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People with intellectual and developmental disabilities (IDD) are at increased risk of 

having mental health conditions compared to the general population. This risk, coupled with 

disparities in access to community-based mental health services results in higher crisis service 

utilization. There are few assessment instruments that consider the ecological context of mental 

health crises experienced by people with IDD. This observational, cross-sectional study takes 

place within the START (Systemic, Therapeutic, Assessment, Resources, and Treatment) 

program, a crisis prevention and intervention service for people with IDD and mental health 

conditions (IDD-MH). The study investigates the application of the START Plan, one of the 

primary assessment instruments used by START programs nationwide. The START Plan fills a 

unique gap by incorporating ecological factors that may contribute to crisis service use among 

this population. An existing data set (N = 6,397) from the START Information Reporting System 

was used. Chi-squared and a one-way analysis of variance (ANOVA) statistical tests were 

utilized to evaluate the relationship between START Plan scores and (a) reported 

sociodemographic characteristics (race, ethnicity, age, gender, living situation, and mental health 
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diagnosis), (b) START crisis contacts, and (c) scores on the Aberrant Behavior Checklist. 

Findings indicate a relationship between mental health instability and age, race, living situation, 

and number of psychiatric diagnoses. This study also found the START Plan to have strong 

predictive and construct validity, indicating the potential for application of the START Plan 

across mental health crisis services designed for people with IDD.  
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Introduction: People with intellectual and developmental disabilities (IDD) are at increased risk 

of having mental health conditions compared to the general population, a term known as IDD-

MH. This risk, coupled with disparities in access to community-based mental health services 

results in higher crisis service utilization.  

 

Problem of Practice: There are few assessment instruments that consider the ecological context 

of mental health crises experienced by people with IDD.  

 

Research Methods: This observational, cross-sectional study investigated the application of the 

START Plan, an assessment instrument used by START (Systemic, Therapeutic, Assessment, 

Resources, and Treatment) programs nationwide. Chi-squared and a one-way analysis of 

variance (ANOVA) were utilized with an existing data set (N = 6,397) to evaluate the 

relationship between START Plan scores and (a) reported sociodemographic and clinical 

characteristics (b) START crisis contacts, and (c) scores on the Aberrant Behavior Checklist. 

 

Summary of Findings: Findings indicate a relationship between mental health instability and 

age, race, living situation, and number of psychiatric diagnoses. The START plan was also found 

to have strong predictive and construct validity, indicating the potential for application of the 

plan across mental health crisis services designed for people with IDD.  

 

Limitations of Study: This study did not include a self-report measure and therefore limits the 

understanding of the crisis experience. The study took place within START and therefore, the 

findings cannot be fully generalized to all IDD services. Referral and reporting bias was present 

as all data used was collected by community-based providers and not researcher verified. Finally, 

the cross sectional design indicates that causal inferences cannot be made. 

 

Implications/Significance of Study: Findings from this study allow providers, policy makers, 

and researchers to gain a deeper understanding of the relationship between mental health risk 

assessment instruments and actual crisis service outcomes among people with IDD-MH. It also 

contributes to the understanding of crisis service assessment and needs for the population.  

Additionally, these findings indicate that with minimal modification, the START plan may be 

applicable across other mental health crisis services designed for people with IDD-MH. 
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Chapter 1 

Mental Health Care Needs of People With Intellectual and Developmental Disabilities 

The Developmental Disabilities Assistance and Bill of Rights Act (2000) defines 

“developmental disability” as a long-term mental and/or physical impairment manifesting before 

the age of 22 that results in significant limitations in multiple areas of functioning. 

Developmental disabilities include neurodevelopmental conditions such as autism spectrum 

disorder, attention-deficit/hyperactivity disorder, Down’s syndrome, and intellectual 

developmental disorder (American Psychiatric Association [APA], 2022). A recent revision to 

the fifth edition of the Diagnostic and Statistical Manual of Mental Disorders (APA, 2022) 

includes the term “intellectual developmental disorder” to replace “intellectual disability.” While 

the psychiatric treatment community has reasons for this change, the term is not inclusive 

(Jansen-van Vuuren & Aldersey, 2020). Instead, the term “intellectual and developmental 

disabilities,” or IDD, considers the heterogeneity of the population. Therefore, the term IDD will 

be used throughout to describe people with intellectual and developmental disabilities.  

IDDs affect between 1% and 2% of the general population (Maulik et al., 2011). People 

with an IDD experience limitations in intellectual and adaptive functioning including conceptual, 

social, and practical skills (American Association of Intellectual Developmental Disabilities, 

2010; Maulik et al., 2011). A large body of literature has also established that individuals with an 

IDD are at increased risk of having mental health conditions (Borthwick-Duffy, 1994; Cooper et 

al., 2007; Hughs-McCormack et al., 2017; Maulik et al., 2011). For instance, a recent study 

conducted in Scotland showed that adults with an IDD are seven times more likely to have a 

diagnosable psychiatric disorder than those without an IDD (Hughes-McCormack et al., 2017). In 

other prevalence studies, researchers estimate rates of psychopathology between 30% and 50% 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4475843/#R2
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4475843/#R2
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(Melville et al., 2016; Walton & Kerr 2016). People with an IDD are at high risk of suffering 

from the same predominant mental health conditions as the general population, such as 

depression, anxiety, grief, and trauma- and stressor-related disorders (Kalb et al., 2021).  

Many factors contribute to the likelihood of people with an IDD experiencing mental 

health issues in their lifetime. Clinical factors include genetic predisposition and adaptive 

functioning impairments, along with psychosocial challenges such as adverse childhood 

experiences, trauma, and bullying (Ithau et al., 2010). Sociocultural factors such as stigma, 

ableism, cultural barriers, and inequitable policies and practices also contribute significantly to 

the likelihood of people with an IDD experiencing mental health issues (Patja et al., 2001). 

Several studies have shown psychiatric hospitalizations and emergency department utilization to 

be more common among those with an IDD than the general population and link the use of 

emergency services to poor continuity of primary and mental health care for this population 

(Durbin et al., 2018; Kalb et al., 2021; Lunsky & Balogh, 2010; Lunsky et al., 2011; Lunsky et 

al., 2012). Despite the trend, there continues to be limited access to quality mental health and 

acute care services for the population.  

Global Perspectives 

Health and social care organizations throughout the world have begun to identify the 

mental health care needs of people with IDD as a priority area for practice and research. For 

example, the United Kingdom’s National Institute for Health and Care Excellence (NICE) 

published guidelines in 2016. The guidelines put forth by NICE note the value of informed 

decision-making on the part of the treatment recipient as well as comprehensive, integrated 

assessment approaches. The NICE guidelines specify that assessment instruments used in the 

care of people with IDD and mental health needs (IDD-MH) must be designed with this 
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population in mind. When assessing risk, the clinician must consider the individual’s risk to self 

and others, abuse or neglect, other forms of trauma, exploitation, vulnerabilities, and protective 

factors associated with mental health conditions. According to the guidelines, crisis risk planning 

must involve the person and key supporters, should be reviewed regularly, and must also 

consider individual, social, and environmental factors and interventions.  

When compared to the general population, people with IDD-MH experience greater 

disparities in accessing quality mental health care, including a lack of coordinated, community-

based, mental-health-related supports (Miles & Kaye, 2022; Whitehead et al., 2021,). Findings 

from a 2020 roundtable session on supporting persons with IDD-MH sponsored by the National 

Association of State Mental Health Program Directors (as cited in Pinals, 2020) led to the 

identification of a variety of barriers to effective care. Barriers included siloed, fragmented 

service delivery methods requiring people with IDD-MH and their families to navigate multiple 

service systems, each with their own cultures and norms (Goode et al., 2017). This led to 

increased stress and a lack of trust on the part of individuals with IDD-MH and their families 

seeking mental health supports and services. Lack of consensus across systems of care as to how 

quality and success metrics are recorded for this population, along with a dearth of provider 

training, were also cited as barriers (as cited in Pinals, 2020). Conditions identified at the 

roundtable as essential to promoting positive systems change included stakeholder collaboration 

and commitment, consistent communication, innovation, comprehensive, effective assessment 

practices, and cross-training in basic IDD-MH competency areas (as cited in Pinals, 2020).  

To address the systemic needs identified by the National Association of State Mental 

Health Program Directors (as cited in Pinals, 2020) and its partners, an interdisciplinary 

approach is required that shifts service delivery from a traditional medical model toward 
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integrated health/mental health approaches (Fix et al., 2023). Insight into patient preferences, 

strengths, needs, and ease of access, along with evaluation of community service delivery 

methods, are also needed to influence multilevel policy and practice.  

Local Contexts 

Since the late 1980s and in more recent years in the United States, there has been 

increased interest by policymakers and lawmakers to improve mental health services and 

outcomes and reduce disparities for persons with IDD. The focus has shifted from family 

members representing the interests of the population to hearing the direct voices of people with 

IDD to address gaps in mental health treatment. One example of this shift is the Developmental 

Disability Act and Bill of Rights of 2000, which clearly articulated that “disability is a natural 

part of the human experience” (Administration for Community Living, 2000).  

One of the first seminal statements about the mental health care needs of people with 

IDD came from a report given by the surgeon general (Satcher, 2001). Satcher’s (2001) 

statement was greatly influenced by a conference that brought together interdisciplinary experts 

and advocates, one of the first of its kind in the United States. The conference identified 

problems and solutions proposed by the community of people with IDD and those who care 

about their health. Attendees of this conference sought to listen to experts, but even more 

importantly, to individuals with IDD, their family members, and caregivers. Recommendations 

included a national integrated health promotion effort with a focus on wellness and caregiver 

support, improvement in knowledge and understanding of the mental health care needs of 

persons with IDD, positive changes to the quality of care for people with IDD, and increased 

capacity of the provider community. With a targeted focus to overcome disparities experienced 

by people with IDD in access to mental health care, Satcher articulated in the report the needed 
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shift from an illness-driven, medical model of care for this population to an interdisciplinary 

approach with an emphasis on education and improvements in provider competencies to serve 

the IDD community: 

this dedicated community [persons with IDD] can teach us a great deal … Perhaps the 

greatest lesson is that as a society we have not really been listening and paying attention 

to them. We have been too likely to expect others, without [IDD], to speak to their needs. 

We have found it too easy to ignore even their most obvious and common health 

conditions. Just as important, we have not found ways to empower them to improve and 

protect their own health. No one who cares would suggest that this is acceptable. (p. 7)  

One result of this effort was demonstrated in response to demands by self-advocates and other 

advocacy organizations for a formal shift in language from the use of the term “mental 

retardation,” a term that had long been considered offensive. While many practitioners and 

providers had already made the necessary shift, in 2010 President Obama signed Public Law 

111-256, which required that all federal laws and agencies officially use the term “intellectual 

disability.” 

Social, Cultural, and Historical Perspectives 

For more than a century, many people with IDD were institutionalized, seen as unable to 

contribute to society, and were victims of countless harms (Krahn et al., 2006). The eugenics 

movement in the late 19th and early 20th centuries encouraged the forced sterilization of those 

with IDD, among other populations labeled as deviant or less desirable (Pfeifer, 1994). Stigma 

was also experienced by family members who were blamed for their loved ones’ disabilities. An 

example of this stigma was the idea that cold, unloving, “refrigerator mothers” were the cause of 

autism spectrum disorders (Mittler et al., 2018).  
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Deinstitutionalization and a shift toward public support of community living began in the 

1950s and continued with the downsizing of larger institutions into the 1980s. However, among 

the last and least to benefit from this movement were individuals with IDD-MH. In response to 

the 1973 Rehabilitation Act (PL 93-112) in which discrimination against people with disabilities 

was prohibited, there was litigation in Georgia and Thomas S. v. Flaherty (1983) in North 

Carolina. The Americans With Disabilities Act in 1990, which extended focus to access to active 

treatment, resulted in litigation such as Olmstead v. LC (1999). The Olmstead decision helped to 

target disparities in access to mental health treatment for people with IDD with several class-

action lawsuits across the United States. These class-action suits were the first to take stands on 

the illegality of improper mental health treatment, hospitalization, and institutionalization of 

persons with IDD due to a lack of both inpatient and and outpatient care.  

There were many faces in Olmstead v. LC (1999), but the two most famous were Lois 

Curis and Elaine Wilson, who had been diagnosed with IDD-MH and voluntarily admitted to a 

state psychiatric hospital. Following mental health treatment, they were ready to transition to 

commuity care, but services were not available (Olmstead v. LC, 1999). Both women remained 

institutionalized for several years after treatment had concluded despite readiness for release 

(Olmstead v. LC, 1999). Unfortunately, this is still all too common across the U.S., and the 

Americans With Disabilities Act (1990) and the precedent established by the Olmstead decision 

(1999) is still applied today to address disparities in access to quality mental health services for 

people with IDD. Standards established in federal class-action lawsuits, especially those 

associated with the Amercians With Disabilities Act (1990) and other associated civil rights acts, 

have lead to some improvements in access to community mental health services for persons with 

IDD across the country.  
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Equitable access to inclusive, community-based mental health services is fundamental to 

improving the quality of life, though persons with IDD-MH are not always considered active 

members of their community (Goode et al., 2017). There is a collective social responsibility to 

assure that those that may benefit from services receive them free of stigma, discrimination, and 

disenfranchisement.  

Mental Health Care Disparities Experienced by People With IDD 

Equitable services are based on the intersectionality of multiple cultural identities, 

including race, ethnicity, preferred language, disability status, sexual orientation, gender identity, 

immigration status, socioeconomic status, geography, mental health experiences, and many 

others (Braveman & Gruskin, 2002). Due to a long history of stigma, mistreatment, and 

marginalization of persons with IDD, equitable and holistic mental health service delivery has 

not historically been an area of focus within the practice and research communities. More recent 

research has identified disparities in mental health treatment access and outcomes for persons 

with IDD-MH across the lifespan in all intervention areas, and these disparities can be 

exacerbated if persons with IDD-MH and their families are also members of historically 

underserved groups (Horner-Johnson et al., 2014; Whitehead et al., 2021).  

The lack of recognition of diversity within the IDD community perpetuates the 

fragmentation of service systems that are often needed by persons with IDD-MH. People with 

IDD-MH and their families interact with and navigate many unique service systems 

simultaneously, which requires an understanding of the communication norms and cultures 

within each (Goode et al., 2017; Miles & Kaye, 2023). Navigating multiple service systems can 

be challenging and overwhelming for many who are already under duress and may lead to a lack 

of human capacity to access proactive mental health services (Goode et al., 2017). This results in 
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increased use of emergency services like police, emergency departments, and inpatient settings 

for treatment (Kalb et al. 2021; Lunsky et al., 2012).  

To fully evaluate and address the mental health needs of individuals with IDD, 

approaches must apply cultural competence to build capacity through collaboration across 

systems of care (Fix et al., 2023). Siloed mental health services leave gaps in treatment and 

clinician training, undermining research toward promising practices. A multipronged, broad 

response to include inclusive, culturally, and linguistically competent approaches and compatible 

care for those with IDD is needed (Crotty & Doody, 2016).  

Limited Mental Health Assessment and Treatment Options for People With IDD 

Challenges experienced during the transition from adolescence to adulthood are 

exacerbated for people with IDD, who must navigate changes in mental health service structures 

and access (Whittle et al., 2018). The consequences include fragmented, siloed care and the risk 

of mental health instability and crisis. For individuals with IDD, access to mental health services 

often occurs in early adulthood in the context of transitioning from the pediatric to the adult 

health care system, and medical conditions can exacerbate the presentation of mental health 

issues and increase the risk of externalized symptoms, such as aggression or self-injurious 

behavior.  

Despite the fact that preventive care is more cost effective and less traumatic for those 

involved, people with IDD are at greater risk than the general population to engage with the 

emergency department and inpatient hospitals (Kalb et al., 2016). This trend is present for this 

population, regardless of age. For example, Carbone et. al (2015) reported that half of children 

with autism spectrum disorder (ASD) visit the emergency department for treatment of conditions 

that could be prevented and/or cared for in an outpatient setting. This is true among the IDD 
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population as a whole (Whittle et al., 2018). In addition to making an above-average number of 

emergency department visits for health and psychiatric care needs, people with IDD are more 

likely to be admitted to inpatient units, and they also stay in these settings for longer lengths of 

time compared to people without IDD (Lunsky et al., 2012).  

In general, mental health symptoms are often unrecognized and left untreated among 

people with IDD. Until the 1980s, it was often asserted that people with IDD did not experience 

mental health problems seen in the general population (Eaton et al., 2021). “Diagnostic 

overshadowing,” a term coined by Steven Reiss (1982), continues to be evident, with behavioral 

changes often ascribed to characteristics of IDD as opposed to mental health concerns. 

Diagnostic overshadowing describes the attribution of presenting signs and symptoms as 

culminating from IDD, thereby overlooking sometimes clear indicators of mental health 

conditions (Reiss et al., 1982; Sovner, 1986). Unfortunately, diagnostic overshadowing remains a 

prevalent problem. Challenging behavior often associated with IDD-MH can be overlooked as 

communication of an underlying condition and is frequently attributed to a person’s IDD. The 

result is attempts to extinguish or eliminate challenging behavior without a true exploration or 

understanding of the underlying reason for the expression of the behavior. Untreated mental 

health symptoms among those with IDD are associated with a host of harms, including poor 

academic and occupational outcomes, caregiver stress, decreased household income, and 

emergency psychiatric service use (Hsieh et al., 2020). 

People with IDD and their families also experience low rates of satisfaction with the 

mental health service system. Jacomb and Read (2009) conducted a qualitative study of patient 

perspectives and desires related to crisis service utilization, and their findings indicated that 

patient voice is key in stabilization, recovery, and prevention. Holingue et al. (2020) examined 
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the mental health service experiences of family caregivers of people with IDD-MH. Among 488 

family caregivers, fewer than half were satisfied with the mental health services they had 

received. The families noted limited provider choice, poor provider collaboration, and inadequate 

crisis prevention and intervention services, especially on nights and weekends. The families 

pointed to a need for more research to better understand effective options for diverse populations 

(Holingue et al., 2020). Kramer et al. (2019) also identified shortcomings in mental health 

practices for people with IDD. Their project involved nationwide outreach to young adults with 

IDD and their parents to learn about mental health service experiences, revealing that 26.1% of 

young adults with IDD were forced to go to the hospital for their mental health treatment when 

they preferred other options (Kramer et al., 2019). The study participants identified the need to 

reduce reliance on hospitalizations and psychopharmacology and called for research to compare 

the treatments with the effectiveness of community-based, nonpharmacological interventions 

(Kramer et al., 2019). 

Acute Mental Health Needs of People With Intellectual and Developmental Disabilities 

A common reason people with IDD are referred to mental health services is externalized 

symptomatology (Pouls et al., 2022). Executive and adaptive functioning impairments associated 

with a diagnosis of IDD and a history of trauma contribute to the expression of fear, stress, and 

frustration through physical aggression, verbal aggression, and self-injury (Pouls et al., 2022). 

While a timely frontline response may significantly improve short and long-term outcomes 

during crises, first responders frequently have limited training in the mental health needs of 

people with IDD and, therefore, may be ill equipped to deescalate crisis situations and accurately 

develop appropriate disposition plans that meet those needs (Pinals et al., 2022; Zisman-Ilani, 

2022).  
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Due to disparities in access to effective mental health treatments and support, individuals 

with IDD are more likely to use crisis services than the general population. Numerous studies 

found psychiatric hospitalizations and emergency department admissions are more common for 

those with IDD than those without them (Kalb et al., 2019; Lunsky et al., 2012; Lunsky et al., 

2014). A result of limited mental health treatment supports for individuals with IDD is 

“boarding,” the experience of extraordinarily long waits in emergency rooms to access necessary 

inpatient treatment (Kalb et al., 2019; Lunsky et al., 2012; Pinals et al., 2022). Boarding can 

occur for weeks or even months (Children’s Mental Health Campaign, 2020). Even when 

hospitalized, people with IDD receive less comprehensive mental health care. Hospitals are 

reliant primarily on pharmacology and are more likely to prescribe multiple psychotropic 

medications than use individual or group therapeutic interventions (Charlot et al., 2020).  

Crisis Prevention and Intervention for People With IDD 

The National Alliance on Mental Illness (2018) defined a mental health crisis as “a 

situation in which a person’s behavior puts them at risk of hurting themselves or others and/or 

prevents them from being able to care for themselves or function effectively” (p. 5). Mental 

health crisis care and community mental health facilities were funded through the Community 

Mental Health Act (1963). The funding was converted to a block grant in 1981, resulting in a 

lack of standards and requirements for crisis care. Some communities developed resources and 

services, but the nation did not develop a crisis continuum to meet the rising demand and need 

for mental health crisis services (Hogan & Goldman, 2021).  

Currently, there is a general overreliance on law enforcement and hospital emergency 

departments to address mental health crises in the United States. People with mental health care 

needs are more likely than those without to access emergency departments, and when they do, 
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they are likely to stay longer than the general population (Thomas et al., 2018). Due to limited 

community care options, utilization of emergency department services has been continually on 

the rise, and the risk increases based on the intensity of mental health symptoms a person might 

experience (Thomas et al., 2018).  

Mental health outpatient services are provided in a variety of settings, ranging from large 

community-funded clinics to small groups and private practices (Cummings et al., 2017). Many 

smaller outpatient providers that accept private insurance or private pay are in wealthier, urban 

locations and may not provide mental health crisis supports. Strategies and approaches to 

improve access and outcomes include simplified referral pathways, cross-systems linkages, 

person- and family-centered practices, and interdisciplinary treatment planning (Beasley et al., 

2016; Bouras & Holt, 2004; Whittle et al., 2018). 

Some communities across the U.S. have implemented services to address the increased 

need for mental health crisis intervention. Community-based crisis and assessment centers, local 

mobile crisis management services, and other crisis intervention supports can help de-escalate 

crises in the moment (Thomas et al., 2018). The Stepped Care Model (Jackson, 2009) is one 

approach that involves the intentional delivery of effective treatment based on the intensity of 

need. This approach aims to improve accessibility of those with the greatest need by maximizing 

the delivery of difficult-to-access mental health resources. This, however, does not address the 

broader problem, namely the lack of capacity of the system of care to support a population in 

need. Intensive case management, outreach services, and early intervention have also been found 

to decrease the risk of hospitalization and emergency service use (Bouras & Holt, 2004).  

In 2016, the National Action Alliance for Suicide Prevention recommended statewide 

crisis care networks, and this was supported by the Substance Abuse and Mental Health Services 
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Administration (SAMHSA) in 2021. Out of this, the National Suicide Prevention Lifeline, often 

called “988,” was developed, with the goal of linking people in crisis with needed services 

immediately (Hogan & Goldman, 2021). In addition to 988, mobile crisis teams gained traction 

in some states, responding on-site and in-person, often within two hours, to assist with safety and 

disposition planning (Hogan & Goldman, 2021).  

Although crisis supports are available in most states, responders often lack the necessary 

training and confidence to respond to people with IDD experiencing mental health crisis (Pinals 

et al., 2022). Comprehensive mental health crisis prevention and intervention services are 

considered to be integral to the success of and mental well-being of people with IDD. This has 

contributed to the development and national expansion of a specialized mental health crisis team 

called START (Systemic, Therapeutic, Assessment, Resources, and Treatment), first developed 

in 1988 (Beasley, Kroll & Sovner, 1992).  

START Program  

Individuals with IDD are at increased risk of mental health crises. START is an evidence-

based, cross-systems crisis prevention and intervention program for individuals with IDD and 

mental health needs ages 6 and older (Beasley & Hurley, 2003; Beasley & Kroll, 1999; Beasley, 

Kroll, & Sovner, 1992; Beasley et al., 1997). START programs serve people with IDD-MH who 

are experiencing or are at risk of experiencing a mental health crisis. START is an intervention 

that includes intake and quarterly assessment, outreach and coaching, systems linkages, and 24-

hour crisis response (Kalb et al., 2023). The goal of START services is to improve mental health 

service outcomes and promote well-being for individuals with IDD-MH and their families 

(National Center for START Services [NCSS], 2023). Ongoing, comprehensive assessments 

considering biological, psychological, social, and cultural vulnerabilities are part of START 
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practices (NCSS, 2023). Validated tools such as the ABC (Aman & Singh, 1985) as well as other 

instruments designed specifically for use within START gather information and inform START 

service delivery (NCSS, 2023). 

The START Plan is both an assessment and a planning tool for START team members 

that is designed to assess levels of mental health stability and the intensity of service needs to 

help team members develop a strategic plan for START service delivery (NCSS, 2024). The 

START Plan provides a roadmap for the clinician to assess both individual and ecological factors 

that contribute to and mitigate the need for acute crisis intervention. While the START Plan’s 

reliability was verified through a 2020 pilot study, no further systematic study has occurred to 

date. More detailed information about START and the START Plan is provided in Chapter 2. 

Positionality 

First and foremost, I bring my own lived experiences to this research as a family member 

of a person with mental health service experiences. I am intimately aware of the stigma of mental 

illness and the impact this can have on the person seeking treatment and those who care about 

them. My aim is to promote the exploration of ecological and environmental factors that both 

exacerbate and mediate the risk of mental health crises. As a clinical social worker with nearly 

20 years of experience in the mental health field, my areas of interest include IDD, positive 

psychological approaches, and emotional well-being. Social justice, ecological, and humanistic 

theories are the lenses through which I aim to conduct practical and generalizable research with a 

focus on the engagement of people with diverse perspectives.  

Additionally, I have worked within the START network for nearly 15 years and bring 

knowledge, experiences, and relationships to this research. I have had the good fortune of 

learning directly from Dr. Joan B. Beasley, the author the START model and the founding 
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director of the National Center for START Services (NCSS). In a leadership role within START, 

I have learned the value of evidence-informed decision-making and experienced the positive 

impact research and evaluation can have on the field. As a member of the START research team, 

I played a key role in the development and implementation of the START Plan in START 

programs across the United States. Therefore, a fully quantitative study neutralizes the implicit 

bias I may bring to the analysis of a tool I was intimately involved with.  

Key Terms 

• Developmental disabilities: The Developmental Disabilities Assistance and Bill of Rights 

Act (2000) defines developmental disability as a long-term mental and/or physical 

impairment manifesting before the age of 22, that results in significant limitations in 

multiple areas of functioning. Developmental disabilities include neurodevelopmental 

conditions such as autism spectrum disorder, attention-deficit/hyperactivity disorder, 

Down’s syndrome, and intellectual developmental disorder (APA, 2022). 
• Intellectual and developmental disabilities (IDD): An inclusive term used to describe a 

heterogeneous group of individuals diagnosed with developmental disabilities and/or 

intellectual disabilities. 
• Mental health conditions: Conditions that result in changes in emotion, thinking, and/or 

behavior (APA, 2022). 
• Intellectual and developmental disabilities and mental health concerns (IDD-MH): A 

term used to describe a population of people who are diagnosed with an IDD as well as 

one or more mental health concerns as defined in the Diagnostic and Statistical Manual 5 

(DSM) (APA, 2013). 
• Mental health crisis: The APA (2022) defines “mental health crisis” as a lack of 

immediate resources available to manage an acute psychiatric event that poses an 

imminent danger to the person or others. The National Alliance on Mental Illness (2020) 

defines a mental health crisis as “any situation in which a person’s behavior puts them at 

risk of hurting themselves or others and/or prevents them from being able to care for 

themselves or function effectively in the community.” 

• Lived experiences: “Personal knowledge about the world gained through direct, first-

hand involvement in everyday events rather than through representations constructed by 

other people” (Oxford Learners Dictionary, 2021).  

• START: START (Systemic, Therapeutic, Assessment, Resources, and Treatment) is a 

crisis prevention and intervention service model designed for people with IDD and 

mental health needs (Beasley, Kroll & Sovner, 1992). 
• National Center for START Services (NCSS): Developed in 2013, NCSS is a program at 

the University of New Hampshire Institute on Disability. 
• Assessment: The process of gathering and discussing information from multiple, diverse 

sources to develop a deeper understanding of a phenomenon. 
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• Mental health assessment: Tools to help us gain a clear picture of a person’s lived 

experience, such as how they feel, their reasoning, and their world view. 
• START Plan: An assessment tool designed to evaluate the mental health needs of persons 

with IDD enrolled in START and measure the capacity of their formal and natural 

support systems. It is used as a road map for START service delivery by projecting the 

intensity of need and developing a plan to promote mental health stability over time for 

the person and their system of support. 
• Aberrant Behavior Checklist (ABC): The ABC is a 58-item informant rating scale, 

separated into five subscales: Irritability, Lethargy, Stereotypy, Hyperactivity-

Noncompliance, and Inappropriate Speech. Respondents rate each item based on their 

level of concern. 
 

Research Questions 

This observational, cross-sectional study takes place within the START program, a crisis 

prevention and intervention service for people with IDD-MH. The study investigates the 

application of the START Plan, one of the primary assessment instruments used by START 

programs nationwide. While available instruments can assess behavioral symptoms and the risk 

of crisis for children and adults with IDD, the START Plan fills a unique gap, requiring the 

administrator to consider mental health symptoms and risks, as well as ecological factors that 

may contribute to crisis service use. Prior to this study, a systematic examination of the START 

Plan had not yet occurred. 

The focus of this study was to examine the relationship between START Plan scores and 

crisis service outcomes among people with IDD-MH enrolled in START. Crisis service 

utilization is a primary outcome measure of START services. Demographic characteristics and 

their correlation with START Plan scores were also explored. The specific demographic 

characteristics included in this study (race/ethnicity, age, living situation, and mental health 

diagnosis) were selected based on historical research on risk and protective factors associated 

with mental health crisis service use among people with IDD. In addition, this study examines 

the relationship between scores on the START Plan and the ABC, a well-known, validated 
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instrument designed to assess behavioral challenges expressed by people with IDD (Aman & 

Singh, 1986). Both tools are utilized at pre-determined intervals for people while enrolled in 

START. The following research questions were addressed in this study:  

1. Is there a relationship between START Plan scores and age, race, ethnicity, living 

situation, and mental health diagnosis? 

Hypothesis: There will be no relationship between START Plan scores and age, race, 

ethnicity, living situation, and diagnosis.    

2. Is there a relationship between the number of crisis contacts per person and their scores 

on the Mental Health Stability subscale of the START Plan? 

Hypothesis: Greater scores on the Mental Health Stability subscale of the START Plan 

will be associated with a greater likelihood of crisis episodes requiring the START team 

to respond.  

3. Is there a relationship between scores on the ABC, a well-known, psychometrically 

strong assessment instrument, and the Mental Health Stability subscale of the START 

Plan among people with IDD-MH? 

Hypothesis: There will be a positive relationship between scores on the ABC and the 

START Plan. 
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Chapter 2  

Literature Review of Knowledge and Action 

A large body of literature has demonstrated that individuals with IDD are at increased 

risk of being diagnosed with mental health conditions (Borthwick-Duffy, 1994; Cooper et al., 

2007; Hughes-McCormack et al., 2017; Maulik et al., 2011). Studies note that about 40% of the 

population are diagnosed with one or more mental health conditions, and over 60% are 

prescribed at least one psychotropic medication (Borthwick-Duffy, 1994; Cooper et al., 2007; 

Hughes-McCormack et al., 2017). Despite the high rates of mental health concerns, access to 

outpatient mental health treatment is limited (Kalb et al., 2016). 

Mental Health Crisis Among People with Intellectual and Developmental Disabilities 

The American Psychiatric Association (2022) has defined a mental health crisis as a lack 

of immediate resources available to manage an acute psychiatric event that poses an imminent 

danger to the person or others. The National Alliance on Mental Illness (NAMI, 2020) has 

defined a mental health crisis as “any situation in which a person’s behavior puts them at risk of 

hurting themselves or others and/or prevents them from being able to care for themselves or 

function effectively in the community” (p. 5). “Mental health crisis” is frequently defined as a 

significant risk to self or others and may require emergency safety net services such as mobile 

crisis intervention, emergency department evaluations, and inpatient psychiatric hospitalization 

(NAMI, 2020). In many instances, law enforcement is involved. Mental health crises are 

traumatic for all involved. For those who experience a crisis, there is a high potential for 

polypharmacy (increasing the risk of drug side effects), seclusion, and physical and chemical 

restraint (Kalb et al., 2022).  
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A common reason for people with IDD to be referred to mental health crisis services is 

externalizing behaviors such as aggression and property destruction (Kalb et al., 2022). Kalb et 

al. (2016) evaluated data from 3,299 individuals with IDD enrolled in START, a community-

based crisis prevention and intervention program (described in detail below). They found that for 

the majority of those enrolled, the reported reason for referral was aggression, and 28% of the 

sample were admitted for psychiatric hospitalization within the year prior to referral to START. 

The researchers also found higher scores on the ABC—especially in the Irritability, 

Hyperactivity, and Lethargy subscales— increased the likelihood of acute care needs (Aman, & 

Singh, 1985; Kalb et al., 2016). The ABC is a commonly used assessment of the mental health 

stability of individuals with IDD and data reviewed in this study include ABC scores (Aman & 

Singh, 1985).  

Researchers have examined possible reasons for high rates of mental health crisis service 

use among people with IDD. Weiss et al. (2011) examined clinical, demographic, and systemic 

factors that increase the risk of crisis for the population. Findings from this study indicate that a 

host of factors may contribute to engagement with mental health crisis services, ranging from 

psychiatric diagnoses and symptoms, the level of one’s intellectual disability, a history of 

previous emergency service use, and social/systemic stressors. Of particular importance was the 

finding that the need for mental health crisis services extends well beyond the clinical needs of 

the person (Weiss et al., 2011). Interpersonal challenges, family stress, environmental changes, 

and a risk of trauma all increase the likelihood that a person with IDD may express outward 

signs of stress (aggression, self-injury, property destruction, etc.) and thus need to access mental 

health crisis services.  
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Due to a lack of community-based mental health treatment and support, there continues 

to be an overreliance on mental health crisis services, especially emergency departments, among 

people with IDD (Spassiani et al., 2017). High rates of recidivism also suggest that issues are not 

resolved in emergency settings and that difficulties repeat along with emergency service use 

(Spassiani et al., 2017). Additionally, the experiences of people with IDD and their family 

members who access emergency departments in times of crisis are overwhelmingly negative 

(Spassiani et al., 2017). The setting can be chaotic, overstimulating, and traumatizing, further 

exacerbating challenging presentations and mental health symptoms. Spassiani et al. (2017) 

conducted a series of interviews with people with IDD and their family members who accessed 

emergency department services and found that lack of support and effective treatment leading up 

to and during a mental health crisis contributed to poor satisfaction and outcomes. 

Researchers also highlight the importance of comprehensive, cross-systems crisis 

planning to prevent the need to access emergency departments in the first place (Kalb et al., 

2022; Spassiani et al., 2017). Crisis planning requires enhanced professional training with the 

goal of improving the capacity of the mental health provider system overall to address the needs 

of people with IDD, including effective assessment practices in outpatient mental health settings. 

When assessment does occur in a planful way, patients and their families are more likely to 

communicate their concerns, allowing clinicians to proactively intervene to prevent the need for 

mental health crisis services (Kalb et al., 2022).  

An Ecological Framework to Address Mental Health Crisis Among People with IDD 

In the field of IDD-MH, numerous conceptual frameworks have emerged to shed light on 

the impact of mental health crisis supports on persons with IDD-MH (Palinkas, 2014). A 

conceptual framework is a collection of assumptions and constructs to explain what something 
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means and why (Miles & Huberman, 1994). A shift from medical and behavioral conceptual 

frameworks to also include social justice, inclusive, and humanistic theories has enhanced 

approaches to mental health (Palinkas, 2014). However, trends in published IDD-MH research to 

date remain limited and lack consideration of stigma and disparities experienced by persons with 

IDD-MH and their families. 

Frameworks grounded in social constructivism are arguably the most applied theories in 

IDD-MH research (Thomas et al., 2014). Social constructivist frameworks are grounded in the 

assumption that reality is shared among a group rather than separately within individuals. 

Bronfenbrenner’s (1974) ecological systems theory is one such framework that considers the 

relationship between the person, their family system, and the environment. This framework 

demonstrates the interplay between biological, psychological, familial, social, political, and 

community factors in the way the person sees and makes sense of the world. Brofenbrenner’s 

theory can be used to consider the ecological context of mental health crises to make the case for 

holistic, interdisciplinary approaches. The ecological systems framework was originally used to 

understand child development, but it has since been applied to mental health, human 

development, and educational environments (Onwuegbuzie et al., 2013).  

Bronfenbrenner’s ecological systems theory, with recent sociocultural modifications 

endorsed by the World Health Organization (2019), offers a way to emphasize the 

interdependent relationship between individuals and systems and to understand the 

intersectionality of disparities in the context of mental health crisis service delivery for persons 

with IDD. It is necessary to go beyond individual risk factors and consider the environmental 

context to understand mental health outcomes for this population (Erikson et al., 2018). 
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Children and adults with IDD are best served when assessment and intervention are 

conceptualized within an ecological framework (LaNotte et al., 2008). The ecological systems 

model was developed to demonstrate the interconnectedness between the person, their family 

and immediate supporters, their community, and the broader sociopolitical contexts. Each of 

these layers impacts mental health outcomes for the person, and through recognition of such, 

services and supports can be implemented to mitigate mental health crises and promote well-

being (Erikson et al., 2018).  

Ecological systems theory is the primary construct applied in this study. Factors that may 

impact the risk of mental health crisis for people with IDD occur across a spectrum and range 

from biological factors, such as developmental disability, genetics, age, and family history of 

mental health concerns, to psychosocial factors, such as living situation, race, ethnicity, language 

spoken, and the impact a disability has on communication and adaptive skills. For this study, 

specific factors that impact mental wellness were selected based on prior research findings. 

These include age, race, ethnicity, living situation, and diagnosis. Figure 1 demonstrates the 

ways in which a person’s ecology may correlate with crisis outcomes. This construct was utilized 

in the development of the START Plan and determined the variables explored in this study.  
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Figure 2.1  

Ecological Approach to Mental Health Crisis Assessment and Supports 

 

The START Program 

START is an evidence-based tertiary care crisis prevention and intervention service for 

people with IDD-MH across the lifespan (Beasley & Kroll, 1999). An evidence-based practice is 

defined as the “conscientious, explicit, and judicious use of current best evidence in making 

decisions about the care of individual patients” (Sackett et al., 1996, p. 71). The application of 

evidence-based interventions includes the integration of clinical judgment and systematic 

evidence of success (Sackett et al., 1996).  

START was first developed in 1988 and was cited as a promising practice to overcome 

mental health disparities by U.S. Surgeon General David Satcher in 2002 and by the New York 

State Office for Persons with Developmental Disabilities in 2016 (National Academies of 

Sciences, Engineering, and Medicine, 2016; U.S. Department of Health and Human Services, 

2002). Multiple studies of START found evidence of positive mental health outcomes across 

diverse contexts, such as geography, race, ethnicity, living situation, and diagnosis (Beasley & 
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Hurley, 2003; Beasley & Kroll, 1992; Beasley & Kroll, 1999; Beasley et al., 1990; Beasley et al., 

2018; Kalb et al., 2019; Kalb et al., 2021).  

START Teams  

All START programs focus on the mental health needs of people with IDD-MH 

throughout their lives (ages 6 and older). The clinical team consists of a director (MA/MS), 

medical director (psychiatrist or other prescriber with expertise in IDD-MH), clinical director 

(clinical psychologist with a PhD), clinical team leader (MA/MS), and START coordinators 

(MA/MS), who provide assessment, training, and linkage services and supports to those enrolled 

in START and their system of support. In addition to START coordinators, some teams also 

provide therapeutic coaches (BA/BS) to assist primary caregivers in the provision of direct 

therapeutic mental health interventions. START coordinators receive extensive training on best 

practices in the mental health aspects of IDD, whole-person assessments and interventions, and 

systemic consultations designed to enhance cross-system collaboration and approaches (NCSS, 

2023). 

The National Center for START Services  

 NCSS was established at the Institute on Disability at the University of New Hampshire 

(UNH) in 2011 (NCSS, 2023). NCSS provides technical assistance and training in the 

development and implementation of local START programs, along with the assessment of 

quality measures to ensure effective service delivery in over 30 regional programs across 

multiple U.S. states (NCSS, 2023). The Center also provides clinical apprenticeship 

opportunities, practice groups, community training, and cross-systems engagement. The long-

standing practice of community engagement (Beasley et al., 1989) has been in place in START 

since 1988 and has been key to positive, sustainable outcomes.  
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According to NCSS (2023), START uses evidence-informed practices for individual 

service users and to run the program as a whole. All START teams contribute to data collection 

and the reporting of outcomes associated with the model on an ongoing basis. Data is entered 

from each program into the START Information Reporting System (SIRS). SIRS is a web-based, 

national database housed at the NCSS. Demographic, intake, and service outcome data is entered 

by START staff at local programs nationwide. SIRS data entry is closely monitored for quality 

and frequency by the NCSS Quality Assurance and Evaluation Team. Data from SIRS was used 

in this study. 

START Services 

START programs provide 24-hour 7-day-a-week crisis response, assessment, and 

treatment; cross-systems linkages and referrals; and community-based training (Kalb et al., 

2019). START clinical team programs provide four components: (a) crisis planning and 

quarterly assessments, (b) consultation and therapeutic coaching, (c) 24-hour urgent crisis 

response and intervention, and (d) service linkages, referrals, outreach, and training (Kramer et 

al., 2020). START’s mission is to enhance capacity and address gaps in mental health care to 

prevent crises. These components are depicted in Figure 2 and explained in detail below (Kalb et 

al., 2023).  
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Figure 2.2  

START Conceptual Framework (Kalb et al., 2023) 

 

Cross-system crisis prevention and intervention is the cornerstone of START service 

delivery. START teams provide 24-hour mobile crisis response to those enrolled. The primary 

tool used to assist those enrolled, their caregivers, and emergency responders is the Cross-

Systems Crisis Prevention and Intervention Plan (Beasley & Hurley, 2003). The Cross-Systems 

Crisis Prevention and Intervention Plan is an individualized response plan designed to provide 

clear, concise intervention recommendations to prevent and de-escalate crisis situations. The 

goal is to build the capacity of caregivers to intervene when early warning signs of stress are 

identified (Beasley & Hurley, 2003).  

Ongoing assessment and outreach are provided by START coordinators on a 

nonemergent basis to the individual, their caregiver(s), and/or their system of support with the 

goal of gathering important insight and information about how to prevent and intervene in crises 

when they occur (NCSS, 2023). START services may include diagnostic and treatment planning 



  27 

and consultation; home visits; caregiver coaching; visits to school settings, outpatient settings, 

inpatient units, or other settings; participation in team meetings as needed; and the administration 

of required START assessments at predetermined intervals to evaluate progress and outcomes 

(Beasley & Kroll, 1999).  

People Served by START Programs  

START programs across the United States serve over 4,000 people with IDD-MH 

annually (NCSS, 2022). In 2022, 36% were under the age of 18 at the time of enrollment, and 

60% resided with family caregivers (NCSS, 2022). START programs served a diverse 

population, with over 42% of people enrolled identifying as a race or ethnicity other than White, 

non-Hispanic (NCSS, 2022). Nearly all the people enrolled in START are diagnosed with at least 

one psychiatric condition. In addition, over 72% of adults and 56% of children have medical 

comorbidities, with neurologic, gastrointestinal, and endocrine conditions being the most 

common (NCSS, 2022).  

Prior research findings indicate that 28% of the START population had a psychiatric 

hospitalization within one year prior to enrollment, which far exceeds the general population of 

psychiatric service users (Kalb et al., 2021; McDermott et al., 2017). In 2016, Kalb and his 

colleagues examined predictors of psychiatric hospitalization among 3,299 START service users. 

The researchers used a random effects logistic regression model to demonstrate the factors that 

increased the risk of psychiatric hospitalization among those enrolled in START. Factors 

identified as predictors included prior psychiatric hospitalizations, younger age, a diagnosis of 

psychotic disorder, and a high score on the ABC Irritability subscale, along with the number of 

psychiatric diagnoses and a diagnosis of mild intellectual disability (Kalb et al., 2016). The Kalb 

et al. (2016) study also showed that one year prior to START enrollment, those who identified as 
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Black / African American were at increased risk of psychiatric hospitalization compared to those 

who identified as White, non-Hispanic.  

Evidence of Effectiveness of START Services 

The START model is one of the most well-researched community-based crisis services 

for individuals with IDD-MH. Early studies of START found improved mental health outcomes, 

including reduced use of emergency psychiatric services and health care costs for START 

enrollees (Fahs et al., 2007; Beasley & Hurley, 2003; Beasley & Kroll, 1992; Beasley & Kroll, 

1999). Recent studies support those initial findings by demonstrating similar outcomes as well as 

improved mental health service experiences for START users and family caregivers (Beasley, 

1999; Kalb et al., 2018, Kalb et al., 2019; Kalb et al., 2021). 

In 2021, Kalb et al. evaluated timing, outcomes, and predictors of mental health crises for 

1,188 START service users. The researchers found a high rate of crisis contacts within the first 

three months of enrollment and then a steep decrease following. The initial increase in crises was 

expected given the intensity of need at the time of enrollment. The researchers also found that 

about 75% of START crisis contacts result in the START user maintaining their setting, without 

admission to a higher level of care (Kalb et al., 2021).  

Another study on START found significant decreases in emergency department and 

psychiatric hospitalizations once enrolled in START. In 2018, Kalb et al. evaluated outcomes for 

111 START recipients from the Northeast and Southwest regions of the United States. Among 

the sample, there was a 50% decrease in psychiatric hospitalization and emergency department 

visits one year after START enrollment. Methods from the larger study by Kalb et al. (2018) 

were used to examine results from a new program in rural Iowa (N = 41). Findings were also 

significant; psychiatric hospitalization dropped by 29% and emergency department utilization 
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dropped by 27%. These findings suggest that the START program can improve mental health 

outcomes, particularly crisis service utilization in the United States, despite regional differences. 

Both studies found improvements in mental health presentations with statistically significant 

improvements in scores across the Hyperactivity, Irritability, and Lethargy subscales of the ABC 

(Kalb et al., 2018; Kalb et al., 2021).   

Kalb et al. (2021) also found improvements in caregiver service experiences as well as 

mental health symptoms of a cohort of individuals with IDD enrolled in START (N = 111). The 

researchers compared outcomes at intake to one year after START enrollment and found 

improvements in caregivers’ reported experiences with the mental health system. Considering 

the important role caregivers play in the well-being of those with IDD, this is an important 

finding.  

Use of Instruments to Assess Mental Health Needs 

Instrumentation is a form of standard assessment and refers to printed forms specifically 

designed to capture useful personal information (Snyder et al., 2003). Instruments are usually 

rating scales and may be used for employment, psychiatry, education, and other purposes. In the 

mental health field, instruments are designed to screen for symptoms and challenges to influence 

treatment planning and track outcomes and progress toward treatment goals (APA, 2022). 

Instrument-based care promotes evidence-informed, person-centered approaches to treatment. 

When instrumentation is not used, clinicians may have challenges identifying clinical risk factors 

and treatment focus areas (APA, 2022).   

Mental health screening instruments can be either independent self-report, interview self-

report (the person is interviewed by the professional), informant report (the caregiver completes 

the instrument independently), or informant interview (the professional interviews the caregiver; 
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Sherperis et al., 2010). Screening instruments are tools designed to be a starting point, measuring 

broad issues that, once identified, may require a more detailed assessment (Sherperis et al., 

2010).  

Commonly used instruments to assess mental health concerns among people with IDD 

are the Reiss Screen for Maladaptive Behavior (Reiss, 1988), the Diagnostic Instrument for the 

Severely Handicapped-II (Matson & Smiroldo, 1997), the Psychological Assessment Schedule 

for Assessment of Developmental Disabilities (Gerber & Carminati, 1996), the Developmental 

Behavioral Checklist (Taffe et al., 2007), and the ABC (Aman & Singh, 1986). In addition to 

these well-known instruments, many others are designed to assess broader domains of anxiety, 

psychosis, depression, and trauma among people with IDD. These include, but are not limited to, 

the Impact of Events Scale-Intellectual Disability (Hall et al., 2014), the Lancaster and Northgate 

Trauma Scales for Intellectual Disabilities (Wigham et al., 2011); the Glasgow Anxiety Scale for 

Intellectual Disabilities (Mindham & Espie, 2003), the Glasgow Depression Scale for Intellectual 

Disabilities (Cuthill et al., 2003), and the Mental Health Crisis Assessment Scale (Kalb et al., 

2018).  

According to SAMHSA (2019), a limitation of the mental health screening instruments 

frequently used in practice is the focus on the tracking of behavioral problems rather than 

symptoms of mental health issues within the context of sociocultural factors and conditions that 

may increase the risk of those challenges to begin with. There is a need to evaluate instruments 

that consider a more holistic focus. Another limitation of mental health crisis assessments is the 

lack of available self-report instruments (SAMHSA, 2019; Vlot-van Anrooij et al., 2019). Until 

recently, most crisis instruments were based on provider reports, so while informant-based 

interviews are a step in the right direction, there is a continued need in the field to develop 
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measures that directly elicit input from the person experiencing the crisis as well as their 

supporters (Vlot-van Anrooij et al., 2019).  

Informant Interview Instruments  

An informant is a person who can objectively represent the interests, desires, and 

experiences of a person with an IDD (De Los Reyes & Makol, 2022). When completing any 

instrument, the informant must know the person well, be interested and engaged in the 

instrumentation process, and clearly understand the purpose of the screening. Informants should 

be provided with the opportunity to complete the instrument in a quiet, private location with 

appropriate accommodations. This may include the ability to complete the instrument in the 

informant’s primary language, motor accommodations (e.g., using a computer or device rather 

than pen and paper), and vision or hearing accommodations (e.g., reading questions out loud, 

writing down responses verbatim; De Los Reyes & Makol, 2022). In evaluating people with 

IDD, informants report their perceptions from within the caregiving context, an important 

perspective since caregivers play an essential role in crisis prevention and intervention (De Los 

Reyes & Makol, 2022). 

Assessment and Instrumentation Within START 

“Assessment” is defined as the process of gathering and discussing information from 

multiple, diverse sources to develop a deeper understanding of a phenomenon (Sherperis et al., 

2010). Assessments are used in a variety of disciplines: education, social services, and the 

commercial sector. Mental health assessments are tools to help gain a clear picture of a person’s 

lived experience, such as how they feel, their reasoning, and their worldview. To gain insight 

into a person’s perspectives, clinicians use multiple methods that may be formal and informal to 
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gain an understanding of the vulnerabilities and strengths of the person, their system of support, 

and potential options for treatment (Sherperis et al., 2010).   

Best practices in mental health assessment consider comprehensive, multifactorial 

reasons for services (Sherperis et al., 2010). Assessment is designed to help the clinician better 

understand the presentation of the person, including external contributing factors. To conduct a 

helpful assessment, clinicians must consider the individual strengths, needs, and preferences of 

the person as well as the circumstances that brought the person to services to begin with. The 

assessment process can be a therapeutic process on its own. Gandhi and Thennarasu (2012) 

stated, “mental health assessment has the potential to be a therapeutic process when incorporated 

into a multidisciplinary model” (np). It is an opportunity for the clinician to engage in a dialogue 

with the person and their supporters, demonstrate empathy, and build rapport. 

According to the NCSS (2023), the START assessment process involves meeting with 

the person enrolled, their primary caregivers, and other members of the team to gather important 

information about historical and current circumstances that resulted in a referral to START. 

There may be more than one intake meeting held to gather all the information. A series of 

assessment instruments are utilized during this process and collectively provide a comprehensive 

picture of the strengths and needs of the person and their system of support to allow the START 

coordinator to develop a service plan designed to promote mental health stability and reduce the 

risk of crisis for the person.  

This study will analyze data from two assessment instruments used by START programs: 

the START Plan and the ABC; Aman & Singh, 1987). While there are assessment measures 

developed to assess the risk of mental health crises involving people with IDD, a multi-informant 

instrument designed to assess both the clinical environment and the environment in which the 
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person resides to address their needs was not available. The START Plan was developed to 

account for the unique presentation of people with IDD referred to START and the ecological 

contributors to that individual’s presentation, and it is a familiar measure implemented across the 

START network. 

The START Plan 

According to the NCSS (2023), the START Plan is an assessment tool designed to 

evaluate the mental health needs of persons with IDD enrolled in START and measure the 

capacity of their formal and natural support systems. The overall purpose of the START Plan is 

to help guide treatment and service planning. It is used as a roadmap toward START service 

delivery. The assessment helps to determine and project both the intensity and immediacy of 

needs along with a strategy to address them with the individual and the system of support.  

The START Plan was originally developed by New Hampshire START and has been 

used by START programs since 2014. It was expanded, piloted, and implemented nationwide in 

2020. A modest pilot study of the START Plan V2 (N = 17) was conducted in 2020 to assess the 

reliability and validity of the instrument (Caoili et al., 2020). Interrater reliability across trained 

clinical staff was excellent with an overall interrater reliability score of 0.98 (Kalb & Caoili, 

2020). Individual subscales ranged from 0.8—0.90. For concurrent validity, the START Plan 

correlated with the Family Experiences Interview Schedule (Tessler & Gamache, 1995) and the 

Child and Adolescent Needs and Strengths (Lyons et al., 1999) at 0.83 and 0.80. Based on 

stakeholder feedback and data analysis between 2020 and 2022, the START Plan underwent 

minor revision in 2022. 

According to NCSS (2023), the START Plan is a multi-informant assessment tool and 

operationalizes an ecological approach to crisis support through three constructs: (a) caregiver 
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perceived level of concern of behavioral signs of crisis; (b) level of risk/acuity to self and others; 

and (c) provider appraisal of need. Each construct makes up a subscale, where a total score is 

obtained based on informant responses. The START Plan functions as a road map for START 

service delivery and therefore is completed following the initial intake and then 90 days 

thereafter. The START Plan is designed as an interview tool and therefore can be completed 

during planned outreach visits when START staff engages with the person, their family, and/or 

their support team.  

A family caregiver, or the person primarily responsible for the day-to-day care of the 

person, participates in a formatted interview conducted by START coordinators (NCSS, 2023). 

The START coordinator completes the initial START Plan during intake and quarterly 

thereafter. Based on informant responses, an intensity rating is assigned to determine the type, 

frequency, and duration of services to be provided. Quarterly assessment is conducted to inform 

the development or modification of the Cross-Systems Crisis Prevention and Intervention Plan. 

The questions in the START Plan were developed based on the known reasons for referral to 

START services. 

Mental health stability, as measured in the START Plan, consists of (a) intensity of 

mental health symptoms and (b) risk to self or others (NCSS, 2023). Symptoms encompass 16 

items: verbal and physical aggression, suicidality, anxiety, depression, psychosis, and trauma-

related symptoms rated on a four-point scale from no concern to high concern (NCSS, 2023). 

Risk to self or others is determined with seven items as rated on a four-point scale going from 

rarely to often. The Coordinator Appraisal includes seven items designed to engage the trained 

coordinator in assessing the biopsychosocial and systemic needs of the person enrolled in 

services. At the end of each section of the START Plan, there is space for the START 
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coordinator to include additional information and impressions that are not specifically included 

in the plan or to expand on responses to any of the questions posed in the respective section. 

For each section, raw scores are summed to create the composite score, associated with 

four categories of instability: stable, low, moderate, and high. Based on the level of intensity, the 

START coordinator projects services that may be provided, in what order, and with what 

frequency. Services are ranked in projected order of completion based on intensity and need, 

with only services being offered receiving a ranking. Not all programs provide all the services, 

and not every individual enrolled will need each available service. A comprehensive list of 

services and definitions are provided within the START Plan (NCSS, 2023). 

The Aberrant Behavior Checklist 

Another instrument used by START teams is the community version of the ABC, a 

mental health symptom checklist designed to assess mental health symptoms and behavioral 

challenges experienced by individuals with IDD (Aman & Singh, 1986). The ABC is well 

researched and utilized in clinical practice due to its strong psychometric properties (Brown et 

al., 2002, Marshburn & Aman, 1992; Norris et al., 2019; Rojahn et al., 2003). The ABC was 

originally developed to assess the effectiveness of psychotropic medication, and it has been used 

in pediatric, behavioral, and psychiatric research due to its high reliability and validity. Research 

indicates that when someone is enrolled in START, there is an improvement in ABC scores, 

specifically in the Irritability, Hyperactivity, and Lethargy subscales (Kalb et al., 2016). 

The ABC is a 58-item informant rating scale, separated into five subscales: Irritability, 

Lethargy, Stereotypy, Hyperactivity-Noncompliance, and Inappropriate Speech (Aman & Singh, 

1986). The respondent is the person’s primary caregiver, preferably a family member. For each 

question, respondents rate the person’s behavior over the last month on a four-point scale: 0 = 
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not at all a problem; 1 = the behavior is a problem but slight in degree; 2 = the problem is 

moderately serious; and 4 = the problem is severe in degree. Respondents are instructed to 

consider the frequency and severity of behavioral challenges and symptoms as well as the degree 

to which the specific behavior interferes with the person’s daily functioning and/or relationships. 

Within START, the ABC is administered at intake and at 6-month intervals until the person is 

discharged (NCSS, 2023).  

Methods 

The goal of START services is to work with the system of support to improve mental 

health service outcomes and promote well-being for individuals with IDD-MH and their 

families. The START Plan is both an assessment and a planning tool for START staff. It is 

designed to assess the level of mental health stability and intensity of service needs as well as 

develop a strategic plan for START service delivery. While reliability and validity were verified 

through a 2020 pilot study, no further systematic study has occurred to date. 

This study investigates the application of the START Plan, one of the primary assessment 

instruments used by START programs nationwide. While there are instruments available to 

assess behavioral symptoms and risk of crisis for children and adults with IDD, the START Plan 

fills a unique gap, requiring the administrator to consider the mental health symptoms and risk, 

as well as ecological factors that may contribute to crisis service use. This study will examine the 

relationship between START Plan scores and crisis service outcomes among people with IDD-

MH enrolled in START. In addition, this study will examine the relationship between scores on 

the START Plan and the ABC, another well-known, validated instrument designed to assess 

behavioral challenges expressed by people with IDD (Aman & Singh, 1985). Both tools are 

utilized at predetermined intervals for people while enrolled in START.   
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Chapter 3  

Methodology and Design for Action 

In order to develop a deeper understanding of the circumstances that may impact a mental 

health crisis as well as mental health stability, assessment instruments must be evaluated for 

utility and sensitivity. The START Plan is unique in that it assesses the individual and ecological 

context of a person’s mental health stability to then develop a service intervention plan designed 

to reduce the risk of crisis and improve overall mental health outcomes. To evaluate the 

usefulness of the START Plan, assess for needed revisions, and determine what, if any, 

implications may be present, an exploratory study is required. 

This observational, cross-sectional study involves an examination of the relationship 

between scores on the START Plan and (a) crisis service outcomes; (b) scores on a well-known 

assessment, the ABC; and (c) sociodemographic characteristics of people enrolled in START. 

The first two research questions assess predictive and convergent validity, respectively. 

Comparing the scores on the START Plan with crisis service utilization (a primary outcome of 

START services) and ABC scores will help to determine whether this assessment can be used to 

identify the risk of mental health crisis experiences that may be traumatic for all involved. The 

START Plan shows promise, but more information is needed to determine the level to which it 

should influence how START coordinators and other community partners intervene and support 

a person with IDD-MH. Exploring trends in START Plan scores based on sociodemographic 

characteristics (research question 3) will result in a deeper understanding of the ecological 

factors and social determinants of crisis outcomes and service utilization for people with IDD-

MH enrolled in START.  
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Participants and Data Sources 

This study evaluated a de-identified data set from a sample of START service users 

newly enrolled in START program nationwide between the years 2020 and 2022 (N = 6,396). 

All demographic, assessment, and service outcome data were entered in SIRS (UNH IRB-5573). 

As such, informed consent was not required. Secondary data can be used to test hypotheses, 

generate new knowledge, and support, challenge, and extend existing theories (Cohen et al., 

2018). While the data for this study were originally collected for clinical field use, they can help 

to answer important questions about the relationship between risk and intensity assessment and 

crisis service outcomes among the START population (Heaton, 1998).  

Selection Criteria 

 Individuals included in this study met the following inclusion criteria: (a) were age 6 

and older, (b) enrolled in START between 2020 and 2022, (c) completed at least one START 

Plan at intake that appeared in SIRS, and (d) completed at least one ABC at intake that 

appeared in SIRS. Exclusionary criteria were the following: (a) were younger than age 6; (b) 

enrolled in START prior to 2020, (c) had no START Plans or ABCs completed and entered 

in SIRS.  

Rationale for Inclusion 

 Participants were selected based on their initial enrollment in START programs in the 

years 2020–2022. These years were chosen because the current version of the START Plan 

was implemented in 2020. Additionally, 2020 marked the date the full plan was entered 

directly into the SIRS database. The year 2022 was used as a cutoff because until this time, 

all initial START Plans were completed during the intake period, the same interval as the 
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initial ABC. To allow for the greatest representation of START service users and to 

minimize instances of selection bias, all intake START Plans were analyzed.  

Timeline 

 The START Plan data set was constructed in December 2023 by the researcher and 

members of the NCSS Quality Assurance/Evaluation Team. While the study relied on data 

collected from an existing database (SIRS), the data set needed to be constructed and created. 

This involved the identification of specific variables from SIRS. More information about the 

SIRS database and the variables used in this study is described later in this chapter. The 

approval and assistance from the NCSS Institute on Disability were required to accomplish 

this.  

Data Collection and Specific Practices 

 Data entry, analysis, and informed decision-making are part of typical START program 

practice (NCSS, 2023). START teams are trained to accurately enter data into the SIRS database 

using a comprehensive data dictionary (NCSS, 2023). Training and technical assistance to 

accurately enter data into SIRS is provided by the NCSS. The completeness, frequency, and 

quality of the data entered are closely monitored through this process.  

Before any quantitative analyses occurred, data were inspected and cleaned. All data 

were merged using the researcher’s unique SIRS ID number. Once merged, the final data set was 

uploaded by UNH staff into a secure, password protected, UNH OneDrive folder. The 

information source for each of the assessments outlined below is the individual SIRS records for 

people enrolled in START.  

 

 



  40 

Data Safety and Storage 

The NCSS’s existing contract with the Research Computing Center at UNH protects the 

confidentiality of participants (UNH Research Computing Center, n.d.). SIRS is classified as 

“restricted” and protected by the Health Insurance Portability and Accountability Act. Therefore, 

all data entered into SIRS is assigned an identifier through a random number generator. The 

UNH Research Computing Center provides operating system maintenance, including security, 

upgrades, patches, and system configuration backups. They also conduct regular enhanced 

maintenance of firewalls and log monitoring to prevent data breaches. In keeping with existing 

UNH policies, a server administrator at UNH is assigned to monitor SIRS data input and security 

(UNH Research Computing Center, n.d).  

All information acquired as part of this study remained confidential and held in secure 

locations. Electronic data was stored on an encrypted, password-protected computer located on a 

secure internal server with firewall protection at the institution. Data analysis was conducted 

using only the de-identified data sets.  

Risk Mitigation  

Potential risks for this study were minimal since all data already existed within the SIRS 

database. The greatest possible risk was loss of privacy, which could only occur during the data 

management process. To address this, the researcher received a de-identified data set with all 

data linked to a unique identifier. Protected health information is not gathered within the SIRS 

database. In addition, all data was stored in Excel files located in UNH OneDrive, a password-

protected, cloud-based file storage system. Only aggregate results were reported to further 

protect confidentiality. 
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Assessments 

To answer the research questions posed in this study, four categories of measures were 

required and described below. Each of the categories described in this section was included in 

the data set that was provided to the researcher by the NCSS. The assessments and variables 

utilized in this study are provided in the appendix. 

Demographics Characteristics  

Demographic characteristics utilized in this study include the following: (a) age, (b) 

gender identity, (c) living situation, (d) race, (e) ethnicity, (f) level of IDD, and (g) mental health 

diagnoses. Level of IDD and mental health diagnosis are collected through record review and 

interview completed by the person’s assigned START coordinator. Each of the demographic 

variables was selected for evaluation in this study based on previous research identifying these 

characteristics as factors that may impact crisis service outcomes for those with IDD (Kalb et al., 

2016; Kalb et al., 2021).  

Crisis Service Outcomes 

Crisis service outcomes are entered into SIRS by the START coordinator following the 

crisis response. START programs provide emergency on-call support that is available 24 hours a 

day, 7 days a week. Telephone access is immediate, and in-person response occurs within two 

hours of contact. In larger regions, two or more coordinators are on-call to cover the region. 

Following a START crisis contact, the coordinator who responds documents the date, type, and 

length of the contact, as well as the disposition or outcome of the crisis event. START 

coordinators select the disposition from a list of options, which include maintenance of a 

community setting; emergency department visit and release; START therapeutic supports 

admission; emergency department visit (held over 24 hours); psychiatric hospitalization 
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admission; and others, such as medical admission, incarceration, and non-START crisis 

stabilization center. These variables are important as they are indicators of active crisis, mental 

health instability, and potentially successful alternatives to emergency service use and 

hospitalization.  

The START Plan 

The START Plan, the independent variable in this study, is a rating scale that assesses 

three domains or subscales: mental health stability, risk and intensity, and the level of START 

team involvement needed to promote mental health stability. Scores in each domain are summed 

to create a composite score associated with four categories of instability: stable, low, moderate, 

and high. Informants are instructed to think about the past 30 days when answering each 

question. In 2020, START conducted an internal evaluation of the START Plan for its reliability 

and validity, finding interrater reliability across trained clinical staff to be excellent (0.98) and 

preliminary concurrent validity to be high.  

The Mental Health Stability subscale is the primary subscale that was evaluated. This 

subscale includes 16 mental health symptoms, including verbal and physical aggression, 

suicidality, anxiety, depression, psychosis, and trauma-related symptoms. Each symptom is rated 

on a four-point scale from no concern to high concern. The questions in this subscale begin with 

the stem, “In the last 30 days, how much of a concern has [insert symptom] been for [insert 

name] overall?” Each mental health symptom also has an accompanying operational definition 

that describes the symptom in specific terms. The definitions are intended to be used to promote 

objectivity and consistency in how each symptom is viewed by respondents.  

The second subscale, Level of Risk and Intensity, is determined by assessing seven items 

as rated on a four-point scale ranging from rarely to often. As with the Mental Health Stability 
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subscale, a stem question is used here as well: “Keeping the concerns that you just identified in 

mind, I’m going to ask you some questions about how much of an issue safety is for the 

individual.” Following this, the coordinator then asks each question, repeating the stem statement 

as needed. Questions in this section are focused on the caregiver’s level of concern for the safety 

of the person as well as those around them. For example, the coordinator asks the caregiver 

whether the person’s day-to-day activities (such as getting to work or school) are disrupted due 

to the mental health symptoms and challenges identified in the previous subscale. The caregiver 

is also asked whether their day-to-day activities are disrupted due to the challenges noted and 

whether any professionals have expressed concerns that the person may harm themselves or 

others.  

The final section of the START Plan is the coordinator’s appraisal of the system of 

support. This final subscale is designed for the clinician to assess the level of involvement 

necessary to address the concerns identified in Subscales 1 and 2. The questions posed in this 

subscale are not answered by interviewing the caregiver. The coordinator considers all 

information gathered through the START Plan and other assessments in their decision-making 

and assesses the level of risk of crisis, areas of clinical focus, and interventions necessary to 

stabilize the person and their caregivers.  

Aberrant Behavior Checklist 

The community version of the ABC is used by START programs as the measure of 

behavioral challenges associated with mental health symptoms (Aman & Singh, 1986; Rojahn et 

al., 2003). The ABC is a well-known and psychometrically robust measure that was designed 

specifically for persons with IDD (Brown et al., 2002; Marshburn & Aman, 1992; Norris et al., 

2019). The Irritability subscale is the primary focus in this study since previous research found 



  44 

that higher scores in this subscale correlate with mental health crisis service utilization (Kalb et 

al., 2016). A caregiver who knows the person best completes the ABC with the help of the 

clinician if needed.   

Study Data Set  

The variable categories assessed included demographic information, START Plan scores, 

ABC scores, and crisis contacts. Data elements, levels, and variable types are provided in Table 

3.1. Additionally, the START Plan, the ABC, and a list of SIRS variables are provided in the 

Appendix. 
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Table 3.1  

Data Elements 

Variable Levels  Variable Type 

Age** Ages 6–16; Ages 17–22; Ages 23 and up Categorical variable 

Race** 

 

American Indian/Alaska Native; Asian; 

Black / African American; Native 

Hawaiian or Pacific Islander; White; 

Two or more races; Prefer not to say; 

Other 

Categorical variable 

Ethnicity**  Hispanic/Latino of any race; Not of 

Hispanic origin; Prefer not to answer 

Categorical variable 

Living Situation**  Family/relative home; Independent 

living; Supported living; Other 

Categorical variable 

Intellectual/Developmental 

Disorder**  

None/Borderline ID; Mild ID; Moderate 

ID; Severe/Profound ID; Unknown 

Ordinal variable 

Mental Health Diagnosis  Anxiety disorders**; Attention-

deficit/hyperactivity disorder; Autism 

spectrum disorder (ASD)**; Mood 

disorders**; Schizophrenia spectrum 

disorders**; Trauma/stressor-related 

disorders; OCD; Other 

Dichotomous variable 

Crisis Contacts Number of contacts** Interval variable classified 

as ordinal (0, 1, 2+) 

START Plan Score 

 

Mental health stability*; Level of risk 

and intensity; Level of involvement; 

Total composite score 

Independent variable  

Interval categorized as 

ordinal (stable/low, 

moderate, or high) 

ABC Score Irritability**; Hyperactivity**; Lethargy Continuous variable 

Note. *Independent Variables; **Dependent Variables 

Analysis 

To answer the research questions posed in this study, a cross-sectional retrospective 

research design was applied. This approach allowed the researcher to evaluate the relationship 

between variables for certain conditions. Correlations reflect the strength, direction, and form of 

the relationship between two variables. The direction of a correlation may be positive, negative, 

or flat (i.e., no association). Of note, START Plan Mental Health Stability subscale scores, the 

independent variable, is a continuous, three-level variable (high intensity, moderate intensity, or 



  46 

low intensity/stable). Dependent variables were either dichotomous (e.g., mental health 

diagnoses), categorical (e.g., age), or interval classified as ordinal (e.g., number of crisis 

contacts) with the exception of the ABC Irritability subscale score, which is a continuous 

variable. For ABC scores, a one-way analysis of variance (ANOVA) was utilized. For all other 

variables, a chi-square analysis was applied. A p value of < .05 was utilized in all analyses. 

Research Question 1: START Plan Scores and Sociodemographic Characteristics 

To examine the relationship between START Plan scores and sociodemographic 

characteristics, a chi-square test was performed. The chi-square statistic is denoted as x2, and a p 

value of < .05 was applied. As mentioned above, a chi-square test is a good fit due to the large 

sample size and the application of categorical (e.g., age, race, ethnicity, ordinal variables such as 

level of intellectual disability, and dichotomous variables such as mental health diagnosis).  

Sociodemographic data (dependent variables) of the sample were stratified among those 

whose Mental Health Stability subscale scores on the START Plan were stable/low instability 

(0), moderately unstable (1), and highly unstable (3). START Plan score ranges appear in 

columns and demographic characteristics appear in rows. To minimize multiple comparisons, 

general trends were reported. 

Research Question 2: START Plan Scores and Crisis Contacts 

For Research Question 2, chi-square tests were used to determine the relationship 

between START Plan scores and START crisis contacts. A chi-square test assesses whether 

there is a statistically significant relationship between two categorical variables. A chi-square is 

an appropriate test in this instance because the data set involves a relatively large sample size (N 

= 6,396), there are at least two categorical variables (crisis contacts and Mental Health Stability 

subscale scores), and each variable has two or more categories.  
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The chi-square test utilizes a contingency table to analyze data. A contingency table is an 

arrangement in which data is classified according to two categorical variables. Variable 1 is the 

independent variable, Mental Health Stability subscale scores on the START Plan. The 

categories for this variable are as follows: (1) stable/low instability, (2) moderate instability, and 

(2) high instability. Variable 2 is the frequency of START crisis contacts. The categories for 

variable 2 are as follows: (0) no crisis contacts, (1) one crisis contact, and (2) two or more crisis 

contacts. The categories for Variable 1 appear in rows, and the categories for Variable 2 appear 

in columns. The chi-square statistic is denoted as x2 and a p value of < .05 was applied. 

Research Question 3: START Plan and ABC Scores 

One-way ANOVA was used to answer Question 2. A one-way ANOVA is a statistical 

procedure used to compare the means of two or more groups in order to determine the 

relationship between the variables. In this instance, Group 1 is the Mental Health Stability 

subscale of START Plan (independent variable) and Group 2 is the Irritability subscale on the 

ABC (dependent variable). The Irritability subscale score was used for the ABC because it has 

been identified as a treatment target and correlated with mental health stability in past research 

(Kalb et al., 2018).  

An ANOVA is an effective statistical approach to answer Question 3 because the 

independent variable (START Plan) is classified as an interval, and the dependent variable 

(ABC) is continuous. The test statistic for an ANOVA is denoted as F. The F statistic evaluates 

whether there are statistically significant differences between groups. The statistical significance 

cutoff, or p value of .05, was used.  
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Conclusion 

This study is the first large-scale evaluation of the START Plan. Anticipated findings 

from this study may contribute to accurate assessment of mental health crisis service needs of 

people with IDD.  Findings from this study hold great implications for START and the IDD-MH 

community as a whole by contributing to the field’s understanding of crisis service assessment 

and the needs of the population. Findings also highlight variability in outcomes across diverse 

populations, allowing for person-centered intervention design at all levels of service delivery to 

reduce disparities. While limited in generalizability due to the plan’s use solely within START, 

findings will allow for a deeper understanding of the relationship between the mental health risk 

assessment instrument and actual crisis service outcomes among people with IDD-MH. As such, 

these findings hold promise for application across all mental health crisis services for people 

with IDD-MH and their families.  
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Chapter 4 

Description of Findings and Recommended Actions 

To answer the three research questions posed in this study, statistical analyses were 

performed on the START service user data set. One primary data set was developed that 

consisted of a sample of people who received START services between 2020 and 2022 (N = 

6,396). The quantitative approaches used in this study demonstrated reasonable methods of 

analysis based on the type and form of data available. The variables used in this study are 

established data elements collected in the SIRS database and in previous research involving 

START service users (Kalb et al., 2016; Kalb et al., 2019; Kalb et al., 2022; NCSS, 2023). All 

data were cleaned and then coded for analysis.  

The results of the statistical analyses of these data, taking into consideration the 

limitations and potential biases of this study and researcher, form the basis of the clinical 

implications and recommendations for the NCSS and the START network to further improve 

how they assess the risk of mental health crisis and provide planned and emergent START 

services based on this risk.  

Discussion of the Findings 

The results of the analysis provide descriptive information as well as predictive and 

construct validity findings about the mental health care needs of people enrolled in START. 

Descriptive statistics of frequencies, percentages, and relationships help illuminate the larger, 

more complex issues related to mental health needs among people with IDD through the lens of 

individual components and characteristics of people receiving START services. They provide the 

foundational knowledge needed to examine the research questions and to identify specific areas 

of focus and opportunities for improvement. Examination of predictive and construct validity 
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provides data that can be used to assess the functionality and usability of the START Plan within 

START as well as within mental health crisis services for people with IDD more broadly. The 

findings provide a deeper understanding of the issue by exploring the significance of the 

relationships between variables and the effect a group of variables may play in understanding 

factors that increase the risk of mental health crises among those with IDD. The results provide 

the means to answer the research questions posed in this study. 

To allow for the measurement of frequency and to examine the needs of participants, the 

variables were categorized based on sample distributions, conceptual organization, and typical 

reporting categories for START. A total of 6,397 records were included in the original data set. 

Some observations were excluded because of missing START Plan assessments (n = 348), 

leaving n = 6,049 records to be analyzed.  

Inclusion Criteria and Sampling 

Data from nine START states—state 1 (n = 1,228; 20.3%), state 2 (n = 45; .7%), state 3 

(n = 3; .1%), state 4 (n = 210; 3.5%), state 5 (n = 17; .3%), state 6 (n = 418; 6.9%), state 7 (n = 

2,891; 47.8%), state 8 (n = 1,08717.9%), and state 9 (n = 150; 2.5%)—were included in this 

study. The states were located in geographically diverse regions, including the Northeast, 

Southeast, Pacific, and Southwest parts of the United States. Participants were referred to 

START during the years 2020–2022 from a variety of sources, including developmental 

disability service coordinators, community outpatient providers, and emergency departments and 

hospitals.  

Criteria for referral to START include a diagnosis of an IDD, the presence of challenging 

behavioral presentations, and/or an identified mental health need. Nearly all (93%) people in the 

sample had an IDD, including 57% with ASD. Most were referred primarily for reported 
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aggression (85%), and many also were at risk of losing their home or community placement 

(56%). People referred to START were also at high risk of emergency department and inpatient 

psychiatric admissions. In the year prior to START enrollment, 47.2% of the sample experienced 

at least one psychiatric hospitalization, and 58.7% experienced at least one emergency 

department visit due to mental health concerns.  

Measures of Frequencies: Demographic Variables 

 A series of chi-square of independence analyses were completed to evaluate the 

relationship between several sociodemographic characteristics (age, race, ethnicity, living 

situation, and mental health diagnoses) and mental health stability scores according to the 

START Plan. Chi-square tests of independence were used to answer the first research 

question:  

Is there a relationship between START Plan scores and age, race, ethnicity, living 

situation, and mental health diagnoses?  

Hypothesis: There will be no relationship between START Plan scores and age, race, 

ethnicity, living situation, and diagnosis.    

Age 

The mean age of participants was 23 (SD = 11.87; min = 5; max = 80). An analysis of the 

relationship between age groups (ages 5–16, 27–23, 24–35, 36–45, and 46 and older) and Mental 

Health Stability subscale levels (stable/low intensity, moderate intensity, high intensity) was 

conducted. More than half of all people in the sample were under the age of 23 (58.1%), and 

85.5% were age 35 or under. The highest rates of enrollment found by age were in the 5–16-

year-old group, making up 32.2% of the sample.  

 A chi-square test of independence was calculated by comparing the frequency of age 
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groups based on Mental Health Stability subscale scores. A significant association was found 

between age group and mental health instability, x2 (8) = 47.335, p ≤ .001. People who were 

in the 5–16 and 17–23 age groups were more likely to have higher scores on the Mental 

Health Stability subscale, indicating that younger enrollees were more likely to be at 

moderate to high risk of a mental health crisis as indicated by the START Plan.  

Table 4.1  

Age Distribution Base on Mental Health Stability Subscale Levels (n = 6,049) 

 

Mental Health Stability Subscale Levels 

Total Stable/Low Moderate High 

n % n % n % n 

Age 

Ranges 

5–16 774 28.9% 861 34.6% 313 35.5% 1,948 

17–23 673 25.1% 650 26.1% 243 27.6% 1,566 

24–35 773 28.9% 655 26.3% 231 26.2% 1,659 

36–45 247 9.2% 179 7.2% 44 5.0% 470 

46 and 

older 

209 7.8% 146 5.9% 51 5.8% 406 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 

Note. Pearson Chi2 = 47.335; p ≤ .001 

Gender 

 The cohort used for this study primarily identified as male (67.8%). Of the total 

sample, 31.6% identified as female, less than 1% self-described as nonbinary, and a very 

small percentage (0.1%) preferred not to answer. Gender distribution was relatively 

consistent across Mental Health Stability subscales, resulting in a nonsignificant association, 

x2 (6) = 3.588, p = .732. 
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Table 4.2  

Gender Distribution Based on Mental Health Stability Subscale Levels (n = 6,049) 

 

Mental Health Stability Subscale Levels 

Total Stable/Low Moderate High 

n % n % n % n 

Gender Male 1,827 68.3% 1,690 67.8% 587 66.6% 4104 

Female 837 31.3% 784 31.5% 291 33.0% 1912 

Self-

Describe 

11 0.4% 14 0.6% 4 0.5% 29 

Prefer 

not to 

Answer 

1 0.0% 3 0.1% 0 0.0% 4 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 

Note. Pearson x2 = 3.588; p = .732 

Race 

 The makeup of the study cohort was diverse, with nearly 40% reportedly identifying 

as a race other than White. People who identify as White made up 59% of the sample, and 

the second most commonly reported self-identified race was Black / African American at 

21%. The racial distribution for all three START Plan cohorts (low intensity/stable, 

moderate, and high) is presented in Table 4.  

 The relationship between race and Mental Health Stability subscale levels was 

analyzed in two ways. First, a chi-square test of independence was calculated comparing 

those who identify as White, Black / African American, and Other based on Mental Health 

Stability subscale scores (Table 4). A significant association was found, x2 (4) = 16.727, p = 

< .002). This means that people who identify as a race other than White are more likely to 

have high mental health instability scores than those who identify as White. However, this 

analysis did not determine differences across multiple racial groups, so a secondary analysis 

was performed. 
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 The relationship between all race categories and Mental Health Stability subscale 

levels was analyzed (see Table 5) using a chi-square of independence test. Results remained 

significant when mental health instability was stratified across more racial groups (x2 (16) = 

22.606, p = .006). A larger percentage of those who identified as a race other than White 

were more likely to have higher scores on the Mental Health Stability subscale. For example, 

the smallest percentage of those who identified as White had high mental health instability, 

but an inverse relationship was present for those who identified as Black / African American, 

Native Hawaiian or Pacific Islander, or members of the sample who identified as two or more 

races. These analyses indicate that people who identify as a race other than White were more 

likely to have higher rates of mental health instability according to the START Plan. This is 

likely since people with IDD who identify as a race other than White are less likely to access 

preventive or planned mental health care and enter the mental health system as a result of a 

crisis (Mangana & Vanegas, 2021).  

Table 4.3  

Racial Distribution Based on Mental Health Stability Subscale Levels (n = 6,049) 

 

Mental Health Stability Subscale Levels 

Total Stable/Low Moderate High 

n % n % n % n % 

 Black/African American 541 20.2% 511 20.5% 220 24.9% 1,272 21.0% 

 Other 490 18.3% 486 19.5% 186 21.1% 1,162 19.2% 

White 1,645 61.5% 1,494 60.0% 476 54.0% 3,615 59.8% 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 100.0% 

Note. Pearson x2 16.727; p = < .002 
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Table 4.4  

Racial Distribution Based on Mental Health Stability Subscale Levels (n = 6,049) 

 

Mental Health Stability Subscale Levels 

Total Stable/Low Moderate High 

n % n % n % n % 

Race American Indian 

or Alaskan Native 

15 0.6% 22 0.9% 5 0.6% 42 0.7% 

Asian 101 3.8% 99 4.0% 34 3.9% 234 3.9% 

Black or African 

American 

541 20.2% 511 20.5% 220 24.9% 1,272 21.0% 

Native Hawaiian 

or Pacific Islander 

8 0.3% 6 0.2% 5 0.6% 19 0.3% 

Other 179 6.7% 186 7.5% 79 9.0% 444 7.3% 

Prefer Not to 

Answer 

27 1.0% 14 0.6% 2 0.2% 43 0.7% 

Two or More 

Races 

160 6.0% 158 6.3% 60 6.8% 378 6.2% 

Unknown 0 0.0% 1 0.0% 1 0.1% 2 0.0% 

White 1,645 61.5% 1,494 60.0% 476 54.0% 3,615 59.8% 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 100.0% 

Note. Pearson x2 = 33.606; p = .006 

Ethnicity 

 Most of the members of the study cohort self-identified as not of Hispanic origin 

(76.7%). The chi-square of independence found a no relationship between mental health 

stability scores and ethnicity, x2 (6) = 7.763, p = .256.  
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Table 4.5  

Ethnicity Distribution Based on Mental Health Stability Subscale Levels (n = 6,049) 

 

Mental Health Stability Subscale Levels 

Total Stable/Low Moderate High 

N % n % n % n % 

Ethnicity Hispanic/Latino 

of Any Race 

411 15.4% 420 16.9% 167 18.9% 998 16.5% 

Not of Hispanic 

Origin 

2,090 78.1% 1,894 76.0% 656 74.4% 4,640 76.7% 

Other 2 0.1% 3 0.1% 1 0.1% 6 0.1% 

Prefer Not to 

Answer 

173 6.5% 174 7.0% 58 6.6% 405 6.7% 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 100.0% 

Note. Pearson Chi2 = 7.763; p = 256 

Living Situation at Referral 

 At the time of referral to START, most participants within this sample resided in a 

family member’s home (64.3%). This trend is not surprising given the young age of the 

sample. The second most common living situation was supported living (28.3%), which 

includes group homes and other congregate care settings. A small number of those within the 

sample lived independently (2.9%), and the remainder resided in another living situation, 

such as a homeless shelter, boarding house, or an institutional setting (4.9%).  

 A significant relationship was found, x2 (6) = 25.775, p ≤ .001. The living situation 

distribution based on mental health stability levels is similar to the living situation 

distribution of the sample overall. People who reside in supported living situations fall within 

moderate (30%) and high (29.4%) levels of mental health instability compared to the 

stable/low level (26.4%). This may be an access issue as people who do not live in residential 

programs do not have ready access to supporters prior to acute crisis.  
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Table 4.6  

Living Situation Distribution Based on Mental Health Stability Subscale Levels (n = 6,049) 

 

Mental Health Stability Subscale Levels 

Total Stable/Low Moderate High 

n % N % n % n % 

Living 

Situation at 

Referral 

Family/relative 

home 

1,767 66.0% 1576 63.3% 547 62.0% 3,890 64.3% 

Independent 

living 

97 3.6% 54 2.2% 22 2.5% 173 2.9% 

Other 105 3.9% 114 4.6% 54 6.1% 273 4.5% 

Supported 

living 

707 26.4% 747 30.0% 259 29.4% 1,713 28.3% 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 100.0% 

Note. Pearson x2 = 25.775; p ≤ .001 

Level of Intellectual Disability and Autism Spectrum Diagnosis 

 Most (77.7%) of the members of the study cohort were diagnosed with a mild to 

moderate IDD. The chi-square of independence found a statistically significant relationship 

between mental health stability scores and level of IDD, x2 (8) = 28.902, p ≤ .001. This 

finding indicates that a larger proportion of people diagnosed with moderate IDD scored high 

on the mental health instability subscale (33%) compared to the total percentage of people 

with moderate IDD overall (28.2%). This trend is also true for people diagnosed with 

severe/profound IDD. While 8.2% of the entire sample is diagnosed with severe/profound 

IDD, 9.4% fall within the high level of instability on the START Plan. This trend indicates 

that the more severely impaired a person is, the more likely they are to have higher levels of 

instability.  
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Table 4.7  

Distribution of Level of Intellectual Disability Based on Mental Health Stability Subscale Levels 

(n = 6,049) 

 

Mental Health Stability Subscale Levels 

Total Stable/Low Moderate High 

n % n % n % n % 

Level 

of IDD 

No IDD / 

Borderline 

201 7.5% 203 8.1% 56 6.3% 460 7.6% 

Mild IDD 1,383 51.7% 1,207 48.5% 401 45.5% 2,991 49.5% 

Moderate 

IDD 

732 27.4% 678 27.2% 293 33.2% 1,703 28.2% 

Severe / 

Profound 

IDD 

190 7.1% 220 8.8% 83 9.4% 493 8.2% 

Unknown / 

Not Reported 

169 6.3% 183 7.3% 49 5.6% 401 6.6% 

Total 2,675 100.0% 2,491 100.0% 882 100.0% 6,048 100.0% 

Note. Pearson x2 28.902; p ≤ .001 

Diagnosis of Autism Spectrum Disorder 

 Overall, 57.2% of the study sample was diagnosed with an ASD at the time of referral. 

This trend is similar to what has been found among the START population more broadly. A 

chi-square of independence was calculated to determine the relationship between a diagnosis 

of ASD and Mental Health Stability subscale levels. A statistically significant relationship 

was found, x2 (2) = 16.341, p ≤ .001, indicating that those diagnosed with ASD are more 

likely to be at moderate to high levels of mental health instability based on the START Plan. 
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Table 4.8  

Distribution of a Diagnosis of Autism Spectrum Disorder Based on Mental Health Stability 

Subscale Levels (n = 6,049) 

 

Mental Health Stability Subscale Levels 

Total Stable/Low Moderate High 

n % n % N % n % 

Diagnosis 

of ASD 

No 1,220 45.6% 1,018 40.9% 348 39.5% 2,586 42.8% 

Yes 1,456 54.4% 1,473 59.1% 534 60.5% 3,463 57.2% 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 100.0% 

Note. Pearson Chi2 = 16.341; p ≤ .001 

Psychiatric Diagnoses 

 Part of the referral criteria for START is the diagnosis of a psychiatric condition and/or 

challenging behavior. It was not surprising, then, that 72% of this sample were diagnosed with at 

least one psychiatric disorder, and 40.5% were diagnosed with two or more. About one-quarter 

of the sample was diagnosed with an anxiety disorder (25.5%) or a mood disorder (25.4%), and 

13.9% were diagnosed with a psychotic disorder. These rates are higher than what is seen in the 

general population, a trend observed across the IDD community (Hughes-McCormack et al., 

2017).  

 A chi-square of independence was performed to examine the relationship between the 

number of psychiatric diagnoses (zero, one, two, or more; see Table 4.9), and the presence of 

anxiety (see Table 4.10), psychotic (see Table 4.11), and mood disorders (see Table 4.12) 

based on Mental Health Stability subscale levels. A statistically significant relationship was 

found for the number of psychiatric conditions (x2 [4] = 10.648, p = .031), but not based on 

the type of diagnosis (anxiety disorders: x2 [2] = .661, p = .718; psychotic disorders: x2 [2] = 

4.635, p = .099; mood disorders: x2 [2] = .530, p = .767). This finding indicates that the 

frequency, not the type of psychiatric diagnosis, is significant when considering risk factors 



  60 

for mental health instability. Based on clinical experience, a larger number of diagnoses may 

be an indication of diagnostic uncertainty which may result in less effective treatment.  

Table 2  

Number of Psychiatric Diagnoses Based on Mental Health Stability Subscale Levels (n = 6,049) 

 

Mental Health Stability Subscale Levels 

Total Stable/Low Moderate High 

n % n % N % n % 

 No Psychiatric 

Diagnoses 

791 29.6% 683 27.4% 223 25.3% 1,697 28.1% 

One or More 

Psychiatric 

Diagnoses 

853 31.9% 762 30.6% 288 32.7% 1,903 31.5% 

Two or More 

Psychiatric 

Diagnoses 

1,030 38.5% 1,046 42.0% 371 42.1% 2,447 40.5% 

Total 2,674 100.0% 2,491 100.0% 882 100.0% 6,047 100.0% 

Note. Pearson x2 = 10.648; p = .031 

Table 3  

Distribution of Anxiety Disorder Diagnoses Based on Mental Health Stability Subscale Levels (n 

= 6,049) 

 

Mental Health Stability Subscale Level  

Total Stable/Low Moderate High 

n % n % n % n % 

 Anxiety Disorder 

Diagnosis  

677 25.3% 649 26.1% 219 24.8% 1,545 25.5% 

No Anxiety 

Disorder Diagnosis 

1,999 74.7% 1,842 73.9% 663 75.2% 4,504 74.5% 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 100.0% 

Note. Pearson x2 =.661; p = .718 
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Table 4.11  

Distribution of Psychotic Disorders Based on Mental Health Stability Subscale Levels (n = 

6,049) 

 

Mental Health Stability Subscale Level 

Total Stable/Low Moderate High 

n % n % n % n % 

 Psychotic 

Disorder 

Diagnosis  

340 12.7% 341 13.7% 137 15.5% 818 13.5% 

No Psychotic 

Disorder 

Diagnosis 

2,336 87.3% 2,150 86.3% 745 84.5% 5,231 86.5% 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 100.0% 

Note. Pearson x2 = 4.635, p = .099 

Table 4.12 

Distribution of Mood Disorder Diagnoses Based on Mental Health Stability Subscale Levels (n 

= 6,049) 

 

Mental Health Stability Subscale Level 

Total Stable/Low Moderate High 

n % n % n % n % 

 Mood Disorder 

Diagnosis 

671 25.1% 633 25.4% 232 26.3% 1,536 25.4% 

No Mood 

Disorder 

Diagnosis 

2,005 74.9% 1,858 74.6% 650 73.7% 4,513 74.6% 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 100% 

Note. Pearson x2 = .530; p = .767 

Number of Medical Conditions 

 A total of 71.5% of the study sample were reported to be diagnosed with one or more 

medical conditions at the time of referral to START. Research in IDD indicates that this is a 

medically vulnerable population, so this finding is not surprising (Charlot et al., 2020). When 

evaluating the relationship between the number of medical conditions and mental health 

stability level, the chi-square of independence found a nonsignificant relationship between 
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the two, x2 (4) = 8.514, p = .074. While this analysis indicates that medical conditions are not 

a key factor when assessing mental health instability, previous research shows that people 

with IDD are more likely to experience health issues, and when they do, emotional 

dysregulation is often present (Charlot et al., 2018). Further, because START is a mental 

health crisis service, health issues may have been under-reported. Additional research about 

the role of primary health is needed to further analyze the role medical conditions may play 

in mental health crisis situations.   

Table 4.13  

Number of Medical Conditions Based on Mental Health Stability Subscale Levels (n = 6,049) 

 

Mental Health Stability Subscale Levels 

Total 

 

Stable/Low Moderate High  

n % n % N % n % 

 No Medical 

Conditions 

808 30.2% 680 27.3% 235 26.6% 1,723 28.5% 

One Medical 

Condition 

882 33.0% 819 32.9% 297 33.7% 1,998 33.0% 

Two or More 

Medical 

Conditions 

986 36.8% 992 39.8% 350 39.7% 2,328 38.5% 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 100% 

Note. Pearson x2 = 8.514; p = .074 

Summary of Demographic Findings 

 The evaluation of demographic and clinical characteristics (age, race, ethnicity, living 

situation, IDD and ASD diagnoses, psychiatric conditions, and medical conditions) and their 

relationship to START Plan scores helps to provide a clearer understanding of factors related to 

mental health crises among the START population. Based on these analyses, age, race, living 

situation, level of ID and ASD, and the number of psychiatric diagnoses have a significant 

relationship to level of mental health instability as indicated on the START Plan. These findings 

are consistent with previous research involving diagnostic and treatment issues that impact the 
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START population and can help the START community gain a deeper understanding of how to 

appropriately plan for the support needs of those receiving services (Kalb et al., 2016; Kalb et al., 

2018; Kalb et al., 2019; Kalb et al., 2021).  

Measures of Predictive Validity 

 A chi-square test of independence was used to evaluate the relationship between scores 

on the Mental Health Stability subscale of the START Plan and START crisis contacts to answer 

Research Question 2:  

Is there a relationship between the number of crisis contacts per person and their scores 

on the Mental Health Stability subscale of the START Plan?  

Hypothesis: Greater scores on the Mental Health Stability subscale of the START Plan 

will be associated with a greater likelihood of crisis episodes requiring the START team 

to respond.  

Table 4.14 below presents the frequency of crisis contacts (columns) of the sample 

among participants with a score of low/stable, moderate, and high intensity on the Mental Health 

Stability subscale of the START Plan (rows). The relationship between these variables was 

significant, x2 (4, n = 6,049) = 164.81, p ≤ .001. Based on the chi-square analysis, START 

service users who received a score of moderate or high intensity on the START Plan Mental 

Health Stability subscale were more likely to have one or more START crisis contacts, 

indicating some predictive validity associated with the START Plan. See the complete output for 

the chi-square test of independence of crisis contacts (dependent variable) to the Mental Health 

Stability subscale (independent variable) in the Appendix.  

One clinical finding of note is the low number of participants who had only one crisis 

contact. As shown in Table 4.15, only 9.6% of the sample had one crisis contact. This indicates 
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that when someone called the START crisis line, they were very likely to call again. This is an 

important clinical observation and points to the time it takes to develop a crisis prevention and 

intervention strategy that promotes mental health stability.  

Table 5  

Relationship Between MH Stability Subscale Levels and START Crisis Contacts 

Frequency of 

START Crisis 

Contacts 

Mental Health Stability Subscale Level 

Total Stable/Low Moderate High 

n % n % n % n % 

 No Crisis Contacts 1,929 72.1% 1,596 64.1% 446 50.6% 3,971 65.6% 

One Crisis 

Contact 

239 8.9% 255 10.2% 88 10.0% 582 9.6% 

Two or More 

Crisis Contacts 

508 19.0% 640 25.7% 348 39.5% 1,496 24.7% 

Total 2,676 100.0% 2,491 100.0% 882 100.0% 6,049 100.0% 

Note. Pearson x2 = 164.813; p ≤ .001 

Measures of Construct Validity 

To evaluate the construct validity of the START Plan, baseline START Plan scores must 

be compared to baseline scores on ABC. A one-way ANOVA is an effective methodology to 

answer this study’s third research question, examining the relationship between scores on three 

subscales of the ABC (Irritability, Lethargy, and Hyperactivity) and the Mental Health Stability 

subscale on the START Plan: 

Is there a relationship between scores on the ABC, a well-known, psychometrically 

strong assessment instrument, and the Mental Health Stability subscale on the START 

Plan among people with IDD-MH?  

Hypothesis: There will be a positive relationship between scores on the ABC and the 

START Plan. 

Of the total analyzed sample (n = 6,049), 5,987 had at least one baseline ABC to compare 

to START Plan scores. The first step in the evaluation was to determine the mean scores on the 
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identified ABC subscales based on the level of START Plan mental health stability (Table 4.15). 

The second step was to conduct a one-way ANOVA to determine whether there were differences 

in ABC scores between mental health stability levels (Table 4.16). Once a significant difference 

between groups was established, post hoc analysis was necessary to determine within which 

groups differences in scores were present (Table 4.17). Table 4.15 provides the mean scores for 

the three ABC subscales based on START Plan scores.  

Table 6  

Mean Scores on the ABC Based on START Plan Mental Health Stability Levels (n = 5987) 

Mental Health Stability 

Subscale Levels Irritability Lethargy Hyper 

Stable/Low 

Intensity 

Mean 17.81 11.26 17.91 

n 2,643 2,643 2,643 

SD 10.052 8.881 11.350 

Moderate 

Instability 

Mean 24.01 13.80 23.34 

n 2,468 2,468 2,468 

SD 9.526 9.399 11.092 

High Instability  Mean 26.94 14.91 26.50 

n 876 876 876 

SD 9.968 9.767 11.816 

Total Mean 21.70 12.84 21.41 

n 5,987 5,987 5,987 

SD 10.461 9.342 11.777 

  

Once mean ABC scores based on level of mental health intensity were established, a one-

way ANOVA was performed to compare the effect of mental health stability scores on the three 

subscales of interest on the ABC. A one-way ANOVA revealed that there was a statistically 

significant difference in the Irritability (F [2] = 400.24, p ≤ .001, n2 = .118), Lethargy (F [2] = 

74.18, p ≤ .001, n2 = .024), and Hyperactivity (F [2] = 250.66, p ≤ .001, n2 = .077) subscales 

between groups. Moderate effect sizes were shown in irritability (n2 = .118) and hyperactivity (n2 

= .077), and a low effect size was present for lethargy (n2 = .024). 
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Table 7  

Differences in Mean ABC Subscale Scores Based on START Plan Mental Health Stability 

Subscale Levels (n = 5,987) 

ANOVA Table 

 

Sum of 

Squares df 

Mean 

Square F p 

Irritability * 

Mental Health 

Stability Subscale 

Level 

Between 

Groups 

(Combined) 77,290.443 2 38,645.222 400.240 < .001 

Within Groups 577,785.187 5,984 96.555   

Total 655,075.630 5,986    

Lethargy * 

Mental Health 

Stability Subscale 

Level 

Between 

Groups 

(Combined) 12,639.181 2 6,319.590 74.183 < .001 

Within Groups 509,775.440 5,984 85.190   

Total 522,414.621 5,986    

Hyper * Mental 

Health Stability 

Subscale Level 

Between 

Groups 

(Combined) 64,179.223 2 32,089.611 250.660 < .001 

Within Groups 766,073.427 5,984 128.020   

Total 830,252.650 5,986    

 

Post hoc analysis using the Tukey honest significance test for multiple comparisons was 

applied to determine which between-group differences were statistically significant. The analysis 

found that the mean value of the Irritability subscale scores was significantly different between 

the low/stable and moderate groups, between the low/stable and high groups, and between the 

moderate and high groups. For the Hyperactivity subscale, there were also statistically significant 

differences between all groups. For the Lethargy subscale, there were statistically significant 

differences between the low and moderate and the low and high groups, but no statistically 

significant difference between the moderate and high groups. 
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Table 8 

Post Hoc Analysis of ABC Subscale Scores Based on START Plan Mental Health Stability 

Subscale Levels (n = 5,987) 

Tukey Honest Significance Test 

Dependent 

Variable 

(I) MH 

Stability 

Level 

(J) MH 

Stability 

Level 

Mean 

Difference  

(I − J) 

Std. 

Error Sig. 

95% Confidence 

Interval 

Lower 

Bound 

Upper 

Bound 

Irritability Stable/Low Moderate −6.201* .275 < .001 −6.85 −5.56 

High −9.136* .383 < .001 −10.03 −8.24 

Moderate Stable/Low 6.201* .275 < .001 5.56 6.85 

High −2.935* .386 < .001 −3.84 −2.03 

High Stable/Low 9.136* .383 < .001 8.24 10.03 

Moderate 2.935* .386 < .001 2.03 3.84 

Hyperactivity Stable/Low Moderate −5.427* .317 < .001 −6.17 −4.68 

High −8.584* .441 < .001 −9.62 −7.55 

Moderate Stable/Low 5.427* .317 < .001 4.68 6.17 

High −3.157* .445 < .001 −4.20 −2.11 

High Stable/Low 8.584* .441 < .001 7.55 9.62 

Moderate 3.157* .445 < .001 2.11 4.20 

Lethargy Stable/Low Moderate −2.539* .258 < .001 −3.14 −1.93 

High −3.655* .360 < .001 −4.50 −2.81 

Moderate Stable/Low 2.539* .258 < .001 1.93 3.14 

High −1.116* .363 .006 −1.97 −.26 

High Stable/Low 3.655* .360 < .001 2.81 4.50 

Moderate 1.116* .363 .006 .26 1.97 

*The mean difference is significant at the .05 level. 

 

Summary of Construct Validity Findings 

 The one-way ANOVA and subsequent post hoc analyses found statistically significant 

differences between Mental Health Stability subscale levels when comparing the means on the 

ABC Irritability and Hyperactivity subscales. Effect sizes low (lethargy) to moderate (irritability 

and hyperactivity) indicate that mental health instability is more closely related to irritability and 

hyperactivity than lethargy. This finding is consistent with previous research involving the ABC 

and emergency service utilization for those enrolled in START (Kalb et al., 2016). Overall, 
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results point to the START Plan Mental Health Stability subscale as having construct validity 

with the ABC, indicating that the START Plan measures what it intends to measure: risk of 

mental health crisis. 

Organization and Field Impacts  

 This study was the first to analyze outcomes associated with the START Plan, a 

mental health intensity and risk assessment instrument used in START programs nationally. 

As such, the study contributes to an overall understanding of the problem of practice at hand 

and helps to identify potential solutions to improve outcomes for people with IDD-MH. The 

results of this study indicate areas of possible interventions that may positively impact outcomes 

for people with IDD and mental health crisis experiences. Three primary areas of impact are key 

considerations for the NCSS and the START Network:  

• Demographic and clinical/diagnostic trends are consistent with other research involving 

START service recipients and therefore support the evidence base and efficacy of the 

START model.  

• Predictive and construct validity of the START Plan promotes usability within START 

programs. 

• Predictive and construct validity may allow for the generalization of the START Plan to 

other mental health crisis services for people with IDDs. 

Trends in Demographic Characteristics Impact Service Delivery and Planning 

 The first area of impact centers on demographic/clinical trends as risk factors for mental 

health crisis experiences. This researcher found significant relationships between Mental Health 

Stability subscale levels on the START Plan and age, race, living situation, and number of 

psychiatric conditions. These findings are of value to the field because they support previous 
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research involving the START Model (Kalb et al., 2016; Kalb et al., 2018; Kalb et al., 2019; 

Kalb et al., 2021).  

 Through continued analysis of demographic and clinical factors that increase the risk of 

crisis, providers can enhance their own knowledge of potential needs and design interventions 

for specific subpopulations. For example, this study found that if a person is under the age of 23, 

they are more likely to have high Mental Health Instability subscale scores. In addition, most 

youth and young adults within this sample and in the START population overall who are under 

the age of 23 reside with their families and attend school. This is helpful because it allows the 

START provider an opportunity to design crisis prevention and intervention approaches to be 

delivered in the home and school environment. One such service that START provides in these 

environments is therapeutic coaching. Therapeutic coaching involves the person’s primary 

caregiver and/or direct support provider with coaching interventions tailored to a person to 

improve their ability to handle distress and promote well-being.  

 Because there was a significant association between mental health stability subscale 

levels and a number of reported sociodemographic and clinical characteristics, the study also 

highlighted the importance an intersectional approach when evaluating the mental health service 

needs and experiences of people with IDD. This approach is inadequate and continues to 

perpetuate fragmentation between and within systems, creating difficulty in accessing necessary 

services with a limited understanding of the cultural context in which a person and their family 

engages in services. To be fully inclusive, providers must not just refer to the concepts of cultural 

and linguistic competence, but rather be prepared to explore all factors that may impact a 

person’s mental health crisis experiences. Findings from this study support this necessary and 

ongoing effort by drawing attention to the need to understand and address the cultural and 
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ecological context of mental health crises.  

Impact of Predictive and Construct Validity Findings on the START Network 

 The sample included over 6,000 records from 3 years (2020–2022). Findings from this 

study are of value to the national network of START providers. While initial reliability was 

established during an early pilot of the START Plan, further evaluation was necessary to 

determine whether the START Plan measured what it is intended to measure (construct validity) 

and whether the plan helped predict possible mental health crisis experiences (predictive 

validity). The results indicate that the START Plan has both predictive and construct validity, 

supporting continued use across the network. Findings indicate that higher scores on the START 

Plan increase the likelihood that the START service user will experience a crisis event. This 

knowledge can directly influence how START programs provide proactive crisis prevention 

support upon enrollment in services.  

Impact of Predictive and Construct Validity Findings for the Field 

 While the START Plan was originally developed for use within START programs, 

predictive and construct validity support the generalization of the START Plan across other 

mental health crisis services for people with IDD. While there are patient-reported outcome 

measures for a variety of outcomes for people with IDD, there are little to no planning tools 

designed for providers of mental health crisis services for people with IDD. Preliminary pilot 

findings of reliability, coupled with findings from this study, set the stage for the START Plan to 

be considered as a tool to fill this major gap. With minimal modification toward generalizability, 

the START Plan can be used for other mental health crisis services for people with IDD such as 

intensive case management and service coordination.   
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Recommendations for Advocacy and Future Research  

This study utilized a wide array of data elements ordinarily collected by START 

programs. Other scholars and practitioners attempting similar research or continuing this 

study may want to recognize the value of SIRS and its utility in answering research 

questions involving people with IDD-MH who are at risk of mental health crises. Through 

the process of addressing the research questions posed in this study, other potential areas of 

investigation emerged that may be of interest to other researchers and practitioners.  

One major limitation of this study was the lack of data collected directly from the 

person receiving START services. Garnering the experiences of the person involved in 

services is imperative in gaining a full understanding of the mental health crisis experience. 

Throughout my journey as an educational leader in the field of IDD-MH, I have had the 

opportunity to fully embrace the voices of service recipients. My future research will 

include a measure of the person’s experiences.  

 This study focused on evaluating responses provided through the delivery of the 

START Plan, the first step to improve mental health crisis outcomes for people with IDD-

MH. Now that construct and predictive validity have been established in this study, the next 

step is to evaluate what START services were provided to individuals following the baseline 

administration of the START Plan. Subsequent START Plans as well as planned START 

services, such as outreach and therapeutic coaching, should be evaluated to determine 

whether they are provided per the designated START Plan intensity levels over time and 

achieve their anticipated outcomes. Building upon the current study in this way will allow 

NCSS to evaluate which planned START services may have a greater or lesser impact on 

mental health crisis outcomes.  
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 Two surprising findings from this study warrant additional exploration. First, the 

analysis indicated that many people who were identified as having a stable to low intensity 

of need on the Mental Health Stability subscale still experienced at least one crisis. Another 

unexpected finding from this study was the low percentage of the sample who experienced 

only one crisis contact. Most people within the study sample had either zero or two or more 

crisis contacts. Based on what is known about the cycle of mental health symptoms and 

acuity, these findings are not surprising in and of themselves. However, this means that even 

though assessment results may indicate low acuity, people with IDD-MH may still be at risk 

given certain sociodemographic and clinical characteristics. Additionally, the START Plans 

used in this analysis were baseline/intake plans, meaning that START staff did not know the 

person or their system of support well at the time. Therefore, it is likely that the START 

coordinator was more reliant on caregiver reports. This supports the need for additional 

analysis of follow-up START Plans as well as a need for proactive crisis prevention and 

intervention regardless of reported mental health stability levels.  

  Finally, it was surprising to find that the frequency of medical conditions was not 

significantly related to START Plan Mental Health Stability subscale levels. Most research 

involving people with IDD-MH indicates that this population is more at risk of medical 

issues, including polypharmacy and medication side effects, than the general population. 

However, this study supported previous research and did not find a relationship between 

medical conditions and the risk of mental health crises (Kalb et al., 2016). One reason for 

this may be a disconnect between the research and practice communities; researchers have 

identified the medical risks for people with IDD, but this information has not yet directly 

impacted the practice community in a way that improves outcomes. Future research should 
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focus on assessing reported versus actual medical conditions to ensure that conditions are 

adequately and accurately reported. Once this is established, only then can relationships 

between medical conditions and mental health crisis experiences for people with IDD be 

truly evaluated.   

Limitations 

 There are several important limitations of this study. First, this study takes place 

within START, and therefore the findings cannot be fully generalized to the wider 

population of people with IDD and mental health needs. However, findings can be 

generalized to crisis services provided to people with IDD-MH beyond START. 

Understanding the trends in crisis service use and mental health acuity can positively impact 

the understanding of crisis service needs of people with IDD, which has broad practice and 

policy implications. Furthermore, data from this study was entered by providers in the field, 

increasing the likelihood of error and missing information.  

 Another important limitation of this study is the reliance on secondary data and the 

lack of availability of a self-report measure about mental health crisis experiences. The ABC 

and the START Plan are caregiver/informant report measures and do not engage the service 

recipient with IDD-MH in the assessment process. This limitation is particularly important 

when considering convergent validity, as the input from those with IDD-MH enrolled in 

START could not be considered. Future studies should include a self-report measure. 

 Other limitations of this study are related to the cross-sectional study design. While 

association may be established, causality cannot be determined, and therefore, additional 

experimental studies must be conducted to make causal inferences. There may also be 

confounding bias effects given the cross-sectional design. While correlational analysis can 
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lead to high levels of external validity, allowing for broad generalizability of findings, limited 

causal conclusions to be drawn.  

Reflective Summary and Conclusion 

 The prevalence of mental health conditions and crisis experiences among those with 

IDD is not a newly identified phenomenon, but how the field has evaluated intervention and 

impact has evolved over time. Very few mental health crisis risk assessment and planning 

tools exist for people with IDD. The START Plan has the potential to fill an important gap 

in the field. Findings from this study merely build the evidence base for comprehensive 

assessment and proactive crisis prevention and intervention planning for people with IDD-

MH. Additional research is needed to advance the understanding of the mental health crisis 

needs, experiences, and interests of people with IDD.  
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Appendix A: Data Elements 

Variable Levels 

Age • Ages 6-16 

• Ages 17-22 

• Ages 23-up 

Race 
 

• American Indian/Alaska Native 

• Asian 

• Black/AA 

• Native Hawaiian or Pacific Islander 

• White 

• Two or more races 

• Prefer not to say 

• Other 

Ethnicity  • Hispanic/Latino of any race 

• Not of Hispanic Origin 

• Prefer not to answer 

Living situation  • Lives at home 

• Independent living 

• Group home/residential provider 

Intellectual/Developmental Disorder  • None 

• Mild ID 

• Moderate ID 

• Severe/Profound ID 

• Unknown 

Mental Health Diagnosis • Anxiety disorders 

• ADHD 

• ASD 

• Mood disorders 

• Schizophrenia spectrum disorders 

• Trauma/stressor related disorders 

• OCD 

• Other 

Crisis Contacts • Number of contacts 

• Type of contact (in-person, telehealth, business hours, 

office hours 

• Length of contact 

• Disposition 

START Plan Score • Mental health stability 

• Level of risk and intensity 

• Level of involvement 

• Total composite score 

Aberrant Behavior Checklist Score • Irritability 

• Lethargy 

• hyperactivity 
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Institutional Review Board 

Appendix B: IRB Approval 

 
 

 

 
 
Date: October 14, 2023 
 
Dear Andrea Caoili  
 
Study: 

Evaluation of the START Plan, a Mental Health Crisis Risk Rating Scale for People 

with Intellectual and Developmental Disabilities 
 
Approval Date: October 14, 2023 

 

The Institutional Review Board for the Protection of Human Subjects in Research (IRB) has 

reviewed and approved the protocol for your study as Expedited as described in Title 45, Code 

of Federal Regulations (CFR), Part 46, Subsection 1101(b). Approval is granted to conduct 

your study as described in your protocol. Be sure to complete the Final Report Form when 

your research is finished. 

 

If, during the course of your project you intend to make changes that may significantly affect 

the human subjects involved (particularly methodological changes), you must obtain IRB 

approval prior to implementing these changes. Any unanticipated problems related to your use 

of human subjects must be promptly reported to the IRB. The IRB may be contacted through 

Dr. Linda Carrier, Chair of the IRB. This is required so that the IRB can update or revise 

protective measures for human subjects as may be necessary. 

 

You are expected to maintain as an essential part of your project records, any records 

pertaining to the use of humans as subjects in your research. This includes any information or 

materials conveyed to and received from the subjects as well as any executed forms, data and 

analysis results. If this is a funded project (federal, state, private, other organization), you 

should be aware that these records are subject to inspection and review by authorized 

representatives of the University, State of New Hampshire, and/or the federal government. 

 

Please note that IRB approval cannot exceed one year. If you expect your project to continue 

beyond this approval period, you must submit a request for continuance to the IRB for renewal 

of IRB approval. IRB approval must be obtained and maintained for the entire term of your 

project or award. 

 

Please notify the IRB in writing when the project is completed. We may ask that you provide 

information regarding your experiences with human subjects and with the IRB review process. 

Upon notification, we will close our files pertaining to your project. Any subsequent 
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reactivation of the project will require a new IRB application. I have attached the Project 

Completion Form for your convenience. 

 

Please do not hesitate to contact the IRB if you have any questions or require assistance. We 

will be happy to assist you in any way we can. Thank you for your cooperation and efforts 

throughout this review process. We wish you success in this endeavor. 

 

Sincerely, 

Linda L. Carrier, 

Ed.D. Institutional 

Review Board psu-

irb@plymouth.edu 
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Appendix C: The START Plan Version 2 
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START Action Plan 

Interviewer:  

START Plan Date:  

Individual’s SIRS ID:  

Informant/Relationship  

 

Scoring Instructions (also included within each section) 

Person’s Mental Health Stability 

Using a knowledgeable source of information, rate the level of concern for the following behavioral 

health symptoms.  Please use the stem question provided and note that the reporting period is within the 

last 30 days. 

Stem Question: “In the last 30 days, how much of a concern has this been for (insert name) overall?” 

Please use the definitions for response categories from Section A. 

Level of Risk and Intensity 

Each question should be rated on a scale from 0 to 3, with 0 not being a concern and a 3 being a major 

concern. 

Stem Question: “Keeping the concerns that you just identified in mind, I’m going to ask you some 

questions about how much of an issue safety is for the individual.”  

Perceived Support  

While not scored, the following three questions should be taken into consideration when completing the 

coordinator’s appraisal of the system. Like other sections, please use the reporting period as the last 30 

days.  

Suggested intro statement: “Before we finish, I just have a few questions pertaining to how you, as (insert 

name’s) caretaker, have been coping during the last 30 days.” 

Level of Involvement: Coordinator Appraisal of System of Support 

The questions in this section reflect the Coordinators’ appraisal of the system of support. Do not ask 

these questions to the caregiver. 
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Mental Health Stability  

Using a knowledgeable source of information, rate the level of concern for the following behavioral health symptoms.  Please use the stem 

question provided and note that the reporting period is within the last 30 days. 

Stem Question: “In the last 30 days, how much of a concern has this been for (insert name) overall?” Please use the definitions for response 

categories from Section A. 

Scoring – Level of Concern 

(0) No Concern = Has not occurred in last 30 days; no danger to self or others 

(1) Mild Concern = Has occurred within the last 30 days; poses little danger to self or others 

(2) Moderate Concern = Has occurred within the last 30 days; potential for danger to self or others 

(3) High Concern = Has occurred within last 30 days; poses a danger to self or others 

 

Note to interviewers: If informant is unable to answer a question (ex: caregiver is very new) use N/A used.  N
o
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  (0) (1) (2) (3)  
1. Physical Aggression Hits, kicks, punches, spits, or any other manner of physically harming others.      

2. Verbal Aggression 
Curses, threatens others, angry statements aimed specifically at a person or 

group of people 

     

3. Property Destruction Breaks furniture, puts holes in wall(s), damages property      

4. Self-Injurious Behavior 

(SIB) 

Bangs head; bites self; hits self with object; picks skin; other means of 

intentional self-harm. 

     

5. Suicidal Ideation and/or 

Intent* 

Expressed desire to end life; thoughts of death.  

* If the intensity or frequency of ideation has increased, a plan is present, or 

the person has ever (not just in last 30 days) attempted suicide select “High 

Concern.” Immediately follow-up to ensure a safety plan is in place. 

     

6. Intent to harm 

others/Homicidal 

threats** 

Expressed desire to intentionally hurt or take another person’s life.  

**If the intensity or frequency of ideation has increased, a plan is present, or 

the individual has ever (not just in last 30 days) attempted homicide, select 

“High Concern.” Ensure safety plan is in place and warn potential victim. 

     

7. Leaves unexpectedly Runs away, suddenly wanders or leaves      

8. Eating non-food items Eating non-food objects (also known as Pica)      

9. Excessive 

irritability/meltdowns 
Extremely grouchy, easily provoked, has outbursts or blows up 

     

10. Inappropriate Sexual 

Behavior 
Public or excessive masturbation, unwanted sexual advances, public disrobing 

     

11. Depression 
Feeling blue, hopeless, sad, or crying; loss of interest in activities that are 

normally preferred, lack of energy or motivation  

     

12. Anxiety 
Nervous, overwhelmed, worried, panic (sweating, trembling, loss of breath, 

pacing), tense or fearful,  

     

13. Sudden, worrisome 

change in behavior, 

mental status or mood 

A problematic change (increase or decrease) in sleep, energy, concentration, 

appetite, thinking, behavior or mood. Unable to do simple tasks formerly done 

easily, forgets routines or people, makes odd statements unlike what is usual 

for the person at baseline.  

     

14. Psychotic symptoms 

Hallucinations, complaints of hearing voices (different than self-talk or racing 

thoughts), fixed false beliefs (e.g., believes discussions on TV or radio are 

about them, believes people are trying to kill them when there is no evidence), 

disorganized or incoherent speech, catatonia/immobility, lack of emotional 

expression. Always take developmental profile and trauma history into 

consideration. 

     

15. Trauma related 

symptoms*** 

At some point, the person directly experienced or was exposed to a traumatic 

event (e.g., death of a loved one, violence, neglect) involving themselves or a 

loved one. Tied to this or other traumatic event(s), they have unwanted 

memories, nightmares, flashbacks, report stress/distress. The individual may 

also avoid situations that are related to these event(s) (e.g., hospitals). If a 

traumatic event occurred recently, they may be experiencing changes in mood 

(e.g., increased irritability, difficulty sleep or concentrating) and behavior (e.g., 

aggression). 

***Reference the RSQ when asking the informant about potential traumatic 

experiences 
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16. Substance use/abuse Alcohol, prescription or illicit drug use, misuse, or overuse      

 

 Score Score Key 

Person’s Current Level of Mental Health Stability   

(Add scores from questions 1-16) 
 

☐  (1) Stable: 0-6 

☐  (2) Low: 7-16 

☐  (3) Moderate: 17-33 

☐  (4) High: > 34 

 

Supplemental Observations/Information 

 

 

Level of Risk and Intensity 

For each of the following questions, rate them on a scale from 0 to 3, with 0 not being a concern and a 3 being a major concern. 

Stem Question: “Keeping the concerns you identified in mind, I’m going to ask you some questions about how much of a safety 

issue this is for the individual.”  

Scoring – Impairment and Risk to Self and Others 

(0) Rarely = Has not occurred in last 30 days  

(1) Occasionally = Has occurred occasionally in the last 30 days 

(2) Often = Has occurred often in the last 30 days 

(3) Very Often = Has occurred very often in the last 30 days 
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  (0) (1) (2) (3) 

17. Are (insert name)’s day-to-day activities – such as getting to work (or school, if a child) - 

disrupted due to these challenges? 
    

18. Are you concerned that (insert name) may harm him/herself due to these challenges?     

19. Have any professionals (such as teachers or doctors) expressed safety concerns because of 

these challenges? 
    

20. Are your day-to-day activities – such as getting to work or making appointments – 

disrupted due to these challenges. 
    

21. Are you concerned about your safety due to these challenges?     

22. Are you concerned about other people’s safety due to these challenges?     

23. Have any neighbors, family members or friends expressed safety concerns because of 

these challenges? 
    

 Score Score Key 

Level of Risk/Intensity 

(Add scores from questions 17-23) 
 

☐  (1) Stable: 0-3 

☐  (2) Low: 4-9 

☐  (3) Moderate: 10-15 

☐  (4) High: > 16 

Supplemental Observations/Information 
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Perceived Support  

Instructions: While not scored, the following three questions should be taken into consideration when completing the 

coordinator’s appraisal of the system, as well as planning over the next quarter. Like other sections, the reporting period is the 

last 30 days.  

Suggested Intro statement: “Before we finish, I just have a few questions pertaining to how you, as (insert name’s) caretaker, have 

been coping during the last 30 days.” 

1. How stressful has it been caring for (insert name)?  ☐ Not Stressful 
☐ Somewhat 

Stressful 
☐ Stressful 

☐ Very 

Stressful 

2. How often are family members, neighbors, or friends available 

to assist and support you and (insert name)? 
☐ Very Often ☐ Often ☐ Occasionally ☐ Rarely 

3. Overall, how would you rate your quality of life?  ☐ Great ☐ Good ☐ Okay ☐ Poor 

 

Level of Involvement: Coordinator Appraisal of System of Support 

The following reflect the Coordinators’ appraisal of the system of support. Do not ask these questions to the caregiver. 

 (0) (1) (2) (3) 

1. What is (insert name’s) level of acuity ☐ Stable 
☐ Low level of 

needs/impairment 

☐ Moderate 

risk of crisis 

☐ Actively in 

crisis, high level 

of acuity and 

impairment 

2. Is the primary caregiver for (insert name) in distress 

(burned out, fearful, isolated, exhausted)?  
☐ Rarely ☐ Sometimes ☐ Often ☐ Very Often 

3. Does the primary caregiver have difficulty supporting 

(insert name) when s/he is experiencing challenges? 
☐ Rarely ☐ Sometimes ☐ Often ☐ Very Often 

4. Does (insert names)’s paid supports have difficulty 

understanding (insert name)’s needs? 
☐ Rarely ☐ Sometimes ☐ Often ☐ Very Often 

5. Does (insert name)’s natural supports (i.e., friends, family) 

have difficulty understanding (insert name)’s needs?  
☐ Rarely ☐ Sometimes ☐ Often ☐ Very Often 

6. Does (insert name) have medical problems that are not 

being adequately addressed by the system?  
☐ Rarely ☐ Sometimes ☐ Often ☐ Very Often 

7. Does (insert) have challenges that are not being adequately 

addressed by the system?  
☐ Rarely ☐ Sometimes ☐ Often ☐ Very Often 

8. Are there communication barriers between the caregivers 

and/or providers who support (insert name)?  
☐ Rarely ☐ Sometimes ☐ Often ☐ Very Often 

9. Are there cultural factors (either observed or reported) 

present that impact the individual’s/caregiver’s quality of 

life and/or service deliver? 

☐ Rarely ☐ Sometimes ☐ Often ☐ Very Often 

 

Coordinator Appraisal Score Rating Key 

Level of Involvement 

(Add scores from questions 1-9) 
 

☐  (1) Stable: 0-4 

☐  (2) Low: 5-9 

☐  (3) Moderate: 10-19 

☐  (4) High: > 20 

Supplemental Observations/Information: 
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Involvement/Intensity Projections and Ratings 

Person’s Current MH Stability   

Risk and Intensity   

Level of Involvement (Coordinator Assessment)   
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Projected Services to Be Provided 

 

Projected Services to be Provided 

(Update as needed as START plan is reviewed) 

Order in which 

Services 

will be 

prioritized 

(Only rank 

services 

projected) 

Frequency of Contacts 

                     4-weekly or more 

                     3-twice monthly 

                     2-monthly 

                     1-quarterly 

Dates Completed 

 2nd Q 3rd Q 4th Q  

Crisis Stabilization/Emergency Support      

Ongoing Assessment Activities      

Comprehensive Service Evaluation      

Cross-Systems Crisis Prevention and Intervention Planning      

Clinical Education Team and follow up      

Medical/Psychiatric Consult      

Medical/Psychiatric Follow Up      

START facilitated team meeting (anything facilitated by START 

not covered by other categories) 
     

Referral to Resources      

Outreach visits      

Anticipated therapeutic supports?       

Center-based Supports-Planned      

Center-based Supports-Emergency      

Therapeutic Coaching-Planned      

Therapeutic Coaching-Emergency      
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Summary of Clinical Impressions: 
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