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Importance of Dual Diagnosis @
» Size of population
* \Worse outcomes

 Barriers to services
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388 valid In-
Person Surveys
completed in

2023-2024

Prevalence of

mental and

behavioral health

diagnoses

35%

30%

25%

20%

15%

10%

5%

0%

Diagnoses

1% 10%
8% 8%I

31% 30%
28%
| 5%‘
Mood Anxiety
Disorder Disorder

® lllinois m National Average

Behavior
Challenges

Psychoﬂc
Disorder

@

Other
Psychiatric
Disorder



NCI Support Needs

e Support needs:
o Self-injurious behavior: 22%
o Disruptive behavior: 40%

o Destructive behavior: 25%

+ 56% take at least one medication to manage a
psychiatric disorder or behavioral challenge

* [llinois has significantly more people who have a
behavior plan (38% vs. 27% NCI average)



PUNS & Other DDD Data

e 2.1% of active PUNS cases have a dual
diagnosis (as of 11/13/2025)

« Support Service Teams (SST): $7M

« Stabilization Homes (SH): $11.5M
o State looking to expand SHs



lllinois Crisis Prevention Network ©
« 88% of referrals had a dual diagnosis (2022)

* Top reasons for referral:
o Physical aggression: 67%

o Property destruction: 39%
o Verbal aggression: 33%

o Elopement: 21%

o Self-injurious behavior: 7%



Transitions out of SODCs

° Only Includes transitions Number of Psychiatric Diagnoses
out of SODCs between Three or

More Dxs

July 1, 2016 and June 30, 10%
2022 (n = 483)

None
36%

« 64% had at least one Tw&gxs/
psychiatric diagnosis °

e 36.2% returned to a
SODC because of a
behavioral reason (n = 94

total returns) One Dx



Needs as Identified in Interviews @

 Need for accessible, high-quality mental health services for people with dual diagnosis

 Need to apply evidence-based transition models for people leaving SODCs to
community programs

« Lack of step-down services for helping people transition to less intensive levels of care

* Inadequate discharge policies of people with dual diagnosis leaving both SODCs and
community programs

» Overrepresentation of people with dual diagnosis in jails and prisons without treatment,
especially in southern lllinois

« Lack of public hospital psychiatric units willing to accept patients with dual diagnosis



Short Video ©

Let’s hear from people with dual diagnosis
about their needs

Common Ground

Trauma Informed Working with People with Learning Disabilities
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https://vimeo.com/814525759?fl=pl&fe=sh#t=1m12s&end=2m46s

Project Overview




Background

lllinois Training Initiative to Support People with Intellectual and
Developmental Disabilities (IDD) with Co-Occurring Mental or
Behavioral Health (MH) Disabilities

Five-year grant funded by the Administration for Community Living

A collaboration between:

o UIC’s Institute on Disability and Human Development (Pl: Tamar
Heller)

o UIC’s Center on Mental Health Services Research and Policy,
Department of Psychiatry (Co-Pl: Judith Cook)



Aims

* Convene a multi-disciplinary team of
developmental disabilities and
mental/behavioral health stakeholders

» Strengthen cross-systems collaboration



Project Findings




Provider Survey ®

* Conducted a provider survey to identify needs
for training

* 43 respondents:

o 94%: providers of both mental health and
developmental disabilities

o 14%: mental health only
o 33%: developmental disabilities only



Training Needs and Gaps

* Needs:

o Comprehensive support for people with a dual
diagnosis

o Resources for families
« (Gaps:
o Peer support
o Recovery-oriented models



Strengths and Barriers @

» Limited recognition of treatable mental health
conditions

* Limited availability of programs
* Cultural competency a strength
« Lack of awareness of services and supports

 Lack of referral confidence



Challenges

» Unaddressed mental health issues

» Lack of mental health recovery focus
» ADility to address mental health needs

* Tendency to focus on behavioral issues
rather than emotional issues



Essential Training and Services @

« Specific training is needed to prepare a dual diagnosis
workforce (86.4%)

* Providers need exposure to and experience with people with
dual diagnosis (69.1%)

« Effective mental health treatments need to be tailored to the
needs of people with developmental disabilities (80.0%)

« Better service coordination is needed (69.8%)

* Collaboration between developmental disabilities residential
services and mental health services is needed (76.4%)



Delphi Survey @

» Asked respondents to select the 5 training
topics from a list that they thought were
most important

* n=14



Delphi Survey Findings

*  Priority topics for training:
o Trauma-informed care of people with a dual diagnosis (50%)
o Crisis intervention/de-escalation (50%)

o  Short and long-term mental health treatment models (46%)

 Topics as resources:
o  Emoation regulation training and support
o Aging individuals with a dual diagnosis and future planning
o Needs of diverse racial/ethnic groups of people with dual diagnosis and their families

o Available resources for people with dual diagnosis in lllinois and nationwide



Key Informant Interviews

e Semi-structured interviews

* n = 8 people knowledgeable about mental
health services for people with dual
diagnosis

o Program directors/administrators, clinicians,
and advocates



Needed Policy Changes

Need for formal collaboration including regular, ongoing
meetings between state agencies involved in serving
people with dual diagnosis

Need to include training about serving people with dual
diagnosis in state-mandated provider training and clinical
courses taught in lllinois’ colleges and universities

Need for state to prioritize trauma-informed treatment
environments in dual diagnosis service programs



NTI Project Resources
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What is the Dual Diagnosis Training Initiative?

The lllinois Training Initiative to Support People with Dual-Diagnosis is a collaboration between the UIC University Center of Excellence in
Developmental Disabilities (UCEDD), Department of Disability and Human Development, and the UIC Center on Mental Health Services Research
and Policy (CMHSRP), Department of Psychiatry. The aims of this 5-year initiative are to:

. Identify needs and service gaps for people with dual-diagnosis including underserved communities through an environmental scan;
. Develop an action plan to improve coordination between service providers;

. ldentify needs and service gaps for people with dual-diagnosis including underserved communities through an environmental scan;

1
2
3
4. Develop an action plan to improve coordination between service providers;
5. Develop, implement, and disseminate sustainable training; and

6

. Sustain cross-systems integration.

The initiative has formed a Consortium Action Network (CAN) with members from state stakeholders, services providers, and people with
disabilities. The CAN will work to identify state priorities in existing services for people with dual diagnosis, develop sustainable training to promote

ongoing collaboration between the IDD and mental health systems, and consider any needed changes in policies and practices to promote access

to services.

Funding

The project is funded through a grant from the Administration of Community Living.
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Consortium Action Network (CAN)

The Consortium Action Network (CAN) will:

= Work on identifying state priorities in existing services for people with dual diagnoses.
» Develop sustainable training to promote ongoing collaboration between the two systems.
« Consider any needed changes in policies and practices to promote access to services.

Partners

The CAN partners meet quarterly and includes representatives from the following organizations:
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Our Team

Tamar Heller

Co-Principal Investigator

Frances Aranda

Co-Investigator

Randa Abdelrahim

Project Coordinator

Susan Kahan

Training Coordinator

Resources ~

Judith Cook

Co-Principal Investigator

Caitlin Crabb

Co-Investigator

AN
T.J. Gordon

Self-Advocate Specialist

7
%‘* lllinois Dual Diagnosis Training Initiative

Kueifang_(Kelly)_Hsieh

Co-Investigator

Beth Marks

Co-Investigator

Jae Jin Pak

Consumer Advocate
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What is Dual Diagnosis?

Dual diagnosis refers to simultaneously experiencing an intellectual or developmental disability (IDD) along with a mental health condition. IDD may
encompass physical or cognitive limitations that impact essential life activities, while mental health disorders can involve medical, environmental,
emotional, or psychiatric factors.

Intellectual disability and developmental disability are often referred to together using the IDD acronym. Intellectual disability involves a notable
limitation in intellectual functioning and adaptive behavior that manifests before the age of 18 and is a type of developmental disability. On the other
hand, a developmental disability is a disability that arises during the developmental stage and may or may not involve intellectual limitations
(Lineberry et al., 2023). Research shows that individuals with IDD have higher rates of mental health conditions compared to those without IDD (Lin
et al., 2021, Lineberry et al., 2023) potentially up to four times more likely than the general population (Cooper et al., 2007).

People with IDD and co-occurring mental health conditions are often under-diagnosed, untreated, or inappropriately diagnosed because symptoms
of mental iliness often present differently in individuals with IDD. The process of accurately diagnosing psychiatric conditions becomes increasingly
challenging as intellectual functioning decreases (Hsieh et al., 2020). Referrals to a psychiatrist are commonly made for individuals exhibiting self-
harm, aggression, impulsivity, hyperactivity, or significant changes in behavior.
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125.1.49

Lin, E., Balogh, R., Chung, H., Dobranowski, K., Durbin, A., Volpe, T., & Lunsky, Y. (2021). Looking across health and healthcare cutcomes for
people with intellectual and developmental disabilities and psychiatric disorders: Population-based longitudinal study. The British Journal of
Psychiatry, 218(1), 51-57. https://doi.org/10.1192/bjp.2020.202
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01091-4
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Assessment and Diagnostic Tools

Screening Adults with IDD for Common Mental Health Disorders

Adults with IDD are at greater risk of developing psychiatric disorders than those without IDD (Lineberry et al., 2023). Diagnostic overshadowing
refers to the tendency of service providers to misattribute symptoms of psychiatric disorder to IDD, which means that psychiatric symptoms go

unrecognized and remain untreated with negative consequences for the person’s health and well-being (DellArmo & Tasseé, 2024). Below we
present freely available screening instruments that can be used to determine whether a person is experiencing emotional distress at levels
indicating the need for referral to a mental health professional. These are not diagnostic instruments and diagnostic assessment should only be

done by a trained mental health clinician. At the bottom of the page are links to information on additional behavioral health assessments for people
with IDD, many of which are proprietary and/or require training to administer.



MH Assessment
Infographic

¢ communication challenges
¢ testing barriers

¢ enhancing assessment
environments
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¢ facilitating communication
(especially non-verbal)
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Improving Assessment of Adults with Co-Occurring Intellectual &
Developmental Disability & Mental Health Challenges
Melani Lopera, BA, Frances Aranda, PhD, Jessica A. Jonikas, MA, & Judith A. Cook, PhD
UIC Center on Mental Health Services Research and Policy

Scope of the Problem

Approximately 7.37 million Americans
have an intellectual or developmental
disability (IDD) and 40% of these also
have mental health (MH) challenges.
This requires mental health
assessment & care that many providers
do not feel equipped to deliver.

Patient Communication Challenges

Difficulty describing symptoms, time
frames, triggers, & memories
Inability to communicate emotional
distress verbally, which can lead to
destructive or self-destructive
behaviors

Sensory deficits reduce tolerance for
medical visits.

Barriers to accurate psychiatric assessment

Multiday assessments that require ongoing visits, focused
attention, & tolerance for numerous questions

Provider beliefs that people with IDD-MH may not be competent
to speak for themselves & lack decision-making skills.

Underdiagnosis, misdiagnosis, & lack of referrals to specialty

Enhancing environment
Creating low-sensory waiting & exam rooms.

Allowing patients to wait in their cars or
outside.
Using calming tools & strategies such as
stress balls, adult coloring books, lowered
light & no TV.

Facilitating communication

Using plain language, short sentences, &
word/phrases that patients themselves use.
Building in extra time for appointments to allow
patients time to process information & respond.

Using communication aids such as Books Beyond
Words & Talking Mats.

services

Improving assessment process

Using interdisciplinary teams to support patients
including peer supporters, advocates, community
or residential staff, personal assistants, & family.

Scheduling extra time for appointments to allow
patients time to process information & respond.

Paying attention to body language & non-verbal
communication.

Improving medication management

Using teams that include IDD targeted behavior
analysts to evaluate need for medication.

Clearly delineating target symptoms/behaviors that
medications willimprove for ongoing evaluation.

Prescribing minimum effective doses, trying new
medications in the absence of improvement, &
attempting periodic drug reductions.

Referring to concurrent psychological therapy & self-
management education.
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Glasgow Depression Scale

The Glasgow Depression Scale is a brief 20-item self-report depression tool for people with 100,
which also has a 18-item carer supplement form. The full scale is availabla in the appendix of this
article (Cuthill et al., 2003).

This scale has besn adapted with illustrations for use with people with intellecteal and develoomental
disabilities.

Glasgow Anxiety Scale

The Glasgow Anxiety Scale is a bref 27-item selfreport tool to assess symptoms of anziety among
people with IDD. |t does not have an carer informant version. The full scale is available in the
appendiz of this article (Mindham & Espie, 2003).

This scale has been adapted with illustrations for use with people with intellectesl and develoomental
disabilities.

Impact of Event Scale—intellectual Disabilities (IESIDS)

The Impact of Event Scale—Intellectual Disakilities (|IES-10s) is a 22-item scale that messures
symptoms of post-traumnatic stress disorder (FTSO) in people with intellectusl disabilties (Hall 2t
al., 2014). The full scale is available via this link

MH ASSESSMENT &
DIAGNOSTIC TOOLS

Rusansitg Mantal Hashcs
Gomcerne n Adutts with
It fisal Bisabslities

Wayne State University: Assessing Mental Health Concerns in Adults with Intellectual
Disabilities

Wayne State University compiled a list of assessment tools available for people with intellectual and

developmental disabilities.

= UMSW Sydney Assessment Scales for People with Intellectual and Developmental Disabilities
- UMEW Syndney compiled a list of assessment tools available for people with intellectual and
e developmental disabilities.
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Services and Resources in lllinois

Navigating the landscape of services for individuals with a dual di is of intell I and devel | disabilities and mental health conditions
can be challenging. lllincis offers a range of specialized resources designed to meet the unique needs of this population. Below are some
resources related to key services available across the state, helping families, caregivers, and individuals to connect with the right support systems.
The below information describes what is currently available to support people with a dual diagnosis in lllinois.

24 Hour Stabilization Services

24-hour stabilization services include stabilization homes and will eventually include transition
homes.

Stabilization homes are for people who are “experiencing acute behavioral health conditions” while
living in the community. Without intervention, these individuals are at risk of losing their current
- IDHs placement and/or lack a permanent community placement. These homes are designed to provide
m temporary stabilization services outside of an individual's current home with the intent to return back

24-H
our to their home

Stabilization Services
Providers of stabilization homes are required te have one QIDP per home, one Board Certified
Behavior Analyst (BCBA) per home, psychiatric services, and other staff (nurses and management)
as needed to ensure treatment goals are met.

Referrals to 24-hour stabilization services are made to providers by the Division of Developmental
Disabilities.

Support Services Teams (SSTs)

The Support Services Teams (SSTs) provide interdisciplinary i and training to
people with developmental disabilities with have medical or behavioral support needs that make it
difficult for them to successfully live in the community. The SSTs observe, assess, evaluate, consult

P IDHS with family members and providers working to support the person and provide training as necessary.
ﬂ . There are six locations throughout lllincis in Rockford, Chicago. New Lenox, Peoria, Springfield, and
Support Services Team Carbondale The lllinois Crisis Prevention Network (ICPN) is the SST service provider. The ICPN is

operated as a partnership between Trinity Services and The Hope Institute for Children and Families.
Kim Shontz, LCSW, and Amie Burke, BCBA, are the statewide Directors for ICPN. Referrals to the
ICPN for SST services are made by the Division of Developmental Disabilities. For more information,
please visit: Support Services Teams (SSTs): https:/fwww.dhs state il us/ipage.aspx?item=50861 or
contact DHS. DDDSST@illinois.gov.

IAG Behavioral Health Center (BHC)

Individual Advocacy Group (IAG) recognized the need for behavioral health services to the greater
community. While IAG therapists specialize in supporting adults with intellectual disabil
also wellHtrained in various mental health needs of children and adults in the community. Located in
Romeoville outside of Chicago, IAG's Behavioral Health Center offers affordable and accessible
mental healthcare and treatment planning for individuals, families, and groups.

ies, they are

Services offered: individual psychotherapy, group therapy, family therapy, behavior therapy, creative
+ therapies, case mar i Yy nent
>

INDIVIDUAL
Al

——eroup—

Insurance accepted:

s Medicaid: Meridian, BCBS. Molina, Aetna, & Cigna/Evernoth
= Commercial: BCBS PPO
s Coming Soon: Medicare

Contact:

iagbhc@iaginc org
630-755-0053
Location:

30 Phelps Ave
Romeoville, IL 60446

lllinois Crisis Prevention Network (ICPN)

lllingis Crisis Prevention Network (ICPN) is a partnership between Trinity Services and Hope, funded
by lllincis Department of Human Services — Division of Developmental Disabilities (DHS-DDD). The

5 linols Crisis ICPN administers the Support Services Teams (SST) program which serves the entire state of lllinois.

etwork Referrals to ICPN come from DHS-DDD to support people with intellectual and developmental

disabilities, many of whom are dually diagnosed or have medical support needs. ICPN provides
community-based services and supports to the children and adults who are referred, as well as their
families, provider agencies, schools, places of employment, and community day service programs.
For more information, please visit: hitps:/ficpn.org.
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Community Capacity Report Webinar

This archived webinar covers the lllinois Community Capacity Report described above.

Community Capacity to Provide Mental/Behavioral Health Services

This video research brief covers the 2021 article Lulinski, A. & Heller, T. (2021) Community capacity
to provide mental/behavioral health services for individuals with intellectual and developmental
disabilities Transitioning from state operated developmental centers. Intellectual and Developmental
Disabiliies, 39 (3) 224-238. The full article is available here.

Dual Diagnosis Webinar

This webinar from the lllinois Division of Developmental Disabilities in September 2022 discusses
ways to support people with a dual diagnosis. Speakers included Randa Abdelrahim from the
Institute on Disability and Human Development; Charlene Bennett, the CEO of a DD-provider agency
in lllinois (Individual Advocacy Group, |AG); Curtis Harris, a self-advocate with a dual diagnosis; and
Joy Decker, then Deputy Director of Community Services within the Illinois Division of Developmental
Disabilities. The webinar discussed the project that this website grew out of (Randa, National Training
Initiative). Charlene discussed how |AG supports people with dual diagnoses and more significant
support needs through interdisciplinary collaboration; strategies to mitigate risk; dignity of risk



Ava Bullard's advocacy helped change laws in Georgia to increase aceess to behavioral supports for people with developmental disabilities.

IN THEIR OWN WORDS

Stephanie discusses her experience with depression, amdiety, and autism.

o Once a non-verbal child with autism, Ava hopes her story will help other kids with specisl needs

aﬁ Mental Health & Autism: My Expenience with Depression

. DEPRESSION:
L

EXPERIENC

Hear from Curtis Hasris, an advocate with dual diagnosis, who describes his wellness jourmey and the legal and political advocacy work he has
done in lllinois.

T ARC 1114 VIDED

Texas mentzl health peer support specialist. Jordan Smelfey, tafks about the recovery support needs of people with dua! diagnosis.

Presenter:

Jordan Smelley is a Mental Health Peer
Su t Specialist in Texas and a
person in long-term recovery from
Intellectual and Developmental
Differences with Co-occurring Mental
Health challenges.

Watch on @alse 2FEZ




Acceptance and Commitment Therapy (ACT): Empowering
Individuals Through Mindfulness and Acceptance

otherspy that emphasizes mindfulness, acceptance, and personal values to help

Acceptance and Commitment Therapy (ACT) is 2 form of psy
individusls navigste life's challenges. Unlike tradstional therspies that focus on ekminating negative thoughts and feslings, ACT encourages.
embracing them as a natural part of the human experience. By fostering psychological fiexibility, ACT helps individuals lead more mesningful and

fulfilling lives.

Core Principles of ACT

MODELS OF CARE

Crisis Intervention and De-Escalation

Acceptance: Leaming to acocept thoughts and feslings without judgment.

Cog

ve Defusion: Reducing the impact of negative thoughts by changing how one relates to them

Eeing Present: Cultivating mindfulness to stay engaged in the cument moment.

Crisis de-escalation entails employing techniques and strategies to effectively manage and mitigate the intensity of a crisis situation. This involves
communicating thoughtfully with individuals who may be experiencing heightened emations, stress, or aggression, to prevent the situstion from
escalating. The main objective of crisis de-escalation is to priorifize the safety of all parties involved and foster a calm and supportive atmosphere.

Self-as-Context: Developing a sense of seif that is separate from thoughts and feslings.
Walues Clarification: |dentifying what truly matters to the individual.
Committed Action: Taking steps aligned with personal values.

oo pawN S

ACT for Individuals with a Dual Diagnosis

Understanding Dual Diagnosis

ndniduals with intellectual and developmental disabilities (IDDs) may exparience challenges in cognitive functioning and adapiive behaviors. &
dual diagnosis ocours when someone with IDD also has a mental heaith condition, such as amdety or depression. Addressing beth the IDD and

the mental health condition is crucial for owverall well-being.

How ACT Benefits Individuals with Dual Diagnosis

Adaptable Techniques: ACT s flexible approach can be tailored to meet the unique nesds of individuals with IDD.
- Enhancing Communication: Encourages expression of thoughts and fesiings in a supportive emvirenment.

Building Life Skills: Focuses on developing coping straiegies that improwe daily functoning.
*  Promoting Independence: Empowers individuals to make choices aligned with their values.

Tailored Interventions

Professionals trained in ACT can medify therapeutic techniques to accormmedate varying levels of cognitive and communicative abilities. Visual
sids. simphified language. and interactive activities are often employed to enhance understanding and engagement.

Resources and Support
Finding a Qualified Therapist

When seeking ACT for someone with IDD or a dual diagnesis, it's impartant to find a therapist experienced in both ACT and working with
individuals with these conditions. Consider the following steps:

* Consult Healthcare Providers: Ask dociors or specialists for refarrals to qualified therspists.

- Professional Organizations: Visit websites like the Association for Contextual Behavieral Science to find ACT praciifioners.

= Local Support Groups: Connect with community onganizations that support individuals with IDD for recormmendations.
Educational Materials

Books and Workbooks

Accessible literature designed for diverse reading levels can reinforce therapy sessions. such as the following:

Self Help PLUS [SH+): A Group-Baced Stress M: Course for Adults

The Seif-halp Plus tool developed by the World Health Organization that incorporated ACT for
stress management

AGT Msde Simpie offers clear explanations of the six ACT processes and 3 set of real-worid
fips and solutions for rapidly and effiectively implementing them in your practice. This book
gives you everything you need to start using ACT with your ciients for impressive results.

Get Out of

. Get Out of Your Mind and Into Yowr Life: The New Acceptance and Commitment Therapy
ur viinc

This easy-read self-help workbook offers step-by-step exercises that are sirsightforward and
can be adapted to different cognitive levels.

C

De-escalation Training in Nlinois
These are just a few examples of crisis de-escalation training options available in llingis. It's important to research and choose a training program

that best fifs the spacific neads and requirements of the individuals or organizations sesking crisis de-escalation training.

n llingis, crisis de-escalation training is provided to law enforcement officers, security professionals, nurses, and staff in specialized mental health

rehabilitation faciliies. Here are some key points about crisis de-escalation training in llinois.

BIRET

1

SHIELD AND STAR

CIT Courses

The Ilinois Law Enforcement Training and Standards Board {ILET 5B} provides state-cerified
T) training to law enforcement officers throughout llEnois. This

Crisis Intervention Team
specialized. one-week. 40-hour program offers intensive training on assisting individuals in the
community who have a mental illnass or other behavioral disability.

Extrity Services is a company that offers crisis de-escalation and verbal de-escalation training in
INinois. They provide licensed, trained, and insured security professionals with ongaing certification in
crisis de-escalation techniques. Their training programs focus on reinforcing crisis management
technigues and teaching advanced security methods.

The Crisis Preve n Institute (CPI) is a leading provider of trauma-informed de-escalation training
for educators and support staff. They offer scalable and customizable training solutions to ensure that
all staff receive the appropriate de-escalation skills and techniques based on their role and risk level.
CPI's training programs have been shown to decrease challenging behavior, improve academic
success, and increase staff retention. Training in Specialized Mental Health Rehabilitation Facilities:
Crisis Prevention Institute (CPI) offers training programs for staff in specialized mental health
rehabiftation facilities in [Ninois. Their training focuses on prevention and de-escalation techniques,
alternatives to restraint, and evaluating the risk of harm.

Shield and Star Training Inc. is a training organization in lllinois that offers crisis management and
de-escalation fraining. They provide specialized training for law enforcement officers, including Crisis
Intervention Team {CIT} courses. The president and primary frainer, Brian, has extensive experience

in teaching crisis intervention and de-escatation techniques.

The lllincis State Board of ion updated their quidelines, prompting schoals like Braun
Educational Center to seek new training programs that could help staff support student success and

well-being through proactive de-escalation. CP1 iraining was implemented at Braun Educational
Center, with all staff recenving training at the beginning of every school year and monthly refreshers to
ensure that de-escalation skills are consistently practiced.

D ion Training for Workers: The Crisis C: Group offers a Crisis
Prevention and Intervention Training course that includes lessons on verbal de-escalation, conflict
resolution, effective communication, sel-regulation, and self-awarenass. This course is
recommended for healthcane workers.




Trauma-Informed Care

Trauma-Informed Care (TIC) for individuats with intellzctual and developmental disabilities {IDD) is an approach that recognizes the unigue ways
trauma can impact people with IDD. It emphasizes understanding, recognizing. and responding to the effects of all types of trawma while

considering the specific needs and vulnerabiliies of people with IDD. TIC creates a safe and supportive environment. promotes empowerrnent, and
awvoids re-traumnatization by ensuring that senices are tailored to the indwvidual's cognitive, emobonal, and behavioral needs. The approach invohies M 0 D E LS O F ‘ A R E
collaboration across caregivers, professionals, and the community to foster resibence and healing.

‘ideo: Trauma Informed Care for People with Intellectual and Developmental Disabilities

This video developed by the llingis MTI gives a brief introduction to trauma informed care, covering

the following learming objectives: Recovery_orientEd Care

* Identify the & Principles of 2 Trauma Informed Approach, as outlined by the Substance Abuse and Recovery-Criented Care for indhiduals with intellectual and developmental disabilities (|00 emphasizes a holistic approach to healthcare that

Mental Health Senvice Administration (SAMHSA) goes beyond addressing immediate medical needs. [t fosters an environment whers individuals are empowered to achieve their personal goals,
s Define trauma informed care develop meaningful relationships, and participate fully in their communities. This approach is person-centered. recagnizing the unique strengths,
= |dentify why people with intellectual and developmental disabilities are at higher risk for trauma preferences, and aspirations of each individual. Use the links below to learn about specific Recovery-Oriented Interventions for People with

* Recognize the effects of trauma on people’s behavior, lives, and wellbeing nitelb=ctual and Developmental Disabilities and Mental Health challenges.

Autistic and OK

Wideo: Creating Trauma-Informed Environments: A Guide for Families of People with Autistic
/ CALATIG Intellectual and Developmental Disabilities and Mental Health Conditions The Autistic and O program consists of 3 series of mental health and wellbeing group sessions led
r' o momaTs _ ) o o . . by peers with autism. It cowers four topics including understanding and managing arcaety,
Lo This 20-minute wideo training was developed by the lllinois NTI to support family caregivers of people depression, bullying, and obsessive-compulsive disarder {OCD).
| with intellectual and developmental disabilties (IDD) and mental health conditions in creating trauma-

informed environments for their famiky members.

A Guide for Providers on Supporting Families to Create Trauma-informed Environments Wellness Recovery Action Plan (WRAP)E for People with Developmental Distincfions

. . P . - . - Wellness Recovery Action Flan (WRAP]) i i ram that hel,
This guide was developed by the lllinois NTI for providers of people with intellecteal disabilities and s ry Action Flan { }is an evidenoe hased program that helps people learn how

dual diagnosis. It covers some steps for informing families about a trauma-informed approach and
how to create trauma-informed emvironments for their loved ones. it covers key tips for this process

to seff-manage their mental health and weliness.

including:
ez * Making training accessible Feeling Down: Looking After My Mental Health
5 = Being sensifive to families’ needs

Feeling Down is an easy-to-read, user-friendly, interactive guide developed collsboratively by people
with learming disabilities, service providers, and researchers. It is designed to help people with
intellectual and developmental disabilities take care of their mental health with the support of thedr

= Agting as partners, and
=  Emphasizing trauma-informed environments as a supplement to other types of trestment

family, fiends, and service providers.

Website, Dr. Karyn Harvey

Seeking_Safety for People with Intellectual and Developmental Disabilities
works published works, including her books on positive identity development and trasma-informed
behavioral interventions For people with intellectual and Developmental Disabilities. Additionally, the
website details the various services Dr. Harvey provides, such as direct onsite training, keynote

H Dr. Karyn Harvey's website offers free resources as well as information about Harvey's published

The Sesking Safety intervention is an evidence-bazed. present-focused counseling model 1o help
people attain safety from trauma andior addiction. It can be delivered in group or individual sessions.

. . . It directly addresses trauma, but without requiring participants to delve into the trauma narrative.
speaking. webinars, and more, both virbeally and in-person.

Exploring Mental Health Together Peer Mentoring Program

Exploring_Recovery: Futures of Trauma-Informed Care

This peer mentaring proegran was developed in collaboration with and specifically for young adults
with |DD and co-oecurming mental health conditions. In this program, a young adult with IDD and a
co-occurring mental health condition mentors another youwng adult to support identification and

This toalkit from the Mational Institute of Health and A of Liz campaign covers the topic of trauma-

informed care. The All of Us campaign is helping to improve mental health and substance use
independent use of strategies to cope with mental health symptoms.

recovery reseanch.




Policy
Ilinocis Policy Issues Impacting Services for People with Dual Diagnosis

Surveys and interviews with over 50 llinois senvice providers, agency administrators, advocacy organization leaders, and other key informants.
identified several policy issues and challenges impacting people with dual diagnosis which are described below. A recant presentation highlights
and expands on some of these issues (This presentation is linked below).

Provider workforce shortage due to low pay. high turnover, and large proportions of unfilled positions at programs serving the dual diagnosis
population.

Cwer-reliance on crisis services results in inefficient allocation of resources to a small sub-group of those needing treatment and support, and
under-funding of community care.

State agencies’ case records often lack historical informnation needed to identify, diagnose, and treat trauma amaong people with IDD.

Cwer-use of polypharmacy and lack of coordination bebween preseribers working with people with dual diagnosis.

Conmnmnunity mental health programs lack financial incentives, inadequate programn structure, and clinical skills fraining to serve peogle with IDD.
especially those without spoken language and those with lower cognitive abilibes.

Lack of inclusion of information about dual diagnosis in clnical couwrses tawght in |linois’ colleges and universities.

Meed for state to priontize trauma nformed treatrment environments in IDD and mental health service programs.

Mesd for 3 wide range of [anguage translation services in senvice delivery settings across the state.

\While providers generally report knowiedge of culturally competent approaches, difficulty recruiting and hiring cutturally diverse staff at both
management and direct senvice levels impact the ability of community agencies to work with diverse individuals and families.

Meed for greater adoption of evidence-based transition models for people exiting state operated developmental centers  to comemunity
prOgrams.

Inadequate discharge policies covering people with dual diagnosis exiting both state- operated developmental centers and commumnity programs.
Lack of step-down services for helping people transition between levels of care.

Meed for formal collaboration including regular, ongoing meetings between state agencies involved in serving people with IDD and mental health
challenges.

People with dual diagnosis reside in jails and prisons without treatment, especially in the southern part of the state.

Lack of public hospitals with psychiatric units willing to accept patients with dual diagnosis.

lllinois Landscape Presentation

Lol o This presentation, from the AUCD 2023 Conference, ouflines the Landscape of dual diagnosis
services and policy in llEnois. This presentation was developed as part of the lllinois NTI project by
Randa Abdelrahim, Tamar Heller, Judith Cook, Frances Arands, & Caitlin Crabb.

Midpoint Assessment of Choate's 3-Year Transition Plan

In March 2023, llnois Governor JB Pritzker announced his plan to repurpose Choate Developmental
Center, located in downstate Anna, Ilinois. This report from Equip for Equality describes the status of
the three-year plan to repurpose Choate. Specifically. the report outfines barriers to transitioning
people out of Choate and recommendations to address the bamiers. Recommendations include
enswring access to mental health care, specifically for people with a dual diagnosis.




Health Promotion for Dual Diagnosis

Research shows that individuals with [DD are maore likedy to experience poor health, have unmet healthcare needs, be a victim of abuse, including @
physical, mental, and sexual abuse, and not live as long as people without intellectual and’or developmental disabilities. Additionally, anahyses of

South Carolina’s Medicaid data showed that from 2001-2011, Medicaid members with DD had more than 21,000 potentially avoidable visits to the

emergency department (COC, 2018).

Resources for Health Promotion By Category

Learm More Live More

Eat Well Rect Well

References
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The Arc of lllinois Family Support Hetwork

The Family Support Network works to uncover the resources, funding, and senices needed to help
peaple with developmental disabilities live fulfilling lives in their own homes. By focusing on the
needs of both family members and individuals, they help break down barriers to clear the way for
lomg-term success.

‘Wideo: Creating Trauma-Informed Environments: A Guide for Families of People with
Intellectual and Developmental Disabilities and Mental Health Conditions

This 20-minute video training was developed by the lllinois NTI to swpport family caregivers of people
with dual diagnosis of intellectual and developmental disabilities (IDD) and mental health conditions
in creating trauma-informed emvironments for their family members.

lllinois® Division of Specialized Care for Children (DSCC)

Parents and caregivers of children with special healthcare needs should have a strong support
cystern. The University of lllinois Chicago's Division of Specialized Care for Children {OISCC) is here
to coordinate that suppart. OSCC is a statewide program that partners with llinois families and
communities to help children with special healthcare needs connect to the services and resources.
necessary to reach their full potential. Each state receives federal funds to improve the health of
children and youth with special healthcare needs. DSCC has been the designated program for llinois
since 1837 DECC guides familes through their child's joumey with a medical condition. We also
work with doctors, schools and commumnity groups to create a seamless support system. Our team
partners with famifies to develop a plan of care that addresses a child's medical, social, behavioral,
educational and financial needs. This process is called care coordination. It is free for all children with
eligible medical conditions, regardless of their family's income lewel.

Supporting lllincis Brothers and Sisters (SIB 5)

SIBS works to support siblings of people with disabilities in [llinois by connecting them with
information, networking opportunities, and resources to improve the quality of life for the entire family.
SIBS provides siblings. parents, and professionals with information and resources on topics of
cpecial imterest, such as future planning needs. navigating the llinois service system, and
understanding the wnique needs of siblings. 51BS connects siblings to peer supports through social
gatherings, onfine chat groups, and education events. 5185 equips siblings with tools to advocate for
their siblings with disabdities.

FAMILY SUPPORT

Family Support Research

Below we summarize the results of studies of family caregivers of people with dual diagnosis. Topics include family experiences with seeking
senices for their relative, dealing with a relative’'s worsening mental health during the pandemic, and educational approaches designed to help
family caregivers support their relative's mental heslth. Links to study descriptions and the articles themselves are provided, where available.
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Family Caregiver Experiences Referring Relatives for Mental Health Services

In this study of familly caregiver experiences referring thewr relative to a national crisis intervention
program for IDD and mental health issues, low levels of satisfaction were found. Under half of
families were satisfied with mental treatment their relative received. They reported gaps in the
following areas: crisis; night and weekend services; choice of services and providers; communication
and coordination between providers; and specialized provider training. Caregiving fathers were less
satisfied than mothers.

Family Caregiver Observations of Relative’s Worsening Mental Health During the Pandemic

This was an intemational survey of 12 countries that examined family and non-family caregivers’
experiences with the mental health of people with IDD whom they supported during the pandamic.
Family caregivers observed increases in depression/anxiety, sterectypad behaviors, and aggression
towards others in the people they supported. Families reported reducing or ceasing employment and
absorbing additional costs when supporting their family member. Significant predictors of low family
caregiver wellbeing included: 1) observing negative changes in the mood of the person they
supported; 2) residing with the person in the family home; 3) restrictions in visits to and from other
family and friends; and 4) dissatisfaction with the level of support provided to their family member.

Family Caregiver Satisfaction with a Virtual Course on Supporting their Relative’s Mental
Health

This study evaluates the impact on family caregivers of 3 G-week virtual course designed to help
them suppaort the mental health and well-being of their relative with ID0. Family caregivers who
participated in the course reported improved seff-efficacy and sense of well-being after completing it,
and thes= gains were maintained at follow-up. In particular, they reported significant improvement in
their ability to support and manage the mental health of their family member. They also expressed
high levels of satisfaction with the course, especially opporiunities to share strategies with other
families, the ease with which course content was understandsble, and a high level of interest in the
course material.

Comrelates of Caregiver Experiences Among Parents of Adults with Autism

This study looked at the factors that impacted caregiving burden, satisfacbon. and efficacy among
parents of adults with autism in lllinois through a survey. The results found that greater planning for
the future related to higher caregiving satisfaction. Additionally, grester community involvement
related to higher caregiving self-efficacy. Lower choicemaking of the individual with autism was
associated with greater caregiving safisfaction and selfefficacy. Greater caregiving burden was
related to greater maladaptive behaviors and poor health of the individual with autism.



Proposed Medicaid Changes &

Dual Diagnosis



Medicaid and Dual Diagnosis

Stricter work reporting requirements & more frequent
redetermination reviews — potentially jeopardizes coverage
Application process will be more complex - less accessible,
especially to people with disabilities & their families
Limitations on tax structure — may reduce ability to finance
state Medicaid programs

Access to home and community-based services will be
threatened (optional services used frequently by people with
dual diagnosis)

Less access to prescription drugs

https://www.americanprogress.org/article/federal-medicaid-cuts-would-force-states-to-eliminate-

services-for-disabled-adults-older-adults-and-children/

@
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Illinois’ CCBHC Initiative ©

Under a federal initiative, a
special designation made by Must serve everyonein a Receive an enhanced
the State of lllinois for s designated region regardless e Medicaid rate (prospective
community behavioral of age or ability to pay payment system or PPS)
health programs

L. . Not required to provide core
Must serve individuals with developmental disability

developmental disabilities if services but must ensure access Can bill for dual diagnosis
they also have a qualifying to mandated mental health patients at the PPS rate

behavioral health diagnosis /substance use disorder services
for people with dual diagnosis

CCBHC = Certified Community Behavioral Health Clinic



CCBHC Mandated Services

Federally Mandated

1.
2.

Crisis Services Treatment Planning

Screening, Assessment, Diagnosis & Risk
Assessment

Outpatient Mental Health & Substance Use
Services

Targeted Case Management

Outpatient Primary Care Screening &
Monitoring

Community-Based MH Care for Veterans
Peer, Family Support & Counselor Services

Psychiatric Rehabilitation Service

lllinois Mandated Screening

Utilizing nationally recognized and validated
instruments, the following screening must be
available to customers:

o Substance Use Disorder Screening;
o Mental Health Disorder Screening;
o Physical Health Screening; and

o Developmental Screening (including for
autism)

https://hfs.illinois.qov/content/dam/soi/en/web/hfs/medicalproviders/ccbhc/lllinoisccbhcservicerequirements.pdf



https://hfs.illinois.gov/content/dam/soi/en/web/hfs/medicalproviders/ccbhc/Illinoisccbhcservicerequirements.pdf

Allowable Place of Service Codes ©

. 02 — Telehealth provided other than in patient’s home . 31 — Skilled nursing facility

. 03 — School . 32 — Nursing facility

. 04 — Homeless shelter . 33 — Specialized mental health rehabilitation facility
. 10 — Telehealth provided in patient’'s home . 34 — Hospice

. 11 — Office . 51 — Inpatient psychiatric facility

. 12 — Home . 52 — Psychiatric facility — partial hospitalization

. 13 — Assisted living facility . 53 — Community Mental Health Center

. 14 — Group home . 54 — Intermediate care facility/individuals with intellectual
. 15 — Mobile unit disabilities

. 20 — Urgent care facility . 55 — Substance use disorder residential

. 21 — Inpatient Hospital . 56 — Psychiatric residential treatment facility

. 22 — On-campus outpatient hospital . 57 — Substance use disorder treatment site

. 23 — Emergency room — hospital ) 71 = Public health clinic

. 26 — Military treatment facility ) 99 — Other place of service

. 27 — Outreach site/street

https://hfs.illinois.qgov/content/dam/soi/en/web/hfs/sitecollectiondocuments/ccbcbillingoverviewwebinar09122024.pdf



https://hfs.illinois.gov/content/dam/soi/en/web/hfs/sitecollectiondocuments/ccbcbillingoverviewwebinar09122024.pdf

CCBHCs in lllinois ©

«  Centerstone of lllinois, Inc. — Alton . Human Resources Development Institute (HRDI)

«  Chestnut Health Systems — Bellville and Granite — Chicago

City, Heritage Behavioral Health Center, Inc. — Lutheran Social Services of lllinois (LSSI) —
Decatur Chicago

«  The Robert Young Center for Community Mental
Health (Mercer) — Moline

Thresholds (Dincin) — Chicago

Thresholds (McHenry) — Woodstock
«  The Robert Young Center for Community Mental ,

Bridgeway, Inc. — Galesburg
Health (Rock Island) — Rock Island

The Link & Option Center, Inc. — South Holland
. Rosecrance, Inc. (Champaign) — Champaign

*  Preferred Family Healthcare, Inc. (dba Clarity
Rosecrance, Inc. (Winnebago) — Rockford Healthcare) — Quincy

*  Sinnissippi Centers, Inc. — Dixon «  Transitions of Western lllinois — Quincy

. Ecker Center for Behavioral Health — Elgin . Trilogy Behavioral Health, Inc. — Chicago

https://hfs.illinois.gov/imedicalproviders/certifiedcommunitybasedhealthcenterinitiative/provisionally-certified-ccbhc-
locations.html
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Abbreviations

« CCBHC: Community Certified Behavioral
Health Center

 NCI: National Core Indicators
« SODC: State operated developmental center
 SSH: Short Term Stablilization Home

o SST: Support Services Team



Thank you!

Judith A. Cook,

Caitlin Crabb,


mailto:jcook@uic.edu
https://www.center4healthandsdc.org/
mailto:ccrabb2@uic.edu
http://illinoisdualdiagnosis.com/
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