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Presentation Notes
This presentation was developed to complement a new training manual called: Creating Inclusive Program Environments for Youth with Different Abilities.

We use the term “youth with different abilities” to focus on young people who are living with often undisclosed or invisible disabilities. In the training we discuss how young people experience these disabilities or conditions, how that may be interfering with program activities and learning, and what we can do to make program environments more inclusive and receptive to learning needs young people may have.

This web presentation will provide additional background information about these disabilities or different abilities.
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Presentation Notes
A few words about myself and my background.

My name is Jutta Dotterweich. I am the director of training at the ACT for Youth Center for Community Action at Cornell University.

For the past 20 years I have been involved in training and curriculum development in the area of positive youth development, adolescent development, and adolescent sexual and mental health.

Prior to my work at Cornell, with a masters degree in clinical psychology, I worked for several years in different mental health and developmental disability settings.

http://www.actforyouth.net/
mailto:jd81@cornell.edu

Objectives

» Scope of this presentation
» Disability versus neurodiversity
» Increase understanding of “invisible” disabilities
» Manifestations, efiology, prevalence and treatment

» Resources
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After briefly addressing the scope and focus of this presentation our goal is to describe in general and understandable terms the behavior patterns, causes, populations, and treatment approaches for a number of often undisclosed or invisible disabilities or mental health conditions.
We will end the presentation with a set of informative web resources.


Focus on “Invisible” Disabillities

Autism
Spectrum
Disorder

Learning
Disabilities

Trauma
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It is not the scope  or ambition of this presentation to discuss all disabilities and mental health conditions that young people may be living with. Nor is it our intention to make you, the learner, an expert or therapist. This presentation is for youth work professionals who want to have a better understanding of disabilities or conditions young people in their programs may be living with. Better understanding will help staff offer young people extra support when needed, foresee potential behavior challenges, and avoid reacting in a judgmental manner.

We will focus on disabilities and mental health conditions that are not identifiable by simply looking at and /or interacting with young people. Due to the stigma attached to disabilities and mental health labels young people and their parents may choose not to disclose their condition, so youth work professionals would not know if young people in their program have different abilities or disabilities. 

In particular, we will discuss learning disabilities, attention-deficit hyperactivity disorder, autism spectrum disorder, and trauma. In the case of trauma young people themselves may not be aware of the impact of living with trauma. As we now know many people have experienced trauma or live with chronic stress without ever receiving treatment or special support. 


Disabllity
VErsus
Neurodiversity

Implications of terminology

Disorder — symptoms causing
dysfunction, cause unknown

Disease — medical term, causal
mechanism known

Disability — below average
functioning (on standardized
measure), iImpacts functioning in @
particular environment (education)

Simon Baron-Cohen Blog Post, 2019:
https://blogs.scientificamerican.com/observations/the-concepi-of-

neurodiversity-is-dividing-the-autism-community/
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Before we delve into the subject matter I would like to acknowledge a debate that is going on between advocates and the helping field, in particular medical and education services.

The terms “disability” or “disorder” seem to imply that the person living with the disability or disorder is faulty,  that something is wrong with them. Supported by the evolving field of neuroscience, advocates have argued that in particular people living with ADHD and autism are just processing information differently. It’s a matter of diversity, not an expression of dysfunctionality.
They argue that we need to acknowledge and accept our neurodiversity and be intentional in creating inclusive and welcoming environments in which everybody can flourish.

Professionals and some parents argue that we need diagnoses and clear descriptions to provide and access the support services that some young people need to function in this world. For example some young people on the autism spectrum face severe challenges in daily living. They may have no or very limited language, exhibit severe learning problems, or lash out against themselves or others with no apparent reason.

Moving forward we will use the terms of disability and disorder since that is the current language of the mental health field. But we also recognize that neuroscience may be changing how we understand and describe these issues in the future.



https://blogs.scientificamerican.com/observations/the-concept-of-neurodiversity-is-dividing-the-autism-community/

Learning Disabllities

A learning disability is a neurological condition that
inferferes with an individual’s ability to store, process, or
produce information.

Common types of learning disabilities:
Dyslexia (reading)
Dyscalculia (math)
Dysgraphia (writing)
Dyspraxia (Fine motor skills)
Dysphasia (spoken language)
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(Click)Learning disabilities are neurodevelopmental disorders or disabilities. They interfere with learning basic skills such as reading, spelling, writing, and/or math. Young people may…
Struggle with following instructions, concentrating, and remembering. 
Have difficulty telling right from left; difficulty identifying words or a tendency to reverse letters, words, or numbers 
Lack coordination in walking, sports, or small activities such as holding a pencil 
Easily lose or misplace homework, schoolbooks, or other items
Have difficulty understanding the concept of time; be confused by "yesterday, today, tomorrow"
(click) Specific disabilities: (click for each one)
Dyslexia affects reading and related language-based processing skills. Kids with dyslexia have a hard time decoding new words, or breaking them down into manageable chunks they can then sound out. This causes difficulty with reading, writing, and spelling.
Dyscalculia affects a person’s ability to understand numbers and learn math facts.
Dysgraphia describes problems with writing, putting thoughts on paper; this can include difficulties with spelling, grammar, punctuation, and handwriting.
Dyspraxia affects fine motor skills, hand-eye coordination, manual dexterity.
Dysphasia can affect expressive and receptive language.


Learning disabilities, when not recognized and addressed early, will
have lasting impact on school performance and adult functioning.

» Less likely to graduate from high school

» More likely to be suspended
» More likely to be involved with juvenile justice
» Less likely to succeed in college

» More likely to be unemployed

NCLD: The State of Learning Disabilities.
https://www.ncld.org/research/state-of-learning-disabilities/
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Learning disabilities, when not recognized and addressed in childhood, can have lasting impact into adulthood. The National Center for Learning Disabilities reports that young people with learning disabilities, although of average or above average intelligence, are
Less like to graduate from high school, more like to get suspended in school
More likely to be involved with juvenile justice
Less likely to succeed in college
More like to be unemployed as adults


https://www.ncld.org/research/state-of-learning-disabilities/

Prevalence & Intervention

>
>
>
>

1 in 5 children have learning and attention issues (NCLD)
5-15% of school age children struggle with learning disabilities (APA)
80% of youth with learning disabilities have dyslexia (APA)

1/3 of people with learning disabilities are also estimated to have
aftention-deficit-hyperactivity disorder (APA)

v

Early intervention and screening

v

Supportive and inclusive classrooms
» Focus on social and emotional learning
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Learning disabilities are fairly common. The National Center for Learning Disabilities estimates that 1 in 5 children have learning disabilities and attention issues. Their estimates include youth with attention deficit hyperactivity disorder (ADHD).

The American Psychiatric Association estimates that 5-15 % of school age youth struggle with learning disabilities.

Among youth with learning disabilities, 80% are diagnosed with dyslexia.

An estimated 1/3 of people with learning disabilities also struggle with ADHD.

In regard to treatment, early intervention and screening is critical. Screening and identification usually occur when children enter the school system. Supportive instructional practices such as a personalized learning approach and inclusive classroom environments help young people do well academically, socially, and emotionally. 
Similarly, social and emotional learning--which highlights youth–centered learning, building on strengths, and active learning--appears to be a promising approach.


Disparities

https://www.ncld.org/resear
ch/state-of-learning-
disabilities/

DISPARITIES IN SPECIAL EDUCATION IDENTIFICATION

Learning and attention issues affect children from all income levels and across
all races and ethnicities. Yet low-income children, students of color and English
language learners are more likely to be identified as having specific learning
disabilities (SLD). Bias plays a key role in over- and underrepresentation.

SLD Identification by Income Level
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Although learning disabilities affect children from all income groups as well as all racial and ethnic populations, we see disparities in the identification of special education needs.
Poor students, students of color, and students learning English as a second language are more likely to be identified as having specific learning disabilities. 

https://www.ncld.org/research/state-of-learning-disabilities/

Attention Deficit Hyperactivity Disorder (ADHD)

* |naftention
« Hyperactivity
* Impulsivity

<

\ A 4

vV v v v v v Vv

Get distracted easily and forget things \

Switch too quickly from one activity to
next

Have tfrouble with directions

Have trouble finishing tasks

Lose things

Fidget and run around a lot

Touch and play with everything they see
Blurt out inappropriate comments

Have trouble controlling their emotions J
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Now we’ll turn to Attention Deficit Hyperactivity Disorder, or ADHD. For many people, the thought of ADHD brings up images of children who 
Get easily distracted they go quickly from one thing to the next; they have a hard time focusing or concentrating; they tend to forget and lose things.
They tend to be fidgety, restless, moving around a lot, touching everything they see.
They tend to act impulsively; blurt out inappropriate comments; have a hard time self-regulating and keeping calm emotionally. 

Key behaviors of attention deficit hyperactivity disorder (ADHD) are inattention and hyperactivity/impulsivity. The behavior pattern can vary; some children are not hyperactive, although the behavior pattern of inattention and hyperactivity is more common. 




Usually diagnosed by the fime the child enters elementary
school

Impacts quality of functioning in school, socially, and at work
Children may require special education classes

Many adolescents may struggle with relationships and
antisocial behavior

Often associated with learning disabilities, anxiety disorders
and depression
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ADHD is usually diagnosed in early childhood between the ages of 3 and 6. Since hyperactivity in small children is common, the diagnosis should be based on a thorough and comprehensive evaluation by experienced clinicians.
Symptoms may change over time; hyperactivity may be less severe by the time children enter school.

ADHD impacts functioning in school. Disruptive behavior and lack of attention will impact classroom participation and school performance in general. Some children may require special education services.

In adolescence youth may struggle with relationships and oppositional behavior. Although hyperactivity may be less apparent, restlessness, inattention, and impulsivity will persist. The continuous struggle to cope with this behavior pattern may be the reason ADHD is often associated with other mental health issues such as anxiety disorders and depression. It is also associated with learning disabilities.



8.4% of children; 2.5% of adults (APA)

More common with boys; females more likely to present
inattentive features

Less frequent in African American and Latino populations

Risk factors: genes, cigarettes, drug or alcohol abuse during
pregnancy, exposure to environmental toxins during
pregnancy, exposure to lead or similar toxins at early age,
low birth weight, brain injuries
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» Medication

» In school: alternative classroom set up and behavior
management

» Parenting skills fraining
» Psychotherapy and psychosocial inferventions
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For many people medication can reduce the symptoms of ADHD. Stimulants such as Ritalin are most often used with children. Anti-depressants have been effective as well. However, not everyone responds well to medication or can tolerate potential side-effects. 

In school settings, inclusive classrooms, youth-centered approaches, and behavior management have been effective. 

Other interventions include cognitive behavior therapy to teach children and youth coping skills and self-regulation. For parents, parenting skills training is recommended.



Building on
Strengths

#Bellnderstood

Simone Biles

Four-Time
Gold Medal
Olympic Gymnast

T —— N
Pl o) 001/

https://www.youtube.com/watch2v=KbYSNww%79g
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We can also learn from people who have accepted ADHD as part of who they are and have used their different abilities to excel in some areas.

Simone Biles, for example, Olympic medalist in gymnastics, talks to young people about embracing her condition, ADHD. She makes the point of not looking at it as a problem, but as a “superpower”.
Take a couple of minutes to watch this short video clip.
https://www.youtube.com/watch?v=KbYSNww979g


https://www.youtube.com/watch?v=KbYSNww979g

Autism Spectrum Disorder

A developmental disorder: Symptoms usually appear in
the first two years of life

» Impaired social interaction
» Difficulty in communication

» Tendency to have a restricted range of inferest and
engage in repetitive behavior
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Next we’ll explore autism. The most recent Diagnostic and Statistical Manual of Mental Disorders, or DSM-V, describes autism spectrum disorder as a developmental disorder that affects communication and behavior. It is developmental because symptoms generally appear in early childhood and affect a person’s ability to reach behavioral milestones.

People with autism spectrum disorder have 
Difficulty communicating and interacting with people
Restricted interests and repetitive behaviors
Symptoms that hurt the person’s ability to function in school, work, and other areas of life

Past diagnostic manuals distinguished between Autism and Asperger’s disorder. The Asperger’s diagnosis included individuals with high intellectual functioning. In the DSM-V these diagnoses merged into the autism spectrum disorder.




MEASURED INTELLIGENCE
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(Making eye contact, enjoying interaction with others, etc.)
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BEHAVIORS
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SENSORY

(Response to touch, smell, sound, taste, and feel)

Pain Sounds
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MOTOR

(Gross motor, such as walking)
(Fine motor, such as using fingers to grasp a small item)

Fine Gross
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Roughly 1/3 children with ASD are identified
with impaired intellectual functioning

Efiology:

* Unknown

« Risk factors: siblings with ASD, older parents,
certain genetic conditions, very low birth
weight

Prevalence:
 1in 59 childrenin 2014

(1 in 150 children in 2000)
* 4 times more boys

https://www.cdc.gov/ncbhbddd/autism/sians.ntml
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Autism is called a “spectrum” disorder because there is wide variation in the type and severity of symptoms people experience. 
Looking at the scales on the left you see a range of categories from measured intelligence to social interaction, communication, behaviors to sensory and motor skills. Individuals living with autism spectrum disorder could be in different places on each of those scales. They may be of average intelligence or high intelligence; they may display intense repetitive behaviors or hardly any; they may intensely dislike physical touch or they may lean into furniture or people seeking contact. 
Roughly 1/3 of children with autism spectrum disorder are diagnosed with impaired intellectual functioning.

The causes for autism spectrum disorder are unknown. Risk factors include siblings with autism spectrum disorder, older parents, certain genetic conditions, and very low birth weight.

How common is autism spectrum disorder. Based on 2014 data 1 in 59 children is diagnosed with autism spectrum disorder.  Tis represents a huge increase over the past 14 years. In 2000 we estimated that 1 in 150 children live with autism spectrum disorder. Increased education and early screening  may have influenced this considerably.
- Boys are 4 times more likely to be identified than girls.
- White children are more likely to be identified than African American or Hispanic children, although over time the disparities have become smaller. Access to screening services may be one factor behind the disparities.



https://www.cdc.gov/ncbddd/autism/signs.html

Treatment Strategies

Early screening and intervention are critical

>

vV v v Vv

Behavior and communication therapies

Educational programs
Family therapies
Other therapies

Medications

https://www.mayoclinic.org/diseases-condifions/autism-specirum-

disorder/diagnosis-treatment/drc-20352934
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There is no cure for autism spectrum disorder and there is not one approach that works with all children affected by this disorder. However, early screening and intervention will help enhance children’s ability to function at home, in school and society. The main goals are to reduce problem behaviors and build social and communication skills.

There are many treatment options to consider.
Behavior and communication therapies such as applied behavior analysis focus on addressing social, communication and behavior difficulties. They aim to reduce problem behaviors and teach new skills.
Educational approaches involve very structured programs that build social, communication and behavior skills.
Family therapies will support parents and family members to play and interact with children to promote these skills.
Other therapies may address specific needs of individual children such as speech therapy or occupational therapy for independent living skills. Or physical therapy to improve motor coordination.
Medications may be prescribed to control specific symptoms such as hyperactivity, anxiety or severe behavior issues.


https://www.mayoclinic.org/diseases-conditions/autism-spectrum-disorder/diagnosis-treatment/drc-20352934

Living with Trauma

Trauma results from an event, series of events, or set
of circumstances that is experienced by an individual
as physically or emotionally harmful or life threatening
and that has lasting adverse effects on the
individual’s functioning and mental, physical, social,
emotional or spiritual well-being.

SAMHSA 2014
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Finally, we’ll consider trauma. Trauma is not a mental health diagnosis or disability per se but we included it in this presentation because living with trauma is a very common occurrence. Many people are impacted by trauma although they may not be aware of its effects. It is very likely that all youth programs include young people who have experienced or currently live with trauma.

What causes trauma? It can be a one-time event or sudden change such as a car accident or loss of a parent; it can be caused by a series of events or circumstances such as war, child abuse, or domestic violence. Trauma is the experience of feeling threatened or harmed physically or emotionally leading to lasting adverse effects in any aspect of functioning: mentally, socially, emotionally, and spiritually.


Increased:

>

Hypervigilance, arousal,
pAranoia

Perceptual and information
processing distortions

Pain tolerance
Emotional blunting
Aggression and irritability

Decreased:

>

Memory processing and
retrieval

Reality testing

Body and emotional
awareness

Immune response
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What happens when we experience a threat or danger? Our fight, flight, or freeze response kicks in, an automatic response of the limbic system when perceiving danger.
We go on high alert and may over-interpret the threat. Our pain tolerance goes up, emotions turn off, and aggression turns up. 
At the same time our reality testing and rational thinking decrease. Physical and emotional sensitivity go down, and so does our immune response.

All this will get us primed to act quickly; we either run away from the threat or fight back, or--if that does not work--we freeze. This automatic reaction to danger and threat has helped us survive as a species.


Re-Traumatization

A situation, attitude, interaction, or environment that
replicates the events or dynamics of the original frauma
and triggers the overwhelming feelings and reactions
associated with them
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Usually, we do not maintain this high alert that we experience in response to a traumatic event. Our brain re-assesses the threat, corrects perceptions, and lowers the body’s state of alertness.

However there is the risk of re-traumatization. A situation, attitude, sound, or interaction can seem to replicate the events or dynamics of the original trauma and trigger all the associated feelings and reactions. Memories, sensations, feelings, body reactions rush back and people relive the moment.






Post Traumaitic Stress Disorder (PTSD)

Symptoms last l[onger than a month after event

® Intrusive re-experiencing of the frauma, avoiding
trauma reminders (triggers), and persistent state of alert

® Related emotional and behavioral problems

® Co-occurs with other disorders (anxiety, ADHD, oppositional defiant
disorder)

® Treatment approaches: Cognitive behavior therapy, neurofeedback,
EMDR, yoga

Estimated prevalence in children and youth: 15-43% experience trauma
® 3-15% of girls and 1-6% of boys develop PTSD

National Center for PTSD:
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Most people who experience trauma do not develop post traumatic stress
disorder or PTSD. The PTSD diagnosis requires that symptoms last longer than a month after the event. 

The symptoms of PTSD include intrusive re-experiencing of traumatic events:
Flashbacks, nightmares
Increased arousal/hyper-vigilance
Concentration, memory problems
Impulsive or aggressive behaviors
Psychosomatic complaints, depression

(Click) In young people PTSD can co-occur with other disorders such as anxiety, ADHD, and oppositional defiant disorder.

(Click) Treatment approaches include cognitive behavior therapy, neurofeedback, EMDR therapy, and yoga. 
EMDR, or eye movement desensitization and reprocessing, is a way of unlearning physical reactions to traumatic memories.

(Click) According to the National Center for PTSD, 15-43% of young people experience trauma; of those 3-15% of girls and 1-6% of boys develop PTSD. So many young people experience trauma, but only a fairly small percentage experience severe impact as described in PTSD.

https://www.ptsd.va.gov/understand/common/common_children_teeasp

Impact of TECIEES

- Risk taking - Attention - Impulsivity
- Acting out - Memory - Aggression
- Rule breaking - Executive - Deviance
functions - Withdrawal
- Verbal abilities - Challenged
- Skills relationships
development
- Language
- Group work

- Problem solve
- Transition
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Although many young people may not develop PTSD, trauma can have a serious impact on them. Survivors of trauma may internalize these experiences in harmful ways such as:
- People will hurt me
- I’m helpless to prevent bad things from happening
- I’m defective
- I don’t matter
- I’m worthless
- I can’t trust anyone

The table on the slide summarizes impacts trauma can have.

Behaviorally, we may see young people take risks, act out, break rules.

Cognitively, we may see young people struggle with concentration, memory, reasoning, problem solving, verbal abilities, language, learning new skills, working in groups, and transitioning from one task or activity to another.

Socially, we may see young people act impulsively, aggressively, with defiance, withdraw from people, and struggle with relationships.



Trauma-Informed Approach:

Guiding Principles

‘ Create Safe & Inclusive Environment

‘ Transparency/Predictability

‘ Choice/Empowerment

‘ Participation/Collaboration
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We know that many young people live with trauma without recognizing themselves how trauma impacts them. They are not screened for trauma, nor are they in treatment. Advocates are calling for using a trauma-informed approach when working with young people. The goal of this approach is to create safe, inclusive spaces with low risks of re-traumatization.

Key principles of this approach are
Safety: this includes ensuring the physical and emotional safety of program space; all staff members are attentive to signs of discomfort or unease;  staff make all young people welcome.
Transparency of programming makes programming predictable and increases trustworthiness. Transparency includes clear structure, content, consistency, and clear boundaries. 
Choice: Allowing individuals to take part in decision-making regarding their level of participation, and building small but important choices into programming. Young people have a voice in programming (empowerment).
Collaboration: Communicating respect for participants' life experience and history; communicating respect for the fact that individuals are the experts on their own lives; identifying tasks that can be worked on together.

We used these guiding principles in the development of the training curriculum: Creating Inclusive Program Environments for Youth with Different Abilities.


	
 ((


Resources & References

American Psychiatric Association (APA): Specific Learning Disorder
https://www.psychiatry.org/patients-families/specific-learning-disorder/what-is-specific-
learning-disorder

Learning Disabilities Association of America hitps://I[daamerica.org/

National Center for Learning Disabilities (NCLD) hitps://www.ncld.org/

National Institute of Mental Health: Attention Deficit/Hyperactivity Disorder
hitps://www.nimh.nih.gov/health/topics/attention-deficit-hyperactivity-disorder-
adhd/index.shiml

American Psychiatric Association (APA): ADHD hitps://www.psychialiry.org/patients-
families/adhd/what-is-adhd

Interacting with Autism hitp://www.interactingwithautism.com/

National Institute of Mental Health: Autism Spectrum Disorder
hitps://www.nimh.nih.gov/health/topics/autism-spectrum-disorders-asd/index.shiml
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Additional information can be gathered the American Psychiatric Association and the National Institute of Mental Health. The Learning Disabilities Association and the National Center for Learning Disabilities provide extensive information and resources. So does the Interacting with Autism website, an interactive, resource-rich website.

https://www.psychiatry.org/patients-families/specific-learning-disorder/what-is-specific-learning-disorder
https://ldaamerica.org/
https://www.ncld.org/
https://www.nimh.nih.gov/health/topics/attention-deficit-hyperactivity-disorder-adhd/index.shtml
https://www.psychiatry.org/patients-families/adhd/what-is-adhd
http://www.interactingwithautism.com/
https://www.nimh.nih.gov/health/topics/autism-spectrum-disorders-asd/index.shtml

Resources

APA: What is Posttraumatic Stress Disordere hitps://www.psychiatry.org/patients-
families/ptsd/what-is-pisd

SAMHSA's Concept of Trauma and Guidance for a Trauma-Informed Approach. 2014.
hitps://store.samhsa.gov/system/files/smal14-4884.pdf

National Child Traumatic Stress Network http://www.nctsn.org/

ACT for Youth: Trauma Informed Approach
http://www.actforyouth.net/sexual health/community/capp/trauma.cfm
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The Substance Abuse and Mental Health Services Administration (SAHMSA) has developed extensive resources on the trauma informed approach. 
Additional resources are available through the National Child Traumatic Stress Network.

https://www.psychiatry.org/patients-families/ptsd/what-is-ptsd
https://store.samhsa.gov/system/files/sma14-4884.pdf
http://www.nctsn.org/
http://www.actforyouth.net/sexual_health/community/capp/trauma.cfm
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