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Objectives:  

 Recognize the need for quality mental health services for 
individuals with intellectual and other developmental 
disabilities (IDD)

 Recognize the current system limitations related to mental 
health services for individuals with IDD

 Identify the challenges in diagnosing and treating 
individuals with co-occurring IDD and mental health 
conditions

 Understand the impact of trauma on individuals with IDD

 Recognize the paradigm shift that needs to occur
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Whole Person
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 All aspects of life impact 
each other

 Overlap in biological, 
psychological and social 
factors, and strengths 
contribute to a person’s 
overall mental health 

 Always consider trauma 
and take a trauma-
informed care approach 



What are we doing now?

 We frequently, and often incorrectly, attribute behaviors to the 
disability.

 We focus on behavior—“challenging behaviors,” “behavior 
interventions,” “behavior needs,” “behavior plans,” etc., etc.

 We often try to manage behaviors through some type of 
authority/control/compliance model.

 We focus on challenging behaviors and crisis intervention instead 
of the mental health and wellness of people with IDD.

Why is it that when your IQ is over 75 you have a “mental health 
condition” that needs assessment and treatment, but if your IQ is 
low you have “behaviors” that need managing?
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Reframe the Message

Behavior Management Plan Positive Behavior Support Plan

People with IDD sometimes have 

challenging behavior.

IDD does not cause challenging 

behavior.  Everyone sometimes has 

“challenging” behavior.

People with IDD can have challenges 

with effective verbal communication and 

may use behavior to express 

themselves. 

Behavior management plans are for the 

person with IDD.

Behavior support plans are for the 

support staff / caregiver.

Behavior management plans help the 

person change their behavior.

Behavior support plans can support a 

person to gain skills and improve 

mental wellness.

The only way to help a person with IDD 

who has challenging behavior is with a 

behavior plan and medication.

People with IDD can participate in many 

therapeutic and wellness activities just 

like anyone else. 
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Co-occurring Mental Health Needs (N)

 National statistics indicate that 30-35% of all people with 
an IDD have a co-occurring psychiatric disorder (NADD)

 About 25% of all individuals with IDD have some 
level of anxiety throughout their lives, versus 18% 
in general population.  

 Anxiety disorders are also likely underdiagnosed in 
the IDD population, as worry and general anxiety 
are abstract concepts needed to accurately 
diagnose anxiety.
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What mental health conditions do children 
and adults with IDD experience?

 The same mental health conditions as anyone else 
including depression, schizophrenia, bipolar, anxiety, 
compulsive disorders, post-traumatic stress, etc., etc., 
etc.

 They just experience these conditions at higher rates 
than the general population.
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Focus on Recovery

 The Substance Abuse and Mental Health Services Administration 
(SAMHSA), part of the US Department of Health and Human 
Services, defines recovery as “a process of change through which 
individuals improve their health and wellness, live a self-directed 
life, and strive to reach their full potential.” The mental health 
system in Texas is a recovery-based system. However, the principles 
of recovery have not been incorporated into our system of care for 
people with IDD. 
http://www.samhsa.gov/newsroom/advisories/1112223420.aspx

 We need to develop a recovery-focused approach to care for 
people with co-occurring IDD and mental health conditions. We 
know that people living with mental illness can recover and people 
with IDD deserve that opportunity.
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Challenges in Assessing, Diagnosing, and Treating 
Mental Illness and Trauma in People with IDD

 Overshadowing

 Communication challenges

 Lack of expertise in both the mental health field and in the IDD 
field

 Extended time it takes to assess (requires talking to more than 
just the patient; must interview critical caregivers, family, etc.)

 Professional biases – belief that evidence-based mental health 
treatments don’t work on this population

 Mental health workforce shortage – especially those with 
experience working with people with IDD
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Challenges (continued)

 Limited cross-agency coordination

 Treating the behavior instead of the underlying mental 
health or medical condition; ease of using medication

 Failure to address the impact of past trauma

 Lack of consideration of people with IDD in state mental 
health policy

People with IDD deserve the same state-of-the-art mental 
health treatment as everyone else.
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Trauma
 Trauma comes in many forms. Traumatic experiences can include: abuse and/or 

neglect, witnessing violence, abandonment or the loss of a loved one, traumatic 
grief, bullying, a natural disaster or car accident, painful medical treatment, 
school violence, and more.

 Trauma can be caused by the culmination of multiple events or can result after a 
single episode.

 It comes from experiences that are physically or emotionally harmful, life 
threatening, and has lasting effects on the person. 

 Trauma causes an emotional response which results in feelings of fear, threat to 
life, horror, and helplessness. 

 These effects can impact mental, physical, social, emotional and spiritual well-
being. 

 It has direct impact on the way we perceive ourselves and how we behave and 
respond to people, environment, demands, etc.
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Why is this important to people with IDD 
and those supporting them?

 High rates of abuse, including physical, sexual, and 
emotional

 High rates of bullying

 Victims and/or witnesses of violent crimes

 Family stress can turn into family violence

 Institutionalization

 Abandonment and isolation

 Restraint and seclusion
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Prevalence of Abuse and Victimization

 People with IDD experience 
trauma at a much higher 
rates than people without a 
disability. 

 Includes trauma related to 
abuse, neglect, 
institutionalization, restraint 
and seclusion, extended 
hospitalizations, 
abandonment, bullying and 
other forms of 
maltreatment.
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Financial abuse/exploitation for people with an IDD – 15.3%
*Percentages add up to more than 100 % because some

children/people were victims of more than one type of maltreatment.
http://disability-abuse.com

http://disability-abuse.com/


Prevalence of Abuse and Victimization (cont.) 

 Children with a disability are 3.4 times more likely to be 
abused compared to children without disabilities

 People with IDD have the highest rates of violent 
victimization

 Incidents are under-reported

 Abuse is often ongoing 

 Inherent imbalance of power
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Adverse Childhood Experiences (ACEs)

 ACEs are stressful or traumatic 
events experienced in childhood:
 Abuse (physical, sexual, emotional)

 Neglect

 Intimate partner violence (witnessing)

 Mother treated badly

 Substance misuse within household

 Household mental illness

 Parental separation or divorce

 Incarcerated household member

 ACEs have negative, long-lasting 
effects on health and well-being
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PTSD in People with IDD 

 Events that may not usually be considered traumatic can 

lead to PTSD (i.e., moving to a new residence)

 More often exposed to conditions that are known to contribute 

to the development of PTSD (interpersonal violence and abuse, 

lower intellectual level, inadequate social and familial support, 

etc.)

 May be more vulnerable and easily hurt by these events because 

they may not be able to process their thoughts as easily as others, 

or may have less access to social supports
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The science of trauma

 When trauma occurs or past traumas are triggered, the brain 
reverts to its reptilian stage of survival. 

 Fight

 Flight 

 Freeze 

 Person perceives that he/she is in danger.

 Rational mind shuts down and reverts to survival mode.

 When trauma is triggered, individual reverts back to the same 
state as when the trauma occurred.

 This is not a teachable moment! Especially true for children with 
IDD.
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Trauma Triggers

 A trigger is something that happens in the present that 
reminds the person of the negative past incident

 Triggers are sights, sounds, smells or touches that 
remind a person of trauma

 When a person is triggered they re-experience, or re-live
the trauma 

 When a person is triggered they believe that he or she is 
in Danger

 When a person is in a trauma response this is not the 
“Teachable Moment”
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Trauma Responses

Trauma 
Trigger

Fight

Freeze

Flight

 Running away (eloping)

 Getting irrationally upset

 Aggression

 Self-injurious behavior

 Selective mutism

 “Non-compliance”

 “False allegations”

 Being “manipulative”

 “Attention seeking”

 Avoidance

 Ritualistic behavior
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The Behavioral Pyramid (K. Harvey)

Behavioral Issues:

 Emotions Expressed

 Often Rooted in 
Trauma

When we only address the behavior, we miss the true cause 
and root of difficulties. (K. Harvey)

BEHAVIOR

EMOTION

TRAUMA



Grounding Strategies

 Be aware of triggers in the person’s environment

 Listening to the person’s feelings 

 Acknowledge the fear and empathize

 Being patient and undemanding

 Not engaging in power struggles

 Offering an alternative situation or stimulation that is 
calming such as deep breathing, music, or going to a 
sensory room

 Use “grounding” strategies to help the person stay 
present and in reality
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Trauma-Informed Care

 Trauma-Informed Care (TIC) is a framework that guides 
our principles, day-to-day operations, and relationships by 
creating:

 A culture that recognizes, understands, prevents, and 
responds

 Is sensitive to the impact of trauma on individuals, 
families, and the workforce.

 TIC creates a safe environment for all individuals impacted 
by trauma by helping rebuild a sense of control, 
awareness, and empowerment that can foster recovery 
and resilience.
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Trauma-Informed Care

Shifts the focus from “What is wrong with you?”
to

“What happened to you?”
23



Hellen Keller: Example of Shifting Our Focus 
to be Trauma-Informed

 Helen Keller (1880-1968) was the first individual with deaf-
blindness to graduate from college with her Bachelor’s 
degree. 

 She obtained employment with the American Foundation for 
the Blind and worked for the organization for over 40 years.

 She was a prolific author, lecturer, and activist.  

 During seven trips between 1946 and 1957, she visited 35 
countries on five continents, meeting world leaders such as 
Winston Churchill, Jawaharlal Nehru, and Golda Meir.
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Quotes from “The Story of My Life” (1902) 
by Helen Keller

 “I do not remember when I first realized that I was different from other people; but I knew it 
before my teacher came to me. I had noticed that my mother and my friends did not use 
signs as I did when they wanted anything done, but talked with their mouths. Sometimes I 
stood between two persons who were conversing and touched their lips. I could not 
understand, and was vexed. I moved my lips and gesticulated frantically without result. This 
made me so angry at times that I kicked and screamed until I was exhausted.” – Chapter 2

 “Meanwhile the desire to express myself grew. The few signs I used became less and less 
adequate, and my failures to make myself understood were invariably followed by outbursts 
of passion.  I felt as if invisible hands were holding me, and I made frantic efforts to free 
myself…I generally broke down in tears and physical exhaustion.  If my mother happened to 
be near I crept into her arms, too miserable even to remember the cause of the tempest.  
After a while the need of some means of communication became so urgent that these 
outbursts occurred daily, sometimes hourly.” – Chapter 3

 “Sometimes, it is true, a sense of isolation enfolds me like a cold mist as I sit alone and wait 
at life’s shut gate. Beyond there is light, and music, and sweet companionship; but I may not 
enter. Fate, silent, pitiless, bars the way…Silence sits immense upon my soul. Then comes 
hope with a smile and whispers, ‘There is joy is self-forgetfulness.’ So I try to make the light 
in others’ eyes my sun, the music in others’ ears my symphony, the smile on others’ lips my 
happiness.” – Chapter 22 25



Adjusting Your Point of View Will 
Facilitate Wellness and Recovery

 Popular understanding of young Helen Keller is not Trauma-
Informed
 In Tuscumbia, Alabama, an illness leaves infant Helen 

Keller blind, deaf, and consequently mute (deaf-mute).1 Pitied and 
badly spoiled by her parents, Helen is taught no discipline and, by 
the age of six, grows into a wild, angry, tantrum-throwing child in 
control of the household. Desperate, the Kellers hire Annie 
Sullivan to serve as governess and teacher for their daughter. 

 Helen did not characterize herself as spoiled and undisciplined – a 
troublemaker. She describes herself as: 
 Being unable to understand and, as a result, she is vexed;
 Frustration at being unable to express herself, and inability to be 

understood;
 Feelings of isolation
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Adversity and Toxic Stress More 
Common to People with Disabilities

 Barriers to easily gathering information about the events, 
actions, the environment, and other people

 Barriers to being able to anticipate upcoming events

 Barriers to recognizing others and forming relationships and 
connections

 Barriers to communicating interests and needs

 Feeling of isolation or loneliness

 Feeling of anxiety or depression
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Ingredients Necessary for Post-Trauma 
Recovery (K. Harvey)

Safety

ConnectionEmpowerment
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Establishing Safety

 It is essential that you build trust  

 Ask about the person’s interests  

 Be genuine

 Acknowledge that the person may have some level of anxiety 
and explore options they may take to feel more comfortable 

 Recognize that your role in the relationship is inherently one 
of unequal power
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Establishing Connection

 Many people with an IDD are not given the 
opportunity or support to have meaningful social 
connections of their own choosing

 Be genuine and show dignity and respect

 Gets to know the person

 Spend time with the person doing things they 
enjoy



Empowerment

 Support people to:

 Learn about themselves

 Identify their inherent strengths

 Develop a positive sense of identity

 Foster creativity and imagination 

 Make sure they have real choices over their life

 Positive Identity Development
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The Importance of Positive 
Identify Development

 Too often people with disabilities identify themselves as the person 
that “can’t.”  “I can’t read.” “I can’t drive.” “I can’t take care of myself.”  
“I can’t go to college.” 

 Many times the inner dialogue is even worse. People with IDD often 
identify themselves as being “bad.”  “I get in trouble.” “I have 
behaviors.”  “I need a behavior management plan.” “I have to be 
segregated.” “I’m not like the other kids.”

 People living with IDD can blame themselves for the abuse they 
experience.

 We need to change the way individuals with IDD perceive themselves.

 Positive Identity Development, Karyn Harvey, Ph.D.

32



Things to think about…
 Approach the person by trying to determine “What 

happened to him/her?”, “How can I help?,” instead of 
asking “What’s wrong with him/her?”

 Focus on building a trusting relationship by supporting the 
person rather than making choices for him or her.

 Remember that behavior is a form of communication and 
try to determine what the person is trying to tell you 
through the behavior.  

 Instead of simply trying to change or manage an person’s 
behavior, consider seeking consultation by a mental health 
professional.

 Be person-centered
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What’s being done in Texas?

 Road to Recovery Training

 “Transition Support Teams”

 Office of Disability Prevention for Children

 HHSC online IDD training modules and on-going training opportunities

 Statewide Behavioral Health Strategic Plan and development of 
Statewide IDD Strategic Plan

 Behavioral Health Advisory Committee Budget Recommendations

 Hogg Foundation Training Module for NAMI National

 FY 20/21 LAR Exceptional Item Requests

 Trauma-Informed Care Transformation Initiative

 Community Resource Coordination Groups
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MHW-IDD Training Modules

Modules for Direct Service Workers

 Co-occurring Disorders: IDD and 
Mental Illness

 Trauma-informed Care for 
Individuals with IDD

 Functional Behavior Assessment 
and Behavior Support

 Overview of Genetic Syndromes 
Associated with IDD

 Overview of Medical Diagnoses 
Associated with IDD

 Putting It All Together: Supports 
and Strategies for Direct Service 
Workers

Modules for Health Care Professionals 

 Integrated Healthcare for 
Individuals with IDD – for health 
care professionals (HCPs)

 Communicating with Individuals 
with IDD – for HCPs

 Trauma-informed Care for Clinical 
Providers – for HCPs

35WWW.MHWIDD.COM
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A partnership between the 

National Child Traumatic Stress Network and the 

Hogg Foundation for Mental Health

This toolkit is available free of charge at the following website:

https://www.nctsn.org/resources/road-recovery-supporting-children-intellectual-and-developmental-disabilities-who-have

https://www.nctsn.org/resources/road-recovery-supporting-children-intellectual-and-developmental-disabilities-who-have
https://www.nctsn.org/resources/road-recovery-supporting-children-intellectual-and-developmental-disabilities-who-have


Road to Recovery Training Modules

Module One: Setting the Stage

Module Two: Development, IDD & Trauma

Module Three: Traumatic Stress Responses in Children with IDD

Module Four: Child & Family Well-Being & Resilience 

Module Five: IDD- & Trauma-Informed Services & Treatment

Module Six: Provider Self-Care



WRAP – Wellness Recovery Action Plan

 A personal wellness and recovery system to create a plan for:

 feeling well

 help you feel better if you are not feeling well

 A WRAP Workbook for People with Developmental 
Distinctions

Copeland Center

PO Box 6471, Brattleboro, VT  05302
(802) 254-5335

A WRAP Workbook for People with Developmental 
Distinctions developed collaboratively with people with 
disabilities.
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And Around the Nation…
 Kennedy Krieger Institute at Johns Hopkins University

 Developing assessment tools specific to youth with IDD

 Zucker School of Medicine at Hofstra/Northwell, Northwell Health, Long 
Island Jewish Medical Center

 Evaluating mental health/trauma treatment methodologies specific to 
children with IDD

 Virginia Commonwealth University

 Developing training toolkit for trauma-informed care for adults with IDD

 NADD

 National association focused on the mental health needs of individuals 
with IDD

 National Child Traumatic Stress Network

 Workgroup developing information and guidance for families
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What needs to change in Texas?

 Cross-division/agency collaboration – Coordinate cross-agency efforts to address 
the mental health needs of individuals with IDD. This coordination should look 
past historic practices and existing organizational structures and develop new 
expectations that people with IDD will have access to the same mental health 
treatment as anyone else.  The goal should be recovery.

 Recognize that substantial improvement is needed;

 Prioritize the development of expertise and capacity across 
divisions/agencies;

 Promote the use of non-pharmacological treatment – psycho-social, 
behavioral, and cognitive therapies;

 Increase expectations that people with IDD will receive quality mental health 
services by developing standards of care in policies and practices that are 
recovery-based; and

 Develop a guide for providers and caregivers to provide a framework to 
improve access to quality mental health services for people with IDD.
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What do WE need to do?

 Question current behavior management practices.

 Ask more questions, i.e., “Have you considered depression, 
anxiety, or trauma?”  Force professionals to consider the 
possibility of underlying mental health or medical conditions.

 Stop looking for “what’s wrong” with people and start asking 
“what has happened to them,” and what that did to them.

 Move from a culture of control and compliance to one of 
respect and support.

 Look at current behavior management practices to determine 
if trauma is being exacerbated.
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What else?

 Expect trauma-informed care and other evidence-
based mental health treatment and practices 
including early identification and treatment.

 Start asking different questions – force others to 
think about the mental health of folks with IDD.

 Don’t settle for the status quo.

 Request better assessments.

 Demand better treatment.
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Additional Resources

 Karyn Harvey, Ph.D. – Positive Identify Development 

 Karyn Harvey, Ph.D. – Trauma-Informed Behavioral 
Interventions, What Works and What Doesn’t

 National Child Traumatic Stress Network – Child Welfare 
Trauma Training Toolkit, Trauma Training Toolkit for Workers 
in the Juvenile Justice System, and much, much more.

 NADD – National Association of People with Developmental 
Disabilities and Mental Health Challenges, www.nadd.org

 Copeland Center - WRAP for People with DD

 PO Box 6471, Brattleboro, VT  05302
(802) 254-5335
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And More Resources

 Mental Health Wellness for Individuals with IDD Web-based Training 
www.mhwidd.com

 National Association of State Directors of Developmental Disabilities 
Services (NASDDDS) Trauma-Informed Care Resource Library 
https://tinyurl.com/yb982nt9

 Road Recovery Supporting Children with Intellectual and Developmental 
Disabilities Who Have Experienced Trauma https://tinyurl.com/y82l9883

 National Association of State Mental Health Program Directors (NASHPD), 
The Vital Role of Specialized Approaches: Persons with Intellectual and 
Developmental Disabilities in the Mental Health System, 2017 
https://tinyurl.com/y7mg7gj4

 A Trauma-Informed Toolkit for Providers in the Field of Intellectual & 
Developmental Disabilities https://tinyurl.com/ya3rnf67

 Texas Education Agency, Hurricane Harvey Mental Health Resources for 
children and youth with specialized needs https://tinyurl.com/y7sawbbo

http://www.mhwidd.com/
https://tinyurl.com/yb982nt9
https://tinyurl.com/y82l9883
https://tinyurl.com/y7mg7gj4
https://tinyurl.com/ya3rnf67
https://tinyurl.com/y7sawbbo
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