
were conducted. Consumer characteristics associated with the risk of
hospitalization were also identified.

(2) Ask families, administrators, ER personnel (in states that utilize an ER-based
behavioral hospitalization system), and first responders (in states that utilize a
first-responder behavioral hospitalization system) about system issues.

o Activities and questions were designed for quality improvement or
evaluation of their programc(s).

The National Association for the Dually Diagnosed
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(3) Conduct a follow-up survey of participants in the initial questionnaire to assess
the resources needed to implement and sustain practices.

This study was completed using a mixed-methods, quasi-experimental approach, with
a focus on collecting both qualitative (open-ended) and quantitative (multiple choice)
responses from family members, caregivers, providers, and professionals within the
various culturally diverse dual diagnosis communities across the United States.

o The literature review identified the impact of trauma and crisis on the
individual and family; alternatives to hospitalization, community-based
interventions and elements necessary for the success of those interventions;
disparities in service; school-based supports; and evidence-based practices. The
data showed that effective crisis interventions require the incorporation of
culturally informed best practices, a deep and sustained commitment to
acquiring cultural knowledge, cultivating relationships with diverse
communities, developing new evidence based training, practicing effective
communication, and building sustainable processes for effective prevention and
response.

o Survey results from approximately 856 individuals who participated in the first
survey indicated that most mental health crises for youths with dual diagnoses
involved mental health crises (80.4%) or behavioral incidents (77.74%). Other
reasons for crises included harm to self or other(s) (68.37%) and aggression or
threats (64.58%). Community providers and families indicated they are
struggling to meet the needs of individuals in need of behavioral and mental
health support.

Several recommendations arose from this study that prioritized themes around
improving the outcomes for persons with a dual diagnosis prior to, during, and
following a crisis event, including:

e Improving communication strategies.

e Incorporating diversified information pathways, including embedding expanded
technology opportunities to accommodate treatment and care preferences.

¢ Expanding and building upon existing training to include specializations for
dual diagnosis providers.

e Providing clear options for referrals and alternative treatment services.

The National Association for the Dually Diagnosed
(NADD)
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e Assessing the individual needs of each person with a dual diagnosis and their
families in lieu of generalizing intervention and prevention services to a
broadened audience.

e Prioritizing cultural, familial, and religious norms in crisis prevention and
intervention efforts to ensure individual support/treatment plans address
personal beliefs and traditions.

The National Association for the Dually Diagnosed 3
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Background and Literature Review

The past two decades have seen an alarming increase in mental health crises in
children and youth. Nearly 20% of children and young people between the ages of 3 to
17 in the United States report a mental, emotional, developmental, or behavioral
disorder, and suicidal behaviors among high school students increased by more than
40% in the decade before 2019. Mental health challenges were the leading cause of
death and disability in this age group. These trends were exacerbated during the
COVID-19 pandemic.

From 2009 to 2019, the proportion of high school students who reported persistent
feelings of sadness or hopelessness increased from 26% to 37%. Suicidal behaviors
among high school students also increased 44% during the decade preceding the
COVID-19 public health emergency, with about 16% reporting having made a suicide
plan in the prior year. Between 2007 and 2018, suicide rates among people ages 10 to
24 in the United States increased 57%, and early estimates show more than 6,600
suicide deaths among this age group in 2020.

The current mental health crises experienced by youth in the U.S. disproportionately
affect young people with Intellectual and Developmental Disabilities (IDD) and their
families. The prevalence of IDD with at least one co-occurring mental health condition
ranges widely in the published literature, with estimates between 20 to 70% for
children and adults (Kalb, Beasley, Klein & Charlot, 2016; Platt, Keyes, McLaughlin, &
Kaufman, 2019; Stadnick et al., 2017). The chance of experiencing at least one
behavioral or mental health crisis event is also correspondingly high for those affected,
with risks persisting throughout their lives (Simonoff et al., 2013).

Seeking and receiving services is daunting for school-aged youth with dual diagnoses
and presents caregivers and professionals with unique challenges and opportunities
(Whittle et al., 2019). Many school-aged youth diagnosed with IDD have experiences
that exacerbate mental health issues or trauma, further complicating accurate
assessment and treatment. Cultural and familial barriers, including language
differences, socioeconomic status, religious beliefs, and perspectives on mental health,
also impact access to care. Addressing the wellness and mental health needs of school-
aged youth diagnosed with IDD requires evidence-based approaches that are both
culturally informed and responsive. The current state of the states regarding service
provision for school-aged youth with dual diagnoses warrants evaluation and system
change to meet the burgeoning needs of individuals diagnosed with IDD and their
families (Guo, Biegel, Johnsen, & Dyches, 2001; Witwer & Walton et al., 2022).

A lack of collaboration between support agencies, high staff turnover, and burnout of
providers adversely impacts the ability to provide effective treatment during critical
periods, especially during behavioral or mental health crises. School-aged youth and

The National Association for the Dually Diagnosed
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their caregivers often fall through the cracks when attempting to seek out mental
health and wellness supports, and the disparities grow even wider when an individual
has an IDD diagnosis. Some reasons for observed breakdowns in support include: (a)
an inability to identify qualified service providers, (b) limited access to help in rural
areas or overloaded urban areas, and (c) cultural barriers that contribute to fear or
stigma involved in contacting established systems of support, including mental health
providers, police, and other first responders (Vohra et al., 2014; Watson & El Sabawi,
2023). These factors impact the effectiveness of interventions and service providers’
ability to build rapport and relationships to mitigate behavioral incidents and potential
subsequent trauma. The identification of evidence-based practices will help guide
research and policy and reduce systemic barriers that families of school-aged youth
with dual diagnoses face when accessing mental health treatment.

The mental health needs of individuals with dual diagnoses (IDD and a psychiatric
diagnosis) often go unrecognized and untreated due to a variety of factors. First,
finding knowledgeable professionals with expertise in mental health and IDD who
agree to provide services is a prominent concern (Adams & Young, 2021; Bishop;
Fitzpatrick & Kind, 2017). Many professionals report feeling underqualified to support
individuals with dual diagnoses of IDD and mental health challenges (Brookman-Frazee
et al., 2012; Zerbo et al., 2015). One of the top concerns in a recent review of the
literature on barriers to mental health supports was a lack of training on specific types
of disabilities (e.g., ASD) within professional disciplines (Adams & Young, 2021). This
perspective was reported by both individuals with an IDD diagnosis and family
members.

A second issue that hampers access to mental health services relates to the availability
of providers in locations where children with IDDs and their families reside. Access to
care is often limited in rural areas but may also be problematic if people are placed on
long waiting lists in urban areas (Adams & Young, 2021). Insurance coverage is another
important consideration for families, especially when there is a lack of coverage and
the costs for copays, specialists, lost time from work, and travel to appointments
exceed what families can manage. In the wake of the COVID-19 pandemic, as many
families grappled with threats to their health and livelihood, the gaps in service
provision only widened. Providers struggled under higher caseloads, and many
businesses shifted to a telehealth model of service delivery (Gibbs, Cai, Aldridge, &
Wong, 2021; Stavropoulos, Heyman, Salinas, Baker, & Blacher, 2022). One positive
outcome of the pandemic has been the increased attention to expanding access to care
via telehealth and app-delivered mental health services to fill unmet needs.

A third critical issue involving mental health care for those with dual diagnoses
involves disparities in care based on cultural variables. Reasons for disparities vary
widely, including difficulties with access and communication with providers due to
language barriers and family-specific issues, such as fear of contacting law
enforcement and cultural and religious perspectives. A 2017 review on care for
individuals diagnosed with IDD found stark differences in quality of care based on race

The National Association for the Dually Diagnosed
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and ethnicity, with Latino and Black children experiencing lower-quality and less
frequent care as well as less coordination with families (Bishop-Fitzpatrick & Kind,
2017). Other issues cited included having no primary care physician, less frequent
referrals to specialists, and providers who demonstrated insensitivity to Black and
Latino family culture and values compared to White families. Amid a behavioral or
mental health crisis, a timely response is essential to promote stabilization. Many
families who speak a primary language other than English report difficulties with
communicating their needs effectively to first responders, thus hampering access to
care (Havercamp et al., 2020; Magana et al., 2015; Magana et al., 2016).

A further issue that warrants attention in health care for youth with IDD is the
complex history of social injustice and systemic racism, which presents a barrier to
many families reaching out for help. Access to quality mental health care, while
already difficult, is rendered even more difficult for some families who may hesitate to
seek assistance from first responders for a loved one experiencing behavioral or
mental health crisis due to a history of unequal or abusive treatment by members of
law enforcement. Research also indicates gaps in services for families of other
cultures, including American Indian, Orthodox Jewish, and other minority families (Ni
et al., 2017; Schnall et al., 2014). Other cultural variables include religious and cultural
perceptions of IDD and mental health issues, which some families perceive as a stigma
or punishment from a higher power.

The Mental Health Services Oversight and Accountability Commission, State of
California (2016) reported on the process whereby Commission members surveyed
youth, parents, consumers, policymakers, and advocates to gain a broad understanding
of the real-world experiences of children and youth in crisis throughout California. The
MHSOAC staff conducted an extensive review of published literature, training
initiatives, and related material on children’s crisis service models. The project also
reviewed national guidelines and specific state models of successful system responses
to children’s mental health crisis services. This review provided a foundation for the
development of specific, action-oriented policy and highlighted recommendations and
opportunities for the rest of the nation to emulate for a holistic approach and strategic
vision of mental health care for all.

The current approach to crisis intervention uses a “fail first” methodology. “Fail first”
refers to an approach of rationing mental health services to those with the highest
needs who are often identified following one or more major incidents such as
hospitalization, school dropout, or incarceration. The “fail first” approach focuses on
providing services following a crisis event rather than emphasizing prevention and
early intervention.

The Commission summarized the essential flaws in the crisis response system as it
exists today:

“Law enforcement and emergency rooms are ill-equipped to handle mental crises for
children. Far too often, families and caregivers of children, some as young as 5 years

The National Association for the Dually Diagnosed
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old, must turn to law enforcement and emergency departments that are ill-equipped to
address mental health crises for children. The experience of waiting for hours or days
in a noisy, chaotic, and frightening emergency department (“ED”) during what is
already an extremely stressful and vulnerable time for children and their families can
dramatically increase the mental and emotional trauma inherent in a crisis.”

Recent research suggests that the effects of trauma are particularly harmful during
childhood and adolescence. Children who experience trauma, especially repeated
trauma, may display severe effects that may be interpreted as other psychiatric
disorders. As a result, children and adolescents may be misdiagnosed and receive
unnecessary and/or inappropriate treatment for psychiatric disorders they do not have
(Rubin, 2009; Van Der Kolk, 2003). They may instead experience psychological,
emotional, and even cognitive damage from repeated traumatic experiences.

Youth with IDD are at increased risk for various types of traumatic experiences. These
experiences include physical and emotional neglect and physical and sexual abuse, as
well as trauma secondary to restraints and seclusion and other interventions intended
to de-escalate behavior that poses a danger to oneself or others. Youth with IDD are
also more likely to experience changes in educational placements and school settings,
out-of-home placements (at times accompanied by parental loss), and changes in
residential placements. As a result, many youth are more likely to experience
disruptions in social supports (Trauma and Intellectual/Developmental Disability
Collaborative Group, 2020).

Children with IDD are at a heightened risk for teasing, bullying, rejection, and
exploitation by peers and social media. This risk is further compounded for individuals
vulnerable to discrimination due to race, ethnicity, language, and socioeconomic
status. Youth with more severe IDD are likely to experience a higher number of health-
related procedures, as they often have chronic or comorbid conditions that necessitate
surgeries, other invasive procedures, and frequent healthcare appointments. Such
disruptions may put youth with IDD at risk for medical trauma.

Nonetheless, trauma exposure and symptomatology are believed to be underreported
for several reasons. As noted, some youth may be unable to communicate their
experiences or distress to caregivers and professionals, who may themselves have
limited understanding of trauma and trauma-related symptoms. Because of this,
caregivers may attribute trauma-related behavior to the developmental condition
alone. Such misattribution may delay or prevent needed services and contribute to or
exacerbate a youth’s functional difficulties.

Children and youth with IDD experience high degrees of social isolation and abuse.
Youth who experience ongoing abuse may experience extended periods of time in a
state of fear and helplessness. Over time, this experience may result in learned

The National Association for the Dually Diagnosed
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helplessness and a loss of self-efficacy, as they do not believe their actions make a
difference in the outcomes of their lives (Schwartz, 2021). Individuals with IDD often
experience significant treatment disparities and exposure to traumatic events (Houck &
Dracobly, 2023). Identification of trauma in individuals with IDD may be challenging
due to inherent communication difficulties.

The development of family-based interventions and methods of effective treatment
have largely been ignored. Monro (2009) suggested that family-based treatment
methods for children and youth with IDD represent the most neglected area of
professional training and development in the mental health professions. Yet, without
the active participation of family members, well-developed, expensive, and
sophisticated behavioral and psychiatric treatments may be rendered useless or fail.
Stabilizing the family system benefits everyone and establishes a foundation from
which to treat the child or teen with a dual diagnosis (Munro, 2016; Baker and
Blumberg, 2016, p.187).

In times of emotional or behavioral crisis, families often have no alternative but to
utilize hospital Emergency Department (ED) services (Weiss et al., 2011). Additional
services may also be needed to stabilize individuals. Weiss and colleagues examined
the demographics and features of crises associated with ED usage to develop a more
proactive approach to mental health service provision.

When a family contacts law enforcement, they often lose control of the situation. Most
law enforcement officers and other first responders serve to establish public safety
and order, and they are not typically trained to recognize or effectively respond to a
person with a dual diagnosis. After initial stabilization, the next course of action often
involves transportation to a hospital emergency department. Frequently, the child does
not need emergency room or mental care facility services; instead, they need other
specialized services that are bypassed once law enforcement is called. Moreover, the
costs of involving law enforcement, ambulance rides, and inpatient treatment facilities
often become the responsibility of the family in need, adding financial stress to the
already difficult situation.

Youth with IDD are at greater risk for suicide, self-harm, aggression, and non-
compliance, and families bear the brunt of the burden of care. Family members
struggle with stress, behavior, financial concerns, and long-term health and care needs.
Shivers and Kozimor (2017) noted that parents of youth with IDD and mental health
issues negatively impact parental perceptions of the individual, in turn affecting the
family unit as a whole. A further finding was that many siblings of individuals with
IDD and mental health issues are under-studied despite the important roles they play
in the life of the affected individual. Research on the impact of siblings with IDD and
mental health depends on the type of behaviors exhibited and the severity of the
intellectual disability and mental health issues (Shivers & Kosimor, 2017). Siblings not
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diagnosed with IDD or mental health issues may also struggle with diminished time
with their parents due to the needs of their siblings, but their voices are often not
heard.

For many families, a diagnosis of IDD or mental health disorder is a catastrophic event
that alters their lives in immeasurable ways. The perceived stigma of disability and
mental health issues is described by many parents and caregivers as isolating, while
others reported resilience factors, especially based on cultural and religious variables
(Mitter et al., 2019). A recent review on disability and stigma revealed different coping
strategies used by families, with families from some Asian cultures hiding the
disability from others out of a sense of shame or guilt, resulting in reported increases
in stress and burden (Kang-Yi et al., 2018; Mitter et al., 2019). Some reviews of cultural
experiences of disabilities in multicultural families reported benefits of support from
their faith communities, including Latino, Black, and Muslim families (Cohen & Miguel;
Rassool, 2015; Zuckerman et al., 2018).

Shivers and Kozimor (2017) surveyed the Association of University Centers in
Disabilities and a national database of businesses that support individuals with
disabilities and their families. The inclusion criteria included parental report of their
child having IDD or IDD and mental health challenges. Investigators surveyed 40
families with children diagnosed with IDD and nine families of individuals who
reportedly had IDD and mental health challenges. Adjusting for the disparate group
sizes, statistical analysis indicated that parents of children with IDD and mental illness
(MI) reported significantly higher levels of behavior problems. Siblings in the IDD plus
MI grouping reported significantly higher levels of hostility, anxiety, and dysphoria.
Parental perception toward the child with IDD and mental health issues was also
associated with a negative impact on the family. While additional study with a larger
cohort is needed, Shivers and Kozimor (2017) support earlier anecdotal and
hypothesized negative feelings toward siblings diagnosed with IDD and mental illness
and identify the need to study further the impact of individuals with dual diagnoses on
families.

Integrated and Community-Based Services

Across the U.S., the urgent need for quality, community-based mental health care is
well documented. A recent multi-state survey of individuals, caregivers, and
professionals indicated that the majority struggled to access care during times of crisis
(Farr et al., 2022). Few related positive experiences involving interwoven networks of
support tailored to their diagnoses and unique needs. Two major outcomes of the
survey by Farr and colleagues were the need for improved communication between
teams on behalf of individuals with IDD and better training for respondents to
behavioral or mental health needs.
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Psychiatric hospitalization remains a controversial issue. First and foremost, concerns
exist regarding possible negative outcomes during and after a psychiatric admission. A
brief period of stabilization may lead to a revolving door with a return to the hospital
without long-term planning. Loch (2014) summarized some of the most important
negative outcomes after discharge from a psychiatric institution. These experiences
were organized into two groups: those after a brief psychiatric hospitalization and
those after a long-stay admission. Loch (2014) further suggested ways to minimize
these adversities, emphasizing the need for increased awareness of the needs of youth
with dual diagnoses who may experience behavioral or mental health crises.

Psychiatric hospitalizations of children with IDD are common; however, there is
limited comparative information on the effectiveness of different psychiatric hospital
treatment models. Co-occurring mental health issues (e.g., anxiety and depression) are
more prevalent in individuals with IDD (Taylor et al., 2019). Specialized care that
focuses on the individual’s needs inherent in an intellectual disability (e.g.,
communication deficits) as well as existing mental health support is necessary.
Unfortunately, psychiatric hospitals with personnel trained in the effective treatment
of individuals with dual diagnoses are few and far between. Taylor and colleagues
compared a specialized unit with staff who had expertise with both IDD and mental
health to a “general” psychiatric hospital unit. While children in both centers showed
marked reductions in aberrant behavior, school-aged children admitted to the
specialized unit were less likely to have a subsequent ED visit and reportedly were
better prepared to deal with behavioral incidents related to hospitalization. Key
inpatient treatment components mirrored the findings of McGuire et al. (2015), who
recommended an expanded admission interview, screening for medical issues
underlying behavioral problems, assessment of comorbid diagnoses, behavior-based
reinforcement systems, and communication supports. The development of treatment
pathways for school-aged youth with dual diagnoses to inform treatment providers in
hospitals and the community is critical.

Okafor and colleagues (2016) investigated integrated emergency medical and
psychiatric care at an urban, low socioeconomic public hospital. The researchers
identified quality improvement metrics to develop a more efficient system for
processing individuals presenting with mental health crises. Previous surveys of
physicians noted that the use of emergency departments for mental health services
reduced the quality of care in hospitals. Minimal training of first responders further
exacerbated the use of emergency departments as triage centers for mental health
crises. Length of stay and reduced use of restraints were noted for a significant
number of the 4,329 patients tracked. Integrated emergency care services were also
associated with the overall load on hospital emergency rooms. Okafor et al. (2016)
noted the need to develop community-based integrated behavioral health care to better
serve the needs of individuals with behavioral health disorders.

Hall et al. (2006) examined the services provided to individuals who have IDD and
comorbid mental health needs in England. Hall and colleagues compared a specialized
psychiatric hospital setting to an outpatient “virtual” treatment model. The inpatient
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unit included a treatment team trained on the needs of individuals with IDD and
comorbid mental health issues. Members of the inpatient treatment team also worked
with and coordinated community-based services with inpatient mental health services.
The virtual team included community services and nursing support from inpatient
nursing staff. The virtual team met on a regular basis and provided additional support
during crisis, facilitating discharge from the hospital as well as ongoing post-
hospitalization support in the community. Both groups showed improvements in
outcomes, with the participants receiving inpatient services showing a non-statistical
increase in placements compared to individuals in the community-based virtual team
treatment grouping. It should be noted that individuals receiving inpatient services
also reported increased use of polypharmacy—an increased use of medications to treat
symptoms. The community-based treatment model was associated with individual
reports of met needs above those reported by individuals treated via the inpatient
model. Despite the success of community-based models, some individuals with IDD
and mental health issues may require inpatient hospitalization; service models that
integrate both inpatient and community-based practice can effectively diminish the
need for crisis intervention.

Individuals with IDD often experience significant treatment disparities and exposure to
traumatic events (Houck & Dracobly, 2023). Identification of trauma in individuals with
IDD may be difficult due to inherent communication disparities. With adverse events a
critical feature of trauma, assessment instruments must be modified to accommodate
communication deficits and efficiently identify how trauma affects behavioral
incidents and how behavioral incidents lead to subsequent trauma.

Traditional forms of counseling and psychotherapy have historically been unavailable
to individuals with IDD, leading to discriminatory and reactive practices, including
segregation and isolation. Houck and Dracobly (2023) contend that problematic
behavior is exhibited by individuals who have experienced traumatic events, and overt
recognition of the trauma is critical to prevent repetition of the traumatic event. The
authors recommend that professional organizations include training on recognizing
the signs of trauma and precursors that lead to repeated incidence. Furthermore,
assessment tools are needed to accommodate communication issues and help families
recognize the impact of distress. Policymakers and service providers should work
collaboratively to identify best practices when it comes to the identification of
traumatic events and their impact on the behavioral and mental health of individuals
with IDD and dual diagnoses.

Use of Emergency Departments and First Responders

Youth in crisis often present to emergency departments (EDs) but may not need or
benefit from that level of care. Instead, data reflect improved clinical and financial
outcomes when communities offer a continuum of crisis services. Sowar et al. (2018)
presented care models from two communities—Ventura County, California, and the
state of Connecticut—and reviewed program development, implementation, and
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monitoring. Sowar and colleagues also highlighted principles for leaders to consider in
developing these services.

Youths are using emergency departments for behavioral health services in record
numbers, even though EDs are suboptimal settings for service delivery. Fendrich et al.
(2019) evaluated a mobile crisis service intervention implemented in Connecticut and
examined whether the intervention was associated with reduced behavioral health ED
use among those in need of services. Using comparison groups, Fendrich and
colleagues provided evidence suggesting that community-based mobile crisis services,
such as Mobile Crisis, reduce ED use among youths with behavioral health service
needs.

Kalb et al. (2012) examined the prevalence and characteristics of psychiatry-related ED
visits among children with an autism spectrum disorder (ASD), including the specific
reason for the visit, as well as the influence of insurance type. Thirteen percent of
visits among children with ASD were due to a psychiatric problem, compared with 2%
of all visits by youths without ASD. Results from the multivariate analyses revealed
that the likelihood of a psychiatric ED visit was increased nine-fold among pediatric
ASD visits compared with non-ASD visits. Children with ASD who were covered by
private insurance, compared with those with medical assistance, were at even greater
risk for a psychiatric ED. Visits among children with ASD were more likely to be due to
externalizing and psychotic disorders compared with visits among non-ASD children.
This study highlights the need for improving community-based psychiatric systems of
care for youths with ASD to divert psychiatry-related ED visits, particularly for those
children with private insurance.

Lunsky and colleagues (2014) described emergency service use, including EDs,
paramedics, and police involvement, among adolescents and adults with ASD and
examined predictors of using emergency services. According to parents, 13% of their
children with ASD used at least one emergency service in a two-month period. Sedation
or restraints were used 23% of the time. A combination of need and enabling variables
predicted emergency service use with previous ED use in the last year, a history of
hurting others, and having no structured daytime activities were the strongest
multivariate predictors in the model. Lunsky et al. (2014) concluded that patients with
ASD and their families are likely to engage with paramedics or police or visit the ED.
Further education and support for families and emergency clinicians are needed to
improve and, when possible, prevent such occurrences.

Weiss et al. (2011) noted that families required additional services during periods of
crisis, including the use of EDs at local hospitals. Weiss and colleagues examined the
demographics and features of crises associated with ED usage so a more proactive
approach to mental health service provision could be developed. The importance of
the family unit to facilitate services and diminish the likelihood of crisis
hospitalization was emphasized. Several factors, such as interpersonal difficulties,
environmental changes, and trauma, were associated with an increased likelihood of
crisis, but not all factors led to the use of EDs as a conduit to crisis intervention. Use of
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ED systems for mental health crises was higher for younger males who lacked
structured daytime activities and had multiple mental health diagnoses. Individuals
with moderate to severe levels of intellectual disabilities were less likely to use ED
services than families who supported individuals with more mild intellectual
disabilities.

Owen, Bowers, Heller, Hsieh, and Gould (2017) reported that community-based
interdisciplinary support teams decreased the likelihood of hospitalization for
individuals with IDD and behavioral challenges. As many states have moved to
deinstitutionalize individuals with IDD to community environments, strategies to
reduce hospitalizations, or at least the length of hospitalizations, are essential.
Support service teams were used to build capacity and concurrently reduce the burden
on EDs. The Olmstead Act of 1999 (Ginsburg, R. B. & Supreme Court of The United
States, 1998) was an impetus for building proactive, community-based strategies for
people with disabilities. Services provided by a team-based approach include
observation-based assessments, service planning, technical assistance for individuals
and families, linkage to available services, and individualized supports. When used in
conjunction with other wellness and social services for people with IDD, crisis
intervention services ensure they receive appropriate, timely, community-based care,
reducing the likelihood of reactive and restrictive services.

Latino and other immigrant groups utilize fewer mental health services than Whites
and African Americans (Pumariega & Rothe, 2010); disparities in diagnosis and
treatment exist. For example, there is an underdiagnosis of ADHD among Latino
children and differential expression of anxiety symptoms in Latino youth. Pumariega
and Rothe (2010) suggest that ethnic disparities contribute to the increased risk of
psychopathology and referral to juvenile authorities among immigrant youth. Xu, Zeng,
Wang, and Magaha (2022) conducted a scoping review of Latino immigrant families
with children diagnosed with autism spectrum disorder (ASD). The effectiveness of
parent education programs in reducing disparities was examined. It was suggested that
future interventions should expand their focus to include diverse immigrant
communities with children who have IDD.

Many of the studies had small sample sizes, except for one large randomized
controlled trial (RCT), which showed positive outcomes in terms of increased service
utilization. No large-scale translational studies were found. The characteristics of the
intervention studies revealed some promising trends. First, interventions involving
both parents and children were found to be effective in improving outcomes for the
family and the child. Second, interventions that utilized lay health workers, who spoke
the same language as the families, were shown to be a cost-effective and feasible
approach to increase service accessibility for low-resourced families, such as Latino
immigrant families. Last, these findings highlight the importance of future
translational research to adapt interventions and address the disparities faced by
diverse families with children who have IDD.
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Lazarus et al. (2021) advocated for a culturally responsible dual-factor model in school
psychology, which involves significant changes in practice. Proposed changes include:
(a) greater focus on psychological well-being, (b) addressing racial disparities in school
mental health practices, (c) prioritizing population-based mental health services, and
(d) ensuring access to mental health services for all children. Two decades of research
on children’s psychological well-being supports the need for these changes. Despite
the lack of representation in existing policies and practices, Lazarus et al. (2021)
emphasized that the time has come for school psychology to transform its practice
and take responsibility for meeting the mental health needs of children. The main
challenge in implementing the culturally responsible dual-factor model is the shortage
of school mental health professionals.

The recommended ratio is one school psychologist for every 500 students, but the
actual national ratio is nearly double this. The shortage is more severe in rural and
urban districts. To address this, the public education system would need to invest $2.7
to $4.9 billion annually. The proposed solution involves hiring more school
psychologists and improving the pipeline of qualified professionals. Implementing the
model requires reallocating existing resources and increasing resources. Strategies to
address the shortage include increasing the number of school psychologists accepted
into programs, securing federal grants for free tuition, expanding program access
through online training, advocating for well-paying internships, and forming task
forces to develop training programs.

McNally and McMurray (2015) provide several options for incorporating mental health
services for individuals with intellectual disabilities: (a) additional training and an
integrated supervision system, (b) investment from administration including allocation
of resources, (c) monitoring staff for anxiety and trauma, and (d) follow-up with
ancillary services (e.g., early intervention, autism services, and addiction services).

Community-Based Interventions

Effective service to individuals with IDD, especially those with challenging behaviors,
requires a multimodal approach to assessment and treatment in addition to a
comprehensive, integrated system of care (Beasley, Klein, & Weigle, 2016). This section
is an annotated bibliography on community-based interventions and is a review of
current studies focused on the nature of crises in children and youth with IDD and
other mental health challenges. The articles identify promising treatments to promote
mental wellness and resilience and systemic alternatives to police involvement and
hospitalization. The studies cited reflect an understanding that our current responses
to mental health crises are not effective and often result in harmful consequences for
youth and those who care for them.
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Mandell et al. (2012) examined whether increased provision of community-based
services is associated with decreased psychiatric hospitalizations among children with
ASDs. In this study, the researchers found that among Medicaid-enrolled patients
diagnosed as having ASD who were aged 5 to 21 years, 2.4% experienced at least one
psychiatric hospitalization in 2004. After adjusting for many patient- and state-level
characteristics, increased use of respite and home/community aide services was
associated with a decrease in the risk of psychiatric hospitalizations for children,
adolescents, and young adults with ASD. In many cases, hospitalization may result as
much from the stress the child’s behavior places on the family as from the behavior
per se. Respite care and home- and community-based aides may considerably reduce
stress on families, leading to reduced hospitalization rates (Mandall et al., 2012).

START and I-START

Higher rates of psychiatric disorders and referrals to emergency services are
associated with IDD (Beasley et al., 2018). Beasley et al. (2016) provided an overview of
the factors that contribute to challenging behavior for people with IDD. The START
(Systemic, Therapeutic, Assessment, Resources, and Treatment) program uses a World
Health Organization (WHO) public health prevention model to address this need.
Evidence from the START program indicates that a skilled, integrated, and coordinated
approach to service delivery can reduce the need for acute care and emergency
services. The Iowa Systemic, Therapeutic, Assessment, Resources, and Treatment (I-
START) program included mobile crisis stabilization, respite, future crisis prevention
and intervention planning, outreach, and integrated community training of
professionals (Rubin et al., 2007). Implementation of the START program has resulted
in decreases in behaviors related to crisis, reduced need for hospitalization, and a
decline in the number of psychiatric hospitalizations for individuals in rural Iowa. The
I-START model focuses on mental health treatment by training support providers on
strategies to detect and de-escalate impending crises. To date, the START service
model is either in progress or has been implemented in 11 states (Beasley et al., 2018;
Kalb et al., 2019; Kalb et al., 2021; Kalb et al., 2016). The START program offers a
promising area of research on service delivery. The START program uses a three-tier
approach to service provision: (a) build system capacity to assess and address the
needs of individuals with dual diagnoses, (b) prevent escalation of crises, and (c)
develop a tertiary intervention to stabilize an individual after a crisis.

Kalb et al. (2016) posit that inpatient hospitalization should be viewed as one (last)
option in a continuum of treatment alternatives in behavioral health care, noting that
the U.S. is over-reliant on hospital-based services because community-based services
are not always available. Kalb and colleagues noted that families of school-aged youth
may find inpatient hospitalization unpalatable; however, the need for services often
overwhelms the capacity of the family. Unpalatable services may be chosen over no
services.
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In-Home Community-Based Services

One of the purposes of this review was to examine the evidence on alternatives to
inpatient mental healthcare for children and adolescents requiring intensive treatment
for severe and complex mental health problems. Systematic reviews of intensive case
management in adult mental healthcare conclude that intensive treatment models such
as assertive community treatment and crisis resolution teams improve patient
satisfaction and reduce hospital use in some circumstances (Lamb, 2009). The few
studies on children suggest that intensive community-based services can be as
effective as inpatient care for certain groups. However, the mental health needs of the
young people involved in the studies, their social and family circumstances, and the
context of local mental health provision varied greatly. Lamb (2009) found that recent
studies support the use of alternatives to inpatient admission for groups of young
people and suggest a need for a combination of complementary models of specialist
intensive provision.

Shepherd et al. (2009) assessed the effectiveness, acceptability, and cost of mental
health services that provide an alternative to inpatient care for children and young
people and identified the range and prevalence of different models of service that seek
to avoid inpatient care for children and young people. Young people receiving home-
based mental health treatment services experienced improved functioning of
externalizing symptoms and spent fewer days out of school and out-of-home
placement. At short-term follow-up, the control group had a greater improvement in
terms of adaptability and cohesion; this was not sustained at four months follow-up.

Evans et al. (2003) described one of the few studies to examine the comparative
effectiveness of three alternative approaches to in-home crisis services for children
and their families. Results suggest that children and adolescents can be treated
successfully in their natural environment and that some gains for both child and
family can be maintained six months post-discharge.

Crisis Resolution and Home Treatment Teams (CRHTTSs) provide 24-hour, seven-day-
per-week support for people in crisis. The COVID-19 pandemic has placed significant
demand on urgent care and increased the need for brief interventions in CRHTT
settings with flexible methods of delivery. Mulligan et al. (2022) examined client
satisfaction with the “Crisis Toolbox” (CTB), a brief, skills-based intervention delivered
by one CRHTT during COVID-19. All participants who received the CTB completed a
satisfaction questionnaire. Descriptive statistics were calculated to quantify
acceptability, and qualitative themes were generated using thematic analysis. Fifty-
eight people participated, all of whom reported high levels of satisfaction with the
CTB. Mulligan and colleagues (2022) found that the CTB appears to be a valued
intervention. Further research is needed to assess its clinical impact and effect on
operational indicators.

The family-based crisis intervention (FBCI) is an emergency psychiatry intervention
designed to sufficiently stabilize suicidal adolescents within a single ED visit so that
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they may return home safely with their families (Wharff, Ginnis, Ross, White, & White,
2019). The objective of this article is to report efficacy outcomes related to FBCI for
suicidal adolescents and their families. Children of families receiving FCBI services
were significantly more likely to be discharged to their homes with outpatient follow-
up care, and families reported significantly higher levels of family empowerment and
client satisfaction with care. Gains were maintained over the follow-up period. No
completed suicides were reported during the study period in either condition. The
authors conclude that family-based crisis intervention is a model of care for suicidal
adolescents and may be a viable alternative to traditional ED care that involves
inpatient psychiatric hospitalization.

Peer-Delivered Interventions

Bowersox et al. (2021) conducted a scoping review to characterize the breadth of peer-
delivered suicide prevention services and their outcomes to inform future service
delivery and research. Many published studies were program descriptions or
uncontrolled trials, with only three of 84 articles qualifying as randomized controlled
trials. Despite a lack of methodological rigor in identified studies, peer support
interventions for suicide prevention have been implemented that utilize a diverse
range of peer provider types and functions. New and existing peer-delivered suicide
prevention services should incorporate more rigorous evaluation methods regarding
acceptability and effectiveness (Bowersox et al., 2021).

Lobban et al. (2020) sought to determine the clinical effectiveness and cost-
effectiveness of an online supported self-management tool for relatives: the Relatives'
Education And Coping Toolkit (REACT). This was a primarily online (United Kingdom),
single-blind, randomized controlled trial, comparing REACT plus a resource directory
and treatment as usual with the resource directory and treatment as usual by
measuring user distress and other well-being measures at baseline, 12, and 24 weeks.
A total of 800 relatives of people with severe mental health problems across the UK
took part; relatives aged > 16 years who were experiencing high levels of distress, had
access to the internet, and were actively seeking help were recruited. An online self-
management support toolkit with a moderated group forum is acceptable to relatives
and, compared with face-to-face programs, offers inexpensive, safe delivery of National
Institute for Health and Care Excellence-recommended support to engage relatives as
peers in care delivery.

Follow-Up/Aftercare

The one-year readmission rate for children and youths hospitalized for a psychiatric
condition is estimated at 38% (Cheng et al., 2017). Studies suggest that these high
readmission rates result from a lack of aftercare, but the evidence is mixed. Cheng and
colleagues further explored the relationship between aftercare and readmission among
children and youths ages 5 to 24 in Alberta, Canada, using the same study sample to
identify predictors of both outcomes. Cheng et al. (2017) demonstrated a significant
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effect of aftercare in reducing readmission risk, which indicates a need to improve
these services.

Treatment of Substance Abuse

Bond et al. (2005) examined the relation between adolescent depressive symptoms and
risk and protective factors identified for substance use. A questionnaire developed to
measure these factors in a young person’s community, family, school, peer group, and
individual characteristics for substance use was used to assess associations with self-
reported depressive symptoms. Data was provided by a representative sample of 8,984
secondary school students in Victoria, Australia. The prevalence of depressive
symptoms was 10.5 percent for males and 21.7 percent for females. Depressive
symptoms were associated with factors in all domains, with the strongest associations
in the family domain. Strong relationships were found between the number of elevated
risk and protective factors and depressive symptoms maintained after adjusting for
substance use. Patterns of associations were similar for users and non-substance
users. The findings indicate that prevention programs targeting factors for substance
use have the potential to impact the onset of depression and depression symptoms.

Mobile Crisis Services

Mobile crisis services for children and youth have been available in Ontario since 2000,
yet little descriptive information about such services exists (Braganza et al., 2019). In
this evaluation, crisis workers gathered demographic information and details about the
nature of the crisis from youth ages 12 to 17 and parents/guardians of children from
birth to 17 during a crisis intervention. Approximately two weeks post-intervention,
participants responded to a quantitative questionnaire administered via telephone that
measured levels of upset, awareness, coping, and confidence. This paper adds to the
literature by describing the types of calls received, characteristics of service users, and
outcomes for youth and families. The findings suggest this type of service may be
valuable in serving youth and that more rigorous examination is required by mobile
crisis services for youth to demonstrate the true contribution.

Guo and colleagues (2001) evaluated the prevalence of hospitalizations following crisis
for aged-matched cohorts. The quasi-experimental design included a community-based
mobile crisis intervention cohort compared to a hospital-based treatment group.
Individuals who received treatment from a mobile crisis team were less likely to be
hospitalized. Mobile crisis-based interventions impacted individuals with mental health
needs, their families, service providers, and the mental health system. Critical factors
for crisis intervention include psychopharmacological interventions and the active
participation of a psychiatrist. The overall goal of intervention should be to reduce
unnecessary hospitalizations; however, some incidents will require hospitalization. The
researchers found a correlation between community-based mobile crisis and lower
incidence of hospitalization. Guo et al. (2001) established the importance of
community integration, including employment, in reducing future hospitalization.
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Although mobile crisis intervention is time-limited, it nonetheless has great utility for
addressing the needs of youth with a preexisting disorder (Singer, 2005).

Vanderploeg et al. (2016) evaluated the Emergency Mobile Psychiatric Services (EMPS)
mobile crisis service model. The EMPS model provides assessment and brief
intervention services, community connections, and crisis stabilization in the family
home, local schools, emergency departments, and community locations. A centralized
call center triages referrals and provides data analytics for quality improvement and
training purposes. Data usage indicated high service utilization, a rapid response time,
and improved outcomes for school-aged youth. EMPS was seen as a critical component
of a comprehensive continuum of crisis services (Vanderploeg et al., 2016). Service
provision in the home and community reduces stigma and service demands in
emergency departments and is associated with cost savings. Providing follow-up and
community linkages helps families navigate the complicated and often fragmented
service delivery systems. Community-based crisis intervention services ensure that
school-aged youth with mental health needs receive effective crisis stabilization so
they can remain in their homes and communities as much as possible. Mobile crisis
outreach for youth brings services to families during times when their coping skills
have been exhausted, and it provides immediate assessment, referral, and crisis
stabilization (Singer, 2005).

Online and Web-Based Services

Marshall et al. (2022) aimed to understand how caregivers experience supporting
family members with psychosis or bipolar disorder who have also experienced suicidal
behavior. A qualitative thematic analysis of online peer forum posts was carried out on
the Relatives Education and Coping Toolkit (REACT) website, an online intervention for
carers of people with psychosis and bipolar disorder. The analysis was based on 178
posts by 29 forum users. Posts were selected based on their relevance to suicidal
behavior. Three themes were generated: “Suicide as the ultimate threat” highlights
fears emerging from caregivers’ difficulties with understanding and managing suicidal
behavior. “Bouncing from one crisis to another” reflects caregivers’ experiences of
recurring crises and the challenges of relying on emergency healthcare support. “It
definitely needs to be easier to get help” emphasizes caregivers’ desires to be
acknowledged by healthcare professionals and included in the support offered to
service users. Marshall and colleagues (2022) concluded that digital platforms,
including online forums, brief interventions such as safety planning, and interagency
crisis models, hold the potential to meet caregiver needs in this context. However,
further research is required to investigate the effectiveness and implementation of
these approaches.

Counseling and Psychotherapy

Brown et al. (2013) conducted a longitudinal single-group pilot study that examined
whether individuals with impaired intellectual functioning would show reductions in
challenging behaviors (CBs) while receiving standard DBT individual therapy used in
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conjunction with the Skills System (DBT-SS), a DBT emotion regulation skills
curriculum adapted for individuals with cognitive impairment. Forty adults with
developmental disabilities (most of whom also had intellectual disabilities) and CBs,
including histories of aggression, self-injury, sexual offending, or other CBs,
participated in this study. Changes in their behaviors were monitored over four years
while in DBT-SS. Large reductions in CBs were observed during the four years. These
findings suggest that modified DBT holds promise for effectively treating individuals
with intellectual and developmental disabilities.

While evidence suggests that psychotherapy may function as an effective treatment
option, barriers to effective implementation persist (Witwer et al., 2022). Additionally,
proper assessment of underlying mental health conditions can be difficult due to
inherent communication issues, stigma attached to diagnostics and labels, and a lack
of practice and treatment guidelines. Bakken & Martinsen (2013) explored the
recognition of anxiety symptoms and aimed to provide suggestions for assessing
anxiety in individuals with autism and intellectual disability (ID). The differentiation of
symptoms related to autism and psychiatric disorders demonstrated in the present
thesis may contribute to a better conceptual understanding of the phenomena and
reduce the difficulties related to identifying psychiatric disorders in individuals with
autism and ID, facilitating increased awareness among professionals and improving
the quality of the mental health care for this group. Clinicians need guidance in
developing structured interviews and assessment tools for diagnosing co-occurring
mental health issues exhibited by individuals with dual diagnosis (Witwer et al., 2022).

Self-Regulation

Dishion and Connel (2006) focused on the concept of self-regulation as a measure of
resilience in children and adolescents. The study collected measures of adolescent
attention control from parents and youth and a measure of self-regulation from
teachers. The measures of effortful attention correlated highly with teacher ratings of
self-regulation. The composite measure of self-regulation (youth, parent, teacher
report) was found to moderate the impact of peer deviance on adolescent antisocial
behavior as well as the impact of stress on adolescent depression. These findings
suggest that self-regulation is a promising index of adolescent resilience. The construct
of self-regulation also provides an excellent target for strategies to improve child and
adolescent adjustment in problematic environments and stressful circumstances.

Resilience is a dynamic process of adaptation or recovery in the context of risk or in
response to a threat. Resilience is negatively associated with depression, anxiety, and
trauma in children and adolescents. Integration of this concept into methods of clinical
treatment and approaches to crisis response is crucial as it enhances protective factors
that decrease the risk of negative outcomes for youth and families (Mesman et al.,
2021).
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Children who exhibit elevated levels of conduct problems are at increased risk for
developing co-occurring depression symptoms, especially during adolescence. Cutuli et
al. (2006) tested the effectiveness of a manualized after-school intervention, the Penn
Resiliency Program, for the prevention of depression symptoms among a subset of
middle school-age students who exhibited elevated levels of conduct problems but not
depression symptoms at the start of the study. Longitudinal analyses demonstrate that
the program successfully prevented elevations in depression symptoms across early-
to mid- adolescence compared with no-intervention control subjects.

Glaser et al. (2022) examined whether an online mentoring health intervention (OMHI)
would strengthen characteristics that can prevent risky behaviors: resilience, perceived
social support, psychological distress, and crisis concerns. OMHI participation was
associated with improved resilience and social support and decreased psychological
distress, making it an effective strategy in health promotion for at-risk youth. An
online intervention program combining mentoring in physical activity and
interpersonal connections may constitute an effective health promotion strategy for at-
risk youth, especially in times of crisis.

Preventive interventions focus on reducing risk and promoting protective factors in the
child as well as his or her cultural ecologies (family, classroom, school, peer groups,
neighborhood, etc.). By improving competencies in both the child and their contexts,
many of these interventions promote resilience. Although a substantial number of
preventive interventions reduce problem behaviors and build competencies across
childhood and adolescence, there has been little integration with recent findings in
neuropsychology and neuroscience. Greenberg (2006) examined the integration of
prevention research and neuroscience in the context of interventions that promote
resilience by improving the executive functions (inhibitory control, planning, problem-
solving skills, emotional regulation, and attentional capacities) of children and youth.
[lustrations are drawn from recent randomized controlled trials of the Promoting
Alternative Thinking Strategies (PATHS) curriculum. The discussion focuses on the
next steps in transdisciplinary research in prevention and social neuroscience.

Counseling and Spiritual Interventions

Rassool (2015) discussed the development and effectiveness of multicultural
counseling competencies, specifically in relation to Muslim clients. This study
highlights the benefits of using religious psychotherapy as an effective treatment for
anxiety, depression, and bereavement in Muslim patients. The section also emphasizes
the importance of incorporating Islamic beliefs and practices into counseling sessions,
as many Muslim patients prefer counselors who understand their religion. Islamic
counseling is presented as a contemporary therapeutic approach that integrates
spirituality into the therapeutic process. The counselor's role is described as a
combination of counselor and spiritual facilitator, requiring an understanding of the
cultural, social, and political context of Muslim clients. The section also mentions the
use of spiritual interventions, such as prayers, fasting, and recitation of the Qur'an, as
part of the preferred treatment for Muslims. The concept of rugyah, which involves the
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recitation of the Qur'an for healing purposes, is discussed as a means of treating evil
eye, jinn possession, and black magic. The importance of respecting cultural beliefs
and involving an Imam in cases of jinn possession is highlighted.

Rassool (2015) highlighted the complex relationship between cultural and religious
beliefs and conventional medicine, particularly in the context of mental health. The
author emphasizes the importance of respecting religious and cultural considerations
when treating mental health issues while also acknowledging the need for psychiatric
methods. The involvement of Islamic institutions, such as collaborating with imames, is
suggested to improve access to appropriate mental health services for minority Muslim
communities. Ultimately, fostering communication and trust between Muslim religious
leaders and mental health professionals is crucial for enhancing culturally appropriate
psychiatric care.

Function-Based Crisis Intervention

A percentage of individuals with autism and other developmental disabilities engage in
severe and dangerous challenging behaviors at higher levels than others without
disabilities (Hill & Furnis, 2006). Two common approaches for intervening in these
behaviors are function-based interventions (FBI), which have been effective at reducing
such behaviors, and crisis intervention, which has been shown to increase staff skills
for managing dangerous situations (Newcomb & Hagoian, 2018). These two methods
have different theoretical foundations, and as such, the two approaches often
recommend competing strategies for a given challenging behavior. Therefore,
practitioners may feel they need to choose between the two approaches, selecting
either FBI or crisis intervention.

For instance, a functional assessment of behavior may indicate the need to implement
procedures such as extinction/planned ignoring for attention-maintained behavior,
which might result in a dangerous escalation of problem behavior in the event of a
crisis. Stevenson, Bradley, Wood, and Iannello (2019) examined a way to blend the
strengths of two approaches into a synthesized model referred to as function-based
crisis intervention (FBCI). This model incorporates aspects of function-based treatment
during periods of calm and gradually modifying strategies to ensure safety if an
individual exhibits an exacerbation of behavior, up to and including the use of physical
management techniques if needed (e.g., response blocking or restraint). Using a
delayed multiple-probe design, results showed that FBCI reduced the severely
challenging behavior of three students diagnosed with ASD. Implications for a
combined approach to respond effectively to a developing behavioral crisis in future
research and practice are discussed.

Culturally Informed Crisis Intervention Strategies

Culture is the way of thinking, feeling, and behaving learned during socialization
(Martorell, 2004). It influences every aspect of life—from the way people label the
disease, identify symptoms, seek help, decide whether someone is "normal" or not to
organizing expectations of providers and giving them personal meaning (Martorelli,
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2004). In the context of crisis intervention for youth with dual diagnoses, this
approach includes identifying the type of event perceived as a threat or traumatic, how
the school-youth interpret the meaning of crisis, and how individuals and communities
express and respond on equal terms to crisis intervention and mental health support
(Silva & Klotz, 2006).

Due to persistent health disparities across diverse populations and dimensions far
beyond racial or ethnic, such as disability status, gender, sexual orientation, age,
religion, socioeconomic status, and geographic location, adoption of a culturally
informed approach to crisis intervention is key. Culturally informed crisis intervention
is an approach to healthcare delivery that recognizes and respects each patient's
unique multicultural background. It recognizes the impact of culture on a person's
beliefs, values, customs, and lifestyle. This approach is based on the belief that people
have different ideas about what constitutes dignified health care, and they are best
served when they can employ their own cultural traditions while seeking and receiving
health care services (Uprise Health, 2023).

In the case of youth, schools are increasingly diverse multicultural scenarios (Guajardo
Rodriguez, 2004; Silva & Klotz, 2006). Schools committed to being culturally
competent in all aspects of school life are more likely to cope better with crisis
situations (Silva & Klotz, 2006). The ability to prevent future crises requires culturally
adapted awareness campaigns, a mechanism for early identification of the crises, and
simulations of an appropriate response (Silva & Klotz, 2006). Interventions adapted to
the social and cultural context of underserved populations as youth are more likely to
increase effectiveness of behavioral interventions and to accelerate advances in
minority health (Ezenkwele & Roodsari, 2013; Singer, 2005).

However, despite the consensus that cultural context and ethnicity are key
components in behavioral health interventions and help reduce inequalities for
underserved populations, there is an ongoing debate over how to design and identify
the components of efficacious culturally sensitive health interventions. Hence, cultural
competence (CC) was proposed as a concept and as a set of practices aimed at
reducing unequal access to quality services as they are responsive to the needs of
people (Whitley, 2012), and it is considered key to the delivery of optimal medical care
(Ezenkwele & Roodsari, 2013; Singer, 2005).

Cultural competence is more than speaking another language or recognizing the basic
features of a cultural group. It also requires self-evaluation on the part of the provider
or practitioner and patients (Singer, 2005; The University of Australia, 2023.) CC means
recognizing that each of us, by virtue of our culture, has at least some
ethnocentric/biased views provided by that culture and shaped by our interpretation
of it (HHS 2003; The University of Australia, 2023.) People routinely generalize
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(Ezenkwele & Roodsari, 2013) about cultures. For example, despite commonalities
within Spanish-speaking cultures, an assumption of ethnic homogeneity among Latinos
dismisses real cultural differences. The same situation applies to Muslim Americans
(Ezenkwele & Roodsari, 2013).

Cultural competence requires providers to be aware of their own cultural values, their
clients’ worldviews, and culturally appropriate intervention strategies (HHS 2003; Sue
et al., 1992; Singer, 2005; Silva & Klotz, 2006). While CC does not require that
practitioners know everything about another culture, it requires service providers to be
open to understanding about another culture (Dean, 2001; Singer, 2005). CC requires
accurate translation of ideas as well as words (Singer, 2005). Even when professionals
are bilingual, mental health concepts are often difficult to translate (e.g., the words
loca or nerviosa.) For example, if a Puerto Rican mom reported that her school-aged
daughter was nervous, one might assess an anxiety disorder. However, the word
nerviosa in Spanish has a very different meaning from its English translation. The
complexity of culture is apparent in the meaning of a single word, cultural variations
in a concept, and differences in meanings attributed to behaviors and events (Singer,
2005).

Cultural competence is a developmental process that evolves over an extended period.
Both individuals and organizations are at various levels of awareness, knowledge, and
skills along the cultural competence continuum (Goode et al., 2010). On an
organizational level, cultural competence requires that organizations have a defined
set of values and principles and demonstrate behaviors, attitudes, policies, and
structures that enable them to work effectively cross-culturally. Organizations must
have the capacity to value diversity, conduct self-assessment, manage the dynamics of
difference, acquire and institutionalize cultural knowledge, and adapt to the diversity
and cultural contexts of the individuals, families, and communities they serve.
Culturally competent organizations incorporate these behaviors, policies, and
structures in all aspects of policymaking, administration, and service delivery,
systematically involving consumers, families, and communities (National Center for
Cultural Competence, 2023).

Integrating Cultural Variables in School Settings

Hurles and Kong (2021) emphasized the importance of a strengths-based, holistic
approach in a student’s education plan, considering cultural factors that influence
their self-concept, social growth, and family’s understanding of disabilities. School
counselors should openly discuss these aspects to give students and their families a
voice in the Individualized Education Program (IEP) process, validating their cultural
experiences. Cultural communication barriers should be understood, and counselors
should provide sufficient time for processing information, asking questions, and giving
suggestions during IEP meetings. Counselors can act as liaisons between educators and
parents/students, championing parents’ strengths and input, acknowledging their own
biases, and working toward a compromise to meet the student’s needs.
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Moreover, it is important to consider cultural differences when setting educational or
social/emotional goals, inviting families to participate, and incorporating strategies
that are effective within their culture. This collaborative approach fosters a
relationship of shared power rather than a rigid hierarchy (Hurles & Kong, 2021).

Culturally Competent Mental Health Services for Youth and Families

Culturally competent services are crucial for effectively serving children, youth, and
families from historically underrepresented groups. According to Pumariega and Rothe
(2010), cultural competence involves provider characteristics such as awareness and
acceptance of differences, understanding of one's cultural values, and the ability to
adapt practices to the cultural context of the patient. System characteristics include
valuing diversity, conducting a cultural self-assessment, and adapting policies and
services to address diverse cultural needs. In mental health services, cultural
competence can be operationalized in various ways.

During assessment, attention should be given to the cultural context of symptoms,
youth and family acculturation, immigration history, and cultural strengths. Linguistic
support through trained interpreters or clinicians fluent in the family's native language
is crucial while using family members as interpreters should be avoided (Pumariega &
Rothe, 2010)

Family involvement is critical, focusing on intergenerational conflicts, bridging the
acculturation gap, and negotiating confidentiality. Psychotherapy should address
traumas (including trauma associated with cultural identity), acculturation, and ethnic
identity conflicts, utilizing culturally specific modalities or themes. Contextual
supports should be built by promoting family strengths and community natural
supports, avoiding institutionalization of youth, and utilizing ethnically specific
programs if available. Pharmacotherapy, if used, should consider genetic and dietary
factors, and involve effective education while respecting the autonomy of parents and
elders. Overall, delivering culturally competent services requires both provider and
system characteristics, and it involves attention to cultural context, linguistic support,
family involvement, practical psychotherapy, contextual supports, and appropriate
pharmacotherapy (Pumarieg & Rothe, 2010).

Sue et al. (2006) defined the conceptual framework of cultural competence in therapy
and mental health services. The framework developed by Sue and colleagues included
three areas: (a) cultural awareness and beliefs, (b) cultural knowledge, and (c) cultural
skills. However, Sue (2006) indicates that the implementation of cultural competency
has remained largely aspirational, with little attention given to measurement,
conceptualization, implementation, and training. This has led to several questions,
such as what characteristics constitute cultural competency, whether different
competencies exist for different groups, and whether cultural competency is
unidimensional or multidimensional. Sue et al. (2006) also highlighted the importance
of considering cultural competency at different levels, including the provider level,
agency level, and community level. To address the complexities and ambiguities of
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cultural competency, it is necessary to view it as both a process and a substantive
content area. Below, you will find descriptions of culturally based interventions.

Additionally, culturally based interventions using themes and practices from cultures
of origin have been utilized. For example, Cuento Therapy, uses culturally based myths
and stories, and Magical Realism is a cultural intervention for traumatized Latino
children. Parenting interventions and mentoring programs have also been developed
for Latino populations. And traditional cultural approaches, such as the promotoras de
salud model and collaboration with cultural healers, have also been effective
(Pumariega & Rothe, 2010).

Cultural Competence in Psychotherapy

Sue and colleagues (2006) discussed several important considerations when working
with culturally diverse clients in psychotherapy. It emphasizes the need for therapists
to assess clients' functioning using multiple measures, such as informant reports and
job performance, to ensure accuracy. The concept of credibility is explored, with
ascribed credibility being influenced by cultural values and achieved credibility being
based on therapists' competence and helpfulness. To enhance achieved credibility,
therapists can provide direct benefits or gifts to clients, especially those skeptical of
Western psychotherapy.

Also, Sue et al. (2006) also emphasized the importance of therapists recognizing and
addressing their own discomfort and resistance when working with culturally
dissimilar clients. By examining these feelings, therapists can gain insight into cultural
dynamics and improve their effectiveness. Understanding clients’ perspectives is
crucial, particularly their cultural conceptualizations of mental health problems,
means for resolving problems, and treatment goals. Therapists should strive to learn
about clients’ cultures and develop tailored intervention plans accordingly.

Cultural Competence Training: Current Service Providers

Kaihlanen et al. (2019) explored healthcare professionals’ perceptions of cultural
competence training, which aims to enhance cross-cultural encounters by increasing
nurses’ awareness of their culture and biases. Participants initially expected quick-fix
solutions or guidelines for interacting with patients from different cultures, but the
training provided them with a different perspective. By increasing awareness of their
own cultural and communicational features, participants were better able to recognize
common pitfalls in cross-cultural communication and develop their communication
skills. Kaihlanen et al. (2019) also found that participants appreciated the training
provided by professionals outside the healthcare field and suggested involving
members of different immigrant groups to share their views. Encouraging discussion
and sharing experiences among healthcare professionals was seen as important, but
there were challenges in effectively passing on the lessons learned. The study
emphasizes the need for organizational-level cultural competency initiatives and cost-
effective training methods like e-learning. Also, difficulties in scheduling and
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attendance highlight the need for flexible learning opportunities that are not bound to
specific times or places.

Cultural Competence Training: Future Service Providers

Benuto and colleagues (2019) discussed the evolving process of training doctoral
students to become culturally competent. The study reveals that the inclusion of
diversity-related courses in doctoral programs has increased over time, from 41% in
the late 1970s to 62% in 1990. Although the study surveyed individual psychologists
instead of programs, it found that 85% of the sample reported taking a graduate school
course in diversity, aligning with previous findings that most training programs offer
such courses. The most used curricular methods for clinical training are didactic.
Interestingly, despite the diversity in types of training programs attended by the
participants, there were consistent training experiences, suggesting less variability
across programs than previously documented.

Although participants expressed high satisfaction with their training, it is unknown
whether this satisfaction translates into better outcomes with diverse clients. The
relationship between cultural competency training satisfaction and skills development
requires further exploration (Benuto et al., 2019). Supervision is identified as a crucial
aspect of training, as it predicts satisfaction and provides an opportunity to teach
clinical trainees how to work with diverse clients. Participants also expressed a desire
for more concrete and technical training, indicating a need for skills-based training in
cultural competency. Benuto et al. (2019) highlights the importance of active learning
through practicum and supervision in psychology training programes. It also
emphasizes the unique personal nature of clients and the need for training to address
intersectionality and context-dependent factors in working with diverse populations.

Organization-Specific Cultural Adaptations

Arundell et al. (2021) addressed the concept of cultural adaptations in the context of
service design and delivery. Cultural adaptations at the organizational level involve
changing the time, place, accessibility, and format of interventions to accommodate
cultural factors better. Examples include: (a) modifying the length or location of the
intervention, (b) implementing measures to improve access for specific communities,
and (c) delivering treatments remotely or in group settings. For the authors, this
typology of treatment-specific and organization-specific cultural adaptations serves as
the basis for subsequent quantitative analyses.

Arundell et al. (2021) emphasize the importance of cultural adaptation in ensuring
interventions are accessible and acceptable to diverse cultural needs. Organization-
specific adaptations were found to be more efficacious, suggesting their value in
improving outcomes for minority groups. The results also highlight the need for
considering external environmental factors and the impact of organizational factors on
intervention efficacy. For example, timely access to treatment and involving patients
and community leaders in care provision were identified as important considerations.
As reported by Benuto et al. (2019) cultural adaptations should be part of therapist
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training programs, and future studies should consider organizational and service-level
issues alongside therapy-related and content-related adaptations. (Arundell et al.,
2021).

Methodology

The NADD Research Team applied a mixed-methods, quasi-experimental framework to
this study to collect and analyze current practices, needs, and perceptions of dual
diagnosis communities across the United States. This framework was used to evaluate
the necessary changes to improve existing systems and policies that dictate crisis
intervention strategies for school-aged youth with a dual diagnosis. With the goal of
providing opportunities to create and explore best practices that can be applied to a
diversified population, four main questions drove the development, deployment,
collection, and analysis of information for this investigation:

e What crisis resources and services are available to families of diverse
geographic, economic, and cultural backgrounds for school-aged youth
with a dual diagnosis experiencing a crisis?

e In what ways do language and cultural norms (including beliefs,
knowledge, and acceptance of dual diagnosis conditions) influence
families of school-aged youth(s) seeking support or care for their
child(ren) with a dual diagnosis during and following a crisis event?

e How do providers providing care for school-aged youth with dual
diagnosis feel resources and support services should be amended to
prioritize immediate needs versus long-term care options that include
crisis management?

e How do families of school-aged youth with dual diagnosis see resources
and care options for their child(ren) improving to better respond to—or
even avoid—a crisis event?

The NADD Research Team utilized existing relationships, listservs, and direct outreach
to relevant national, state, and local agencies, organizations, and institutions directly
involved in the dual diagnosis field to recruit eligible individuals to participate. All
participants were required to be at least 18 years of age, care for (either as a
caregiver/family member or provider/professional) a school-aged youth (or youths)
with a dual diagnosis(es), live or work in the United States, and speak and understand
English to participate. Participants for the follow-up survey were selected based on
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their request to participate after completing the initial questionnaire, in which
respondents provided their email addresses used for direct recruitment and outreach.

Summary of Findings

A key aim of this research was to establish the breadth and diversity of mental health
services available to school-aged youth diagnosed with dual diagnosis, identify barriers
and gaps to service delivery, and synthesize the literature and identify evidence-based
practices. To achieve this, the NADD Research Team launched an initial survey to
capture information and perspectives of family members/caregivers and
providers/professionals relative to their lived experiences finding, obtaining, and
utilizing resources for school-aged youth who have a dual diagnosis.

Demographics

One thousand two hundred and eighty-three (1,283) professional service providers,
staff, agency personnel (including first responders, educators, direct support
professionals, etc.), and family members initiated the survey. Of these, 836
participants representing over 45 states completed the survey.
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As shown in Figure 1, most respondents denoted they were parents/advocates, with
many indicating they served multiple roles, such as parent and provider/professional.

Figure 1
Affiliation of Respondents within Dual Diagnosis Community

Parent/Advocate+ 410

Behavioral/Mental Health Provider+ 218

Educator+ | 166

Behavioral/Mental Health Provider ONLY

157

Parent/Advocate ONLY

|

144

Medical Provider+ l 123

Other+ 118

Educator ONLY

111

Emergency Department Staff+

&

Other ONLY 69

Medical Provider ONLY 65

IDD Services Administrator/Agency+

63

IDD Services Administrator/Agency ONLY 41

i1l

Emergency Department Staff ONLY 40

First Responder+ 22
First Responder ONLY i 10

0% 10% 20% 30% 40% 50%

Note: Several respondents selected multiple roles, represented by “+” following the affiliation
type. “Other ONLY” and “Other+” comprised of persons who identified as siblings, home care
providers, advocates, supportive living staff, resource managers, and social workers.
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Geographically, most respondents (over 70%) lived in urban or suburban areas
comprised of populations of at least 50,000 residents, as shown in Figure 2.

Figure 2

Respondents’ Geographic Location by Population Size

= Rural (<25,000)

@ Semi-Rural (25,000-50,000)
1 Suburban (50,000-100,000)
= Urban (100,000+)
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Figure 3 shows that most respondents noted that the age ranges of the school-aged
youth with dual diagnosis that they cared for or treated were well blended among
children (5-12), teenagers (12-17), and young adults (18-21).

Figure 3
Age Ranges of School-Aged Youths with Dual Diagnosis

Ages 19-21

Ages 11-13

Note: Several participants who selected “Other” noted that they have or had provided
services and support for all ages under 21 over their career’s lifespan or that the
school-aged youth they care for falls within multiple age ranges as their child gets
older.
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Various states were identified as part of this project, with Washington (103), New
Jersey (64), California (62), Pennsylvania (45), Florida (41), Texas (39), and Ohio (35)
accounting for nearly half of all respondents (approximately 47%).

Figure 4 provides a visual representation of the density represented by the
participants based on the states they work/live in.

Figure 4

Geographical Density by State by Primary Residence

N of Participants

, I 103

Powered by Bing
© GeoNames, Microsoft, TomTom

Note: Maine, South Dakota, and Hawaii had no respondents participating in this study.
Additionally, there were outlier responses (<5) that resulted in multiple selections or
that were undisclosed that were not included on this map.

The NADD Research Team did not collect any additional demographic information
about respondents, including gender, ethnicity, languages spoken, or specific
relationship associations to the person (or persons) they care for or provide services
and support for as a part of the data collection and subsequent analyses of this study.

Crisis Intervention Need and Availability

With 47 states represented by over 800 participants, the focus of this project was to
collect information on what current services, resources, and support options are
available, accessed/utilized, and missing from the perspectives of family
members/caregivers and providers/professionals within the dual diagnosis
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communities across the country. To address these questions, participants were first
asked to identify what they perceived as circumstances that initiated a crisis event.

Figure 5 shows that situations centered around mental health (MHC), behavior (BI),
physical violence and self-harm (HtSoO), and aggression (AoT) were the highest
triggers acknowledged. Participants noted that these events occurred independently of
and concurrent to one another; however, the combinations of certain components with
another varied by respondent, and many selected multiple options, accounting for a
representative sample that exceeded the total number of respondents (i.e., >836).

Figure 5

Circumstance(s) Leading to a Crisis Event

MHC+ 1678
BI+ | 1664
HtS00+ 1043
AoT+ 987
MHC only 85
Other 53

BI only I 46
Unknown/Unsure 22
HTSo0 only :l 9
AoT only : 4

0% 1% 10% 100%

Note: For responses that selected “Other,” which accounted for approximately 6% of
the answers, participants commented that substance use and abuse, displacement due
to unforeseen circumstances or events (e.g., natural disasters, caretaker deaths), and
external trauma and its related medical demands were also contributing factors to a
crisis event they had experienced.
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Both providers and families provided their views about whether they felt that there
had been an increase in the need for crisis intervention services due to a
corresponding increase in crisis events over the past several years, with more than
two-thirds of participants selecting “Yes” (Figure 6).

Figure 6

Perceptions of Increased Need in Crisis Intervention Resources

Of those who selected “yes,” most identified circumstances related to: (1) change in
social environment, (2) increased mental health issues, (3) change in access to services,
and (4) increased exposure to social media as the leading cause(s) of more frequent
Ccrisis events.
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Figure 7 further expands upon the reasons identified, with many respondents
selecting multiple options, denoting that most crisis events were caused by
compounding circumstances.

Figure 7

Contributing Factors of Increased Crisis Events

Change in individual's social environment 626
Increase of mental health issues 526
Change in access to services 410
Social media use/exposure 400
Change in coping skills 384
Limited parental resources/training 366
Parental issues 341
Medication/therapeutic acess limitations 311
Substance use by youths/teens 286

News media exposure 203

A change in funding 201

Change in training and awareness 131
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Finally, participants provided their knowledge of existing and available services within
their local community or state-directed toward dual diagnosis conditions. A vast
majority of these care options targeted behavior (BS), social skills (SSI), in-home care
(ResS), and specialized therapies, such as occupational or physical (O/PT) and speech
language (SLT). Further options were identified related to mobile health (MobHS) and
respite services (Respite) as well as a combination of all these services, as denoted by
the “+” following the acronym.

Figure 8 provides a visual of these service availability options based on a percentage
of the total amount of services identified by each respondent within their state.

Figure 8

Services Currently Provided to Persons with DD
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Services Currently Used

To better frame the current state of the crisis intervention strategies and resources
across the United States, a process map was developed for this project based on the
expansive literature review of existing research to show the steps taken during and
following a crisis event to visualize where gaps may exist and where improvements can
be made.

Process maps, also known as Rummler-Brache diagrams, visually depict the roles and
responsibilities of different actors or groups involved in an organizational process
(Rummler & Brache, 1990). To separate the steps or sub-processes performed by each
actor or group, “swim lanes” are drawn between them, typically running from left to
right throughout the diagram to show the flow of information or materials between
them. Process maps help to clarify the interconnections and dependencies among the
participants in a process, and identify potential sources of inefficiency, waste, or
redundancy (Rummler & Brache, 2013).

Professionals in the field of Organizational Behavior Management (OBM), may develop
and use process maps when consulting for organizations with large or complex
processes that require more understanding. OBM is a subdiscipline of Applied Behavior
Analysis (ABA), which is the scientific application of behavioral principles to change
behavior in organizational settings (Wilder et al., 2022). OBM focuses on improving the
performance and outcomes of individuals and groups in various domains, such as
business, industry, government, and human services (Daniels & Bailey, 2014).
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As depicted in the process map presented in Figure 9, current pathways that involve
first responders, hospitals, and receiving facilities may create adverse situations that
do not help to alleviate future crisis events from occurring.

Figure 9

Process Map of Current Crisis Response Pathways

giver/P I Client is successfully
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School/Work | An:v'?npts assessment is cancelled.
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attempt de-escalation ranspor
]
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Emergency Department (Hospital)

Ra— Release Once
Begin Assessment & —|™— Stable & Other

Decide to Hold or Criteria Met
Release

Note: Each service provider potentially involved in a crisis is labeled, from top to
bottom, along the left edge of the figure above. Each service provider has their own
horizontal band (a different color from top to bottom), and the major role(s) are stated
within that band from left to right as events during a crisis unfold. The arrows show
the direction of events and decisions that different providers will likely make during a
crisis. For example, if caregivers fail to de-escalate a crisis, they may seek help
through a phone call to a suicide hotline, 911, a mental/behavioral health clinician, a
mobile crisis unit, or by directly contacting the police themselves. A caregiver may also
skip calls for help and go straight to attempting their own transport to a facility (which
may be more likely when caregivers have experienced long wait times for services in
the past). For those already institutionalized or in a residential facility, the transport
from one area of a building or campus would be shorter. However, the process map
above should still generally apply.
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Respondents who identified as providers or professionals within the dual diagnosis
field noted that based on the standard crisis response pathways provided in the
process map in Figure 9, several services were incorporated as part of the crisis
response procedures they followed. As shown in Figure 10, most of these services
centered on a pre-designed crisis intervention procedure complicated by siloed
services related to counseling or therapy, adjustments to existing medication dosages,
mental health services, and hospitalization focusing on behavioral services.

Figure 10

Services Currently Utilized by Providers/Professionals during a Crisis
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Note: Acronyms used are defined as follows: HBS - Hospitalization for Behavioral
Services; MA - Medication Adjustments; CI - Crisis Intervention; IHS - Inpatient
Hospitalization Services; CBI - Community-Based Interventions; GH - General
Hospitalization; MHOS - Mental Health Outpatient Services; CT - Counseling or
Therapy.
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Families were also asked which services they utilized for help during a crisis event. As
shown in Figure 11, most reached out to first responders and/or took their loved one
experiencing the crisis to a hospital to get help or care. Many family members selected
multiple options, suggesting they utilized multiple avenues of support during a crisis.

Figure 11

Services Utilized by Families during a Crisis

Emergency Room/Hospital (ERH) 573
Police/First Responders (911) 484
Psychologist/Pscyhiatrist/Medical Personnel (PPM) 480
Mobile Crisis Team (MCT) 313
National Hotline (i.e., 988, 211) 311
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Note: Less than 8% (~60 respondents) noted that they did not access any of these
services during a crisis, while approximately 4% (~33 respondents) weren’t sure what
they had used previously.
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Furthermore, both providers and families were asked to identify crisis intervention
services and resources they felt should be prioritized to improve crisis response in

the future. As illustrated in Figure 12, many of those options suggested deal primarily
with mental health care, individualized intervention services catered to the specific
needs of persons with dual diagnosis(es), and inclusion of dual diagnosis-specialized
training for providers and professionals in the field.

Figure 12

Crisis Intervention Services That Should Be Prioritized
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Note: All respondents selected multiple options, which coincides with the fact that
crisis response and dual diagnosis service improvements require simultaneous
avenues of resources and services from the perspectives of both providers and
families.
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Last, providers and families identified services and strategies that had been prioritized
in recent years specific to crisis response prevention, management, and follow-up.
Improved access to mental health care, increased community outreach services, and
improved crisis intervention services that cater to the individual needs of persons with
a dual diagnosis(es) topped the list (Figure 13). This suggests that what is most
important to providers and family members to improve the crisis intervention
strategies within their communities is to engage with agencies, and organizations
responsible for delegating how crisis response measures are implemented.

Figure 13

Crisis Intervention Services and Supports That Have Been Prioritized
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Summary of Strategies that Build Capacities in the Community

From the survey data collected, several key themes arose as opportunities to improve
current systems for families and persons with a dual diagnosis experiencing a crisis.
Because most of the crisis events were caused by mental health or behavioral
disruptions, many of the supports currently utilized by families and providers directly
involved behavioral services, crisis intervention services, outpatient mental health
services, or a combination of one or more of these resources. From the provider
perspective, these resources specifically included therapy or counseling, adjustments
to prescriptions or dosages, or hospitalizations. For families, these resources primarily
involved emergency room visits, calling 911, seeking psychiatric or medical help,
calling a crisis hotline, or employing the use of a mobile crisis team. Collectively, both
providers and parents admitted that their current course of action during a crisis event
was either not effective or insufficient in managing the crisis at hand.

To counter these challenges, providers and families noted several alternative options
that they felt should be prioritized within the process pathways of crisis response.
These preferences include expanded access to mental health resources, crisis
intervention training and support specifically designed for persons with a dual
diagnosis. They also emphasized the importance of inclusive training for providers
and families, and the need for a collaborative, dedicated provider network team that
involves culturally competent training, respite care, day services, and community
outreach services.

Using the response information collected from the preliminary survey, the NADD Team
created a follow-up questionnaire that reflected the analyzed information to determine
how the proposed strategies would work within a given dual diagnosis community.

Demographics

One hundred and three professional service providers, other providers, staff, or agency
personnel (including first responders, educators, direct support professionals, etc.)
from the first study started the survey. Twenty-six respondents did not complete the
survey; a total of 77 responses were included in the data analysis. Forty family
members from the first study started the follow-up survey. Five respondents did not
complete the survey and were removed from analysis; a total of 35 responses were
used for data analysis. In total, there were 112 participants in the follow-up survey.

Four main themes emerged from the follow-up survey: (1) top priorities within the dual
diagnosis field, (2) dominating factors that trigger a crisis event, (3) gaps and
necessary changes to improve existing crisis intervention strategies, and (4) effective
strategies to put in use that have a proven track record of success during a crisis.
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Top Priorities

Families and providers were mostly unified in their views of which processes and
methods were the highest priority within their respective roles prior to, during, and
after a crisis event. The top three priorities centered on: (1) protection of the individual
and community members, (2) de-escalation of behavior, and (3) assessment of the
situation and the individual. Figure 14 provides a visual comparison of the
consolidated responses by general theme and the percentage of responses
corresponding to each.

Figure 14
Top Critical Services Needed When Responding to a Crisis Event
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Note: Service providers added responses in the “Other” field including: (a) limited, if
any, law enforcement involvement, (b) educated/qualified people assigned to respond
to crisis situations, (c) a dedicated behavioral health crisis emergency room for
evaluation and stabilization for up to 72 hours (about three days), (d) establishing trust
and a safe environment for the client and community, (e) trauma-informed
intervention and approach, (f) looking holistically at the person, not just their physical
response, (g) all the above need to happen concurrently to ensure adequate treatment,
(h) it is nice to have a plan if established, and (i) agreed-upon plans or cross-system
agreements at point of service for first responders to use in interacting with the youth.
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Based on their responses, respondents were then asked to identify specific ways the
identified priorities could be achieved. Two main themes emerged: (1) increased
training and (2) improved options for critical services.

Respondents were asked about the types of training provided regarding response(s) to
crisis intervention for school-aged youth with dual diagnoses. They were instructed to
select all the options provided that applied and allowed to type in an “Other” response
to reflect any novel priorities. The “other” responses included interdisciplinary teams,
minimizing waitlists, and proactive follow-up care. However, it’s clear from the
answers that there is limited specialized training for families compared to providers.
Figure 15 provides a visual breakdown of these training options based on the
percentage of respondents from each affiliation category who selected them.

Figure 15
Crisis Intervention Specialized Training Currently Provided
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Additionally, respondents who selected “Other” added the following comments about
funding priorities: (a) parent/family peer supports, (b) access to community-based
services without service limits and regardless of geographical location, (c) service rural
communities the same as big cities, (d) as a parent and professional, I have been
developing some new strategies in collaboration with experts in these fields from some
universities to help bridge the gaps of support that often happen in a school
environment from grade to grade, (e) more intermediate and advanced training options
for parents/families, (f) better/any integration between divisions (BH and IDD) to
receive appropriate services that are integrated and actually person-centered, (g) de-
escalation training and safe restraint training, (h) law enforcement education about
IDD, (i) competent providers who can provide appropriate care to kids who have dual
diagnosis, and (j) trained providers.
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Based on their views of measures that could avoid crises and/or ways to minimize the
negative impact of the aftermath that crisis procedures create, families and providers
were probed to identify what they perceive to be the ideal measures after a crisis
event. As shown in Figure 16, perspectives relating to transportation and contact with
medical personnel were higher priorities for families than professionals, control and
containment of the situation and contacting mental health personnel were higher for
providers. Resources centered on preventive and reactive procedures (i.e., protection,
assessment, de-escalation, and stabilization) were dominant themes identified by
providers.

Figure 16
Top Measures Related to Crisis Intervention / Prevention
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Note: For providers who selected “Other,” their responses consisted of more focused
opportunities related to incorporating all these services within the scope of preferred
languages and provider choices for families.
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Triggers

Many respondents across the provider and family groups noted they had experienced
certain triggering events that caused or exacerbated a crisis event. The three most
dominant circumstances for families were related to overstimulation, family stress,
and social conflict. For providers, the three main causalities were communication,
social conflict, and family stress. This clearly shows a level of intertwining within the
perceptions that may trigger a crisis event from both the family and provider
viewpoints (Figure 17).

Figure 17

Triggering Circumstances Leading to a Crisis Event
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Note: Families provided additional suggestions within the “Other” category, which
incorporated one or more of the above options. Providers, however, noted
circumstances related to additional disabilities and limitations as well as conflicting
provider care and referrals that were not flexible to the needs of the families or school-
aged youths with dual diagnosis they cared for.
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To counter these triggering events, respondents provided their suggestions for tools,
resources, procedures, or actions that may help to de-escalate or prevent the crisis
event. Of these recommendations, families encourage the use of family and
individualized crisis intervention strategies coupled with expanded choices that create
options for the person experiencing the crisis to self-regulate and calm down.
Coincidentally, providers stated similar options, with more focus on introducing self-
regulation techniques, as shown in Figure 18.

Figure 18
De-Escalation and Improvement Strategies
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Note: Both providers and families suggested in “Other” that a multi-faceted approach
would be beneficial to incorporate several components provided in this figure, further
individualizing the care and response measures undertaken.
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Current Gaps

Respondents were asked about services they felt were critical, but lacking, for effective
crisis response for school-aged youth with dual diagnoses. They were instructed to
select the top three options that applied and were given the option to type in an
“other” response to reflect any other services. Concepts surrounding collaborative
teams, minimizing waitlists, and awareness of options dominated most responses.
Figure 19 provides a visual breakdown of these training options based on the
percentage of respondents who selected them.

Figure 19
Crisis Services to Be Incorporated (Pending Funding)

0% 10% 20% 30% 40% 50% 60% 70% 80%  90%

Different Languages '

I

Different Formats

Collaborative Teams '

Service Options |

Awareness of Options |

Streamlined Access |

Minimize Waitlists |

Follow-Up

On-Going Access

Other —

OFamily Responses D Provider Responses

Note: Respondents who selected “other” added the following components: (a) hospital
transport and (b) family/parent peer support workers. One respondent indicated they
would not call the police or 911 for their child who identified as a person of a racial
minority with a diagnosis of autism. Other responses included (c) trained school
personnel and police to understand dual diagnosis, (d) crisis stabilization facilities for
individuals with dual diagnoses and clarification of the designated funders to avoid
long-term hospitalization, trauma, and neglect, (e) crisis planning and prevention, (g) a
Community Response Team or Mobile Stabilization Units, and (h) the most important
thing is prevention, including sufficient workers to provide care.
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Service providers and family members were asked to identify what services would
strengthen current crisis intervention services. Of the several options they selected,
families and providers were aligned in their support for improving education about
crisis intervention strategies, enhancing existing systems to make finding information
easier and more streamlined, and incorporating culturally appropriate tools and
languages that address potential language or knowledge barriers encountered by non-
English populations. Figure 20 provides more information about additional resources
and services that could be incorporated to bolster current crisis response systems for
school-aged youth.

Figure 20
Opportunities to Strengthen Current Crisis Intervention Services
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Note: Similar to the prevention measures identified to help de-escalate crisis situations,
both families and providers emphasized the need for a multi-faceted and collaborative
approach that encourages cross-collaborative professional care that is specifically
designed for the individual circumstances required of each school-aged youth with
dual diagnosis.

Expanding on earlier suggestions by all respondents that improved mental health
supports were needed, participants were asked specifically about what they perceive to
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be the best services or resources that could be established to help improve the current
outcomes for mental health conditions for school-aged youth with a dual diagnosis.
Both families and providers echoed one another in their recommendations to create a
community crisis intervention team that would directly lead a crisis response event,
which may include establishing a community-based facility (an alternative to an
institution or involuntary facility). Further, embedding school-based support systems
and ongoing counseling or therapy may foster a positive prevention and response
pathway that could lead to better outcomes, according to the answers provided. Figure
21 provides other outcome measures proposed that build upon these main
components.

Figure 21
Outcome Measures to Improve Mental Health Crises
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Family members added responses in the “Other” field including: (a) neurodivergent
affirming care trainings, (b) stabilization, acute, subacute, and day treatment providers,
(c) Providing crisis services with clinicians who have received training in dual
diagnosis, and (d) Family stress management practices. One parent noted that
professionals who can provide care in the community are needed to prevent crisis
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situations. If that doesn't happen, all the other strategies and interventions are
meaningless.

Effective Strategies

Family members were asked what effective home-based interventions [short-term,
intensive services designed to avert psychiatric hospitalizations of children and youth]
were available to prevent a crisis from occurring. They were instructed to select all the
options provided that applied and given the opportunity to type in an “other”
response. Figure 22 provides a visual representation of their responses.

Figure 22
Top Services Deemed Most Effective by Family Members
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Note: Family members added responses in the “other” field including: (a) mental health
therapists, (b) neurodiversity affirming supports, (c) Providers who LOOK like youth
(people of color), especially intensive in-home behavioral services (d) CIT police
officers, (e) consistent personal care providers, and (f) appropriate mental health
services in the community. While all selections are technically available, limited
resource capacity and waitlisting make them hard to use in a crisis.
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One parent noted, “We need intensive home-based interventions long term. Short term
is not sustainable. Intensive services involve peer mentors and skills trainers and
access to psychiatrist 24/7. As soon as the child/adolescent starts to settle, they
discharge and move them on, and the person then goes back into crisis. Some of these
children/adolescents do not transition well and need the same structure/routines
every day/week. Due to processing speeds, etc., they are not candidates for
internet/tele-med services.”

Family members and service providers were asked to identify communication
strategies used to bridge any perceived gaps in crisis intervention provision.
Respondents were instructed to select all communication strategies they believed were
effective, with families sharing that translation of materials, teen-oriented signage, and
telehealth options were most successful. Providers, however, identified picture and
symbol formats, non-English interpretation services, and alternative language formats
as most helpful. Figure 23 provides context relating to additional strategies that
improved crisis response measures.

Figure 23

Communication Strategies Bridging the Gap in Quality Crisis Response
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Moreover, both parents and providers provided insight regarding additional skills,
resources, or services that could be implemented to help improve their ability to
prevent a crisis from escalating. As shown in Figure 24, many of their answers
embodied expanded training opportunities, in-home services, family-centered support,
and culturally inclusive provider specializations.

Figure 24

Additional Resources Necessary to Prevent Crisis Events
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Note: Care options and supports related to expanded options in rural settings and
more virtual or flexible options for provider treatment to accommodate the individual
needs of school-aged youth and their families were proposed by both families and
providers alike.
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In response to the diverse populations that many providers working within the dual
diagnosis field care for, service providers were asked if they felt they would benefit
from culturally informed and cultural sensitivity training to assist school-aged youths
with dual diagnoses in the community. Overwhelmingly, both families (~85%) providers
(~91%) reported that training in cultural competency would be beneficial.

An open-ended question followed, asking providers to identify any culturally
responsive training they felt should be provided, including training on neurodiversity,
neurodiversity in the workplace, LGBTQ2+ issues, cultural humility, and system
navigation (e.g., school systems and the IEP process). Service providers also suggested
online training as well as making training available to individuals who are not service
providers (e.g., contracted employees). Informational training, available in multiple
formats, could also address topics such as physical disabilities, health impairments,
and the use of AAC services/ devices. Coincidentally, when family members were
asked the same question, they overwhelmingly stated yes (86%).

To further expand on the cultural components of providing proper care and support
for school-aged youth with a dual diagnosis, all participants were asked to identify
culturally informed practices that should be available in alternative languages or
formats (e.g., Braille, ASL). As depicted in Figure 25, service providers suggested
materials to help respond to the unique needs of cultural groups as a need (57%).
Families suggested the integration of linguistic community partners (46%).

Figure 25

Culturally Informed Practices Needed

0% 10% 20% 30% 40% 50%

Cultural competence and responsiveness ]

Cultural and Linguistic Competence

Linguistic diverse community partners

Capacity to respond to cultural groups

Competency-based training T

Communications in a variety of languages/media r :

Solicits Input from culturally diverse communities

Staff from culturally diverse communities

Incentives for hiring bi-lingual/bi-cultural staff E—

Utilizes Cultural brokers or Promotoras ) p—

oFamily Responses 0O Provider Responses

The National Association for the Dually Diagnosed
(NADD)



National Crisis Intervention Research Study

Summary of Services Needed to Sustain Effective Capacity Building in the
Community

There were slight variations between providers and families regarding which methods,
resources, and supports they thought would best reduce or eliminate the impact of a
crisis for someone with a dual diagnosis in their community. However, most of their
answers aligned in the identification of what is missing, what is working, and where
improvements are needed, with the idea of achieving specific goals that would
emphasize protection, prevention, and treatment. Figure 26 demonstrates that the
most important outcomes from all participants centered on keeping school-aged youth
safe while reducing the risk of trauma and stress to them and their families/caregivers.

Figure 26
Top Goals for School-Aged Youth with a Dual Diagnosis in a Crisis
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To achieve these goals, providers and families highlighted the need for developing
individualized procedures, such as reducing triggering factors and stressful events, by
adopting crisis response procedures and policies (including training) that accentuated
de-escalation, communication, and individualized care. These strategies may be
achieved through various avenues, such as incorporating culturally informed practices,
expanding individuals’ treatment options, introducing self-regulation and self-coping
processes, and providing individuals with dual diagnosis more involvement in their
care options and choices (including any religious, linguistic, educational, or alternative
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pathways they prefer or are more comfortable with). Pending the availability of
additional funding and availability, many respondents felt these capacity-building
opportunities could be achieved through the inclusion of more community-based
facilities, expanded respite care options, ongoing counseling or therapy, inclusive
school-based supports, amplified community outreach activities, and increased access
to specialized employment, communication, and educational support systems that are
accessibility-centered.

Across all responses, the key theme that arose from both families and providers was
that current systems were shorthanded and lacking sufficient options and that to
protect school-aged youth with dual diagnosis and provide them with a quality of life,
specific goals needed to be met that corresponded with changes in policy, procedure,
response, and after-care.

By focusing on improving existing systems to incorporate a more comprehensive yet
interconnected care and support pathway, the strategies identified by both providers
and families in this survey have the likelihood to achieve the major goals identified
above.

Discussion of Findings: Barriers and Recommendations

As this project has shown, crisis intervention needs to have some “flexibility” (McNally
& McMurray, 2015). Service provision and post-crisis follow-up need to be adaptable in
both the juxtaposition of appointments and the goodness-of-fit in terms of the
capacity and family culture. As previous research has shown, effective service
provision adapts to the unique needs of the youth, families, and cultural variations
within service settings. While many respondents noted that a flexible continuum of
services to support school-aged youth and their families is often associated with
positive outcomes, issues surrounding service delivery variations led to discrepancies
in clinical approaches, unclear eligibility criteria, and funding streams that at times
seem to conflict. Though evaluation of crisis intervention service efficacy is difficult as
outcomes, performance measures, and effectiveness measures differ by state, regional,
and cultural community, it is crucial for developing effective delivery systems that are
both available and accessed by families.

Successful alternatives that draw from existing research and recommended capacity-
building opportunities suggest that the hurdles faced by families and providers of
school-aged youth with a dual diagnosis center on the availability and usability of
whatever services or supports are provided locally within their community. Although
there have been significant advances in the use of technology and expanded trainings
on crisis intervention within regions across the country, they do not cater to the
individualized circumstances of the different families, communities, providers, and
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circumstances each school-aged youth with a dual diagnosis goes through prior to,
during, and following a crisis. As such, these circumstances make it difficult for
families to obtain and use appropriate treatment and care supports, which leads to
inadequate prevention, mitigation, and post-crisis support options.

Barriers to Service Availability

Past research has shown that logistical issues related to crisis intervention continue to
affect timely service provision. Mobile crisis, while more effective, requires
practitioners to travel to the crisis. For individuals in more rural locations, wait times
may be longer to access care. While these aspects may be difficult to diminish, web-
based services may provide an alternative measure to utilize in minimizing escalation.

Many studies have shown that mental health care for individuals who have a dual
diagnosis is often provided by separate systems, leading to fragmentation of care. This
can result in disjointed treatment plans and limited coordination. Additionally, many
regions report a shortage of specialized services or trained professionals to address
the unique needs of youth with dual diagnoses. Transportation and accessibility
continue to challenge service provider systems. As many families and providers noted,
geographic and transportation barriers can make it difficult for families to access
services, particularly if specialized treatment is located far from their homes.

As detailed in both the literature review and the survey responses, a lack of cultural
competency can lead to an increased risk of unintentional bias and disparities in care.
Research shows that school-aged youth with dual diagnosis(es) from minority or
marginalized communities are more likely to receive suboptimal or inappropriate
interventions due to a lack of understanding of their cultural backgrounds. This can
perpetuate existing health disparities and lead to unequal outcomes. From both the
provider and family members’ viewpoint, integrating cultural competency can help
bridge this gap, ensuring that all children, regardless of their cultural background,
receive equitable crisis intervention services.

Also noted in existing reports, children who engage in suicidal thoughts or behavior or
otherwise pose a risk to themselves or others in school, home, or the community are
more likely to be admitted to inpatient hospitalization, psychiatric residential
treatment facilities, or incarcerated (Vanderploeg et al., 2016). To counter this, many
families and providers admitted leaning on emergency departments and juvenile
justice systems, among the most costly and restrictive options in crisis response.
Research shows us that these restrictive settings are most often associated with
suboptimal outcomes (Vanderploeg et al., 2016). Dependency on first responders and
emergency department personnel for the treatment of mental health issues and
involuntary hospitalization presents several significant challenges.
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Most family members surveyed admitted to relying heavily on emergency rooms and
hospitals to cope with a crisis event. The literature tells us that emergency
departments are often overcrowded and may not have the resources or capacity to
provide appropriate care for individuals with mental health issues. This can lead to
long wait times and inadequate treatment, further increasing the distress of those in
crisis. In many cases, individuals who are involuntarily hospitalized for mental health
reasons may not receive adequate follow-up care and support upon discharge. This can
result in a revolving door scenario, where people cycle in and out of the emergency
departments without addressing the underlying causes of their mental health issues.

Families and providers agree that expanding access to alternatives, such as crisis
hotlines, mobile crisis teams, and mental health crisis centers, can help reduce
dependency on emergency departments and first responder systems. Addressing the
problem of dependency on first responders and emergency departments for mental
health issues requires a comprehensive approach that involves diverting individuals to
appropriate mental health services, improving training for first responders, reducing
the stigma associated with mental illness, and investing in community-based mental
health care. This approach can help ensure that individuals in crisis receive the care
and support they need in a more compassionate and effective manner.

Barriers to Service Utilization

Barriers that hinder a family’s ability to receive appropriate and effective care
identified in the first survey parallel the findings of previous research, with stigma,
lack of awareness of available resources, insurance, and funding issues as the leading
causes of non-utilization in resources. The stigma of mental health and/or intellectual
disabilities can prevent youth and their families from seeking help, as they may fear
judgment or discrimination. Further, insurance coverage for mental health services can
be complex and may not always cover the needed treatments.

Mental health issues in school-aged youth can manifest in various ways, including
behavioral problems, academic difficulties, or social withdrawal. When services are
siloed, as many families in the survey noted, these signs may go unnoticed or
unaddressed until they become more severe, making it harder to intervene early, which
is crucial for effective treatment. When services are not coordinated, as most providers
commented, resources may be allocated inefficiently. This can result in duplication of
efforts, wasted resources, or gaps in services, leaving some youth underserved while
others receive overlapping or unnecessary care.

Additionally, both family and provider surveys echoed existing research that
acknowledged that navigating multiple agencies and providers can be overwhelming
and may deter individuals from seeking help altogether. In a siloed system,
communication barriers can hinder the exchange of critical information and the
development of integrated treatment plans. School-aged youth with dual diagnoses
often require ongoing support and care. A siloed approach is less likely to support the
continuity of care necessary for long-term well-being. A more effective approach is to
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adopt an integrated and collaborative model of care. This involves breaking down the
barriers between service providers, improving communication and coordination, and
considering the whole person in the context of their family, school, and community.

As the literature has shown, the lack of uniformity in how systems assess and identify
Intellectual and Developmental Disabilities (IDD), mental health issues, and co-
occurring mental health issues across states, agencies, and regional providers is a
significant challenge in healthcare and human services. This lack of uniformity can
result in disparities in diagnosis, treatment, and support for individuals with dual
diagnosis(es).

One of the reasons for the lack of uniformity is the variation in diagnostic criteria used
across different states and agencies. For example, the criteria for diagnosing autism
spectrum disorder (ASD) may vary from one state to another, leading to differences in
prevalence rates and access to services. Additionally, states and service providers often
use different screening and assessment tools to identify individuals with IDD and
mental health conditions. This can lead to inconsistencies in diagnoses and the level of
support provided. Differences in funding and resources allocated to IDD and mental
health services can also vary greatly between states and regions. This impacts the
availability and quality of services, leading to disparities in care. Each state and agency
may have its own policies and regulations governing the identification and support of
individuals with IDD and mental health issues. This results in a lack of consistency in
service delivery. Discrepancies in how data on IDD and mental health issues are
collected and reported can also contribute to the lack of uniformity. This can make it
difficult to compare prevalence rates and service utilization across regions. Addressing
these challenges and promoting uniformity in the identification and support of
individuals with IDD and mental health issues requires collaboration among states,
agencies, and providers, as well as standardization of diagnostic criteria and
assessment tools.

Most respondents (both providers and family members) identified limitations
surrounding media type and the formatting of media as a barrier to service utilization
for individuals with dual diagnosis(es). Media type and format affect how information
is communicated to and accessed by service providers and families. Some service
providers and government agencies use complex language and jargon in their
presentations and available materials. Jargon is especially difficult to translate into
materials that are non-English-based. Medical terminology, legal terms, and technical
language can create confusion and limit service utilization, which many families noted
impacts communication and understanding within minority populations.

Further, providers surveyed noted that some media formats are not accessible or are
extremely difficult to use for individuals who have health impairments (e.g., Braille
needed for the blind), processing issues (e.g., video with audio may be difficult to
process simultaneously), or cognitive impairments (e.g., easy-to-read fonts and clear
navigation). The literature reviewed coincided with this view, noting that media may
overwhelm individuals with a dual diagnosis, leading to frustration and
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disengagement. While digital platforms are increasingly common for dissemination,
not all individuals with dual diagnosis(es) have access to or are comfortable using
technology. As the literature further asserts, some individuals prefer face-to-face
interactions and perceive remote therapy as a less preferred temporary stopgap. In
this instance, the digital divide can limit the ability to access and utilize services.
Additionally, some media content perpetuates stigmas and negative stereotypes,
exacerbating mental health issues rather than resolving them. Families and providers
agree that utilizing media should be individualized to the comfort and preference of
the families and their school-aged youth with a dual diagnosis to ensure efficacy and
usability.

The recommendations to support improved crisis response strategies and outcomes
for school-aged youth living with a dual diagnosis fell into the following categories:
cross-professional collaboration and coordination; effective communication; using
different media formats; assessment of client, client needs and cultural fit; educating
and debriefing first responders and service providers; and training that includes
cultural fit.

Cross-Professional Collaboration and Coordination

Cross-disciplinary collaboration and coordination are essential components of service
delivery systems for individuals with dual diagnoses. Providing effective care for
school-aged youth with IDD and co-occurring mental health issues requires a
multidisciplinary approach involving professionals from divergent fields and
philosophical approaches (e.g., psychiatry, psychology, social work, counseling,
behavior analysis, and other medical fields). A holistic approach to treatment that
addresses physical, mental, and behavioral health is needed to improve the quality of
care. Each profession brings unique expertise, allowing for comprehensive assessment,
treatment planning, and ongoing care that focuses on the individual's physical,
psychological, and social needs. The Substance Abuse and Mental Health Services
Administration (SAMHSA) proposes an integrated care model, emphasizing the need
for collaboration between mental health and addiction treatment providers. A
wraparound approach involves creating a customized care plan for everyone, with
input from various professionals, caregivers, and the person with dual diagnosis. This
multi-faceted approach aims to provide comprehensive support tailored to everyone’s
needs. To achieve this goal, professionals need ongoing training and education on dual
diagnosis treatment, evidence-based practices, and interdisciplinary collaboration.

Effective Communication

Effective communication is an essential component of providing high-quality care and
effective crisis services for individuals with IDD and co-occurring mental health issues.
School-aged children with dual diagnoses oftentimes face unique challenges that
require a multi-faceted approach to care and support that involves multiple systems.
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Sharing knowledge among professionals, caregivers, and support staff helps accurately
assess and build a comprehensive understanding of the individual's needs, strengths,
and challenges. A holistic perspective enables targeted and effective interventions that
support physical, emotional, and social well-being. Clear communication helps prevent
misunderstandings that can lead to behavioral and mental health issues. Sharing
knowledge allows for the timely identification of warning signs and the
implementation of appropriate interventions. Additionally, effective communication
provides families and caregivers with the resources and information needed to provide
the best possible care, integrating them into the treatment model. Effective
communication is also associated with reduced caregiver stress and provider burnout.
Gathering and sharing knowledge about the challenges faced by individuals with dual
diagnoses can inform policy development and advocacy efforts, leading to improved
services and support. It is hoped that the data gathered as part of this project can be
shared with policymakers to identify areas of best practice that should be prioritized
for funding. Ultimately, the goal is to enhance the quality of life for individuals with
dual diagnoses. Knowledge sharing and effective communication are critical
components to achieving this goal.

Different Media Formats

When developing and disseminating information, it is essential to ensure materials are
available in clear language so information can be used by individuals who need
additional support. Availability is needed in multiple formats such as Braille, large
print, and accessible digital formats (e.g., subtitles). Another recommendation is to
avoid long blocks of text that can be difficult for individuals with dyslexia, provide
transcripts as needed, and add infographics, images, or voice-over to visual content.
Multimodal augmentative and alternative communication strategies may be employed
to support the sharing of knowledge for people who cannot always rely on speech to
convey their thoughts. Screen readers and assistive technology can read text and
describe images for individuals with visual impairments. Practitioners should strive to
use inclusive language that is also culturally informed. For more information, see
Section 508 Standards or Web Content Accessibility Guidelines (WCAG). Providing off-
line options such as printed media that can be mailed to stakeholders may be
necessary to help bridge the digital divide. For many individuals, multi-media formats
such as webchats and texting applications offer much-needed help for individuals.
Addressing barriers related to communication in formats users can easily understand
enhances the accessibility of services for individuals with dual diagnosis(es), thus
ensuring access to the supports they need to lead fulfilling lives.

Assessment of Client, Client Needs, and Fit within Culture

Therapists working with clients from diverse backgrounds must conduct early and
ongoing evaluations to understand the needs of service recipients better. Some factors
include the family’s country of origin, family structure, immigration history, birth
order, sex roles, social class, gender identity, and pronoun usage as important
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variables to consider (Sue et al., 2006). Assessing cultural backgrounds by asking
families about important values, beliefs, and traditions in their households is crucial.
Learning about the effects of racism and discrimination experienced by families from
diverse cultures may also alert practitioners to their own strengths and deficiencies.

Assessment of a dual diagnosis (i.e., I/DD and a mental health disorder) is essential to
ensure effective, long-term treatment options. Fletcher and colleagues (2009) reported
that at least one-third of children with a diagnosis of I/DD also showed symptoms of a
psychiatric disorder. A recent survey of 6,256 adolescents with a diagnosis of I/DD
found approximately two-thirds had a lifelong risk of having a mental disorder (Platt,
Keyes, McLaughlin, & Kaufman, 2018). Symptoms of an underlying mental health
disorder may be overlooked by many professionals, due to limited training or
experience with individuals with I/DD. Another reason for missing a dual diagnosis
relates to diagnostic overshadowing, whereby a clinician erroneously attributes
symptoms of a mental disorder to characteristics of the intellectual disability (e.g.,
behavioral or mood disturbance, difficulty communicating, or deficits in social skills).

Clinical professionals who support individuals with I/DD should optimally pursue
additional training to detect signs and symptoms indicative of a potential co-occurring
mental health diagnosis. The Diagnostic Manual of Intellectual Disability (DM-ID;
Fletcher, et al., 2009) offers a helpful guide to practitioners who seek to narrow the
gaps in the diagnostic process. Fletcher and colleagues recommend using the DM-ID to
accompany the Diagnostic and Statistical Manual of Mental Disorders to provide a
thoroughgoing diagnosis (DSM-5; American Psychiatric Association, 2013; Fletcher, et
al., 2009).

Pre-therapy interventions, such as client-orientation programs, can be beneficial for
clients of diverse cultural backgrounds who may be unfamiliar with

psychotherapy. Similarly, therapist-orientation programs can help therapists
familiarize themselves with the needs of diverse clients while also embedding
specialized training opportunities to ensure a more diversified and ongoing building
process for the services and supports school-aged youths with dual diagnosis as they
age.

Educating and Debriefing First Responders and Service Providers

Another area of needed training and support pertains to first responders and other
professionals involved in crisis intervention for individuals with dual diagnosis. Many
first responders report feeling underprepared to effectively manage and de-escalate
individuals in the midst of a mental health crisis (Kuehl, Kim, & Every-Palmer, 2023).
The difficulties faced by first responders are further complicated by the presence of an
intellectual or developmental disability, particularly when communication and social
deficits exist. Better pre-service and ongoing training for first responders should be
provided to guide decision making and promote the use of effective strategies. One
proposed strategy includes a team-based approach that incorporates mental health
service providers on crisis intervention teams (Kuehl, Kim, & Every-Palmer, 2023).
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Debriefing sessions allow responders to reflect on the incident, identify what went
well, and discuss areas that need improvement. This feedback loop can inform
training, policies, and procedures. First responders often face emotional and
psychological challenges when dealing with mental health crises. Debriefing can
normalize their feelings and experiences, reducing stigma and isolation. Through
debriefing, responders can identify specific stressors or triggers that impacted them
during the intervention. This can inform strategies for stress management and coping
in the future.

Debriefing sessions can emphasize the importance of self-care and provide resources
for responders to maintain their mental and emotional well-being. For responders
working in teams, debriefing fosters camaraderie and mutual support. It reinforces the
idea that they are not alone in facing the challenges of crisis intervention. Consider
cultural differences and sensitivities when debriefing responders. Cultural competence
is essential to understanding how different individuals may experience and cope with
mental health crises. Debriefing should not be a one-time event but part of an ongoing
process of learning and improvement. Service providers should regularly assess the
effectiveness of debriefing practices and adjust as needed.

Debriefing is an essential practice in ensuring the well-being of both professionals
managing a crisis and the person in distress. It also serves as a catalyst for
professionals to learn from and improve future responses. Because of the knowledge
gained through debriefing processes, professionals can be better educated and
prepared to deal with crises in the future.

Training that Incorporates Cultural Competence

The need for training arose as a frequent theme throughout this research. Families and
providers were aligned in their support for improving education about crisis
intervention strategies emphasized the need for crisis intervention training and
support specifically designed for persons with a dual diagnosis and inclusive training
for not only providers but also families. In the follow-up survey, respondents were
asked to identify specific ways improved crisis response could be achieved.

Concerns regarding the lack of training available on specific types of disabilities within
professional disciplines was noted throughout the literature review. The review also
showed that family-based treatment methods for children and youth with IDD
represent the most neglected area of professional training and development in the
mental health professions. While crisis response training exists, as noted earlier in this
report, it is clear that opportunities exist to develop additional focused training to
meet the needs of youth who have a dual diagnosis and are at risk for crisis: training
designed to support families, first responders, clinicians, and other service providers
who support school-aged youth. Essential for the success of any training that is
developed is a keen focus on culture.
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Cultural competence requires providers to learn and adapt treatment practices from a
culturally sensitive perspective and is identified as a best practice toward better social
services and health care for people with co-occurring conditions (Shanahan & Fields,
2016; Washington State Department of Social and Health Services, 2022). Cultural
competency practices may include informal support networks such as extended family,
religious institutions, and neighborhood supports (Singer, 2005). Providers should
identify specific culture-related needs of the community (e.g., access to interpreters,
religious leaders, cultural brokers, and healers) (Silva & Klotz, 2006). A further
recommendation is to include crisis responders and cultural brokers (e.g., community
leaders) from affected minority groups before, during, and after a crisis (Silva & Klotz,
2006). When crisis intervention professionals demonstrate cultural competence, it may
lead to increased engagement and compliance from children with dual diagnoses and
their families.

Ultimately, cultural competence means appreciating and respecting diversity and the
richness it brings to life in society. Cultural competence is key to decreasing disparities
in behavioral health service delivery as it improves: (a) clientele engagement in
services, (b) therapeutic relationships between clients and providers, (c) adherence to
treatment, (d) better treatment outcomes, (e) improved quality of life, (f) patient
satisfaction, and (g) improved service provider performance (Alizadeh, 2015; HHS,
2003). It is vital that multiple forms of communication with youth, families, and
community members are translated into a variety of languages and employ a variety of
media (e.g., organization web pages, social media, print media, public meetings, and
individual contacts (e.g., text, phone contacts, etc.) (Goode, Trivedi, & Jones, 2010).

Conclusion

The purpose of this study was to gain knowledge to support improved crisis response
strategies and outcomes for school-aged youth living with a dual diagnosis in the
United States. The study incorporated an extensive literature review and two surveys.
The literature review sought to gather information on evidence-based practices
regarding supporting youth in crisis as well as the barriers to effective crisis response.
The first survey included an assessment of current practices and perceived best
practices currently utilized in responding to crisis. The results of that survey and
information gained from the literature review produced a set of potential strategies.
The second survey produced an evaluation of the suggested strategies.

Findings of this project include the following recommendations:

e Promote culturally informed crisis response practices that enhance family
engagement in mental health treatment.

e Work to develop culturally informed and evidence-based training for each group
who manages crises experienced by school-aged youth with a dual diagnosis.
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Different trainings would incorporate the specific needs of each group and the
inherent complexities of their role in intervening in the crisis.

e Establish effective communication strategies and methods to allow for efficient
communication between systems, organizations, and families.

e C(Create methods to facilitate the broad-scale application of best practices for
community-based crisis intervention.

e Develop practices that equip crisis responders with effective prevention and
intervention strategies, as well as debriefing procedures post-crisis for
individuals involved in crisis and support professionals.

This research produced clear recommendations for improved crisis response,
including cross-professional collaboration and coordination, improved communication
strategies and pathways (including expanded training for families and providers), a
more expanded assessment of need, the need for training, and multiple strategies
relating to cultural competence.

This study demonstrated the need for additional research or work in multiple areas.
We highlight three of those as potential future explorations building upon these
themes and are dedicated to creating replicable practices to compassionately address
the needs of youth with a dual diagnosis who are vulnerable to crisis.

e Using information gained in this research, develop a series of pilot trainings
focused on crisis prevention, crisis response, and post-crisis support. The
trainings would incorporate recommended strategies for first responders,
providers, and families. A second phase would involve “testing” by
representative groups of first responders, providers, and families in both urban
and rural settings for refinement and finalization for use.

e Develop and pilot a set of strategies to be utilized by families supporting youth
with dual diagnoses in home settings prior to, during, and after crises to avoid
external involvement or involuntary interventions.

e Study more deeply the many cultural aspects of school-aged youth living with a
dual diagnosis in the United States who are vulnerable to crises. The purpose of
this research would be to apply that learning in developing culturally responsive
supports honoring the cultural differences inherent in their lives.

This research demonstrated the challenges that youth experiencing a dual diagnosis
face in getting their needs met, identified excellent examples of effective care
approaches, and illuminated a way forward to more sensitively and holistically meet
the needs of our shared community.

The National Association for the Dually Diagnosed
(NADD)

~
w



National Crisis Intervention Research Study

References

American Psychiatric Association. (2013). Diagnostic and statistical manual of mental
disorders (5th ed.). https://doi.org/10.1176/appi.books.9780890425596

Adams, D., & Young, K. (2021). A systematic review of the perceived barriers and facilitators to
accessing psychological treatment for mental health problems in individuals on the
autism spectrum. Review Journal of Autism and Developmental Disorders, 8(4), 436-453.
https://doi.org/10.1007/s40489-020-00226-7

Alizadeh, S., & Chavan, M. (2016). Cultural competence dimensions and outcomes: a systematic
review of the literature. Health & Social Care in the Community, 24(6), e117-e130.
https://doi.org/10.1111/hsc.12293

Arundell, L., Barnett, P., Buckman, J. E. J., Saunders, R., & Pilling, S. (2021b). The effectiveness of
adapted psychological interventions for people from ethnic minority groups: A
systematic review and conceptual typology. Clinical Psychology Review, 88,

102063. https://doi.org/10.1016/j.cpr.2021.102063

Baker-Ericzén, M. J., Brookman-Frazee, L., & Stahmer, A. (2005). Stress levels and adaptability in
parents of toddlers with and without autism spectrum disorders. Research and Practice
for Persons with Severe Disabilities, 30(4), 194-204.
https://doi.org/10.2511/rpsd.30.4.194

Bakken, T. L., & Martinsen, H. (2013). Adults with intellectual disabilities and mental illness in
psychiatric inpatient units: Empirical studies of patient characteristics and psychiatric
diagnoses from 1996 to 2011. International Journal of Developmental Disabilities, 59(3),
179-190. https://doi.org/10.1179/2047387712Y.0000000006

Beasley, J. B., Kalb, L. & Klein, A. (2018) Improving mental health outcomes for individuals with
intellectual disability through the Iowa START (I-START) Program. Journal of Mental
Health Research in Intellectual Disabilities, 11(4), 287-300,
https://doi.or/10.1080/19315864.2018.1504362

Beasley, J. B., Klein, A., & Weigle, K. (2016). Diagnostic, treatment and service considerations to
address challenging behavior: A model program for integrated service delivery. In Rubin
L.L., Merrick J., Greydanus D.E., Patel D.R. (eds) Health Care for People with Intellectual
and Developmental Disabilities across the Lifespan (pp. 1629-1644). Springer, Cham.
https://doi.org/10.1007/978-3-319-18096-0_129

Benuto, L. T., Singer, J., Newlands, R., & Casas, J. (2019). Training culturally competent
psychologists: Where are we and where do we need to go? Training and Education in
Professional Psychology, 13(1), 56-63. https://doi.org/10.1037/tep0000214

Bhui, K., Warfa, N., Edonya, P., McKenzie, K., & Bhugra, D. (2007). Cultural competence in mental
health care: a review of model evaluations. BMC health services research, 7, 15.
https://doi.org/10.1186/1472-6963-7-15

The National Association for the Dually Diagnosed
(NADD)


https://doi.org/10.1176/appi.books.9780890425596
https://doi.org/10.1007/s40489-020-00226-7
https://doi.org/10.1111/hsc.12293
https://doi.org/10.1016/j.cpr.2021.102063
https://doi.org/10.2511/rpsd.30.4.194
https://doi.org/10.1179/2047387712Y.0000000006
https://doi.or/10.1080/19315864.2018.1504362
https://doi.org/10.1007/978-3-319-18096-0_129
https://doi.org/10.1037/tep0000214
https://doi.org/10.1186/1472-6963-7-15

National Crisis Intervention Research Study

Bishop-Fitzpatrick, L., & Kind, A. J. H. (2017). A Scoping Review of Health Disparities in Autism
Spectrum Disorder. Journal of Autism and Developmental Disorders, 47(11), 3380-3391.
https://doi.org/10.1007/s10803-017-3251-9

Bond, L., Toumbourou, J. W., Thomas, L., Catalano, R. F., & Patton, G. (2005). Individual, family,
school, and community risk and protective factors for depressive symptoms in
adolescents: a comparison of risk profiles for substance use and depressive symptoms.
Prevention Science: the Official Journal of the Society for Prevention Research, 6(2), 73-
88. https://doi.org/10.1007/s11121-005-3407-2

Bowersox, N. W., Jagusch, J., Garlick, J., Chen, J. I., & Pfeiffer, P. N. (2021). Peer-based
interventions targeting suicide prevention: A scoping review. American Journal of
Community Psychology, 68(1-2), 232-248. htips://doi.org/10.1002/ajcp.12510

Braganza, M.E., Young, D. & Sheehan, T.D. (2019) Evaluating a rural mobile crisis service for
children and youth. Canadian Journal of Community Mental Health, 38(3), 79-96.
https://doi.org/10.1111/hsc.13731

Brookman-Frazee, L., Drahota, A., Stadnick, N., & Palinkas, L. A. (2012). Therapist perspectives
on community mental health services for children with autism spectrum disorders.
Administration and Policy in Mental Health and Mental Health Services Research, 39(5),
365-373. https://doi.org/10.1007/s10488-011-0355-y.

Brown, J. F., Brown, M. Z., & Dibiasio, P. (2013). Treating individuals with intellectual disabilities
and challenging behaviors with adapted dialectical behavior therapy. Journal of Mental
Health Research in Intellectual Disabilities, 6(4), 280-303.
https://doi.org/10.1080/19315864.2012.700684

Cheng, C., Chan, C. W. T., Gula, C. A., & Parker, M. D. (2017). Effects of outpatient aftercare on
psychiatric rehospitalization among children and emerging adults in Alberta, Canada.
Psychiatric Services (Washington, D.C.), 68(7), 696-703.
https://doi.org/10.1176/appi.ps.201600211

Cohen, L., Ferguson, C., Harms, C., Pooley, J. A., & Tomlinson, S. (2011). Family systems and
mental health issues: A resilience approach. Journal of Social Work Practice, 25(1), 109-
125. https://doi.org/10.1080/02650533.2010.533754

Cohen, S. R., & Miguel, J. (2018). Amor and social stigma: ASD beliefs among immigrant Mexican
parents. Journal of Autism and Developmental Disorders, 48(6), 1995-2009.
https://doi.org/10.1007/s10803-017-3457-x

Cutuli, J. J., Chaplin, T. M., Gillham, J. E., Reivich, K. J., & Seligman, M. E. (2006). Preventing co-
occurring depression symptoms in adolescents with conduct problems: the Penn
Resiliency Program. Annals of the New York Academy of Sciences, 1094, 282-286.
https://doi.org/10.1196/annals.1376.035

D’Andrea, L. M., and Waters, C. (2000). Predicting post-incident stress in emergency personnel:
A guide for mental health professionals on critical incident stress management teams.
International Journal of Emergency Mental Health, 2(1), 33-41.
https://doi.org/10.1177/153476560401000304

The National Association for the Dually Diagnosed
(NADD)

~l
9] ]


https://doi.org/10.1007/s10803-017-3251-9
https://doi.org/10.1007/s10803-017-3251-9
https://doi.org/10.1007/s10803-017-3251-9
https://doi.org/10.1007/s11121-005-3407-2
https://doi.org/10.1002/ajcp.12510
https://doi.org/10.1111/hsc.13731
https://doi.org/10.1007/s10488-011-0355-y
https://doi.org/10.1007/s10488-011-0355-y
https://doi.org/10.1080/19315864.2012.700684
https://doi.org/10.1176/appi.ps.201600211
https://psycnet.apa.org/doi/10.1080/02650533.2010.533754
https://doi.org/10.1007/s10803-017-3457-x
https://doi.org/10.1196/annals.1376.035
https://psycnet.apa.org/doi/10.1177/153476560401000304

National Crisis Intervention Research Study

Daniels, A. C., & Bailey, J. (2014). Performance management: Changing behavior that drives
organizational effectiveness (5th ed.) Performance Management Publications.
https://doi.org/10.1002/pfi.21445

Diagnostic and statistical manual of mental disorders: DSM-5. (5th ed.). (2013).
American Psychiatric Association.

Dishion, T. J., & Connell, A. (2006). Adolescents' resilience as a self-regulatory process:
promising themes for linking intervention with developmental science. Annals of the
New York Academy of Sciences, 1094, 125-138.
https://doi.org/10.1196/annals.1376.012

Evans, M. E., Boothroyd, R. A., Armstrong, M. 1., Greenbaum, P. E., Brown, E. C., & Kuppinger, A.
D. (2003). An experimental study of the effectiveness of in-home crisis services for
children and their families: Program outcomes. Journal of Emotional and Behavioral
Disorders, 11(2), 92-102. https://doi.org/10.1177/106342660301100203

Ezenkwele, A., & Roodsari, G. (2013). Cultural competencies in emergency medicine: Caring for
Muslim-American patients from the Middle East. The Journal of Emergency Medicine,
45(2), 168-174 https://doi.org/10.1016/j.jemermed.2012.11.077

Fendrich, M., Ives, M., Kurz, B., Becker, J., Vanderploeg, J., Bory, C., Lin, H. J., & Plant, R. (2019).
Impact of mobile crisis services on ED use among youths with behavioral health service
needs. Psychiatric Services, 70(10), 881-887. https://doi.org/10.1176/appi.ps.201800450

Fletcher, R. J. (2007). DM-ID: diagnostic manual-intellectual disability: A textbook of
diagnosis of mental disorders in persons with intellectual disability. NADD Press

Fletcher, R. J., Havercamp, S. M., Ruedrich, S. L., Benson, B. A., Barnhill, L. J., & Stavrakis, C.
(2009). Clinical Usefulness of the Diagnostic Manual-Intellectual Disability for Mental
Disorders in Persons with Intellectual Disability: Results From a Brief Field Survey. The
Journal of Clinical Psychiatry, 70(7), 967-974. https://doi.org/10.4088/JCP.08m04429

Gibbs, V., Cai, R. Y., Aldridge, F., & Wong, M. (2021). Autism assessment via telehealth during
the Covid-19 pandemic: Experiences and perspectives of autistic adults, parents/carers
and clinicians. Research in Autism Spectrum Disorders, 88, 101859-101859.
https://doi.org/10.1016/j.rasd.2021.101859

Ginsburg, R. B. & Supreme Court of the United States. (1998) U.S. Reports: Olmstead v. L..C., 527
U.S. 581. [Periodical] Retrieved from the Library of Congress,
https://www.loc.gov/item/usrep527581/.

Glaser, M., Green, G., Zigdon, A., Barak, S., Joseph, G., Marques, A., Ng, K., Erez-Shidlov, 1., Ofri,
L., & Tesler, R. (2022). The effects of a physical activity online intervention program on
resilience, perceived social support, psychological distress and concerns among at-risk
youth during the COVID-19 pandemic. Children, 9(11), 1704.
https://doi.org/10.3390/children9111704

The National Association for the Dually Diagnosed
(NADD)


https://doi.org/10.1002/pfi.21445
https://doi.org/10.1196/annals.1376.012
https://doi.org/10.1177/106342660301100203
https://doi.org/10.1016/j.jemermed.2012.11.077
https://doi.org/10.1176/appi.ps.201800450
https://doi.org/10.4088/JCP.08m04429
https://doi.org/10.1016/j.rasd.2021.101859
https://doi.org/10.1016/j.rasd.2021.101859
https://doi.org/10.1016/j.rasd.2021.101859
https://doi.org/10.3390/children9111704

National Crisis Intervention Research Study

Goode, T., Trivedi, P., & Jones, W. (2010). Cultural and Linguistic Competence Assessment for
Disability Organization. Washington, DC: National Center for Cultural Competence,
Georgetown University Center for Child and Human Development.

Greenberg, M. T. (2006). Promoting resilience in children and youth: preventive interventions
and their interface with neuroscience. Annals of the New York Academy of Sciences,
1094, 139-150. https://doi.org/10.1196/annals.1376.013

Guajardo Rodriguez, C. (2020). Educacion intercultural en escuelas multiculturales urbanas:
Estudio Etnografico en un centro escolar de la Ciudad de México. Boletin de
Antropologia, 35(59), 82-107. https://doi.org/10.17533/udea.boan.v35n59a06

Guo, S., Biegel, D. E., Johnsen, J. A., & Dyches, H. (2001). Assessing the impact of community-
based mobile crisis services on preventing hospitalization. Psychiatric Services
(Washington, D.C.), 52(2), 223-228. https://doi.org/10.1176/appi.ps.52.2.223

Hall, I, Parkes, C., Samuels, S., & Hassiotis, A. (2006). Working across boundaries: clinical
outcomes for an integrated mental health service for people with intellectual disabilities.
Journal of Intellectual Disability Research : JIDR, 50(Pt 8), 598-607.
https://doi.org/10.1111/j.1365-2788.2006.00821.x

Haroz, E. E., Ivanich, J., Barlow, A., O’Keefe, V. M., Walls, M. L., Kaytoggy, C., Suttle, R., Goklish,
N., & Cwik, M. (2022). Balancing cultural specificity and generalizability: Brief qualitative
methods for selecting, adapting, and developing measures for research with American
Indian communities. Psychological Assessment, 34(4), 311-

319. https://doi.org/10.1037/pas0001092

Havercamp, S. M., Barnhill, L. J., Bonardi, A., Chapman, R. A., Cobranchi, C., Fletcher, R. ]J.,
Rabidoux, P., Seeley, J. R., Tassé, M. J., & Nisonger Center RRTC on Health and Function
(2022). Straight from the horse's mouth: Increasing self-report in mental health
assessment in individuals with intellectual disability. Journal of applied research in
intellectual disabilities: JARID, 35(2), 471-479. https://doi.org/10.1111/jar.12952

Hill, J., & Furnis, F. (2006). Patterns of emotional and behavioral disturbance with autistic traits
in young people with severe intellectual disabilities and challenging behaviors. Research
in Developmental Disabilities, 27, 517-528. https://doi.org/10.1016/j.ridd.2005.07.001

Houck, E. J., & Dracobly, J. D. (2023). Trauma-informed care for individuals with intellectual and
developmental disabilities: From disparity to policies for effective action. Perspectives on
Behavior Science, 46, 67-87. https://doi.org/10.1077/s40614-022-00359-6

Hurless, N., & Kong, N. Y. (2021). Trauma-Informed Strategies for culturally diverse students
diagnosed with emotional and behavioral disorders. Intervention in School and
Clinic, 57(1), 56-61. https://doi.org/10.1177/1053451221994814

Kaihlanen, A., Hietapakka, L., & Heponiemi, T. (2019). Increasing cultural awareness: qualitative
study of nurses’ perceptions about cultural competence training. BMC
Nursing, 18(1). https://doi.org/10.1186/s12912-019-0363-x

The National Association for the Dually Diagnosed
(NADD)

~l
~l


https://doi.org/10.1196/annals.1376.013
https://doi.org/10.17533/udea.boan.v35n59a06
https://doi.org/10.1176/appi.ps.52.2.223
https://doi.org/10.1176/appi.ps.52.2.223
https://doi.org/10.1111/j.1365-2788.2006.00821.x
https://doi.org/10.1037/pas0001092
https://doi.org/10.1111/jar.12952
https://doi.org/10.1016/j.ridd.2005.07.001
https://doi.org/10.1077/s40614-022-00359-6
https://doi.org/10.1177/1053451221994814
https://doi.org/10.1186/s12912-019-0363-x

National Crisis Intervention Research Study

Kalb, L. G., Beasley, J., Klein, A., Hinton, J., & Charlot, L. (2016). Psychiatric hospitalisation
among individuals with intellectual disability referred to the START crisis intervention
and prevention program. Journal of Intellectual Disability Research, 60(12), 1153-1164.
https://doi.org/10.1111/jir.12330

Kalb, L. G., Stuart, E., Freedman, A., Zablotsky, B., & Vasa, R. (2012). Psychiatric-related ED visits
among children with an autism spectrum disorder. Pediatric Emergency Care, 28(12),
1269-1276. https://doi.org/10.1097/PEC.0b013e3182767d96

Kang-Yi, C. D., Grinker, R. R., Beidas, R., Agha, A., Russell, R., Shah, S. B., Shea, K., & Mandell, D.
S. (2018). Influence of community-level cultural beliefs about autism on families’ and
professionals’ care for children. Transcultural Psychiatry, 55(5), 623-647.
https://doi.org/10.1177/1363461518779831

Kuehl, S., Kim, A. H. M., & Every-Palmer, S. (2023). “An accident waiting to happen” -
experiences of police officers, paramedics, and mental health clinicians involved
in 911-mental health crises: a cross-sectional survey. Journal of Psychiatric and
Mental Health Nursing, 30(4), 822-835. https://doi.org/10.1111/jpm.12916

Lamb, C. E. (2009. Alternatives to admission for children and adolescents: providing intensive
mental healthcare services at home and in communities: what works? Current Opinions
in Psychiatry, 22(4), 345-50. https://doi.org/10.1097/YCO.0b013e32832¢c9082.

Lazarus, P., Doll, B., Song, S. Y., & Radliff, K. (2021). Transforming school mental health services
based on a culturally responsible Dual-Factor model. School Psychology Review, 51(6),
755-770. https://doi.org/10.1080/2372966x.2021.1968282

Lobban, F., Akers, N., Appelbe, D., Capuccinello, R. I., Chapman, L., Collinge, L., Dodd, S.,
Flowers, S., Hollingsworth, B., Honary, M., Johnson, S., Jones, S. H., Mateus, C., Mezes, B.,
Murray, E., Panagaki, K., Rainford, N., Robinson, H., Rosala-Hallas, A., ... Williamson, P. R.
(2020). A web-based, peer-supported self-management intervention to reduce distress in
relatives of people with psychosis or bipolar disorder: the REACT RCT. Health
Technology Assessment (Winchester, England), 24(32), 1-142.
https://doi.org/10.3310/hta24320.

Loch, A. A. (2014). Discharged from a mental health admission ward: Is it safe to go home? A
review on the negative outcomes of psychiatric hospitalization. Psychology Research and
Behavior Management, 7, 137-145. htips://doi.org/10.2147/PRBM.S35061

Lunsky, Y., Paquette-Smith, M., Weiss, J., & Lee, J. (2014). Predictors of emergency service use in
adolescents and adults with autism spectrum disorder living with family. Emergency
Medicine Journal, 32(10), 787-792. https://doi.org/10.1136/emermed-2014-204015

Magana, S., Parish, S., Morales, M. A., Li, H., & Fujiura, G. (2016). Racial and ethnic health
disparities among people with intellectual and developmental disabilities. Intellectual
and Developmental Disabilities, 54(3), 161-172. htips://doi.org/10.1352/1934-9556-
54.3.161

The National Association for the Dually Diagnosed
(NADD)


https://doi.org/10.1111/jir.12330
https://doi.org/10.1111/jir.12330
https://doi.org/10.1111/jir.12330
https://doi.org/10.1097/PEC.0b013e3182767d96
https://doi.org/10.1177/1363461518779831
https://doi.org/10.1177/1363461518779831
https://doi.org/10.1177/1363461518779831
https://doi.org/10.1111/jpm.12916
https://doi.org/10.1097/YCO.0b013e32832c9082
https://doi.org/10.1080/2372966x.2021.1968282
https://doi.org/10.3310/hta24320
https://doi.org/10.2147/PRBM.S35061
https://doi.org/10.1136/emermed-2014-204015
https://doi.org/10.1352/1934-9556-54.3.161
https://doi.org/10.1352/1934-9556-54.3.161
https://doi.org/10.1352/1934-9556-54.3.161

National Crisis Intervention Research Study

Magana, S., Parish, S. L., & Son, E. (2015). Have racial and ethnic disparities in the quality of
health care relationships changed for children with developmental disabilities and ASD?
American Journal on Intellectual and Developmental Disabilities, 12((6), 504-513.
https://doi.org/10.1352/1944-7558-120.6.504

Mandell, D. S., Xie, M., Morales, K. H., Lawer, L., McCarthy, M., & Marcus, S. C. (2012). The
interplay of outpatient services and psychiatric hospitalization among Medicaid-enrolled
children with autism spectrum disorders. Archives of Pediatrics & Adolescent Medicine,
166(1), 68-73. https://doi.org/10.1001/archpediatrics.2011.714

Marrocco, A., & Krouse, H.J. (2017). Obstacles to preventive care for individuals with disability:
Implications for nurse practitioners. Journal of the American Association of Nurse
Practitioners, 29(5), 282-293. https://doi.org/10.1002/2327-6924.12449

Marshall, P., Jones, S., Gooding, P., Robinson, H., & Lobban, F. (2022). Caring for a family
member with psychosis or bipolar disorder who has experienced suicidal behaviour: An
exploratory qualitative study of an online peer-support forum. International Journal of
Environmental Research and Public Health, 19(22), 1-14.
https://doi.org/10.3390/ijerph192215192

Martorelli, A. (2004). Salud mental y diversidad cultural. Retrieved from
https://www.aacademica.org/000-029/30.pdf

Mesman, E., Vreeker, A., & Hillegers, M. (2021). Resilience and mental health in children and
adolescents: An update of the recent literature and future directions. Current Opinion in
Psychiatry, 34 (6), 586-592.

McGuire, K., Erickson, C., Gabriels, R. L., Kaplan, D., Mazefsky, C., McGonigle, J., & Siegel, M.
(2015). Psychiatric hospitalization of children with autism or intellectual disability:
consensus statements on best practices. Journal of American Academy of Child &
Adolescent Psychiatry, 54(12), 969-971. https://doi.org/10.1016/j.jaac.2015.08.017

McNally, P. & McMurray, K. (2015). Exploration of the dynamic barriers to adults with
intellectual disabilities accessing mainstream mental health services. Advances in Mental
Health and Intellectual Disabilities, 9(6), 352-362. https://doi.org/10.1108/AMHID-01-
2015-0001

Mitter, N., Ali, A., & Scior, K. (2019). Stigma experienced by families of individuals with
intellectual disabilities and autism: A systematic review. Research in Developmental
Disabilities, 89, 10-21. https://doi.org/10.1016/j.ridd.2019.03.001

Mulligan, L. D., Neil, S. T., Johnstone, M., Morris, K., & Swift, E. (2022). Acceptability of the 'Crisis
Toolbox': a skills-based intervention delivered in a crisis resolution and home treatment
team during COVID-19. Community Mental Health Journal, 58(8), 1487-1494.
https://doi.org/10.1007/s10597-022-00963-5

National Institutes of Health. (2014). Health disparities. [November 2, 2016] Retrieved from
http://www.nhlbi.nih.gov/health/educational/healthdis

The National Association for the Dually Diagnosed
(NADD)


https://doi.org/10.1352/1944-7558-120.6.504
https://doi.org/10.1352/1944-7558-120.6.504
https://doi.org/10.1352/1944-7558-120.6.504
https://doi.org/10.1001/archpediatrics.2011.714
https://doi.org/10.1002/2327-6924.12449
https://doi.org/10.3390/ijerph192215192
https://doi.org/10.1016/j.jaac.2015.08.017
https://doi.org/10.1108/AMHID-01-2015-0001
https://doi.org/10.1108/AMHID-01-2015-0001
https://doi.org/10.1016/j.ridd.2019.03.001
https://doi.org/10.1007/s10597-022-00963-5
http://www.nhlbi.nih.gov/health/educational/healthdisp
http://www.nhlbi.nih.gov/health/educational/healthdisp
http://www.nhlbi.nih.gov/health/educational/healthdisp

National Crisis Intervention Research Study

Nelson, A. (2002). Unequal treatment: Confronting racial and ethnic disparities in health care.
Journal of the National Medical Association, 94(8), 666-668.

Newcomb, E. T., & Hagopian, L. P. (2018). Treatment of severe problem behavior in children with
autism spectrum disorder and intellectual disabilities. International Review of Psychiatry
(Abingdon, England), 30(1), 96-109. https://doi.org/10.1080/09540261.2018.1435513

Ni, C., Harrington, C. E., & Wilkins-Turner, F. (2017). Mental health conditions and substance use
among American Indians from eastern tribes. Journal of Multicultural Counseling and
Development, 45(1), 20-36. https://doi.org/10.1002/jmcd.12061

Okafor, M., Wrenn, G., Ede, V., Wilson, N., Custer, W., Risby, E., Claeys, M., Shelp, F. E., Atallah,
H., Mattox, G., & Satcher, D. (2016). Improving quality of emergency care through
integration of mental health. Journal of Community Mental Health, 52, 332-342.

Owen, R., Bowers, A., Heller, T., Hsieh, K., & Gould, R. (2017). The impact of support service
teams: Community-based behavioral health support interventions. Journal of Policy and
Practice in Intellectual Disabilities, 14(3), 205-213.

Platt, J. M., Keyes, K. M., McLaughlin, K. A., & Kaufman, A. S. (2019). Intellectual disability and
mental disorders in a US population representative sample of adolescents. Psychological
Medicine, 49(6), 952-961. https://doi.org/10.1017/50033291718001605

Pumariega, A. J., & Rothe, E. M. (2010). Leaving no children or families outside: The challenges
of immigration. American Journal of Orthopsychiatry, 80(4), 505-
515. https://doi.org/10.1111/j.1939-0025.2010.01053.x

Rassool, G. H. (2015). Cultural competence in counseling the Muslim patient: implications for
mental health. Archives of Psychiatric Nursing, 29(5), 321-
325. https://doi.org/10.1016/j.apnu.2015.05.009

Rich, A., DiGregorio, N., & Strassle, C. (2021). Trauma-informed care in the context of
intellectual and developmental disability services: Perceptions of service providers.
Journal of Intellectual Disabilities, 25(4), 603-618.
https://doi.org/10.1177/1744629520918086

Roberts, A. R., & Everly, G. S., Jr. (2006). A meta-analysis of 36 crisis intervention studies. Brief
Treatment and Crisis Intervention, 6(1), 10-21. https://doi.org/10.1093 /brief-
treatment/mhj006

Rummler, G. A., & Brache, A. P. (2013). Improving performance: How to manage the white space
on the organization chart (3rd ed.). Jossey-Bass.

Schnall, E., Kalkstein, S., Gottesman, A., Feinberg, K., Schaeffer, C. B., & Feinberg, S. S. (2014).
Barriers to mental health care: A 25-year follow-up study of the Orthodox Jewish
community. Journal of Multicultural Counseling and Development, 42(3), 161-173.
https://doi.org/10.1002/j.2161-1912.2014.00052.x

The National Association for the Dually Diagnosed

(NADD) 80


https://doi.org/10.1080/09540261.2018.1435513
https://doi.org/10.1080/09540261.2018.1435513
https://doi.org/10.1002/jmcd.12061
https://doi.org/10.1002/jmcd.12061
https://doi.org/10.1017/S0033291718001605
https://doi.org/10.1111/j.1939-0025.2010.01053.x
https://doi.org/10.1016/j.apnu.2015.05.009
https://doi.org/10.1177/1744629520918086
https://psycnet.apa.org/doi/10.1093/brief-treatment/mhj006
https://psycnet.apa.org/doi/10.1093/brief-treatment/mhj006
https://doi.org/10.1002/j.2161-1912.2014.00052.x
https://doi.org/10.1002/j.2161-1912.2014.00052.x
https://doi.org/10.1002/j.2161-1912.2014.00052.x

National Crisis Intervention Research Study

Shannahan, R., & Fields, S. (2016, May). Services in support of community living for youth with
serious behavioral health challenges: Mobile crisis response and stabilization services.
National Technical Assistance Network for Children’s Behavioral Health. Substance
Abuse and Mental Health Services Administration.

Shepperd, S., Doll, H., Gowers, S., James, A., Fazel, M., Fitzpatrick, R., Pollock, J., & Shepperd, S.
(2009). Alternatives to inpatient mental health care for children and young people.
Cochrane Database of Systematic Reviews, 2010(1), CD006410-CD006410.
https://doi.org/10.1002/14651858.CD006410.pub?2

Silva, A., & Klotz, M. B. (2006). Culturally Competent Crisis Response. Principal Leadership, 6(9),
11-15.

Simonoff, E., Jones, C. R. G., Baird, G., Pickles, A., Happé, F., & Charman, T. (2013). The
persistence and stability of psychiatric problems in adolescents with autism spectrum
disorders: Stability of psychiatric symptoms in autism spectrum disorders. Journal of
Child Psychology and Psychiatry, 54(2), 186-194. https://doi.org/10.1111/j.1469-
7610.2012.02606.

Singer, J. B. (2005). Adolescent Latino males with schizophrenia: Mobile crisis response. Brief
Treatment and Crisis Intervention, (5)1, 35-55. https://doi.org/10.1093/BRIEE-
TREATMENT/MHI002

Sowar, K., Thurber, D., Vanderploeg, J. J., & Haldane, E. C. (2018). Psychiatric community crisis
services for youth. Child and Adolescent Psychiatric Clinics of North America, 27(3), 479-
490. https://doi.org/10.1016/j.chc.2018.03.002

Stadnick, N., Chlebowski, C., Baker-Ericzén, M., Dyson, M., Garland, A., & Brookman-Frazee, L.
(2017). Psychiatric comorbidity in autism spectrum disorder: Correspondence between
mental health clinician report and structured parent interview. Autism : the International
Journal of Research and Practice, 21(7), 841-851.
https://doi.org/10.1177/1362361316654083

Stavropoulos, K. K. M., Heyman, M., Salinas, G., Baker, E., & Blacher, J. (2022). Exploring
telehealth during COVID for assessing autism spectrum disorder in a diverse sample.
Psychology in the Schools, 59(7), 1319-1334. https://doi.org/10.1002/pits.22672

Stevenson, Bradley S.; Wood, Charles L.; Iannello, Alana C. (2019) Effects of function-based crisis
intervention on the severe challenging behavior of students with autism. Education and
Treatment of Children, 42(3), 321-343. https://doi.org/10.1353/etc.2019.0015

Substance Abuse and Mental Health Services Administration (SAMHSA). (2020). National
guidelines for behavioral health crisis care: Best practice toolkit. Substance Abuse and
Mental Health Services Administration, U.S. Department of Health and Human Services.

Sue, S. (2006). Cultural competency: From philosophy to research and practice. Journal of
Community Psychology, 34(2), 237-245. https://doi.org/10.1002/jcop.20095

The National Association for the Dually Diagnosed

(NADD) 81


https://doi.org/10.1002/14651858.CD006410.pub2
https://doi.org/10.1111/j.1469-7610.2012.02606.x
https://doi.org/10.1111/j.1469-7610.2012.02606.x
https://doi.org/10.1111/j.1469-7610.2012.02606.x
https://doi.org/10.1093/BRIEF-TREATMENT/MHI002
https://doi.org/10.1093/BRIEF-TREATMENT/MHI002
https://doi.org/10.1016/j.chc.2018.03.002
https://doi.org/10.1177/1362361316654083
https://doi.org/10.1177/1362361316654083
https://doi.org/10.1177/1362361316654083
https://doi.org/10.1002/pits.22672
https://doi.org/10.1002/pits.22672
https://doi.org/10.1353/etc.2019.0015
https://doi.org/10.1002/jcop.20095

National Crisis Intervention Research Study

Taylor, B. J., Sanders, K. B., Kyle, M., Pedersen, K. A., Veensta-Vanderweele, J., and Siegel, M.
(2019). Inpatient psychiatric treatment of serious behavioral problems in children with
autism spectrum disorder (ASD): Specialized versus general inpatient units. Journal of
Autism and Developmental Disorders, 49, 1242-1249.

The University of Sydney. (2003). What is cultural competence? Retrieved from
https://www.sydney.edu.au/nccc/about-us/what-is-cultural-competence.html

Trauma and Intellectual/Developmental Disability Collaborative Group. (2020). The impact of
trauma on youth with intellectual and developmental disabilities: A fact sheet for
providers. Los Angeles, CA, and Durham, NC: National Center for Child Traumatic
Stress. Retrieved from: https://www.nctsn.org/sites/default/files/resources/fact-

sheet/the_impact_of_trauma_on_yvouth_with_intellectual_and_developmental_disabilitie

s_a_fact_sheet_for_providers.pdf

Uprise Health. (2023). ;Qué es la atencion culturalmente sensible? Retrieved from
https://uprisehealth.com/resources/what-is-culturally-sensitive-care-spanish,

US Department of Health and Human Services. (2003). A treatment improvement protocol:
Improving cultural competence.

Vanderploeg, J. J., Ly, J. J., Marshall, T. M., & Stevens, K. (2016). Mobile Crisis services for
children and families: Advancing a community-based model in Connecticut. Children
and Youth Services Review, 71, 103-109.
http://dx.doi.org/10.1016/j.childyouth.2016.10.034

Vohra, R., Madhavan, S., Sambamoorthi, U., & St Peter, C. (2014). Access to services, quality of
care, and family impact for children with autism, other developmental disabilities, and
other mental health conditions. Autism: the International Journal of Research and
Practice, 18(7), 815-826. https://doi.org/10.1177/1362361313512902

Washington State Department of Social and Health Services. (2022). Report to the Legislature.
Best practices for co-occurring conditions: Serving people with intellectual and
developmental disabilities and mental health conditions. Retrieved from:
https://www.dshs.wa.gov/sites/default/files/DDA/dda/documents/Best%20practices%2
0for%20co-occuring%20conditions_Oct%201%20Leg%20report_9_20_22.pdf

Watson, A. C., & Sabawi, T. E. (2023). Expansion of the police role in responding to mental
health crises over the past fifty years: Driving factors, race inequities and the need to
rebalance roles. Law and Contemporary Problems, 86(1), 1-28.

Weiss, J. A., Slusarczyk, M., Lunsky, Y. (2011) Individuals with intellectual disabilities who live
with family and experience psychiatric crisis: Who uses the ED and who stays home?,
Journal of Mental Health Research in Intellectual Disabilities, 4:3, 158-171, DOIL
10.1080/19315864.2011.599013

Wharff, EA, Ginnis KB, Ross AM, White EM, White MT, Forbes, PW. (2019) Family based crisis
intervention with suicidal adolescents. Pediatric Emergency Care. Mar;35(3):170-175

The National Association for the Dually Diagnosed

(NADD) 82


https://www.sydney.edu.au/nccc/about-us/what-is-cultural-competence.html
https://www.sydney.edu.au/nccc/about-us/what-is-cultural-competence.html
https://www.sydney.edu.au/nccc/about-us/what-is-cultural-competence.html
https://www.nctsn.org/sites/default/files/resources/fact-sheet/the_impact_of_trauma_on_youth_with_intellectual_and_developmental_disabilities_a_fact_sheet_for_providers.pdf
https://www.nctsn.org/sites/default/files/resources/fact-sheet/the_impact_of_trauma_on_youth_with_intellectual_and_developmental_disabilities_a_fact_sheet_for_providers.pdf
https://www.nctsn.org/sites/default/files/resources/fact-sheet/the_impact_of_trauma_on_youth_with_intellectual_and_developmental_disabilities_a_fact_sheet_for_providers.pdf
https://uprisehealth.com/resources/what-is-culturally-sensitive-care-spanish/
http://dx.doi.org/10.1016/j.childyouth.2016.10.034
http://dx.doi.org/10.1016/j.childyouth.2016.10.034
http://dx.doi.org/10.1016/j.childyouth.2016.10.034
https://doi.org/10.1177/1362361313512902
https://doi.org/10.1177/1362361313512902

National Crisis Intervention Research Study

Whitley, R. (2012). Religious competence as cultural competence. Transcultural Psychiatry,
49(2), 245-260. https://doi.org/10.1177/1363461512439088

Whittle, E. L., Fisher, K. R., Reppermund, S., Lenroot, R., & Trollor, J. (2018). Barriers and
enablers to accessing mental health services for people with intellectual disability: A
scoping review. Journal of Mental Health Research in Intellectual Disabilities, 11 (10), 69-
102. https://doi.org/10.1080/19315864.2017.1408724

Whittle, E. L., Fisher, K. R., Reppermund, S., & Trollor, J. (2019). Access to mental health services:
The experiences of people with intellectual disabilities. Journal of Applied Research in
Intellectual Disabilities, 32(2), 368-379. https://doi.org/10.1111/jar.12533

Wilder, D. A., Cymbal, D., and Gravina, G. (2022). Performance Management in Organizations. In
R. Houmanfar, M. Fryling, & M. Alavosius (Eds.), Applied Behavior Science in
Organizations (pp.1-20). Routledge.

Witwer, A. N., Rosencrans, M. E., Held, M. K., Cobranchi, C., Crane, J., Chapman, R., &
Havercamp, S. M. (2022). Psychotherapy treatment outcome research in adults with ID:
Where do we go from here? Clinical Psychology: Science and Practice.
http://dx.doi.org/10.1037/cps0000053

Witwer, A. N., Walton, K., Held, M. K., Rosencrans, M. E., Cobranchi, C., Fletcher, R., Crane, J. M.,
Chapman, R., & Havercamp, S. M. (2022). A scoping review of psychological
interventions, accommodations, and assessments for adults with intellectual disability.
Professional Psychology, Research and Practice, 53(6), 615-625.
https://doi.org/10.1037/pro0000474

Xu, Y., Zeng, W., Wang, Y., & Magania, S. (2022). Barriers to service access for immigrant families
of children with developmental Disabilities: A scoping review. Intellectual and
Developmental Disabilities, 60(5), 382-404. https://doi.org/10.1352/1934-9556-60.5.382

Zerbo, O., Massolo, M. L., Qian, Y., & Croen, L. A. (2015). A study of physician knowledge and
experience with autism in adults in a large integrated healthcare system. Journal of
Autism and Developmental Disorders, 45(12), 4002-4014.
https://doi.org/10.1007/s10803-015-2579-2

Zuckerman, K. E., Lindly, O. J., Reyes, N. M., Chavez, A. E., Cobian, M., Macias, K., Reynolds, A.
M., & Smith, K. A. (2018). Parent perceptions of community autism spectrum disorder
stigma: measure validation and associations in a multi-site sample. Journal of Autism
and Developmental Disorders, 48(9), 3199-3209. https://doi.org/10.1007/s10803-018-
3586-x

The National Association for the Dually Diagnosed

(NADD) 83


https://doi.org/10.1177%2F1363461512439088
https://doi.org/10.1080/19315864.2017.1408724
https://doi.org/10.1111/jar.12533
https://doi.org/10.1111/jar.12533
http://dx.doi.org/10.1037/cps0000053
https://doi.org/10.1037/pro0000474
https://doi.org/10.1037/pro0000474
https://doi.org/10.1037/pro0000474
https://doi.org/10.1352/1934-9556-60.5.382
https://doi.org/10.1007/s10803-
https://doi.org/10.1007/s10803-
https://doi.org/10.1007/s10803-015-2579-2
https://doi.org/10.1007/s10803-018-3586-x
https://doi.org/10.1007/s10803-018-3586-x

