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Demographics

Objectivity and Aims

Definition: Long-Term Enrollee in Crisis (LTE-C)

LTE-C START Plan Leve ofInvolvement

Leveld Level3

Predictors of chronic mental illness in individua ks with intelle ¢t ual
disabilities include a combination of demographic, health, and
psychosocial factors. Women and older adults have higher rates
of mental il-health in this population. Additionally, low family
socioeconomic status and having asingle biological parentas a
caregiver are significant predictors[1-2] Comorbidityis yet
another predictor of chronicmental illness: the presenceof

chronic health ditions such as urinary i and
hearing impairments, are associated with increased risk of
mental illness. More severe intellectual disabilities and co-
ocurring conditions like autismspectrum disorder (ASD) and
attention-deficit/hyperactivity disorder (ADHD) also elevate the
risk[3][5] Certain genetic syndromes, such as Down syndrome
and fetal alcohol spectrum disorder, have specific psychiatric
profiles thatinfluence theriskof mental illness.[2](5]

Stressors such as changes in residence, family problems, or
trauma, significantly predicts mental health issues. Individuals
with ID are also atincreased risk fortrauma and abuse, which
can trigger or exacer bate psychiatric symptoms. [2-3]
Environmental factors: Sensitivity to e nvironmental changes,
such as variations in routine or inappropriate educational
placements, an contributeto psychiatric symptoms. The
transition from pediatric to adult services is another period of
increased risk for mental health problems.[2][6] Notonly
transitions, but the type of accommodation and supportan
individual receives has major impact on their ability to stabilize
[2-3].

Existingresearch, limited as it may be, demonstrates thatthe
reason that any given individual with IDDis chronically mentally
illis likely multifaceted and may indude demographic, health,
psychological, environmental and genetic factors. Ahalistic
multidisciplinary approach to care, including spedalized services
forparticular subsets of thelDD population (complex PTSD,
complex medical profile, appropriatehousingand community-
based supports) that @mmunicate effectively with each other
would best serve this population.

Who is getting better?
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Age

Level2 Levell

Former LTE-Cs

Gender

Case study 1

African American woman in her 30s with a long history of
foster care, residential care and years-long psychiatric
hospitalizations.

LE’s greatest struggles come from her fixed insistence that
sheispregnant, and her frustration at the lack of medical
care she is receiving for her baby (she is not pregnant).
Mild/M oderate Intellectual Disability, Autism Spectrum
Disorder, and numerous psychiatric diagnosesincluding
schizophrenia and schizoaffective disorder.

LE reached stability when she moved to a residence that
acknowledged her “pregnancy” and moved on rather than
confront heronit.

This enabled LE tofeel loved and cared for, and left her
willing to participate in activities that she enjoys. Sheis
finally enrolled ina dayhab after many years of waiting!

Case study 2

African American woman in her 20s with a history of residential
care and later abandonment by her adoptivefamily.
Mild/Moderate Intellectual Disability, Autism Spectrum Disorder,
and numerous psychiatric diagnoses including schizoaffective
disorder, bipolardisorder and borderline personality disorder.
START conceptualization was Complex PTSD.
START partnered with AP’s residence to help bring her to activities
she likes now rat her than waituntil she is “stable enough.”

. Loves thenail salon, hair salon, visiting pet stores

to see dogs.

Use of Linkage
Svcs.

USECRSIS LINE IN PAST 3 MONTHS

Black/African American people are already
overrepresented in NY START (45% of enrollees vs.
20% of NYC population) HOWEVER, they makeup

RACE OF ALL ENROLLEES
77% of LTE-Cs.

Asian
6%

Bladk
45%

RACE OF LTE-CS

Hispanic
23%

Hispani

N Black

2% LTE-C ages 7%

e . L . e None of our LTE-Cs are over 35

e 21% of current enrollees are over 35
. Mean age of START adult is 30 years

Under
18

18-24 25-29 3034

Al Enrollees Gender

32%‘

* Male

LTE-C Gender

68%

= Male = Female * Female

75% of LTE-Cs enrolled over 4 years are female

*Our team does not currently sup port anyone who does notidentify as either female or male*

Use of Services

2 notEligible for
USEOFRESOURCECENTER

Resource Center
No due to age
No 8%
33% 9 notEligible for
Resource Center
Yes due to state

67% restrictions

KCU: An inpatient

Been to KCU (ifeligible) Been to ETU T e o e
with comorbid behavioral

health and DD needs
' ETU: Extended Treatment

Unit a med um-tem
residential treatment facility
(trauma-infom ed care, high

staffing mtios)

Note: the “yes” wasat ETU
currently

= Yes * Waitlist * No
= Yes = OnWaitlist = No 0%

Diagnoses

Psychiatric

Medically
fragile:having 2
ormore
chronicm edical
conditions
and/or one
severe medical
condition
(epilepsy,
genetic
disorder,
serious cardiac
condition)

Medically Fragile

6% ',

- Yes - No

Medical

Recommendations

In-depth review of PERMA for LTE-Cs
Further explore ADHD and it's impacton LTE-
Cs-werethese individuals able to access
bestmedicines duringthe shortage?
MoreCollaboration with the system to
support PTSD and ADHD

Investigate why the roles of race and
genderhave such animpact.
| i i icand

causes.

Explore therole of polypharmagy in LTE-Cs

Deeper diveinto medical complexities.

Explore access to medical care (already

exploring gyn)

O Assess for unidentified or

identified painas a

contributorto

psychological distress

. Whatis the impact that the
lack of spedalized
Women's Health has on
the over-representation of
womenamongst LTE-Cs?

. Explore stronger
healthcare part nerships
outside of Premier Health
(our own clinic).
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LTE-C Formal Psychiatric Diagnoses

Over-representation of ADHD — 53%
of LTE-Cs have ADHD vs. about 6-16%
of children in USA
(https://www.cdc.gov/adhd/data/inde

x.html)

Under-representation of PTSD — 15%
of LTE-Cs vs. an exp ected 30-80%

. START conceptualizes 84% of
LTE-Cs have PTSD
START Conceptualization agrees with
. formal diagnoses for 30% of LTE-Cs
& . 3 males with ADHD
diagnoses
. 1 male with Substance Use

Disorder diagnosis

4 with sus pected or known Physical Abuse history
4 with sus pected or known Sexual Abuse History

6 with a history of foster care (familial/non-
familial) or chidhood institutionalization

8 with history of Other Significant Trauma (medical
% trauma, loss of parents, significant move)

People in at least 1category: 84%

People who fell into 2 or more categories: 53%

Findings

ADHD : Patticuladyin males who also have a tmuma history
. Missed PTSD: Missed/m isunderstood trauma is gender-specific female)
and diten d agnosed at Schizoaffective dis arder or impulse control/m cod
dys reguation disorder
. Gender (female)

. Far both Case Studies (and in ather exam ples we have seen) it tooksignificant time for residences to
support PERMA (or in both case examples, am ove to am are open and wiling resi dence)
. In'sam e instances of LTE-Cs, this is an identified barrier to s bility however is difficult to capture

How We Have Used this Information
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