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Executive Summary 
The goal of this evaluation was to learn about the experiences of stakeholders in the state of Rhode 
Island with regard to effective services and supports for individuals with IDD and mental health needs 
(MHIDD). Approximately 450 respondents across the state participated in this process. Invited 
constituent participants included service users, families, MH providers, educators and IDD providers. 
The analysis focused on the experiences of family members, service users and providers across the 
state to gain their perspective about the existing service system and develop recommendations in 
response.  

Four methods were employed toward meeting this goal: (1) an online survey, (2) focus groups with 
stakeholders statewide, (3) a validated, structured family member interview, and (4) review of Medicaid 
claims data. Quantitative and qualitative findings are described in the report, along with 
recommendations for Rhode Island stakeholders to consider. The information reported was consistent 
across constituency groups and methods 

There were findings that arose from the system’s analysis.  

1. There is a need to improve mental health services and access to mental health services for 
people with IDD 

2. There is a need to improve access to DDS services and supports for people with MHIDD using 
strength based and inclusive approaches, well trained staff and greater access to community- 
based resources 

3. There is a need to build capacity of the system as a whole through training, linkages and cross 
systems collaboration 

4. The crisis safety net needs improvement 
 

Based on the findings of this analysis greater access to all forms of mental health care and supports 
may be needed. Recommendations include cross systems linkages, access to training and best 
practice methods, trained case managers/service coordinators to help individuals and families navigate 
the system, cross systems crisis prevention and intervention planning, trained and reasonably 
compensated direct support professionals, and improved access to qualified outpatient, inpatient and 
crisis mental health services.  
 
In addition to first responder training, the findings indicate that there is also a need to develop more 
comprehensive crisis response and safety net services that include proactive strategies, therapeutic 
coaching, and crisis prevention and intervention planning. The claims data analysis indicated that 
overall access to inpatient care was very limited, although recidivism is high. Limitations of  Medicaid 
claims data may not have accurately portrayed the cost of services provided or the number of people 
who accessed them, as it was not consistent with stakeholder reports, knowledge of stuck cases in RI 
and national trends.   
 
However, based on the limited information, the cost for each person using acute care mental health 
services as reported is high, and repeat use common. It is suggested that BHDDH consider the 
development and implementation of a START pilot to serve approximately, 450-600 children and adults 
over a four- year period. This is three times the number who reportedly received emergency and 
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inpatient care according to claims data, but in line with estimates on the need for services based on 
national trends and stakeholder reports. The pilot could include development of START Coordination 
services, access to training resources in MHIDD, Clinical Education Team forums, National 
Professional Practice groups, training specifically designed for mobile crisis responders, and 
development of systems linkage agreements.   
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Rhode Island Community System of Care for people with IDD and 
Mental Health Needs 
Introduction 
At the request of the Rhode Island Department of Behavioral Health, Developmental Disabilities and 
Hospitals (BHDDH), The Center for START Services (CSS) at the University of New Hampshire, 
Institute on Disability UCED conducted a study of statewide services and supports for individuals with 
intellectual/developmental disorders (IDD) and mental health (MH) needs (MHIDD). The process 
occurred in collaboration with many stakeholders statewide, including BHDDH. The analysis focused on 
the reported experiences of service users, families and providers across the state to gain a clearer 
understanding of the existing service system and develop recommendations in response. Four methods 
were employed: (1) an online survey, (2) focus groups with stakeholders statewide, (3) a validated, 
structured family member interview, and (4) review of Medicaid claims data. Quantitative and qualitative 
findings along with recommendations for follow-up are included in this report.  

Rhode Island Professional Learning Community (PLC) 
In conjunction with the service system analysis, a Professional Learning Community (PLC) was 
conducted from September through December 2019. START PLCs are trainings with facilitated 
discussion and tools designed to improve knowledge of the mental health aspects of IDD across local, 
regional or state systems of care. The aim of the PLC was to provide Rhode Island stakeholders with 
training on the START model, its core philosophies and practices, and components of START program 
implementation. Readings and pre-recorded trainings accompanied the sessions to enhance the group 
learning process. The PLC was held remotely for six (6), 90-minute sessions, scheduled twice per 
month. Technology tests were offered to provide participants support in logging on prior to the 
sessions. One participant reported that while the use of technology can often be a hindrance, it was not 
in this case, the sessions “flowed well” and a lot was learned. Continuing education credits were offered 
through UNH free of charge upon completion of the PLC.  

Background 
Across the United States, approximately 1.5% to 2.5% of the population has an 
intellectual/developmental disorder (IDD) (1). The fifth edition of the Diagnostic and Statistical Manual 
of Mental Disorders (DSM5) defines IDD as a disability that involves impairments of general mental 
abilities that impact adaptive functioning in three domains that determine how well individuals cope with 
everyday tasks.  Epidemiological studies have established that the incidence and prevalence of mental 
health conditions for people with IDD is typically 2 to 3 times that of the general population and these 
mental health conditions often contribute to challenging behavior (2). For people with IDD, aggression 
and self-injurious behavior are two of the most common reasons for referrals for mental health services 
(3).  Research findings indicate that a significant percentage of people with severe difficulties live with 
family caregivers and rely on them as informants regarding service needs and outcomes (3). 
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Current census data estimates the population of Rhode Island as 1.06 million and approximately 1.58% 
of the population (16,750) as diagnosed with IDD (4). Based on epidemiological studies, it is estimated 
that over one-third (5,500) of individuals with IDD may also have mental health needs (5). This 
statewide analysis aims to evaluate community experiences and propose next steps to improve the 
lives of citizens of Rhode Island who have IDD and mental health needs. CSS at UNH/IOD appreciates 
the opportunity to assist in this effort. 

Network Partners 
Network partners were key to the success of this analysis. They assisted in dissemination of surveys, 
participated in focus groups, and helped identify participants for the family caregiver surveys.  Network 
service partners included individuals from the following areas:  

Community based IDD services: designed to promote a maximum quality of life and independence 
for people with these conditions. Services include clinical consultation, crisis, residential, vocational, 
case management, family support and other person-centered services.   

Community based mental health services: considered episodic but can be provided long term when 
needed, and include, but are not limited to prevention programs, outpatient therapy, psychiatric 
services, emergency and crisis intervention services.  While most services are voluntary, some 
inpatient care is involuntary when needed.  

The Rhode Island public education system: follows federal guidelines for providing special 
education services to children with IDD.  Special education is defined by the Individual’s with 
Disabilities Act (IDEA) as “specifically designed instruction, at no cost to parents, to meet the unique 
needs of a child with a disability (8).” 

State of Rhode Island Department of Behavioral Health, Developmental Disabilities and 
Hospitals (BHDDH): the governmental agency responsible for management and oversight of Medicaid, 
state, and local funding and offer comprehensive planning for individuals and families in need of mental 
health, substance use, or intellectual/developmental disability services.  

Other partners included advocacy organizations, self-advocates, medical, rehabilitative, educational 
and other community-based services. 
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Methods of Analysis 
Aims 

The system analysis project aimed to address the following questions: 
1. How effective is the current community system of care in Rhode Island in addressing the needs 

of individuals with MHIDD?  
2. How can the existing service delivery system be enhanced to improve services and supports to 

individuals and their families in need? 
 

Data Collection Methods 

Four primary methods were employed to learn about experiences with the existing service system and 
to create opportunities for constituents to provide feedback about how to address issues. 

Method 1:  An Online survey of stakeholders; 
Method 2:  A series of focus groups with stakeholders across the system; and 
Method 3:  Validated telephonic family caregiver interviews. 
Method 4:  Medicaid Claims review 

 
Methods were reviewed with the Rhode Island Service System IDD/MH Task Force, a group of 
stakeholders invited to participate by BHDDH (Appendix A). The online surveys were modified to meet 
the needs of the state system using stakeholder feedback and input. The Task Force played a key role 
in distributing the survey across Rhode Island and identifying citizen volunteers to participate.  

A meeting was held with representatives of the BHDDH and other task force members overseeing the 
study where results were provided, and draft recommendations were reviewed and discussed before 
publication of the final report. 

 

Method 1. Online Survey of Stakeholders 

The Rhode Island IDD/MH task force was assembled to review and distribute the online survey link to 
constituents across the state including, but not limited to, IDD providers, service users, mental health 
providers, family members, policy makers, medical personnel, juvenile justice personnel, advocates, 
and educators.  In addition to distributing the survey link to potential participants via email, the survey 
was available on the BHDDH websites and social media pages.  The goal of the effort was to receive 
feedback on the service system from as many people across Rhode Island as possible.  

It is important to identify constituency groups to better understand the meaning of survey outcomes and 
ensure that feedback is representative of the larger population. Given the aims of this analysis, the 
methods used, and the stakeholders involved in planning and implementation, it is not surprising that 
the majority of input came from mental health providers, IDD providers, educators and family members.   
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In examining overall mental health and other service experiences for individuals with IDD in Rhode 
Island, the analysis focused on three primary areas that must align to provide effective services:  
access (timeliness, location, ability to use), appropriateness (services that match needs/wants, 
expertise is available), and accountability (individuals are satisfied with the services, and they find them 
helpful) (6). People who completed the survey were asked to consider each of these three criteria as it 
relates to a variety of services and experiences.  

Survey Respondents 

A total of 280 Rhode Island citizens responded to the online survey between October and December 
2019.  Figure 1 shows the self-reported, primary role of the 280 respondents who completed the 
survey. Individuals in the ‘Other’ category included recreational providers, community organizers, 
insurance agency staff, charitable agency volunteers and participants who did not specify their role.  

Rhode Island consists of five counties and respondents were asked to identify the county from which 
they provide/receive services.  Figure 2 shows the distribution of respondents who specified their 
county (n=232).  In addition to those who specified a county, 30 respondents indicated that they 
provided services across the state.  While most respondents were from Providence and Kent counties, 
all five counties were represented.  

Figure 1:  Primary Respondent Role (N=280) 
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Figure 2:  Geographic Distribution of Online Survey Respondents (n=232) 

 

 

Quantitative Analysis of Online Survey (n=280) 

Constituency Groups. The first step in the analysis was to categorize survey respondents into five 
cohort groups based on their self-identified, primary role within the system.  The cohort groups were, 1) 
family members/self-advocates (n=59), 2) IDD service providers (n=63), 3) MH service providers 
(n=57), 4) educators (n=65), and 5) ‘other’ (n=36) which was made up of representatives of other 
groups too small to be considered representative of a distinct constituency for this analysis. To 
determine whether significant differences in responses between groups were present, a chi-squared 
test was conducted for each question. The chi-squared test statistic is a measure of association 
between two categorical variables and was used to determine whether experiences differed among the 
five identified respondent groups.  A p-value of <0.05 was considered statistically significant. Significant 
differences are noted in the findings.  

Online Survey Questions. Survey respondents answered a series of questions regarding the most 
commonly used services by individuals with IDD and mental health needs. They were asked whether 
each specific service existed in Rhode Island. When respondents answered that a service existed, they 
were then asked, ‘Is it helpful to you?’ and ‘Overall is it satisfactory?’ To ensure that individuals 
responding on availability and satisfaction had at least some exposure to each service, when 
respondents answered that a service was not available or they did not know, no follow up questions 
were included. A five-point Likert scale was used with options being, ‘all that is wanted/needed’; ‘some, 
but not as much as wanted/needed’; ‘very little’; ‘none at all’; and “do not know’. 
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Method 2. Focus Groups 

A series of fifteen (15), in-person focus groups were conducted across Rhode Island with a total of 139 
people participating. Each focus group represented specific constituency groups and were designed to 
gain insight and input regarding participants’ unique perspectives with regard to the IDD/MH service 
system. Each of the following constituency groups were represented: family caregivers; self-advocates 
(persons with lived experiences); mental health providers (outpatient and hospital); IDD providers; 
school transition coordinators; protection and advocacy personnel; and family support providers (see 
Appendix B: List of Focus Groups). 

The groups were facilitated by Center for START Services UNH/IOD staff and recorded for accurate 
transcription of the discussion. Each focus group began with an introduction to the purpose of the 
analysis to learn about each participant’s unique experiences. This was followed by discussions 
centered around two questions which addressed study aims: “How well is the current system meeting 
the needs of individuals with IDD who need mental health services?” and “What, if anything, would you 
change or add to the system to better support the mental health service needs of individuals with IDD 
and their families?”   

Qualitative data collected from the focus groups were examined using a modified content analysis 
approach where common ideas and viewpoints were identified and grouped. This method allowed for 
major themes that emerged to guide the discussion and recommendations identified in this report (7).   

 

Method 3. Family Caregiver Experiences Interviews (FEIS) 

Most children and many adults with IDD and mental health needs primarily depend on the support of 
their families (3) and therefore, this study included the input of family caregivers regarding recent 
experiences with mental health and other services for their family member with IDD. The Family 
Experiences Interview Schedule (FEIS), developed by Tessler and Gamache (1995), was employed to 
conduct interviews of 27 family caregiver volunteers with experiences with mental health support 
services within the last year (8). The FEIS surveys were conducted via telephone by interviewers 
trained in administering the FEIS.  

The FEIS is a validated interview tool that has been used in other studies (9, 10). The survey is 
designed for family caregiver informants and consists of 28 questions. Informants are asked to use a 
four-point Likert scale to rate their experiences with mental health service providers as: ‘All that was 
wanted/needed’; ‘Some but not as much as I wanted/needed’; ‘Very little’; or ‘Not at all’.  While ‘Did not 
answer/do not know’ was not a choice presented to families, if an informant could not answer a 
question, the interviewer marked this response.  There are also two open-ended questions at the 
conclusion of the survey where informants were asked to assess whether their family member with IDD 
experienced unmet service needs, and to give advice to service planners regarding the mental health 
needs of individuals with IDD.   
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In addition, respondents provided basic demographic information for their family member with IDD as 
well as themselves.  Data collected included family makeup, age, educational level and overall health of 
the caregiver, and annual total family income. Types of day, home and educational services that their 
family member receives was also gathered.  

Description of Family Caregiver Respondents 

With the help of taskforce members, volunteer respondents were identified to complete the FEIS. 
Nearly all (n=24) of participants were parents of individuals with IDD. Two siblings and one legal 
guardian were also interviewed.  Most respondents were female (89%) and married (68%), with the 
average respondent age of 60. The majority of respondents (95%) reported at least some college 
education and 55% had either a college or graduate degree.  Less than half (43%) reported working full 
or part-time at the time of the survey.  Many families declined to report their household income, but for 
those that did (n=15), 87% reported an income of at least $100,000 annually. Sixty-four percent (64%) 
reported that they considered their own health as good or excellent.  All respondents reported strong 
involvement in the mental health services of their family member (whether or not the family member 
lived with them) and 74% reported that they attend mental health appointments with their family 
member.  

Description of Service Recipients 

FEIS respondents provided non-identifying, demographic information regarding their family member 
with IDD. Most respondents noted that their family member with IDD was male (63%), with an average 
age of 28. Living situation was also provided and eleven respondents (41%) resided with their family 
member at the time of the survey. Ten individuals with IDD (37%) lived in group homes, 4 (15%) 
resided in independent housing with supports, 1 (4%) resided in a psychiatric treatment facility and 1 
(4%) was reportedly homeless. Most (78%) respondents reported that their family member received 
school or day services (41% attended day programming, 11% worked part-time, 26% were enrolled in 
school), leaving 22% with no daytime activities.  

Method 4. Medicaid Claims Review 

The Rhode Island Office of Health and Human Services provided a summary of Medicaid mental health 
expenditures for individuals receiving developmental disability services through BHDDH in calendar 
years 2017, 2018 and 2019.  Claims were analyzed to determine the frequency of emergency 
psychiatric services by this population as well as the overall cost to the system. Data was limited to 
Medicaid payments and did not include co-pay or alternate payment information from other insurers.  

PLC Participation 

A total of 55 people registered for the PLC with 44 of those registrants participating in one or more 
session. Diverse constituency groups were represented, including community-based providers, 
clinicians, hospital staff, family members and BHDDH representatives. About half of (n=25) participants 
attended four or more sessions and 19 participants completed an evaluation at the conclusion of the 
PLC. All participants who completed the evaluation reported that they were either highly satisfied or 
satisfied with the PLC and agreed that the objectives of the PLC were met. During PLC session 
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discussions, several themes recurred that supported the evaluation findings. While some participants 
could identify multiple services and crisis supports available in their communities, not all were aware of 
these resources. Further, it was reported that some supports are only available to a select group of 
individuals needing them. Finally, many commented on the need for more education and knowledge for 
service providers (both IDD and mental health providers) around supporting persons with IDD and 
mental health needs.  The evaluation feedback helps demonstrate the effectiveness of training and 
capacity building within the community and will contribute to this report’s recommendations.  

Limitations 

The Rhode Island service system analysis  reports service experiences of many community 
stakeholders across the state and inform system planning. The brief time of the study, number of 
participants and the use of volunteer respondents limit the generalizability of findings. However, 
statistically significant constituency group comparison results indicate that the findings may be 
representative of a wider population of people with IDD and mental health needs in Rhode Island, 
making an important contribution to planning and policy going forward. While Medicaid claims data 
analysis enhances the ability to understand to financial costs associated with IDD-MH in Rhode Island, 
the data provided was limited to Medicaid claims paid and did not include all costs associated with 
service use. In addition, it was reported by stakeholders and confirmed by leadership at BHDDH that 
several people with IDD-MH have been “stuck” in inpatient settings for several months, yet they do not 
appear to be reported in the claims data provided. It may be that reimbursement allowed is exceeded, 
so that these payments are not made by Medicaid. More exploration is needed to better understand the 
actual cost of MH acute care services for the IDD population in RI. Despite these limitations, the known 
costs for acute mental health care far exceed those for proactive crisis prevention and intervention 
services.  

Results  
Over 450 respondents across Rhode Island participated in this analysis designed to identify key areas 
for service planners to consider regarding individuals with IDD and mental health care needs. Based on 
quantitative and qualitative analyses, three prevailing themes emerged.  

1. IDD services may need improvement to better serve those who also have mental health 
conditions.  Better information and coordination to improve access to needed services may be 
needed. 

2. IDD services may need improvement to better serve those who also have mental health 
conditions.  Better information and coordination to improve access to needed services may be 
also be needed. 

3. Need to improve crisis response and cross-systems collaboration  
 

 

 

© 2020 Center for START Services University of New Hampshire Institute on Disability



The Center for START Services start.iod@unh.edu 
University of New Hampshire centerforstartservices.org 
Institute on Disability/UCED 
57 Regional Drive, Unit 8 Phone: (603) 228-2084 
Concord, NH 03301 Fax: (603) 228-3270 

 

13 
 

 

Theme 1: There may be a need to expand capacity to better address mental 
health needs of people with IDD. 
Findings 

The first major theme identified is that people with IDD and mental health service needs report 
that they may not be gaining access to needed services as a result of the lack of resources, 
training and expertise in the community. Respondents across constituency groups report and lack of 
providers, particularly psychiatrists, and there is an overall lack of access to services that meet their 
needs. This is consistent with a previous report completed in Rhode Island that stated, “Individuals in 
Rhode Island are more likely to report unmet need for behavioral healthcare services than adults in any 
other New England state.” (11). Respondents reported that while there are some qualified mental 
health staff and specialists to treat individuals with IDD, they are not always accessible and the services 
available do not always appropriately meet identified needs.  While families reported they were less 
satisfied overall, all respondents reported timely access to qualified mental health specialists with 
expertise in IDD is less than what is needed. Reports indicate that even when services are 
available, the absence of collaboration between the systems often results in fragmented care. 

 

Trained/Qualified Staff, Availability of Consultation 

Online Survey: The survey was designed to assess respondents’ views on the overall capacity of the 
service system to meet the mental health needs of individuals with IDD. The first section focused on the 
availability of qualified providers with expertise in mental health and IDD. The following questions were 
asked:  

1) Are MH staff trained and qualified to evaluate and treat individuals with IDD and mental health 
needs? 

2) Is consultation provided by MH specialists in the field?  
 

About one-third (32%) of survey respondents reported that qualified providers are not readily available 
with mental health providers and educators being the least likely to report availability.  
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Figure 3:  Overall Access to Trained and Qualified Mental Health Staff (Do options exist?) 

 p-value:  0.41 

 

Of those respondents that reported that all/some (all-14%; some-54%) options for qualified providers 
exists, less than a quarter (23%) reported that providers are available when needed and even when 
available, 25% were not satisfied. As seen in Table 1, families (43%) were least likely to report that the 
available staff were satisfactory. 

Table 1:  Appropriateness and Accountability of Qualified MH Staff by Respondent Group 
 

 Is it appropriate (matches service 
needs)? 

Family 
Members 

IDD 
Providers 

MH 
Providers Educators Other Overall 

All that is wanted/needed 29% 26% 26% 8% 11% 23% 
Some, but not as much as wanted/needed 57% 71% 68% 83% 67% 68% 
None/very little 14% 3% 6% 8% 22% 9% 

p-value = 0.25 100% 100% 100% 100% 100% 100% 

Is it accountable (satisfactory)?       

All that is wanted/needed 29% 25% 33% 18% 11% 25% 
Some, but not as much as wanted/needed 29% 56% 44% 64% 68% 50% 
None/very little 43% 19% 22% 18% 22% 25% 

p-value = 0.11 100% 100% 100% 100% 100% 100% 
 
Survey respondents were more likely to report that consultation services from specialists in the field as 
more accessible than qualified mental health providers. Despite this, 25% of all respondents reported 
that no options were available to them. There was some variability in reported experiences and 
satisfaction with specialty consultation services among different constituency groups, especially 
between family members and other constituency groups. Family members were most likely to report the 
lack of access to consultation, with 33% reporting little to none. Only 16% of respondents in the IDD 
provider constituency group reported little to no access to specialty consultation, which is 53% less than 
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family members.  The results indicate that while some specialists that evaluate and assist people 
with MH-IDD are available, there is a need to build capacity to better support the population 
overall, and the reliance on consultants alone may not be enough. 

Figure 4:  Overall Access to Consultation by Specialists in the Field (Do options exist?) 

 p-value:  0.07 

 

For those who reported that all (21%) or some (55%) specialty consultation options existed, 28% noted 
that consultation matched their needs and 21% reported complete satisfaction.  Similar to overall 
access, families were the most likely of all groups to report very little or no satisfaction with consultation 
by specialists (19%), compared to others (9% of IDD providers; 10% of mental health providers).   

Table 2:  Appropriateness and Accountability of Consultation by Respondent Group 
 

Is it appropriate (matches service 
needs)? 

Family 
Members 

IDD 
Providers 

MH 
Providers Educators Other Overall 

All that is wanted/needed 38% 39% 5% 18% 33% 28% 
Some, but not as much as wanted/needed 52% 56% 95% 77% 56% 66% 
None/very little 10% 6% 0% 6% 11% 6% 

p-value = 0.11 100% 100% 100% 100% 100% 100% 

Is it accountable (satisfactory)?       

All that is wanted/needed 33% 33% 5% 18% 22% 21% 
Some, but not as much as wanted/needed 48% 58% 85% 65% 67% 63% 
None/very little 19% 9% 10% 18% 11% 13% 

p-value = 0.30 100% 100% 100% 100% 100% 100% 
 
Survey respondents who rated the availability of qualified mental health staff and specialists as ‘none’ 
or ‘very little’ were asked to provide an explanation to help identify perceived gaps across Rhode Island 
(respondents could offer multiple).  Forty-one percent (41%) of those that reported none or very little 
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availability noted an overall lack of mental health providers wiling to see persons with IDD in their 
area. An additional 39% reported that even when providers were available, there was limited training 
about the mental health needs of people with IDD available to them.   

Survey Respondent Comments 
We have suffered a loss of psychiatry and neurology providers who provided medication management services to many 
I/DD patients. The lack of community providers contributes to the inability to successfully maintain individuals [with IDD] 
in the community. -MH Practitioner 
 
Insurances do not cover enough counseling, doctor choices are limited, there are not enough facilities and wait lists are 
too long. –Educator 
 
Mental healthcare is almost inaccessible to reach for participants who need it. I have had participants who have waited 
anywhere from six months to a year or more for counseling services. The biggest barriers are that there are very few 
providers who have experience with people who have IDD. Secondarily, if they do have availability (even if they have no 
experience with IDD) they frequently will not take the person's insurance. The barriers to accessing mental health care, 
including long wait times for services, mean that the person's mental health can be precarious on a good day and can 
deteriorate very quickly on a bad day–IDD Practitioner 
 
There is not a mental health hospital in RI that specifically takes adults [with IDD]. They aren’t trained in DD. My son 
needed to be admitted for med changes, but I couldn’t leave him at a place that has no idea what his needs are. We’re 
doing it at home, and he is very aggressive and self-injurious as well.  –Family Member 
 
An additional 25% of respondents reported that many IDD direct support professionals likely do not 
have the necessary training to support individuals with IDD and mental health needs 
adequately, leading to unnecessary utilization of intensive mental health services such as 
emergency departments and hospitals. 

Survey Respondent Comments 
Agencies are unable to secure staff to work with my ‘Tier E’ adult child with ID, Autism and mental illness. –Family 
Member 
 
IDD population with psychiatric illness are not provided with enough staff who are trained in such diagnoses and how to 
manage them –Medical Professional 
 
Mental health professionals do not receive proper training for DD population and vice versa, DD professionals do not 
get training for mental health. –MH Practitioner 
 
Direct support staff are often not trained or have no experience in IDD and mental health. Ultimately, this leads to the 
person with significant mental health issues having lengthy hospitalizations, further taxing our already fragile mental 
health system.  –IDD Practitioner 
 
Of respondents who rated the availability of qualified mental health staff and specialists as ‘none’ or 
‘very little’, 6% reported that leads to lengthy acute psychiatric stays when appropriate community-
based care was unavailable.  
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Survey Respondent Comments 
Patients boarded or stuck in acute care psychiatric wards long after acute issues are stabilized due to lack of resources 
outside the hospital. –MH Practitioner 
 
Appalling lack of services. Adults with psychiatric needs are either at home (with unmet needs) or in the hospital (which 
may be far too restrictive, not to mention expensive).  There is nothing in between. –Family Member 
 
 
Focus Group Results: Input from focus group participants help to enhance an understanding of the 
online survey findings as they also point to a reported need for improved capacity to meet demands for 
mental health care and services. 
 
When asked about barriers to mental health care, constituency focus groups identified limited staff 
in both the IDD and mental health systems with needed training in co-occurring conditions. 
Participants reported that this dearth of qualified staff often exacerbated reactive responses to 
mental health symptoms and increased demand for acute care. Most groups agreed that while 
some experts exist within the state, availability is not adequate to meet the demand (waiting 
lists, lack of Medicaid providers), and that community mental health services were largely 
limited to medication management. 

 

Focus Group Respondent Comments 
We need access to people who can do on-going therapy or follow-up.  Something in between medication and 
hospitalization. –Advocate 
 
Hard to find a provider that is willing to work with IDD.  No one is evaluating whether or not behaviors are really 
untreated mental health symptoms, so just try medications and hope one works.  –Family Member 
 
This is a specialty that people are not trained for.  IDD providers don’t have the tools to help prevent crises and mental 
health providers want to do the work, but it’s not the right service. – MH Practitioner 
 
If symptoms could be managed in the community, many folks, even with a serious mental health diagnosis, would not 
need hospitalization.  –Hospital Staff 
 
Effectiveness of Specific Mental Health Services 

In addition to access to qualified mental health providers and quality specialty consultation, specific 
mental health services currently available in the state of Rhode Island were evaluated for effectiveness. 
Online survey results and focus group input point to limited access and effectiveness of community-
based out-patient mental health services including assessment, therapy (including expressive 
therapies) and psychiatry services.  

Online Survey:  A second section of the on-line survey asked respondents to report their experiences 
regarding access, appropriateness (the service matches the needs/available when needed), and 
accountability (the service is satisfactory, helpful) of commonly used mental health services. Questions 
designed to address the following questions were asked: 
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1) Outpatient Mental Health:  Is it available to individuals with IDD? 
2) Outpatient Psychiatry:  Are there psychiatrists with training in IDD? 
3) Diagnostic Assessment: Are there individuals trained to diagnose IDD and co-occurring MH? 
4) Expressive Therapies:  Are music, art, or other expressive therapies available? 

 
As shown in Table 3, about half of all respondents reported that general mental health services are 
readily accessible to individuals with IDD. While not statistically significant, families were less likely to 
report access issues than other groups. This suggests that some services may exist, but families 
are not aware of or unable to access for other reasons. Interestingly, mental health providers 
were less likely than other respondent groups to report availability of diagnostic assessment 
resources, outpatient therapy and psychiatry, suggesting that they consider themselves to have 
limitations within their own system to adequately address the needs of this population.   

About one-third of families and educators reported that expressive therapies exist in their state. Not all 
people with IDD typically have access to expressive therapies, so this is a positive trend. This finding 
may indicate that these types of therapies may be used in a meaningful way in Rhode Island and could 
be made more widely available for people with IDD. 

 

Table 3:  Access to Mental Health Services by Respondent Group 
 

All/some Options Exist Family 
Members 

IDD 
Providers 

MH 
Providers 

 
Educators 

 
Others 

 
Overall 

 
p-

Value 
Integrated MH/IDD Care: Specialized 
MH care for individuals with IDD 32% 73% 39% 67% 50% 47% 0.01 

Outpatient Mental Health Therapy: 
Group or individual 50% 63% 57% 65% 54% 58% 0.79 

Outpatient Psychiatry:  Psychiatrists 
trained in IDD 39% 50% 48% 39% 46% 45% 0.47 

Diagnostic Assessment:  Providers 
to diagnose IDD and MH conditions 57% 70% 63% 67% 60% 64% 0.80 

Expressive Therapies:  Music, art, 
or other therapies 32% 52% 57% 35% 50% 45% 0.37 

 
Of the respondents that indicated they had access to mental health services, the overwhelming 
majority (95%) reported that the services were helpful (appropriate) and satisfactory 
(accountable).  One parent stated, “Mental health care was tremendously helpful for my son. We 
shouldn’t have to fight so hard to get it.” 

Sixty-one percent (61%) of survey respondents who rated the availability of mental health services as 
‘none’ or ‘very little’ identified an overall lack of available providers willing to accept individuals 
with IDD. They cited lack of training/experience and few providers who accept Medicaid as the 
biggest barriers. 
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Access to Qualified Psychiatrists in MH/IDD 

An overwhelming amount of study participants reported that access to qualified psychiatrists is very 
challenging across the state and even when they can access the services, they may have to pay out of 
pocket for treatment. A shortage of psychiatrists is a national trend with which every community across 
the country is challenged. As a result, the use of alternative prescribers, such as primary care, is often 
common practice. Findings from this analysis note similar trends in Rhode Island.  

Online Survey:  Two survey questions related to the availability of trained psychiatrists and common 
psychiatric medication prescribing practices were: 

1) In your community, who primarily prescribes medications to individuals with IDD and MH 
needs? 

2) Are there barriers to accessing prescribed mental health medication?   If so, what are the 
barriers? 
 

Over 90% of survey respondents reported that there were not enough qualified psychiatrists with 
treatment experience serving those with IDD and 55% reported no access at all.  Families and 
educators were the least likely (62%) to report no access. Families who reported that they did have 
access to psychiatry services also stated that they often needed to pay out of pocket for treatment.  

Sixty-eight percent (68%) of family member respondents reported that psychiatric medications were 
prescribed by general practitioners or pediatricians rather than a psychiatrist. Of family members who 
reported barriers to obtaining medications, 79% identified a lack of providers as a factor. Respondents 
also reported that family members with psychiatric needs often have significant wait times to schedule 
appointments and many travel out of the state to access providers.  

Online Survey Respondent Comments 
Large shortage of psychiatrists in general, especially those familiar w/ IDD. – Medical Personnel 
 
There are very few available psychiatrists who accept Medicaid.  This leaves you no option but working with any doctor 
available. – Family Member 
 
Many providers are not taking new referrals. Wait times for providers can be months for new appointments. Current 
providers with existing patients can have wait times that exceed an hour past the scheduled appointment time. – IDD 
Practitioner 
 

Crisis Prevention and Mental Health Education for Families 

There were two additional on-line survey questions that specifically address the capacity of the mental 
health service system to educate families and to provide crisis supports. These questions were:  

1) Family Education:  Education for families on the signs/symptoms of mental illness and where to 
go for help. 

2) Crisis Prevention Services: Is there Crisis Prevention and Intervention Planning with families? 
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There were large differences in respondent group perceptions related to specific supports and 
education on mental health conditions for families. Sixty-three percent (63%) of MH providers and 64% 
of IDD providers reported that education to families is available compared to just 38% of families and 
53% of educators. One educator stated, “The system does not do a good job helping kids and families 
understand their disability, especially when there is a mental health diagnosis. We don’t educate what 
good mental health self-care looks like and we need to teach kids that they are not broken people.”  It is 
noteworthy that when families reported that they had access to mental health education, they also 
reported that the service was helpful, with over 36% stating that they were fully satisfied. Figures 5 and 
6 illustrate online survey findings across constituency groups related to family education.  

 
 
Figure 5: Access to Family Education by 
Respondent Group:  Do all /some options 
exist? 
 p-value:  <0.00 
 

 

Figure 6: Access to Family Education by 
Respondent Group:  Is the service 
satisfactory? 
 p-value:  0.54 
 

 

When asked about proactive crisis supports and services, there were similarly significant differences in 
perceptions across respondent groups. Eighty-three percent (83%) of IDD providers reported that 
some/all crisis services existed compared to just 32% of families. 

Online Survey Respondent Comments 
Emergency rooms are all that exist, and most times are unable to treat and discharge back to community same day or 
next.  –MH Practitioner 
 
Our family stopped looking after years of desperate searching...every once in a while, I'll make a call and find that the 
office is not able to help our situation. –Family Member 
 
Inpatient stays seem to be the crisis plan. –Medical Professional 
 
Crisis means a trip to the ER. –Family Member  
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There were no statistically significant findings in the area of satisfaction when respondents noted that 
crisis service options existed. When respondents from all groups reported that options existed, 
96% felt that they were all/somewhat helpful and 92% reported the services to be satisfactory 
(all/somewhat).   
 
Figure 7:  Access to Crisis Prevention by Respondent Group:  Do all /some options exist?   
p-value:  <0.00 
 

 
 

Focus Groups: Across focus groups, there was broad consensus that the lack of mental health 
providers, particularly those that accept Medicaid, was a significant challenge for this population and for 
the state in general. However, when asked to identify specific barriers in accessing existing mental 
health services for individuals with IDD, there were some noteworthy differences between constituency 
groups. Increased mental health provider training and expertise was identified as the biggest 
barrier by 35% of mental health and IDD providers, and 16% of family focus group participants. 
Families largely reported that when they were able to access outpatient mental health services, they 
were satisfied with them. This supports the online survey finding that when they were available, 
outpatient mental health services were both helpful and satisfactory to families. It may be that the 
families who are satisfied have accessed care from providers who view themselves as qualified. 

Focus Group Respondent Comment 
Mental health providers are not necessarily trained in treating or interacting with people with IDD.  Many times, they 
can’t handle non-traditional communication. –Family Member  
 
Twenty-six percent (26%) of family focus group participants identified a lack of information 
about the services available and assistance in navigating the mental health system as their 
biggest barrier.  
 

Focus Group Respondent Comments 
Families have no idea what to do or where to go.  There need to be more trained professionals to help with navigating 
the supports and getting folks they support they need before it’s a crisis. –Family Member 
 
Communication is so limited-even when resources are available, no one knows about them. -MH Practitioner  
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FEIS Interview Results: As part of the FEIS interview, family members were asked several questions 
regarding the availability of mental health services. When asked, “Were the available mental health 
services for your family member the ones you thought were needed?” only 15% responded that 
everything they needed was available.  In addition, 73% of those who reported that mental health 
services were what they needed, accessed those services through the provider agencies where their 
family member received residential services. None of the FEIS respondents who lived with their family 
member with IDD that all needed mental health services were available.     
 
When asked about choice in services and providers, 18% of families reported having some choice in 
service options, with the remainder reporting little/no choice or an inability to access at all (did not know 
where or how to access), with only one FEIS respondent who resides with their family member with IDD 
reporting some choice in mental health providers.  That respondent stated, “I got lucky and found a 
great provider after a lot of research, but I know my experience is not typical.”   
 
When asked about overall satisfaction with outpatient mental health services, families interviewed were 
even less satisfied than those families who responded to the online survey. The FEIS interviewers 
asked family member respondents, “Was there any particular service that your family member needed 
that was not available?”  In response to this question, 60% reported that they needed access to a 
variety of mental health services, not just medication management.  

 
Table 4:  FEIS:  Mental Health Service Availability 
 

  All Some None/very 
little 

Did not 
know  

Were the available mental health services for your family member 
the ones you thought were needed? 15% 56% 15% 15% 

How much opportunity did you or your family member have to 
choose between different mental health service options? 0% 41% 41% 19% 

How much opportunity did you or your family member have to 
choose a particular therapist? 0% 26% 44% 30% 

How satisfied were you with the outpatient mental health services 
your family member received? 22% 33% 30% 15% 

 
 

Family Member FEIS Interview Respondent Comments 
When it comes to mental health, you take what you can get because there are so few therapists.  When you have one, 
you pray they don’t retire. –Family member 
 
Kids get services in school, but somehow their need for therapies disappears when they graduate. –Family Member 
 
I keep hearing that it’s a behavior, but no one is asking why he’s doing it. -Family Member 
 
No one is assessing what he’s feeling, so they just prescribe medication and hope it works. –Family Member 
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A noteworthy and promising finding is that there is some reported access to effective mental health 
treatment and supports in Rhode Island by some respondents. However, they reported that access was 
difficult and required a lot of effort on the part of the family to identify. This suggests that some 
resources may exist within the state to build capacity and improve outcomes.  

Results also indicated the absence of collaboration between the systems often results in less access to 
services and fragmented care, undermining effectiveness. Constituents identified limited staff in both 
the IDD and mental health systems with needed training in co-occurring conditions. Participants 
reported that the dearth of qualified mental health and support staff may have resulted in increased 
demands on acute care services. Most groups agreed that while some experts are providing good 
services within the state, availability is not adequate to meet the demand (waiting lists, lack of Medicaid 
providers), and that community mental health services are largely limited to medication management. 
Increased mental health provider training and expertise was identified as the biggest barrier by 35% of 
mental health and IDD providers. Family members also identified a lack of information about the 
services available and assistance in navigating the mental health system as their biggest barrier. These 
findings help to define possible remedies moving forward. They include: Increased effort to develop a 
community of practice with clinical and cross training, cross systems planning and concrete 
mechanisms to for networking and technical assistance.  

Theme 2: IDD services need improvement to better serve those who have 
MH conditions. Increased coordination and information sharing can 
improve access to IDD services and supports. 
Findings 
 
The next major theme to emerge was the reported need for more accessible and coordinated 
information, along with greater access to IDD ordinary services for individuals with co-occurring mental 
health conditions. More specifically, respondents reported that gaining access to needed IDD services 
is often difficult, and there are few resources to help navigate the system. Families report that improved 
opportunities that focus on emotional well-being and meaningful life that include people with IDD-MH 
are needed, such as employment, social/recreational activities and all elements of community inclusion, 
families reported this would improve quality of life and decrease the need for mental health and crisis 
services.  As reported in the data analysis that follows, most respondents report lack of access to 
ordinary IDD services as a major concern, and families stated that this contributes to the mental health 
challenges of their family member.    

Access and Effectiveness of Services  

Online Survey: The online survey asked respondents to rate their perception of a variety of general 
services that those with IDD may access in their communities. For all questions, respondents were 
asked to rate the service as: ‘works well’; ‘works but could be strengthened’; ‘needs to be developed’; 
or ‘do not have access’.   
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As seen in Table 5, the four respondent groups reported a need to improve all services for people with 
IDD and mental health needs.  

Table 5:  Community IDD Services by Respondent Group 
F = Family Member; IDD = IDD provider; MH = MH provider; E = Educator 
 
 Works well Works, but could be 

strengthened Needs to be developed Do not have access 

 F IDD MH E F IDD MH E F IDD MH E F IDD MH E 
Residential 
services 

14
% 

36
% 

4% 11
% 

36
% 

43
% 

41
% 

42
% 

36
% 

21
% 

52
% 

37
% 

14
% 

0% 4% 11% 

Home and 
community-
based supports 

34
% 

29
% 

14
% 

11
% 

54
% 

60
% 

50
% 

67
% 

10
% 

11
% 

36
% 

22
% 

3% 0% 0% 0% 

Adult day 
services 

13
% 

32
% 

8% 11
% 

22
% 9% 54

% 
74
% 

29
% 

16
% 

38
% 

11
% 

3% 0% 0% 5% 

Supported 
employment 

17
% 

24
% 

9% 18
% 

60
% 

53
% 

36
% 

55
% 

23
% 

22
% 

46
% 

27
% 

0% 0% 9% 0% 

Transportation  17
% 

18
% 

8% 13
% 

41
% 

50
% 

50
% 

70
% 

31
% 

27
% 

42
% 

17
% 

10
% 

5% 0% 0% 

Dental  46
% 

45
% 

20
% 

43
% 

33
% 

50
% 

52
% 

38
% 

18
% 

5% 28
% 

14
% 

3% 0% 0% 5% 

Medical 46
% 

54
% 

20
% 

41
% 

38
% 

40
% 

60
% 

41
% 

14
% 

7% 20
% 

14
% 

3% 0% 0% 5% 

IDD behavioral 
supports 

15
% 

33
% 

9% 0% 46
% 

48
% 

39
% 

48
% 

30
% 

16
% 

44
% 

44
% 

9% 5% 9% 9% 

IDD service 
coordination 

29
% 

36
% 

15
% 

12
% 

40
% 

55
% 

56
% 

56
% 

26
% 

9% 26
% 

32
% 

6% 0% 4% 0% 

Out of-home 
respite 

12
% 

24
% 

5% 17
% 

24
% 

47
% 

38
% 

67
% 

32
% 

27
% 

43
% 

17
% 

32
% 

3% 14
% 

0% 

In-home respite 25
% 

18
% 

9% 18
% 

36
% 

56
% 

41
% 

65
% 

21
% 

21
% 

41
% 

12
% 

18
% 

6% 9% 6% 

 
People with IDD who also have mental health conditions are reported to be the last and least served by 
IDD service providers in RI with regard to services that promote inclusion in ordinary life. This may 
again indicate that training and information may be needed across all services and systems in order to 
better include people with MH-IDD in community life.  

Focus groups: Within focus groups, 27% of respondents overall (58% of family members/self-
advocates) reported a lack of services and care including in-home supports, employment, respite, 
community-based recreational activities, and IDD crisis services as a barrier for individuals with IDD 
and mental health needs. Respondents reported that even when services were available and 
authorized, difficulty in finding qualified staff often prevented individuals with IDD-MH from receiving 
them. Respondents identified low wages, as a limiting factor in finding skilled staff to work.   

Within all focus groups, the lack of services was identified as a contributing factor exacerbating the 
need for mental health services due to few opportunities for people with IDD to thrive in their 
community. The despair people feel when excluded was viewed as a trigger for mental illness in some. 
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This was a dominant theme in group discussions and informed this analysis. Examples below 
demonstrate the discussions. 

Disability Advocates 

“We need to grow the community so people don’t have to go the hospital.”  Providers report that they 
deny access because they do not have the resources to provide the right supports. Providers and 
families are reportedly struggling to find qualified and committed staff, due in part to low wages. There 
is a need to shift resources from the hospital system to community services.   

First Responders 

“If we had 1000 beds, I’d get calls for 1001 people.”  First responders report their needs for services in 
the community designed to help people be productive members of the society. “We can take them to 
the hospital, but it is not solving the problems that got them there. People go back to the same 
environment and the same problems.”  

Parents/Self-Advocates 

“It’s not good for anyone’s mental health to sit home all day.”  It was reported that it is hard to find a 
provider that is willing to work with this population, so families are often asked to do it on their own. 
Parents stated that RI needs to pay better so we can attract more qualified individuals. People have 
good intentions but not the training or expertise to support people.  

“I see my sister sitting at the day program with her backpack on, hoping that there will be enough staff 
to take her out that day.”  

“When people don’t feel like they are doing something meaningful, they tend to have more mental 
health issues and then the lack of appropriate response makes it even more difficult for them to be in 
the community because people are afraid to take them out”. 

MH Providers 

“There is no way that we can maintain mental health stability if other needs (employment, social, 
recreational) are not being met.”   

“We want to help with mental health problems, but too often the conditions we are being asked to treat 
are environmental and we can’t solve those. “ 

IDD Providers 

“It’s more than having an empty bed. These are people’s homes and we don’t have enough resources 
to support some of the folks coming out of the hospital in a way that is safe for everyone.”  Providers 
expressed the challenge they experience in providing true community inclusion. “We shouldn’t have 
groups of people walking around the mall with nothing to do.” 

“Giving people meaningful employment improves mental health but having a mandate without adequate 
resources does not work”. 
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FEIS Interviews: When asked, “What advice would you give to service planners regarding the mental 
health service needs of persons with IDD and their families?”  41% of family member respondents 
reported the need for more properly resourced community-based services to support people in living 
meaningful lives. Like focus group responses, 64% of FEIS respondents cited low staff pay as a barrier 
to attracting and retaining staff who could meet the needs of individuals with complex needs. 

Family Member FEIS Respondent Comments 
I pay out-of-pocket for therapy, which is helpful, but there are not enough staff in his home to help with exercise and the 
other things that promote good mental health.  –Family Member 
 
When my son is having difficulty at the day program, they aren’t comfortable taking him out, so his peer relationships 
and mental health suffer.  –Family Member 
 
The doors to employment are not opening for people, so there is a lot of sitting around with no consistent routine and 
sitting around with not much to do is not good for anybody. –Family Member 
 

Coordination of Services, System Navigation 

Focus groups and FEIS interviews:  Respondents in these groups reported an overall lack of service 
linkages. Thirteen percent (13%) of focus group participants overall and 26% of family focus group 
participants cited improved service coordination as the biggest recommendation for improving services. 

Focus Group Respondent Comments 
There needs to be better education and communication especially to families as they enter the adult system.  –Mental 
Health Practitioner 
 
When there is no comprehensive coordination of services, families get frustrated and more individuals end up needing 
placement or end up in very restricted settings.  –Advocate 
 
I know that I’m not alone.  The services are too fragmented.  Families need to know what services are available and 
where to get them, especially in a crisis.  –Family Member 
 
For FEIS respondents, when asked, “What advice would you give to service planners regarding the 
mental health service needs of persons with IDD and their families?” the most frequent (67%) response 
was better education to families on the services and supports available and more help navigating the 
system.  One mother stated, “I got a list, but I do all the research, make all the calls and do all the case 
management.  I don’t know what families do when they don’t have my resources.” 
 

Family Member FEIS Respondent Comments 
It’s hard to keep track of everything and no one to help.  I want them to know that I’m going to die someday, and I don’t 
know what will happen to my daughter when that happens.  Help me-don’t give me a list.  –Family Member 
 
If you’re working full-time, it’s not easy to become educated on the services and information that families need.  
Families don’t see the system as being in their corner.  –Family Member 
 
Empower the parents with knowledge about options.  No one gives advice and that requires a lot of research on the part 
of parents who are already stressed. –Family Member  
 
I know that I am not alone. The services are too fragmented. Families need to know what services are available and 
where to get them, especially in a crisis.  –Family Member 
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Overall, respondents reported that they need more help to access community and social activities and 
meaningful employment. Families reported that improvement in quality of life would likely decrease the 
need for mental health and crisis services. People with IDD-MH are reported to be the last and least 
served by the IDD service providers in RI with regard to services that promote community inclusion. 
Study participants identified the lack of services across the board as a contributing factor that 
exacerbates the need for mental health services. In addition, services are reportedly in silos and 
participants cited improved service coordination as an essential recommendation for improving 
services. 
 
Theme 3:  Need to improve crisis response and cross systems 
collaboration  
Findings 

The third and final theme to emerge from this study was the need to improve crisis response capacity 
across the state. Approximately 55% of all survey respondents reported that acute crisis services 
are not available for individuals with IDD. According to study participants, there is a lack of mobile 
crisis supports in the state, resulting in an over-reliance on local police departments and hospital 
emergency rooms for assistance.  Many reported negative experiences because first responders have 
limited training and expertise in IDD. Family member FEIS respondents and focus group participants 
also reported that the lack of crisis services contributes to individuals with IDD being stuck in psychiatric 
hospitals. The issues are across both the IDD and MH systems. The reluctance of mental health 
inpatient providers to admit people with IDD is reported to be directly related to a fear that people with 
IDD will be end up unable to leave the hospital when clinically stable. Conversely, poor collaboration 
and systems linkages along with lack of confidence in inpatient care reportedly contributes to the 
community’s reluctance to take a person back from the hospital.   

Online Survey Results: The online survey delineates seven questions to assess participant views on 
the system’s capacity to respond to crises. These are:    

1. Mobile Crisis Services:  Are available first responders trained in mental health for people 
with IDD?  

2. Are there crisis stabilization/hospital diversion beds? 
3. Are there in-home crisis respite services?  
4. Are there out-of-home crisis respite services?  
5. Are there community-based psychiatric inpatient beds?     
6. Are there psychiatric residential treatment facilities?  
7. Crisis Intervention Services:  Are there people to call (other than police) to assist in a crisis?   

 
For each of the specific crisis service options, respondents were asked to rate the ability to access 
them. As shown in Table 6, there were differences in respondent group reports regarding the 
availability of these crisis services. Family respondents were less likely to report access to crisis 
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services overall when compared to the other constituency groups.  Those respondents who reported 
that they could access crisis services also reported them to be helpful (more than 90%). 

Table 6:  Access to Crisis Services by Respondent Group 

All/Some Options Exist 
Family 

Members 
IDD 

Providers 
MH 

Providers Educators Other p-Value 

Mobile Crisis Services 33% 56% 64% 41% 36% 0.32 
Crisis Stabilization/Hospital 
Diversion Beds 25% 51% 39% 42% 25% 0.39 

Community-Based Psychiatric 
Inpatient Beds 

21% 58% 58% 30% 50% 0.20 

In-home Crisis Respite 28% 38% 53% 56% 50% 0.53 
Out-of-Home Crisis Respite 
Services 32% 57% 56% 33% 63% 048 

Crisis Intervention Services:  
People to call (other than the 
police) to assist in a crisis? 

29% 56% 42% 46% 53% 0.53 

 
When online survey respondents rated the availability of crisis service options as “very little’ or ‘none’, 
they were asked to provide an explanation for their response. More than half of this group (57%) 
reported that the primary barrier to accessing crisis services was lack of training/expertise to respond to 
individuals with IDD experiencing mental health crises. Reluctance to provide community crisis support 
often resulted in the use of emergency departments and psychiatric hospitals.   

Survey Respondent Comments 
Many first responders interact with individuals with mental illness and emotional problems. They often do not have the 
skills and techniques to best approach these individuals. A situation can easily escalate if the individual has a mental 
illness for feels threatened. -IDD Practitioner 
 
911 with police and rescue, resulting in an ER admission of up to 3 days before a bed is available in a psychiatric 
hospital is the only available service.  I don't feel that this is a great system! –Family Member 
 
CSU's and inpatient units are the resources to support our plans.  ED's are often places for respite when no other 
options are available. -MH Practitioner 
 
Focus Groups: Within the focus groups, respondents also reported on the lack of appropriate 
response in times of crisis. Nearly one-quarter (22%) reported that the lack of collaboration between 
providers in times of crisis exacerbated the need for higher levels of care although less than 5% felt that 
an increase in the number of psychiatric beds for individuals with IDD was needed. Most participants 
were encouraged by efforts within the state to establish non-emergency department crisis response 
through BH Link. However, they raised concerns about lack of accessibility, an unwillingness of the 
provider to work with those who do not express interest, and concern that it is not centrally located 
enough for first responders to transport. 
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Focus Group Respondent Comments 
Providers are saying, ‘we can’t do this’, but nobody is saying what they can do, so people end up in hospitals long after 
in-patient care is appropriate.  –Advocate 
 
There is so much emphasis on behavior versus mental health, that in a crisis, people get ping ponged between the new 
systems with no communication between the two on how to help. –Educator 
 
Need for cross-system training and an agreement that IDD providers will take people back when the need for acute care 
is done.  –MH Practitioner 
 
First responders and the emergency department are often dismissive of the issues and discharge with little warning or 
planning for preventing the next crisis.  –IDD Practitioner 
 
Both mental health and IDD providers acknowledged that a lack of communication and 
collaboration between systems often resulted in increased emergency service use. This concern 
was also reported by first responders who stated that they were often called because the support 
systems around a person were failing. 
 
 

Focus Group Respondent Comments 
There is no crisis support apart from in-patient, so the only option is to go to emergency department that is likely to give 
them meds and send them home.  We need crisis support that is not ED based.  –Family Member 
 
No one connects the dots in a crisis.  We look to families and providers for guidance and they are looking for us to 
transport to an emergency room that will send them back.  No one is really talking. –First Responder 
 
The lack of crisis response resources in the community and a poor understanding of the role of the hospital often result 
in inappropriate emergency care –MH Practitioner 
 
FEIS Interviews: Most families who responded to the FEIS reported that there were little, or no crisis 
service options or that they did not know where to get help when needed. Table 7 below shows 
responses from FEIS participants when asked four questions related to the availability of crisis services 
for their family members. The most noteworthy finding is the percentage of families who were unaware 
of after-hours crisis supports outside of the hospital and normal business hours. 

Limited cross-systems collaboration was also reflected in FEIS responses. Of the families who utilized 
in-patient hospitalization within the last year (n=13), 62% reported that the treatment had little to no 
effect, poor transition planning and lack of community-based follow up care. One parent stated, 
“Stabilized in the hospital means regular PRN medications. This can’t be duplicated in the community 
and is not translated back to the home.” 

Table 7:  FEIS:  Crisis Service Availability 
 

  All Some None/very 
little 

Do not 
know 

Are there crisis options outside the hospital? 0% 4% 7% 89% 
How much information did you receive about what to do in a crisis? 15% 37% 33% 15% 
How much information did you get about whom to call in a crisis? 11% 33% 37% 19% 
How much crisis help was available nights or weekends? 4% 7% 33% 56% 
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While FEIS respondents reported little to no availability of crisis services, when asked, “What advice 
would you give service planners regarding the mental health needs of persons with IDD and their 
families?”, they were more likely to report a need for in-home support and training in proactive 
crisis response rather than the need for acute response and out-of-home crisis intervention.   

Family Member FEIS Respondent Comments 
In the community, parents need to know where to get help in a crisis.  We can’t just go to the ED.  They can’t meet their 
needs and it often makes things worse.  –Family Member 
 
There is no communication between providers when it comes to a crisis.  If there was a crisis plan, no one was reading 
it.  –Family Member 
 
There is no crisis plan other than the police.  We’ve spent 72 hours in an ED waiting for a bed only to be sent home to 
wait for the next crisis.  –Family Member 
 
Approximately 55% of all survey respondents reported that acute crisis services are not 
available for individuals with IDD. According to study participants, there is a lack of mobile crisis 
supports in the state, resulting in an over-reliance on local police departments and hospital emergency 
rooms for assistance. The issues are across both the IDD and MH systems. The reluctance of mental 
health inpatient providers to admit people with IDD is reported to be directly related to the fear that 
people with IDD will be end up unable to leave the hospital when clinically stable. Conversely, poor 
collaboration and systems linkages along with lack of confidence in inpatient care reportedly contributes 
to the community’s reluctance to take a person back from the hospital. Perhaps the most noteworthy 
finding is the percentage of families who were unaware of after-hours crisis supports outside of the 
hospital and normal business hours. 
 
The primary barrier to accessing crisis services was reported to be lack of training/expertise to 
respond to individuals with IDD experiencing mental health crises. Reluctance to provide 
community crisis supports often resulted in the use of emergency departments and psychiatric 
hospitals.  Both mental health and IDD providers acknowledged that a lack of communication and 
collaboration between the systems often resulted in increased emergency service use. This concern 
was also reported by first responders who stated that they were often called because the support 
systems around a person were failing. 
 
In summary, respondents across all reporting groups expressed the need for greater emphasis on 
cross systems collaboration and accountability in both preventing and intervening in times of crisis. 
Results indicate that a mutual understanding of who should access mental health services, crisis 
prevention approaches, family education and supports as well as clearly defined roles and 
responsibilities across the system may be required.  
 
A primary barrier to crisis services was reportedly lack of training/expertise to respond to individuals 
with IDD-MH. Reluctance to provide community crisis supports often reportedly resulted in the use of 
emergency departments and psychiatric hospitals.  Lack of collaboration between providers in times of 
crisis exacerbated the need for higher levels of care although less than 5% felt that an increase in the 
number of psychiatric beds for individuals with IDD was needed. Consensus was that training, cross 
systems collaboration and clarification of roles and responsibilities was indicated. 
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Claims Data Review 
In addition to the methods of data collection, the Rhode Island Office of Health and Human Services 
provided a summary of Medicaid mental health expenditures for individuals receiving developmental 
disability services through BHDDH in calendar years 2017, 2018 and 2019.  For these years, Medicaid 
expenditures alone for psychiatric in-patient stays and emergency room visits for psychiatric/behavioral 
reasons totaled over $6.5 million, with an estimated cost to the system of $9.6 million (including 
Medicare and other insurance expenditures).  Since Medicaid is not the first payer of emergency room 
visits, it is likely that the actual cost of this service far exceeds the payments made by Medicaid. In 
addition, it may be the case for inpatient care that claims paid does not reflect the length of stay but 
rather the allowed payment per stay.  

 
Table 8:  Psychiatric Hospital Admissions 2017-2019 
 
Hospitalizations 2017 2018 2019 Total for 3 years 
# of Individuals 60 65 112 184 
# of Admissions 109 128 201 438 
Recidivism rate 32% 43% 40% 46% 
Total days 1753 4646 3031 9430 
Average Days 16 36 15 22 
Total Paid $1,382,412.42 $3,205,510.21 $1,741,424.29 $6,329,346.92 
Estimated Cost $1,507,580.00 $3,995,560.00 $2,606,660.00 $8,109,800.00 

 

Table 9:  Psychiatric Emergency Department Visits 2017-2019 
 

ED Visits 2017 2018 2019 Total for 3 years 
# of Individuals 103 102 84 211 
# of Visits 202 201 208 611 
Recidivism rate 39% 33% 42% 45% 
Total Paid by Medicaid $62,028.01 $75,309.97 $89,670.91 $227,008.89 
Estimated Cost $505,000.00 $502,500.00 $520,000.00 $1,527,500.00 

 
The system analysis found that access to inpatient care is reported to be very limited so that the current 
costs may not reflect the need for assistance with acute care. Published studies find that 20-30% of 
people with IDD have mental health needs (5). In Rhode Island, where there are 4550 people enrolled 
in services, it is estimated that about 1300 people with IDD would also use mental health services. Of 
those, about one half (650 people) would be at high risk of crisis service use, which is a much higher 
rate than the neurotypical population that accesses mental health services. When referred to START in 
states across the country, about 25% of the cohort of those referred had a hospitalization prior to 
enrollment, and 75% were consider at heightened risk for crisis and emergency service use. Based on 
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the prior studies and RI population numbers, it can be extrapolated that an estimated 25% of the 650 
high-risk people with IDD-MH would have been hospitalized (n=161). As seen in Table 8 above, the 
number of individuals each year that had access to inpatient care was far less than what can be 
estimated (161 people), but increased access occurred in year three with 112 people admitted. Each 
year is the high rate of repeat admissions and the longer than expected average length of stays, which 
is a concerning trend. The year 2018 appears to be a year in which length of stay and recidivism rates 
peaked with 2019 showing a potential, but slight improvement in access to care and shortened lengths 
of stay. However, despite the increased access to in-patient care in 2019, it is still well below what the 
likely need for this population ( 69% of estimated need). While length of stays remained high across all 
three years, they do not reflect the “stuck cases” reported by stakeholders in 2019. 
 
Based on Medicaid hospital payments over the three-year reporting period, the combined payment for 
inpatient care was an average of 2.3 million dollars per year. The average cost per person, per 
reimbursement was $34,398. START Clinical team services in RI could serve up to 120 children and 
adults with IDD-MH providing assessment, consultation, 24-hour crisis intervention, systems linkages, 
coaching, and training for about 1.5 million dollars a year ($12,000 per client per year). The average 
number of months enrolled in START is 15. 

Summary 
 
As was described by participants in this study, the claims data analysis may have underreported both 
the use of services and service need. However, the limited data reviewed shows that when 
hospitalized, individuals stay longer than their neurotypical peers. The Medicaid claims data were 
limited in scope and do not reflect high use of either service by the IDD population in RI. This may be 
also be in part explained by lack of access as reported by stakeholders. It may be that there is a  or 
lack of need because people are getting the services and supports required, but that is in direct conflict 
with stakeholder impressions across the board. Further examination is needed to fully understand 
potential factors related to access to emergency room and in-patient beds in the state. 
 

Conclusion 
Thank you to the citizens of Rhode Island for your participation in this study. The themes from the 
analysis indicate that there is an expressed need by stakeholders to increase the capacity of the 
system as a whole to support and treat people with IDD and mental health needs. It is important to note 
that there are some services that people reported were helpful and provided for good care and 
treatment. Building upon build capacity may be key to moving forward. Areas of improvement identified 
by participants focused on capacity building and improved methods for community inclusion. 
 
The claims data analysis showed that while a limited number (lower than would be expected) of people 
used MH inpatient services, there was a high rate of recidivism. This was also true of emergency 
department visits. The difficulties appeared to have peaked in 2018 and are not as prevalent in the 
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2019 data reported. However, these data do not speak to access to care and quality of life issues 
reported by stakeholders.  
 
What is known is that over the three-year period, 6.3 million dollars in Medicaid expenditures were paid 
to treat 184 individuals with IDD-MH at an average cost per person of 35,000/year per person for an 
average of 22 days of service. By contrast, a START program costs $12,000/year per person with 24-
hour crisis coverage, assessment and treatment for 365 days a year. If the START program 
significantly reduce reliance on emergency rooms, inpatient care and other acute care services, should 
it be implemented in Rhode Island, this would allow for resources to be dedicated for greater access to 
mental health supports and services, and improved capacity for those services for a significant number 
of Rhode Island citizens.  
 
The development of a 4-year START pilot in Rhode Island would improve capacity to address the 
mental health needs of people with IDD, improve access to mental health care and build capacity 
across the entire system. The Medicaid claims data shows very limited use of emergency services and 
inpatient care in Rhode Island, and it is difficult to discern how this coincides with consistent claims that 
people in RI are underserved and in crisis. However, the current expenditures reported for this analysis 
indicates that Medicaid costs were $35,000 annually per person, for 21 days of care, and that for the 
same costs START almost three times the number of people would receive services 24 hours a day for 
365 days a year.   
 
Recommendations 
 
Based on the findings of this analysis greater access to all forms of mental health care and supports 
may be needed. Recommendations include systems linkages, access to training and best practice 
methods, trained case managers/service coordinators to help individuals and families navigate the 
system, cross systems crisis prevention and intervention planning, trained and reasonably 
compensated direct support professionals, and improved access to qualified outpatient, inpatient and 
crisis mental health services. Training for first responders in IDD-MH is also indicated and should be 
considered in planning moving forward.  
 
We recommend that the state consider addressing the issue of inclusion by building capacity in the 
current MH, IDD and education systems rather than focusing in the silos of “specialty” care. This would 
result in greater access to all services and supports. Well trained and skilled case managers/ service 
coordinators can help to link systems and provide access to training and other resources needed in 
order for this to occur.  
 
In addition to first responder training, the findings indicate that there is also a need to develop more 
comprehensive crisis response and safety net services that include proactive strategies, therapeutic 
coaching, and crisis prevention and intervention planning. It appears that overall access to inpatient 
care is very limited, but recidivism is high. Attention to this issue is warranted.  
 
It is suggested that BHDDH consider the development and implementation of a START pilot to serve 
approximately, 450-600 children and adults over a four- year period (average service period is 15 
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months), with an annual cost of $1.5 million. Information about the START model is provided in the 
addendum to this report. 
 
Thank you for this opportunity and we look forward to future collaboration. 
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Appendix A:  RI IDD/MH Task Force Members 
 

Name Organization 
Adam Keenan  West Bay Residential 
April Smith  Perspectives 
Art Erskine  Perspectives 
Beth Matthews  BHDDH 
Christine Hathaway  Perspectives 
Cindy Fusco  BHDDH 
Claire Rosenbaum  Rhode Island College 
Erin McCollum  BHDDH 
Gina Spaziano  BHDDH 
Gloria Quinn  West Bay Residential  
Haley Rodriques  Gateways to Change 
Heather Mincey  BHDDH 
James DiNunzio  Neighborhood Health Plan of RI 
Jennifer Buzzerio  Living Innovations 
Jennifer Healey  CharterCare 
Jessica Dooley  UCP of RI 
Joanne Malise  Living Innovations 
Joe Pizzuti  Perspectives 
Joni Martell  BHDDH 
Julie Derosier  RI Focus 
Kate Sherlock  RIDLC 
Kerri Zanchi  BHDDH 
Kristen DelSanto  UCP of RI 
Linda Ward  Opportunities Unlimited 
Lisa DeFusco  Perspectives 
Lisa Refferty  The Key Stone Group 
Liz Wiedrinttoffer  L.I.F.E Inc. 
Mary Marran  Butler Hospital 
Melissa Kelley  West Bay 
Mitzie Johnson  Paul Sherlock Center 
Monica Chadwick  Gateways to Change 
Morna Murray  RIDLC 
Shannon O'Neill  Opportunities Unlimited 
Susan Wilson  West Bay Residential 
Tracy Levesque  BHDDH 
Wil Beaudoin  Parent 
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Appendix B:  Focus Group Protocols and Dates 
 

Introduction:  Introductions are made in order to gain better knowledge of the community and to foster 
positive relations between systems and group facilitators. A short explanation of the purpose of the 
focus group will be provided.  

Initial Assessment:  The IOD has developed a questionnaire to collect information about IDD/MH 
services in the community. Participants in the focus groups will fill out the questionnaires when the 
focus group commences. Everyone will be given ample time and writing tools to complete the 
questionnaire, and there will be follow up conversation in regard to existing services and service needs.  

Data Collection:  After questionnaires collected the participants will be given the opportunity to expand 
on their thoughts in regard to questions about service delivery, service needs and training needs. This 
is also a time for IOD staff to learn more about families, providers, provider structure, existing systemic 
partnerships, and overall provider culture. While participants are sharing their thoughts and ideas, 
information will be recorded by an IOD staff member either in person or telephonically.  

Final Question and Answer:  In concluding the focus group all participants are given a chance to ask 
questions. Information will be given in regard to how results of the focus group will be used and how the 
final report will be distributed 

List of Groups Conducted 

Date Group # of 
participants 

11/19/2019 Mental Health providers 14 
11/20/2019 Self-Directed Network (parents and 

self-advocates) 
13 

11/20/2019 Disability Rights   5 
11/20/2019 IDD Shared Living Provider 10 
11/20/2019 Families and self-advocates:   8 
11/21/2019 Parents/Family Caregivers 7 
11/21/2019 Parents / Family Caregivers  5 
11/22/2019 Hospital Administrators  7 
11/22/2019 Hospital front-line providers  6 
11/22/2019 MH Providers 6 
1/8/2020 IDD residential providers  9 
1/8/2020 IDD direct support professionals 18 
1/8/2020 IDD Administrators 17 
1/9/2020 First responders (police/ambulance) 4 
1/10/2020 Transition services 10 
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Appendix C:  START Program Description 
The Center for START Services 

The Center for START Services at the University of New Hampshire Institute on Disability/UCED is a 
national initiative that works to strengthen efficiencies and service outcomes for individuals with 
intellectual and developmental disabilities (IDD) and behavioral health needs in the community. The 
Center was established in 2009 at the IOD to provide technical support, clinical expertise, and training 
and consultation services that support the development of: 

• Comprehensive Evaluation of Services & Systems of Care (local and state) 
• A systems linkage approach to service provision 
• Expert Assessment & Clinical Support 
• Outcomes-Based Research & Evaluation 
• Short-Term Therapeutic Resources and Opportunities 
• Cross Systems Crisis Prevention & Intervention Planning 
• Family Support, Education & Outreach 
• Interdisciplinary Collaboration 

 
By supporting the development of the cornerstones of the START model as outlined, START programs 
and their participants experience an array of benefits including: 

• Reduced use of emergency services and state facility/hospital stays 
• High rates of satisfaction by families and care recipients 
• Cost-effective service delivery 
• Increased community involvement and crisis expertise in communities 
• Strengthened linkages that enrich systems, increase resources, and fill in service gaps 

 

The START Model 

The START program model was implemented in 1988 by Dr. Joan Beasley and her team to provide 
community-based crisis intervention for individuals with IDD and mental health needs. The model is 
evidence-informed and utilizes a national database. It is a person-centered, solutions-focused approach 
that employs positive psychology and other evidence-based practices.   

START is a comprehensive model of service supports that optimizes independence, treatment, and 
community living for individuals with IDD and behavioral health needs. In the 2002 U.S. Surgeon 
General’s Report on mental health disparities for persons with intellectual/developmental disabilities, 
START was cited as a model program. In 2016, the START model was identified as best practice by 
the National Academy of Sciences Institute of Medicine. 

Guiding Principles 

The guiding principles of START are identified in literature as best practices. The following descriptions 
provide a brief overview of each of these principles. Each service, tool and intervention endorsed by 
START is designed with these concepts in mind. Endorsed approaches should be seen as touchstones 
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for START team members and a clear reminder of the rationale and reason behind the work of the 
START community.  

 

START Clinical Team Overview 

Although START program development is tailored to meet regional needs, all programs must have a 
START clinical team. The START clinical team operates as system-linkage supports and provide 24-
hour crisis response to those enrolled in START services.  

A START clinical team does not replace any one member of an existing system of support. Rather, they 
collaborate and facilitate change through the way they understand, interact with, and respond to people 
and systems they serve. Based on the premise that there is no value in expertise if it is not shared, 
START Clinical Teams continuously share knowledge with system partners to build capacity. The goal 
of START is to help the person and system achieve stability making START services unnecessary. The 
way this goal is accomplished is through specialized support (ex: outreach), assessment and 
intervention that build on the principles and practices of START.  Services and supports offered by 
START Clinical Teams: 

• Training and expertise in the mental health aspects of IDD, including Clinical Education Teams 
• Systems linkage supports  
• Intake and assessment activities using standardized and validated assessment tools 
• Comprehensive Service Evaluations: Bio-psycho-social analysis of strengths and needs; 

including, trauma, developmental and communication related psychological vulnerabilities; 
skills, natural supports, cultural considerations, etc. 

• Eco-mapping, systemic analysis and consultation 
• Outreach to the person, their family and supporters to enhance team capacity 
• Observation and coaching provided to teams using wellness and solutions-focused approaches 

and integrating positive psychology interventions in daily life 
• Cross systems crisis intervention planning 

START 
Guiding 

Principles

Strengths-
Based

Positive 
Psychology

Wellness-
based

Bio

Psycho

Social

Trauma-
Informed

Cultural 
Competence

Person & 
Family 

Centered
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• 24 hour in-person crisis response 
• Medication consultation  
• Facilitated team meetings and action planning  
• Psychiatric hospitalization transition planning 
• Access to innovative training and research initiatives led by the Center for START Services  

 
START Team Design 

A START Clinical Team is made up of the following positions: 

Program Director (Master’s Degree): Provides full-time supervision & 24/7 support to the clinical team. 
Serves as liaison to community providers, coordinates all training activities, develops community 
linkages, chairs Advisory Council. 
 
Clinical Director (Ph.D.): Provides full-time clinical oversight to clinical team and therapeutic support 
services, responsible for Clinical Education Team Meetings, provides consultation to community 
providers/psychologists. 
Medical Director (MD): Licensed psychiatrist who provides part-time consultation and training to 
clinical team, physicians treating individuals supported by START, and to START therapeutic supports 
staff as needed. 
 
Assistant Director (Master’s Degree; dependent on program size): Over-sees operations of clinical 
team, and therapeutic supports operations. Directly supervises team leaders, assists the program 
director as needed with the development of community linkages.  
 
Clinical Team Leaders (Master’s Degree; number of team leaders depends on program size) 
Provides day-to-day administrative support and supervision to START Coordinators, may maintain 
small caseload and fills in as needed, provides back-up on-call support and coaching to Coordinators. 

START Coordinators (Master’s Degree): Provides direct, community based START clinical team 
services to individuals enrolled in the program, completes required assessments, evaluations and 
plans, provides 24 hour on-call crisis support for enrolled individuals, regularly enter data into SIRS. 
 

Therapeutic Coaching (STC) Overview 

Therapeutic Coaching is designed to assess and stabilize a person in their community environment(s). 
START Therapeutic Coaching (STC) provides planned and emergency strengths-based, clinical 
coaching to primary caregivers and persons in their home setting to rethink presenting challenges. This 
service is part of the START crisis continuum and is only provided with participation of the START 
clinical team. The START coordinator determines the need for coaching services in collaboration with 
the STC team leader, clinical director, the person, and their circle of support. In most cases, STC is 
planned in coordination with coaches that are familiar with the person and the setting. However, in 
some cases, the service may be provided in a more urgent capacity. The provision of supports may 
occur any day of the week and will depend on the needs identified in the cross systems crisis plan.  
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The goal of STC is to assist the person's caregiver by offering observational assessment of the person 
and their circumstances and implementing planned and/or crisis intervention strategies. Reasons 
therapeutic coaching supports may be accessed include:  

• To provide coaching and training to family and support staff on positive, effective support 
strategies;  

• To identify biopsychosocial factors that may contribute to crisis; 

• To increase the likelihood that the person can maintain their preferred community living 
situation; 

• To transition successful intervention strategies to the person's home;  

• To provide support if a person is unable to leave their home for therapeutic intervention (e.g., 
symptoms of ASD keep a person from feeling comfortable in new environments), or  

• For additional support prior to or following emergency Resource Center admission (in these 
circumstances, Resource Center staff will participate in admissions and transition planning).  

Eligibility 

1. All persons enrolled in START are eligible for planned and emergency therapeutic coaching 
services if the program is set up to provide STC.  Admission to STC is based on assessment of 
clinical need and appropriateness.  As with other therapeutic support services, supporting 
families is a priority. 

2. All persons must have an established CSCPIP prior to beginning STC services (Provisional 
Crisis Plan is acceptable if within first 45 days of case activity). 

3. The person’s primary caregiver is interested in receiving the service and coordinating supports 
with the STC team. 

  

© 2020 Center for START Services University of New Hampshire Institute on Disability



The Center for START Services start.iod@unh.edu 
University of New Hampshire centerforstartservices.org 
Institute on Disability/UCED 
57 Regional Drive, Unit 8 Phone: (603) 228-2084 
Concord, NH 03301 Fax: (603) 228-3270 

 

42 
 

Appendix D:  START Program Development Timeline 
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