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Introduction
This report offers a comprehensive summary of services provided by NC START Central program for Fiscal Year 2019.
The analysis includes assessment of outcomes as well as fidelity measures for the START model. Recommendations
reflect the results of the analysis and service provision to date.
This report is separated into five sections:


FY19 Program Enrollment and Census Trends



Characteristics of Persons Served (demographics and clinical trends)



Emergency Service Trends



START Clinical Team Services



START Therapeutic Supports

NC START Central will develop an action plan based on recommendations from the analysis in collaboration with the
Center for START Services.

Contributors to this report and the information in it are:
Ann Klein, M.S., SIRS Manager; Center for START Services
Laurie Charlot, Ph.D., National Consultant, Center for START Services
Andrea Caoili, LCSW, Director of Quality Assurance; Center for START Services
Jillaine Baker, MSW, LCSW, MTS, Program Director, NC START Central
NC START Central Program
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Program Background
NC START operates throughout the state of North Carolina as three distinct programs (Central, East and West). The
programs began serving adults (18 and older) in 2009 and expanded to children (6-17) in 2016. While the programs
have been operational since 2009, data collection in the START Information Reporting System (SIRS) did not become
fully established at NC START until more than halfway through FY14, so information in this section reflects only those
individuals whose records are documented in SIRS (n=1415).
Figure 1 below demonstrates the percentage of all individuals served by NC START by region since utilization of the
SIRS database. Figure 2 shows the current active NC START population (n=616). The NC Central program has the
largest team out of all three programs due to the population density of the central part of the state. Figure 3 below
shows the percentage of individuals served by NC START in FY19 by age category. In FY19, the percentage of children
and transitional youth served across the state increased to 56% up from 40% in FY18. NC Central serves the largest
percentage of children and transitional youth with 67% of their enrollees in this age group.
Figure 1: Percent of Total NC START Population by Region (n=1415)

Figure 2: Percent of Current, active NC START Population by Region (n=616)

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Figure 3: Percent of FY19 NC START Population by Age Category

Before discussing findings for FY19, a review of the previous year recommendations and how they were addressed is
included below.

Recommendations from Fiscal Year 2018 Annual
Report/Progress
Program Enrollment
Ongoing efforts should continue to maximize enrollment of new cases within the capacities of the program.
Enrollment has increased this year. New enrollments reached 118 people in FY2019 compared to 92 in FY2018.
The NC START Central Team should develop a survey to determine why stakeholders no longer want START services
after a period of enrollment to ensure that capacity has been built and that they are satisfied with services and
support provided by the Region.
The survey is currently being revised and will be distributed in October of 2019.

Characteristics of Persons Served
Demographics
NC Central will benefit from education specific to cultural competency. Resources are available through the Center for
START Services. Additionally, the program should provide this to community partners with the focus on the impact of
various cultural perspectives on behavioral health care and outreach to families.
The program worked with other NC START programs and organized the NC START Statewide Conference with Tawara
Goode and Wendy Jones from Georgetown’s National Center for Cultural Competency as keynote speakers. They focused
their lecture and discussion on cultural competency.
Representatives from the program also received training for trainers in leadership and cultural competency from the
Center for START Services. This training will continue to impact the team as the representatives will soon provide the
training to others in the community.
The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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The team also participated in a trans-ally training.
NC Central should continue to educate case managers and other referral sources regarding referring people prior to
placement into long-term care settings as much as possible. Referral protocols should also be reviewed to assure that
systems are in place to accept cases before out of home placement occurs whenever possible.
Discussions occurred with each MCO around the referral process. In these discussions, NC START Central strategized with
each MCO to ensure that referrals are made as much as possible prior to out of home placement and long-term care
settings. Discussions around referrals continue to be a part of the monthly process for NC START Central and the MCOs.
Mental Health Conditions:
It is necessary for the NC Central program to provide training to team members and community stakeholders
regarding cultural and linguistic competency. Resources available through the Center for START Services should be
utilized.
In addition to training on the topic of CLC in the fiscal year, START Central prioritizes language interpretation services
for any team/family member that needs it. This includes assistance in all in-person trainings and phone contacts. The
team specifically supported a Vietnamese and an Arabic speaking family to support them with a translation service
during crisis calls. Also, therapeutic coaching documentation has been translated into Spanish.
The reasons for high rates of diagnosing disruptive behavior disorders needs clarification, to determine if individuals
who have trauma related symptoms, anxiety and depression (internalizing disorders) are misdiagnosed due to cooccurring aggression. Given this, it is important to provide training addressing these diagnostic challenges in this
population.
Trauma training was big emphasis for NC START Central in 2019. The following trainings were provided to community
partners:










Trauma Training and Positive Support Strategies (day program staff)
Trauma Training and Positive Support for Garner Magnet High School
Trauma Training (AFL provider at request of her team individual transitioned from jail)
Trauma, Executive Functioning and Positive Support for Canyon Hills PRTF
IDD and Vulnerabilities with a big focus on Trauma for Southeastern PSR in Raleigh
CET: Traumatic Grief and IDD
MH/IDD and Common Vulnerabilities, Positive Support Strategies, and Trauma for Youth Villages
Training on Positive and Strengths Based Crisis Plan writing, with an extensive emphasis on how to support
trauma in the crisis plan.
Trauma Training for Pinnacle Family Services

While rates of diagnosed trauma and stressor related disorders is higher in NC Central than in other START programs,
this is still a needed area of focus, as trauma is under-diagnosed for individuals with IDD.
Trauma is discussed in every single case regardless of diagnosis, as we recognize the impact trauma can have on an
individual’s ability to cope, communicate, respond and understand their environment. The Clinical Team completed a
“START Reset” to support new staff, build upon knowledge of veterans and challenge any instincts that aren’t helpful. An
extensive amount of emphasis on creating a solid working hypothesis for each case. This emphasis on hypotheses and case
conceptualization was in part to address this trend.
Medical Conditions
NC Central should continue to expand and make use of their close relationship with the NC PAL initiative to address
the high rates of health conditions that impact their child (and adult) enrollees.

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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The partnership continues to expand. NC PAL representatives and the Director of NC START Central presented the project
at the NC START Conference. NC START Central expanded the use of the Health Risk Screening Tool for the individuals
supported. There are plans to continue the use of this tool with expanded nursing support hours in the next fiscal year. NC
START’s Clinical Director, Nurse Consultant and former Clinical Director presented at the NCNA Annual conference on
IDD, Diagnostic Overshadowing and Common Medical concerns.

Emergency Service Trends
Since high emergency service utilization and recidivism is a trend across the state (as evidenced by other NC START
program reports), the NC Central program should meet with their community partners to discuss and work to clarify
why pre-START enrollment rates of emergency service use is high. Statewide strategies should be developed and may
include the creation of a statewide collaborative.
This goal is incomplete and will remain a focus in the next fiscal year.

START Clinical Team Services
Primary Services
To meet program certification standards, the program must develop more formalized linkage agreements. Given the
growth in the number of children served, this is especially important with entities serving children.
Linkage agreements specifically with children’s programs have expanded. This includes Moore County Schools, Pinnacle
Family Services, Art Therapy Institute, and Youth Villages. The program is in the process of exploring linkage agreements
with VC and Associates (MH OPT), Wake Forest Medical School and Canyon Hills PRTF
Secondary Services
NC Central should create an action plan to ensure that ABCs are completed every 6 months and entered into SIRS for
all open cases. This should be rectified by the first quarter of FY19.
By first quarter FY19, ABCs were completed according to certification requirements. We continue to meet certification
requirements with the ABCs.
NC Central needs to develop an action plan and ensure that CSCPIPs are updated at least annually. This should be
rectified by the first quarter of FY19.
This was rectified by FY19 and we continue to meet requirements around CSCPIPs.
The NC Central Program needs to develop a plan for completion of more CSEs, including identifying individuals with
repeat crises and or highly complex needs for this assessment.
This goal is on-going. We currently identify individuals through our case consults each week and the team will be working
on the follow through around CSE recommendations with the Director, Clinical Director and Team Leads.
Tertiary Services
Explore the reasons for the reported low rates for diversion.
This low rate was a data reporting issue and was addressed.
For individuals with repeated calls to the crisis line, a review should be conducted by the Clinical Director. The clinical
director working with the coordinator should then take the following steps:
o

If calling the crisis line when not in crisis, schedule phone calls to meet the person’s need for contact in a
preventive manner.

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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o
o
o
o
o

Update the CSCPIP with close involvement of the person’ system of care.
Check the START plan and ensure this is in alignment with the high need profile of the cases reviewed.
Present the case to the medical director.
Complete a CSE/CET
Develop a detailed action plan to reduce crisis events based on above and in conjunction with the
person’s system of care.

The above plan was implemented around frequent crisis line utilizers. Additional planned supports were offered when
necessary and will conduct CSEs with more frequency in the coming year, which will also impact this trend.

Therapeutic Supports
Center-Based Supports
An evaluation of the program’s emergency RC recidivism rates should be conducted to understand the reason for
repeat admissions to the Center. For individuals with frequent calls, a plan to help address those concerns should be
developed.
Recidivism in 2019 dropped significantly, with only two individuals experiencing repeat emergency visits.
Therapeutic Coaching
In collaboration with the other NC START programs and the Center for START Services, conduct an evaluation of
therapeutic coaching services to develop benchmarks and outcome measures.
Central will continue to collaborate with the other NC START programs to assure consistency in benchmarks and
outcome measures. The coaching team leader is now part of a national practice group and will bring this up as an area
of need for all programs with the therapeutic coaching service aspect.

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Findings
Following is an analysis of enrollment, demographic and service outcome data for NC START Central for FY19 (July 1,
2018- June 30, 2019) as well as program trends where noteworthy.
Enrollment trends, characteristics of persons served, emergency service trends, and service outcomes of those served
by NC START Central are based on data entered into the START Information Reporting System (SIRS) by program staff.

Section I: Fiscal Year 2019 Program Enrollment and Census Trends
Table I.A: FY 2019 Census Summary (data reflect all individuals served during FY19)
NC START Central
Variable

FY19 (n=394)
Children

Transition Aged Youth

Adults

184 (47%)

78 (20%)

132 (33%)

FY19 New Enrollments

85

16

17

Reactivations

1

6

3

Transfers

2

3

8

Individuals inactivated

47

18

30

Stable functioning

19 (40%)

7 (39%)

18 (60%)

Region transfer

8 (17%)

4 (22%)

2 (7%)

Moved out of START region

3 (6%)

-

-

No longer requesting services

7 (15%)

2 (11%)

4 (13%)

Long-term placement

3 (6%)

1 (6%)

4 (13%)

No contact

7 (15%)

1 (6%)

-

Deceased

-

-

2 (7%)

Other (incarceration)

-

3 (17%)

-

137 (46%)

60 (20%)

102 (34%)

Total Served during reporting period N (%)

Active Caseload at the end of reporting period

Figure 1.A below shows the total yearly census for NC START Central since FY14. The FY19 census was the largest
ever with a total of 394 individuals receiving services during FY19 up 32% from FY18. NC Central also increased new
enrollments from 118 from 92 compared to the previous year (Figure 1.B)

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Figure I.A: Number of Individuals Served by NC START Central by Fiscal Year*

*most individuals are served in multiple fiscal years

Figure I.B: Number of Individuals Enrolled in NC START Central by Fiscal Year (n=567)

Table I.B: Source of Referral: FY19 New Enrollments (n=118)
NC Central
Variable (N)

Children (n=85)

Transitional Youth
(n=16)

Adults (n=17)

100%
-

100%
-

11 (65%)
2 (12%)
1 (6%)
1 (6%)
1 (6%)
1 (6%)

Referral Source (%)
Case Manager
Emergency Department/mobile crisis
Family Member
Residential/Day Provider
Mental Health Practitioner
Other (Behavior Analyst, law enforcement, schools)

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Figure I.C: Source of Referral: Trends over Time (new enrolments by FY)

Table I.C: Reasons for Enrollment: FY19 New Enrollments (n=118) - More than one option can be selected
NC Central
Variable (N)
Most Common Reasons for Enrollment (%)
Aggression
Family Needs Assistance
Risk of losing placement
Decreased Daily Functioning
Dx and Treatment Planning
Mental Health Symptoms
Leaving Unexpectedly
Suicidality
Self-Injurious Behavior
Sexualized Behavior
Transition from Hospital

Children (n=85)

Transitional Youth (n=16)

Adults (n=17)

95%
65%
18%
25%
15%
28%
29%
9%
28%
14%
15%

100%
81%
25%
19%
0%
56%
38%
13%
13%
13%
19%

100%
41%
24%
6%
6%
18%
29%
12%
24%
6%
18%

Table I.D: Reasons for Enrollment: Trends over Time (new enrollments by FY)
NC Central
Variable
Most Common Reasons for Enrollment (%)
Aggression
Family Needs Assistance
Risk of losing placement
Decreased Daily Functioning
Dx and Treatment Planning
Mental Health Symptoms
Leaving Unexpectedly
Suicidality
Self-Injurious Behavior
Sexualized Behavior
Transition from Hospital

FY19

FY18

FY17

FY16

97%
65%
21%
23%
12%
32%
32%
10%
26%
12%
16%

87%
58%
18%
11%
3%
44%
43%
19%
28%
22%
32%

97%
67%
32%
16%
5%
58%
51%
20%
40%
24%
22%

84%
45%
12%
14%
0%
39%
24%
14%
29%
10%
18%

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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While individuals are not discharged from NC START Central, they are made inactive once they reach a period of
stability or because their situation has otherwise changed (they leave the region or they no longer wish to continue
services). As seen in Table 1.A, NC START Central inactivated a total of 95 individuals in FY19. The average length of
stay (LOS) was 20 months for all individuals and for those individuals who achieved stable functioning and were
inactivated in FY19 (46%), the average LOS was 26 months.
Figure I.D: Reason for Inactivation from NC START Central in FY19 (n=95)

Figure I.E: In-activations from NC START Central by FY (n=268*)

* Numbers represent individuals currently inactive at the time of this report.

While the number of individuals inactivated over the course of the FY was considerably higher than previous years,
only 46% were inactivated due to stable functioning. This is the lowest percentage to date (Figure 1.F) and these
individuals also had considerably higher lengths of stay in START than individuals inactivated in previous fiscal years
(Figure 1.G).

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
12

Figure I.F: Reason for Inactivation from NC START Central by FY (n=268)

Figure I.G: Average LOS (months) in NC START Central by FY

Summary


The FY19 census was the largest ever with a total of 394 individuals receiving services during FY19 up 32%
from FY18. NC Central also increased new enrollments in FY19 to 118, up from 92 in the previous year.



While the number of individuals inactivated over the course of the FY was considerably higher than previous
years, only 46% were inactivated due to stable functioning. This is the lowest percentage to date, however, a
large percentage moved out of the region or transitioned to long-term placements, leading to the inactivation.
Only 8 individuals were un-reachable (and likely moved without informing the program), and 13 people were
no longer requesting services.



Aggression and risk of losing placement remain frequent referral concern for individuals enrolled in NC
START Central. As with many START programs, the rate at which referrals are made with mental health
symptoms as a concern is low given the high rate of psychiatric diagnoses. It seems that aggression and risk of
placement loss often supersedes these concerns, and stakeholders may not always see the connection
between them.
The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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A significant proportion of individuals, especially youth, live with family and family needing help is also a
referral concern noted at a high frequency (from half to nearly 65% of referred individuals). Due to this
identified trend and the goal of the program to maintain placement, large number of youth received
therapeutic coaching services (described in the Therapeutic Supports section).



The average length of stay (LOS) was 20 months for all individuals and for those individuals who achieved
stable functioning and were inactivated in FY19 (46%), the average LOS was 26 months.



All of the child and transition aged youth cases were referred from case managers. Adults are referred from a
slightly greater variety of sources.



The NC Central team plans to perform a survey to try to better understand why anyone decided not to
continue with START services (when they have not moved away or been sent to a long-term setting). This can
help to identify modifications to services to reduce this number, and their team is urged to do so.

Recommendations


Report on and use results from the upcoming family survey to inform START practices, especially how the
team engages and supports family members.



Using the new fields in SIRS, NC START should monitor placement status of those individuals identified as at
risk for placement loss and track the effects of START services on preventing placement loss in FY 2020.



Continue to educate community partners of the symptoms of mental health concerns and how these
frequently present in individuals with IDD with the goal of identifying the presences of these issues prior to
referral if possible.

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Section II: Characteristics of Persons Served
Demographics
Section II of this report provides demographic and diagnostic trend data for all individuals served by NC START
Central (n=394) during FY19 (July 1, 2018-June 30, 2019).
Table II.A: Age, gender, race, level of ID, and living situation, and funding for NC START Central enrollees.
Variable
N

Children
n=184

FY19 (n=394)
Transitional Youth
n=78

Adults
n=132

Mean Age (Range)

13 (6-17)

19 (18-20)

30 (21-61)

Gender (% male)

76%

77%

59%

Race
White/Caucasian
African American
Asian
Other
Unknown

47%
39%
1%
8%
5%

54%
37%
3%
4%
3%

44%
45%
2%
5%
4%

Ethnicity (% Hispanic)

12%

6%

5%

34%
32%
16%
8%
11%

13%
53%
22%
6%
6%

10%
49%
34%
5%
2%

79%
2%
4%
8%
7%
1%

62%
1%
4%
24%
9%
-

39%
11%
35%
3%
7%
5%

32%
32%
22%
5%

10%
62%
19%
2%

11%
51%
33%
2%

Level of Intellectual Disability (%)
No ID/Borderline
Mild
Moderate
Severe-Profound
Not specified in records
Living Situation (%)
Family
AFL (alternative family living)
Foster care
Group Home/ICF/DD
Independent/Supervised
Psych. Hospital/IDD Center
Other (Jail, Homeless, Other)
Funding (%)
IDD waiver
Medicaid
Medicare/private insurance
State funding

Summary


The mean age of adults served by NC central is only age 30 years of age. The program serves a higher
percentage of males, which his consistent across most START programs.



As with other START teams, there are more adults who have a moderate degree of cognitive impairment
diagnosed than a general population survey would identify among those with IDD. Conversely, due to
increased services to children with an ASD, there were a high percentage of the younger enrollees who were
diagnosed with a mild degree of ID or who do not have ID (over 60% of the child cases).

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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NC Central provides services to a diverse group of individuals. This included 37-45% of people across the
various age groups, who were African Americans. They are also serving an increasing number of children who
are Hispanic.



By report of the NC Central leadership, cultural competency was an area of focus this past fiscal year. CLC was
an important feature of the NC START conference, with Tawara Goode, a national expert on the topic as the
keynote.



The majority of youth reside with family as is often the case in START programs. One concerning data point
was that 9% of the transition aged youth were residing in a facility.



The percentage of individuals served in START programs across NC is much lower than many other states
(only 10-11% of adults and 32% of children, all individuals who clearly have high levels of need).

Recommendations


It is recommended that the NC Central team examine the effects of their services on preventing placement
loss (addressing the referral concerns of potential placement loss).



Continue current efforts to expand the attention given to cultural and linguistic competency



Continued education should focus on increasing capacity in the local system of care to collaborate to find
ways to reduce facility care and to maximize capacity to support individuals to remain in their family homes,
and generally have the least restrictive care options possible.



The NC START Central leadership should conduct an in depth review of cases in facility based care, to better
understand factors placing these individuals at such risk and to identify some possible remedies for the
factors that cut across the age groups or seem to impact multiple instances of risk.

Mental Health and Chronic Health Conditions
Table II.B: NC START Central enrollees with mental health conditions reported at intake
NC START Central
Variable
N
Mental Health Conditions (%)
At least 1 diagnosis
Mean Diagnoses (range)
Most Common MH Conditions (%)
Anxiety Disorders
ADHD
ASD
Bipolar Disorders
Depressive Disorders
Disruptive Disorders
OCD
Personality Disorders
Schizophrenia Spectrum Disorders
Trauma/Stressor Disorders

FY19 (n=394)
Children
Transitional
Youth
n=184
n=78

Adults
n=132

88%
2.5 (1-7)

99%
2.5 (1-5)

81%
1.9 (1-5)

6%
57%
58%
5%
18%
34%
2%
3%
19%

12%
54%
49%
13%
32%
36%
4%
10%
21%

6%
26%
20%
20%
17%
20%
3%
2%
23%
8%

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Figure II.A: Frequency of most common mental health conditions for enrolled children (trends across NC
START)

Figure II.B: Frequency of most common mental health conditions for enrolled adults/TY (trends across NC
START, combines adults/transitional youth)

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Table II.C: NC START Central enrollees with medical conditions reported at intake
NC START Central
Variable
N
Medical Diagnosis (%)
At least 1 diagnosis
Mean Diagnoses
Most Common Medical Conditions (%)
Cardiovascular
Endocrine
Gastro/Intestinal
Genitourinary
Immunology/Allergy
Musculoskeletal
Neurologic
Obesity
Pulmonary disorders
Sleep Disorder

FY19 (n=394)
Children
Transitional
Youth
n=184
n=78

Adults
n=132

49%
1.6 (1-7)

53%
1.4 (1-3)

52%
2.1 (1-5)

1%
4%
8%
1%
5%
1%
25%
3%
10%
4%

3%
5%
12%
3%
3%
4%
13%
3%
6%
3%

9%
17%
10%
3%
8%
4%
15%
9%
5%
4%

Figure II.C: Frequency of most common medical conditons for enrolled children (trends across NC START)

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Figure II.D: Frequency of most common medical conditons for enrolled adults/TY (trends across NC START,
combines adults and transitional youth)

Summary
Mental Health Conditions:


The rate of 2.5 psychiatric diagnoses per child and transition aged youth is high. Such data often point to
diagnostic confusion.



Despite many trainings with focus on trauma informed care, the rates reported here for diagnoses of trauma
related disorders and for anxiety are low at the time of intake. This suggests that the community stakeholders
continue to need support and training to increase the recognition of these concerns. The notion that people
may present with serious externalizing behaviors that are primarily resulting from stress, loss and anxiety is
often under-identified and there is a tendency to label significant challenges as disruptive behavior disorders,
and/or psychosis.



While formal diagnoses may not reflect trauma, the team reports a marked change in the approach,
acceptance and knowledge of trauma by community partners.



The rates of adults diagnosed with psychotic disorders and bipolar disorders at intake are out of line with
expected rates, especially in contrast with rates of anxiety and trauma related concerns. Data from welldesigned investigations suggest bipolar disorder may be seen in about 10% of psychiatric inpatients, and
schizophrenia even less often. NC Central continues to educate the system of care in the region to address
differential diagnosis of psychosis, Bipolar disorder and diagnostic confusion.



The reported rate of children with an ASD appears slightly low across NC, compared with other START
programs where children make up about 75% of enrollments. It is unclear if these initial diagnostic reports
are inaccurate (missing the ASD), or if the NC START programs are not serving as many youth with ASD for
some other reason. It seems probable that in many parts of NC that are rural, there may be a lack of state of
the art diagnostic services. Though these are more available in the Central Region compared to the East or
West, they are less accessible in some parts of the region.

Medical Conditions


A number of medical conditions have low rates reported at intake for both children and adults, especially GI
issues (only 8-12%) and obesity (3-9%). These diagnoses are those reported at intake, and it is hopeful that
the program improves identification of these issues over time.
The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Recommendations
Mental Health Conditions:


NC START Central should continue their training efforts that focus on how frequently anxiety is associated
with a history of trauma, sensory sensitivities and aggression/externalized behavior. In general, community
partners would benefit from support in recognizing how anxiety may drive externalizing behaviors.



It would be of interest to determine if some of the children enrolled appear to have features of an ASD but did
not have the diagnosis at referral. Some systems may need help to access appropriate diagnostic evaluation,
including more state-of-the-art assessments such as the ADOS an ADI-R.

Medical Conditions


The NC START leadership should discuss how their relationship with HRST could be maximized to promote
increased recognition of medical problems in their enrollees.



NC START central leadership should examine where or not medical diagnostic concerns are highlighted after
engaging in START services or in connection with HRST, so that all medical conditions are identified. The
team should examine how to ensure that the identification of health concerns for older enrollees is being
pursued.

The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Section III: Emergency Service Trends
Table III.A: Emergency Service Utilization
NC START Central
Variable

FY19 (n=394)
Children

Transitional Youth

Adults

n=184

n=78

n=132

Psychiatric Hospitalization
Prior to enrollment, N (%)
Mean Admissions (range)

68 (37%)
1.8 (1-7)

45 (58%)
2.1 (1-10)

62 (47%)
1.9 (1-10)

During START, N (%)
Mean (range)
Average length of stay (days)

34 (18%)
1.6 (1-5)
43 days

23 (29%)
1.4 (1-3)
48 days

39 (30%)
1.7 (1-6)
59 days

Emergency Department Visits
Prior to enrollment, N (%)
Mean Visits (range)

79 (43%)
2.4 (1-12)

46 (59%)
2.6 (1-10)

87 (66%)
3.3 (1-18)

49 (27%)
2.3 (1-13)

36 (46%)
2.4 (1.9)

75 (57%)
3.3 (1-12)

N

During START, N (%)
Mean (range)

The figure below shows the change in frequency between pre- and post-enrollment emergency service utilization for
all NC START Central enrollees active in FY19.
Figure III.A: Change in frequency of pre and post START enrollment emergency service utilization (n=394)

Summary


The Pre-START enrollment rates for ED use and psychiatric hospitalization is very high, with about half of
enrollees utilizing these services in the year prior to START engagement. These high rates are consistent
across the NC START programs but are higher than other START programs.
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Individuals served by NC Central experienced a significant decrease in psychiatric hospitalizations (about
50% decrease). Although the decrease in emergency department visits is not as much as has been noted in
the past, recidivism did go down significantly and provides support for the efficacy of the START model in
contributing to reduced emergency service use.

Recommendations


Continue efforts to reduce emergency service use through primary and secondary level service provision.



Continue to examine the reasons for high pre-enrollment rates by exploring potential contributing factors
(ex: family needs assistance, risk of out of home placement, funding type, chronic health concerns, etc.) and
proposed remedies.

Section IV: START Clinical Team Services
Based on a tertiary care approach to crisis intervention, START service measures fall into three crisis intervention
modalities:
Primary (improved system capacity): Clinical Education Teams (CETs), community education, training,
and system linkage,
Secondary (specialized direct services to people at risk of needing emergency services): Intake and
assessment activities, Comprehensive Service Evaluations (CSE), outreach, clinical and medical consultation,
and Cross Systems Crisis Prevention and Intervention Planning (CSCPIP); planned therapeutic supports
(Resource Center and Therapeutic Coaching), and
Tertiary (emergency intervention services): emergency assessments and mobile support as well as other
emergency services such as hospitalizations and emergency room visits used by START recipients (includes
emergency therapeutic supports).
The remaining sections demonstrate utilization patterns in each of these services. The goal of START is to support and
assist the system in moving from tertiary care (emergency level of crisis intervention services) to primary
intervention (able to assist when vulnerable) and secondary services (getting expert assistance without the use of
emergency department utilization or psychiatric hospitalization). This is achieved by building capacity across the
service system in order to prevent and assist with potential problems rather than manage them as crises later.

Primary Services
Building system capacity to support individuals in their homes and communities.
The following is a summary of the primary service activities reported by NC START team members since program
operations began. Primary START services include system linkages, education and community training. These services
are part of the plan to improve the capacity of the system as a whole so that improvements are effective and
sustainable over time. Over the last year, the NC START team has engaged the community to provide training and
education around the unique needs of individuals with IDD and co-occurring behavioral health issues and continues
to engage the system to become active participants in the START learning community.
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Table IV.A: Community training activities
NCSTART Central

FY19

Number of Activities (N)
Linkage agreements/affiliations

4

Community-based training

4

Host Advisory Council Meeting

4

Provided Training (N)
day provider
emergency services

7

Family

-

Other
physician/medical personnel
residential provider

15
11
1

School
state facilities (state hospitals, developmental centers)
therapist/mental health providers

6
40

Transition Support/Planning-Developmental Center

10

Transition Support/Planning-Psychiatric Hospital
Total Community Outreach/Training Episodes

101

Time Spent in Community Outreach

522 hours

Total Linkage/Collaboration Agreements Completed Since Program Inception (N)

10

Total Clinical Education Teams in FY19(N)

10

In addition to the above reported specific training and linkage activities, a number of more informal outreach efforts
were made. These included providing community partners with information about START and issues pertaining to the
population served. While not detailed above, time spent on these activities is included in the total time. More
information about these activities can be obtained from the NC START Central Program Director.
Table IV. B: Community trainings in FY19
Date

Title

7/2018
8/7/18
8/31/18
9/6/18
9/12/18
10/19/19
10/31/18

Trauma and IDD with Pinnacle Family Services
CIT Training -OPC
IDD Overview for NC PAL
START model – Youth Villages
Childhood Trauma – Pinnacle TFC
National Online Training Series: Expressive Approaches for Individuals with IDD
Mental Health & IDD – Youth Villages
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11/8/18
11/14/18
11/21/18
12/7/18
1/22/19
1/26/19
1/30/19
2/13/19
2/28/19
3/15/19
3/28/19
4/24/19
4/25/19
5/3/19
5/6/19
5/6/19
5/17/19
5/28/19
5/29/19
6/5/19
6/5/19
6/5/19
6/10/19
6/11/19
6/29/19

CIT Training – OPC
START Overview - Pinnacle/Sandhills Pediatrics
MH/IDD Consult Training –Youth Villages
Positive Support Strategies for Individuals with Co-Occurring Dx – Youth Villages
START Overview/IDD Overview for VC and Associates
Biopsychosocial Factors that can Lead to Misdiagnoses – NC NA conference
START Overview, Springbrook PRTF
Supporting DSPs
Trauma Informed Care – Developmental Center
Youth Villages IDD Training
Strengths-Based Approach to Crisis Planning & Intervention – Alliance
START Overview / ASD & Psychosis – Sandhills CCs
ASD and Psychosis for Sandhills Care Coordinators
Trauma and Positive Supports Strategies
SNTI Training—Preparing for START Coordinator Certification
Best Practices in START Crisis Interventions
Trauma, Executive Functioning and Positive Support for Canyon Hills PRTF
Trauma Specific Training
ASD and Common Vulnerabilities for Church Community
Trauma Informed Care and Resiliency
Statewide conference – Executive Functioning and Expressive Approaches
Providing Integrated Health Supports
to Children with Intellectual and Developmental Disabilities and Their Families
Trauma Training and positive Support at Garner High School
CIT Training for Emergency Responders
IDD and Vulnerabilities

Table IV.C: Clinical Education Teams in FY19
Date
7/18/18
8/16/18
10/16/18
11/16/18
12/6/18
2/21/19
4/11/19
4/18/19
4/25/19
6/14/19

Title/Training Topic
Fetal Alcohol Spectrum DO
ASD and Psychosis
Traumatic Grief
Traumatic Grief
ASD and Psychosis
Sensory Processing
Fragile X
Fragile X
Fetal Alcohol and Psychosis
Fetal Alcohol Spectrum DO

National START Practice Groups
As part of the national START network and Professional Learning Community, NC START Central personnel
participate regularly in national practice groups with other professionals. These forums are opportunities to gain
knowledge and skills needed to improve system capacity. The goal of these groups is to ensure that all START teams
have the latest knowledge and technical support to provide evidence-based services. These study groups include:
The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
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Clinical Directors Study Group, facilitated by Jill Hinton, Ph.D.
Children’s Services Study Group facilitated by Karen Weigle, Ph.D.
Resource Center Directors Study Group, facilitated by Bob Scholz, M.S., LMHC
Medical Directors Study Group, facilitated by Karen Weigle, Ph.D. and Laurie Charlot, Ph.D.
Team Leaders Study Group, facilitated by David O’Neal, MS, and Alyce Benson, LCSW
National Program Director forums held quarterly facilitated by Andrea Caoili, LCSW and Alyce Benson, LCSW
National START Online Training Series, offered by the Center for START Services to START programs
The START National Training Institute chaired by Joan B. Beasley, Ph.D., Director of the Center for START Services

Summary


The NC Central team reported having diverse membership of their advisory council who actively attend
meetings and provide guidance.



The team has increased linkage agreements and reported positive experiences especially with several new
collaborations.



The NC Central team provided a wide array of training, community outreach and consultation services.



They conducted 9 CETs and received positive feedback, and have kept data regarding attendance. Some topics
were presented at multiple CETs.

Recommendations


Consider adding to or expanding the variety of topics addressed in CETs to include a focus on areas such as
recognizing anxiety and health conditions such as GI distress.



Continue efforts to collaborate with more agencies, schools and entities focused on providing care to youth.

Secondary Services
Specialized direct services to people at risk of emergency service use
Secondary services help to ensure that individuals are getting the supports they need to intervene effectively in times
of stress and avoid costly and restrictive emergency services.
All START programs offer the following planned, secondary services and time spent on these activities is tracked
in SIRS.


Intake/Assessment: Work done to determine the needs of the individual and their team, and the services to be
provided. Includes: Information/record gathering; intake meeting; completion of assessment tools; and START
action plan development.



Outreach: Any time the START Coordinator provides informal education or outreach to the system of support
related to general issues or those specific to the individual. Entities to which the START Coordinator may provide
outreach: families/natural supports, residential programs, day programs, schools, mental health facilities, or any
entity that may seek or need additional support and education.



Clinical Consultation: Consultations provided by the Clinical Director with community team members who support
individuals.



Medical Consultation: Consultation provided by the START Medical Director regarding medication and other
medical issues, includes collaboration with prescribing doctor.
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Cross System Crisis Planning: Completion of the Cross-Systems Crisis Intervention and Prevention Plan (CSCPIP)
includes collecting and reviewing relevant information; brainstorming with the team; developing/writing the plan
and distributing; reviewing and revising; and training and implementation the plan with the system of support.



Crisis Follow-Up: Time spent following up after a crisis contact. This includes facilitating emergency service
admissions and discharges, meetings with emergency service providers and follow-up on crisis plan
recommendations.



Facilitation of Planned Therapeutic Supports (Resource Center, Therapeutic Coaching): Work/coordination related
to preparing for and facilitating planned center based or in-home supports.



Comprehensive Service Evaluation (CSE): Completion of the CSE, including receiving and reviewing records;
interviewing the individual and system of support; writing the CSE; and reviewing recommendations through
development of an action plan.

Table IV.D shows the percent of individuals enrolled in the region who received planned START services during the
year. Since each individual enrolled in START is at a different stage of case activity and has unique strengths and
needs, not all individuals received all planned services throughout the reporting period.
Table IV.D: Provision of Planned START Clinical (Coordination) Services
NC START Central FY19 (n=394)
N
Utilization of Planned Services (% of Individuals)
Outreach
Intake/Assessment
CSCPIP
Clinical Consultation
Medical Consultation
Therapeutic Supports
Crisis Follow-Up

Children

Adults

n=184

Transitional
Youth
n=78

96%
98%
74%
48%
29%
27%
22%

100%
95%
86%
45%
47%
42%
26%

97%
97%
48%
55%
51%
52%
32%

n=132

START Intake and Assessment
All individuals who are enrolled in START services participate in the Intake/Assessment process in which the START
program gathers important historical and biopsychosocial information about the individual and their system of
support. This process informs the next step, which is the development of a START Action Plan, outlining specific
services and resources that START should provide. Assessment tools used during intake include the Aberrant Behavior
Checklist (ABC), Recent Stressors Questionnaire (RSQ), and START Action Plan. They are re-administered or updated
on a regular basis as long as the individual is enrolled and actively receiving START Services.
Table IV.E: Percentage of active individuals who received assessments/tools
Tool was completed

START Tools
START Action Plan
Aberrant Behavior Checklist (ABC)
Recent Stressors Questionnaire (RSQ)
Cross Systems Crisis Prevention and Intervention Plans (CSCPIPs)

98%
97%
97%
97%

Up-to-date
Current active only
98%
85%
N/A
93%
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Comprehensive Service Evaluation (CSE)

3%

N/A

Aberrant Behavior Checklist (ABC)
The Aberrant Behavior Checklist (ABC) is a 58-item informant report psychopathology rating tool designed
specifically for use with individuals with IDD (Aman, Burrow, & Wolford, 1997). The ABC is administered to START
service recipients at intake and again at 6-month intervals.
The ABC has been reported in the literature as an outcome measure, having demonstrated sensitivity to detecting
changes in psychopathology ratings over time. The ABC is used to determine if the provision of START services is
associated with reduced psychopathology ratings over a 6-month or greater period of time. When using the ABC, the
authors suggest use of the subscales, and not a total scale score. Subscales were analyzed via a factor analytic process,
and three of these have been reported in the literature as sensitive to treatment effects, including the Irritability,
Hyperactivity and Lethargy scales so these are reported below for FY19 NC START Central enrollees.
For this analysis, only individuals enrolled in START services for least 6 months of START service with at least two
ABC scores were included: adults/TY (n=184) and children (n=124). The average time between the two
administrations used in this analysis was 36 months for adults/TY and 16 months for children. Results show that
average scores decreased as shown in Tables IV.F and IV.G below.
Table IV.F: ABC Analysis (adults/transitional youth)
Mean Score
NC START Central (n=184)
Hyperactivity/Noncompliance
Irritability/Agitation
Lethargy/Social Withdrawal

Percent with
Improvement
72%
72%
58%

Initial

Most Recent

t Stat

19.13

12.51

7.55

P(T<=t) onetail
<0.00

19.49
11.23

12.20
7.83

7.94
4.42

<0.00
<0.00

Initial

Most Recent

t Stat

29.53

22.52

6.66

P(T<=t) onetail
<0.00

26.35

19.69

13.26

9.82

7.22
..
3.55

<0.00
<0.00

Alpha=0.05

Table IV.G: ABC Analysis (children)
Mean Score
NC START Central (n=124)
Hyperactivity/Noncompliance
Irritability/Agitation
Lethargy/Social Withdrawal

Percent with
Improvement
67%
74%
61%

Alpha=0.5

Summary


Assessment tools were reportedly up to date with the exception of Comprehensive Service Evaluations which
were only performed for 3% of the enrollees. It is expected that at least 15% of enrollees receive a CSE. All
coordinators are required to learn how to perform these as part of certification, but in general these need to
continue to be completed for any and all people who are continuing to face challenges over time.



The rates for time spent related to CSCPIP activities appears lower than expected (especially adults with only
48% having had work done), since all enrollees have a CSCPIP and plans require annual updates.
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The ABC subscale scores that are most used in studies that examine the effectiveness of clinical interventions
show that following START services, there is significant improvement across all three major areas. About 3/4
of enrollees improved in terms of the Irritability subscale score, the most frequently used to evaluate success
for reducing psychopathology in individuals with IDD.

Recommendations


The NC Central leadership should develop a method for identifying high risk cases and ensuring these receive
a CSE. For example, children or adults who had > 3-4 crisis calls might benefit from this kind of assessment as
would individuals being considered for a facility placement. Between 6-13% of inactivated cases this year
went to a facility placement or were incarcerated, and these may have been individuals who would be helped
by a CSE to prevent such outcomes.



The program should evaluate how CSCPIP time is documented, and how updates to the plans are being made
with the enrollee and their team. An improvement in documentation is required in this area.

Tertiary Services
Emergency interventions provided during a crisis
NC Central tertiary services include the time spent responding to crises, facilitating necessary emergency supports,
and transitioning individuals to facilities providing lower levels of care. An emergency contact is a call received by
the NC START Central team that requires immediate triage and response, likely resulting in an in-person emergency
assessment. Assessment can be conducted in a number of settings including: family home, residential setting, day
program, hospital emergency department, etc. In some cases, the on-call coordinator may provide consultation to
family or caregivers over the phone or may speak with the individual to help restore calm, and avert the need for
higher levels of intervention such as Mobile Crisis Management services or an ER visit.

Crisis Contacts
Table IV.H: FY19 Crisis Contacts
NC START Central
Variable
Crisis Contacts
Number of Individuals
Number of Crisis Contacts
Range of Contacts
Type of Intervention
In-Person
Phone Consultation
Average Length of In-Person Intervention
Crisis Disposition
Maintain Setting
Psychiatric Hospital Admission
Emergency Department
Medical Hospital Admission
START Therapeutic Services
Crisis Stabilization
Other (Incarcerated, Referral to services, “Other”)
Diverted from hospital or higher level of care

Children

FY19
Transitional Youth

Adults

28
61
(1-10)

11
23
(1-4)

36
68
(1-8)

37 (61%)
24 (39%)

18 (78%)
5 (22%)

56 (82%)
12 (18%)

4.4 hours

4.1 hours

3.7 hours

59 (75%)
1 (1%)
17 (22%)
2 (2%)
43%

19 (58%)
2 (6%)
7 (21%)
1 (3%)
1 (3%)
3 (9%)
42%

41 (59%)
3 (4%)
15 (21%)
2 (3%)
7 (10%)
1 (1%)
1 (1%)
56%
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Figure IV.A: Acute Crisis Contact Trends per FY

Summary


Of the 111 in-person crisis responses conducted in FY19 by NC START Central, 63% (n=70) were conducted
in the emergency department. This is an indication that the START program is receiving crisis calls too late in
the process to respond to the person’s home or day environment.



A few individuals were involved in a crisis contacts at a high frequency (between 9 for adults and 10 contacts
for youth).

Recommendations


The NC START Central leadership team should review crisis calls that occur in the emergency department and
develop a plan for these cases that provide additional support and outreach on the part of the clinical team.
The goal of these plans will be to encourage caregivers to contact START prior to contacting the police or
going to the emergency department if it is safe to do so.



A close look at crisis planning protocols are needed to increase calls to the crisis line at earlier stages.



Individuals using of the crisis line more than 3-4 times should receive a CSE.

Section V: START Therapeutic Supports
Resource Center
The following tables reflect utilization of the START Resource Center. The program has four beds, half of which are
designated for planned admissions. Planned admissions are intended to serve adults who live with their families or
natural supports and have not been able to use respite in more traditional settings due to ongoing behavioral health
concerns. Depending on the needs of the person and their family, the frequency and length of planned Center
admissions may vary but average about 4 days per admission. The other two beds are designated for emergency
admissions, which serve adult enrollees experiencing acute crises. Emergency admissions are longer and average
about 16 days, during which time, guests received assessment and individualized intervention and discharge
planning.
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Table V.A: Planned Center-Based Supports
NC START Central
Number of individuals admitted
Total number of admissions
Range of days
Avg LOS (days)
Total time spent in resource center (days)
Number of individuals with more than 1 admission
Percent of individuals with more than 1 admission
Occupancy Rate (2 beds)

FY19
58
131
1-16
4
517
39
67%
79%*

FY18
58
125
2-15
4
520
30
52%
71%

FY17
46
117
2-11
4
483
34
74%
66%

FY16
60
149
1-21
4
601
39
65%
82%

NC START Central
FY19
Number of individuals admitted
31
Total number of admissions
33
Range of days
3-33
Avg LOS (days)
16
Total time spent in resource center (days)
534
Number of individuals with more than 1 admission
2
Percent of individuals with more than 1 admission
6%
Occupancy Rate (2 beds)
81%*
*Available bed days for year was 667 planned and 662 emergency

FY18
25
34
2-31
17
565
7
28%
77%

FY17
24
31
3-30
16
469
3
13%
64%

FY16
24
28
4-35
22
624
4
17%
85%

Table V.B: Emergency Center-Based Supports

Therapeutic Coaching
NC START therapeutic coaching services (STC) are designed to be a short term, therapeutic service provided to an
individual in their current setting. The need for this service is determined by the Start Coordinator in collaboration
with the Clinical Director, STC team leader, individual and their circle of support. Person centered, positive
psychology-based approaches are used to address identified goals that help enhance an individual's social skills,
coping strategies, and other related skills while enhancing the system’s ability to support the individual through
psycho-education and training. Therapeutic coaching can be provided within a variety of settings. Currently, services
are provided within a family home, an individual's own home, group homes, day support programs, crisis centers, and
residential treatment facilities as part of a transition plan. The goal is to provide the individual and system with
enhanced understanding, skills and tools to successfully address stressful situations. Other outcomes include the
maintenance of the individual’s current residence and services and to assist the individual and team link to services.
Table V.C: Planned Therapeutic Coaching
NC START Central
Variable
Number of individuals admitted
Range of hours
Hours provided*

Planned Coaching
Children

Transitional Youth

Adults

41

7

4

1 to 31

1 to 43

2-70

600

168

128
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Table V.D: Emergency Therapeutic Coaching
Emergency Coaching
Variable

Children

Transitional Youth

Adults

13

4

1

Range of hours

1 to 7

1 to 3

6

Hours Provided*

46.25

6.5

6

Number of individuals admitted

* Some in-home episodes started in FY18 and continued into FY19. Total hours are from all individuals served at
some point in FY19.

Summary
Center-Based Supports


The Resource Center has maintained an 80% occupancy rate for both planned and crisis beds.



Recidivism rates for emergency center admissions decreased significantly compared to the previous year and
is well within the expected range.

Therapeutic Coaching


The NC START Central team provided almost one thousand hours of therapeutic coaching supports this fiscal
year. This is an excellent accomplishment and likely contributed to the lower rate of crisis calls and the
reduced numbers for emergency services use shown in other sections of this report.

Recommendations
Center-Based Supports


It may be helpful to initiate a workgroup to examine how the Resource Centers secure medication orders for
admission, including RC directors from other teams, to generate remedies for this challenge. It would be
helpful even if a group were to meet only 2 times and work on the problem remotely, possibly including a
survey of START medical directors for ideas.

Therapeutic Coaching


Consider studying the impact of the service on risk of losing placement or other outcomes. This may be a
poster topic for the 2020 START National Training Institute.

Conclusions and Recommendations for Fiscal Year 2020
Conclusions
During the FY19, the NC Central team maintained the largest ever census with a total of 394 individuals receiving
services, and also increased new enrollments. Like most START teams, the vast majority of individuals served have
aggression as one of their reported reasons for referral. Risk of losing placement remains a frequent referral concern
for individuals referred to NC START Central, and we have recommended tracking the effects of START services on
The Center for START Services is a program of the University of New Hampshire Institute on Disability/UCED
31

preventing placement loss in FY 2021. A significant proportion of individuals, especially youth, still live with family
and family needing help is also a referral concern noted at a high frequency (from half to nearly 65% of referred
individuals). Of note, a large number of youth were provided with in-home therapeutic coaching services.
The average length of stay (LOS) was 23 months for all individuals and for those individuals who achieved stable
functioning and were inactivated in FY19 (46%), the average LOS was 29 months. All of the child and transition aged
youth cases were referred from case managers. Adults are referred from a greater variety of sources. This year, NC
Central has linkages with schools and outpatient MH providers, and report more underway including collaborations
with VC and Associates (MH OPT), Wake Forest Medical School and Canyon Hills PRTF.
The rate of 2.5 psychiatric diagnoses per child and transition aged youth served by NC central is high. Such data often
point to diagnostic confusion, a constant area of work for START Teams. Despite many trainings with focus on trauma
informed care, the rates reported here for diagnoses of trauma related disorders and for anxiety are low at the time of
intake. This suggests that the community stakeholders continue to need support and training to increase their
recognition of these concerns. The notion that people may present with serious externalizing behaviors that are
primarily resulting from stress, loss and anxiety is often unidentified, resulting in a tendency to label significant
challenges as disruptive behavior disorders, mania and/or psychosis.
The NC Central team made significant progress in the area of primary services. In collaboration with the other NC
START teams they offered a Statewide Conference this year. They also partnered with Youth Villages and provided
training to help increase confidence and knowledge to strengthen work with individuals with dual IDD and
psychiatric disorders. Also, the NC Central team has been providing training to several PRTFs in both North and South
Carolina. The NC Central team continues to be very active with NC PAL, a grant funded pilot program offering child
psychiatry consultation to Primary Care Providers (PCP). The NC Central team provided training and consultation to
those involved in the project and has also participated in creating education materials for providers and families. It is
anticipated that the system will begin to reflect these important educational efforts and demonstrate improved
understanding of the health needs of youth with IDD over the coming years.
Assessment tools were reportedly up to date for the most part, most having been updated for over 90% of enrollees
except for Comprehensive Service Evaluations which were only performed for 3% of the NC central enrollees. It is
expected that at least 15% of enrollees receive a CSE. Since some enrollees needed repeated crisis contacts,
The ABC subscale scores that are most used in studies that examine the effectiveness of clinical interventions show
that following START services, there is significant improvement across all three major areas with the majority of
recipients showing improvements (about 3/4ths of adults and children improved in terms of the Irritability subscale
score, the most frequently used to evaluate success for reducing psychopathology in individuals with IDD).
The NC START Central team provided almost one thousand hours of therapeutic coaching supports this fiscal year.
This is an excellent accomplishment and likely contributed to the lower rate of crisis calls and the reduced numbers
for emergency service use shown in this report. The Resource Center has been able to make good use of the beds
available for both planned and crisis stays, at about 80% occupancy for each of these. Despite, this it would be
excellent to see even more use if at all possible. It was noted that some of the remaining barriers to this stem from the
problems arising related to securing up to date accurate medication orders, a problem faced by many START Teams.
The following are a comprehensive list of recommendations from the report. The NC START Central program will
develop an action plan to address the recommendations in the coming fiscal year.
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Recommendations for Fiscal Year 2020
Program Enrollment


Report on and use results from the upcoming family survey to inform START practices, especially how the
team engages and supports family members.



Using the new fields in SIRS, NC START should monitor placement status of those individuals identified as at
risk for placement loss and track the effects of START services on preventing placement loss in FY 2020.



Continue to educate community partners of the symptoms of mental health concerns and how these
frequently present in individuals with IDD with the goal of identifying the presences of these issues prior to
referral if possible.

Characteristics of Persons Served
Demographics


It is recommended that the NC Central team examine the effects of their services on preventing placement
loss (addressing the referral concerns of potential placement loss).



Continue current efforts to expand the attention given to cultural and linguistic competency



Continued education should focus on increasing capacity in the local system of care to collaborate to find
ways to reduce facility care and to maximize capacity to support individuals to remain in their family homes,
and generally have the least restrictive care options possible.



The NC START Central leadership should conduct an in depth review of cases in facility based care, to better
understand factors placing these individuals at such risk and to identify some possible remedies for the
factors that cut across the age groups or seem to impact multiple instances of risk.

Mental Health Conditions:


NC START Central should continue their training efforts that focus on how frequently anxiety is associated
with a history of trauma, sensory sensitivities and aggression/externalized behavior. In general, community
partners would benefit from support in recognizing how anxiety may drive externalizing behaviors.



It would be of interest to determine if some of the children enrolled appear to have features of an ASD but did
not have the diagnosis at referral. Some systems may need help to access appropriate diagnostic evaluation,
including more state-of-the-art assessments such as the ADOS an ADI-R.

Medical Conditions


The NC START leadership should discuss how their relationship with HRST could be maximized to promote
increased recognition of medical problems in their enrollees.



NC START central leadership should examine where or not medical diagnostic concerns are highlighted after
engaging in START services or in connection with HRST, so that all medical conditions are identified. The
team should examine how to ensure that the identification of health concerns for older enrollees is being
pursued.

Emergency Service Trends


Continue efforts to reduce emergency service use through primary and secondary level service provision.
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Continue to examine the reasons for high pre-enrollment rates by exploring potential contributing factors
(ex: family needs assistance, risk of out of home placement, funding type, chronic health concerns, etc.) and
proposed remedies.

START Clinical Team Services
Primary Services


Consider adding to or expanding the variety of topics addressed in CETs to include a focus on areas such as
recognizing anxiety and health conditions such as GI distress.



Continue efforts to collaborate with more agencies, schools and entities focused on providing care to youth.

Secondary Services


The NC Central leadership should develop a method for identifying high-risk cases and ensuring these receive
a CSE. For example, children or adults who had > 3-4 crisis calls might benefit from this kind of assessment, as
would individuals being considered for a facility placement. Between 6-13% of inactivated cases this year
went to a facility placement or were incarcerated, and these may have been individuals who would be helped
by a CSE to prevent such outcomes.



The program should evaluate how CSCPIP time is documented, and how updates to the plans are being made
with the enrollee and their team. An improvement in documentation is required in this area.

Tertiary Services


The NC START Central leadership team should review crisis calls that occur in the emergency department and
develop a plan for these cases that provide additional support and outreach on the part of the clinical team.
The goal of these plans will be to encourage caregivers to contact START prior to contacting the police or
going to the emergency department if it is safe to do so.



A close look at crisis planning protocols are needed to increase calls to the crisis line at earlier stages.



Individuals using of the crisis line more than 3-4 times should receive a CSE.

Therapeutic Supports
Center-Based Supports


It may be helpful to initiate a START initiative to examine how the Resource centers secure medication orders
for admission, including RC directors from other teams, to generate remedies for the problem noted above. It
would be helpful even if a group were to meet only 2 times and work on the problem remotely, possibly
including a survey of START medical directors for ideas.

Therapeutic Coaching


Continue the large number of hours of service. Consider studying the impact in terms of people at risk for
losing placement, or with regards to later outcomes for a SNTI poster project.
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