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START Model

The START (Systemic-Therapeutic-Assessment-Resources-Treatment) model is an evidence-
informed model of integrated community crisis prevention & intervention services for individuals
ages 6 and older with intellectual and developmental disabilities and mental health needs.

START was first developed in 1988 by Dr. Joan B. Beasley and was cited as a best practice in the
2002 US Surgeon General’s report and by the National Academy of Sciences in 2016.

The National Center for START Services at the UNH Institute on Disability oversees the
development, measurement and quality of START programs across the country.




Objectives

Discuss seizure disorders and the various types of seizures.
Review current prevalence of seizure disorders amongst IDD
populations.

Discuss the mental health effects associated with seizure
disorders.

Describe how parents and caregivers can support the diagnostic
process for seizure disorders.

Describe different treatments for seizure disorders. Investigate the

treatment challenges related to the management of both
behavioral and medical comorbidities in individuals with seizure

disorders




Neurons

Electrically excitable nerve
cells tn the bratn.
They function in

collaboration with
neurotransmittters tn a
neural circuit.

There are an estimated
100 billion neurons in the
human bratn.
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What are seizures?

An excessive discharge of electrical activity in the
brain that alters one or more of the following:

. Movement
. Sensation
. Behavior

. Awareness
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What are seizures?

Seizures, Epilepsy, Seizure-like events, Pseudoseizures,
Psychogenlc seizures, PNES “Spells”, “Eplsodes and more.

What are different types of seizures?
« Epileptic
« Non-epileptic
« Other Movements or Episodic Behaviors:
* Tics

* Fidgeting
* Repetitive movements
* Dystonia, Dyskinesia, or Akathisia

Where to go next if you have concerns about seizures?

How can Caregivers support the diagnostic process?




What are seizures? Epilepsy

Epileptic Seizures are uncontrolled electrical bursts among Neurons in the brain that
disrupts the function of the Brain.

o Neurons

o Brain

o Sensations, Cognition and Behaviors

s Generalized or Focal Epileptic Seizures
<+ “Tonic”, “Clonic”, and “Grand-Mal” Seizures

s Absence Seizures - “Petit-Mal Seizure”, “Staring Spells”

* Rare Genetic Syndromes, Provoked Seizures, and others.




What are seizures? “Non-Epileptic”

Psychogenic Non-Epileptic Seizures (PNES)
*  “Non-Epileptic Seizures”
*  “Psychogenic Seizures”
* “Functional Seizures”

Epileptic-appearing® episodes without the abnormal electrical activity.
o Some subtle differences.

Complex and Psychiatric in nature, a widespread “Dysfunction” of the brain activity.
o Not “made-up” or “faking”
o A type of Functional Neurologic Symptom Disorder

Can have both Epileptic and Non-Epileptic Seizures in one individual!




What are seizures”? Other Events

Other motor movements or behaviors that can look like Seizures.
« Motor Tics and Vocal Tics, aka “Tourette’s Syndrome”

« Dystonia, Dyskinesia, or Akathisia
» Breath-holding Spells, Vaso-vagal Syndrome, Syncope, and “Fainting”.
« Autism related Repetitive Movements

« Attention: Fatigue, “Zoning out”, daydreaming, etc.

» Hyperactivity, Fidgeting, Anxiety, or Panic Attacks
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Seizure Disorders and IDD
Populations
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Prevalence in general population is 0.6-1%

Systematic Reviews Reviewed (Robertson et. al., 2015; Liu et. Al., 2022)
*%* 2015 study reviewed 48 studies; 2022 reviewed 66 studies
* 2015 study: In general population: 0.63% vs People with Intellectual Disabilities pooled estimate 22.2%
2022 study: People with Autism pooled estimate in adults 19%, children was 7%
* Prevalence increased with increasing level of intellectual disability
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Epilepsy is more common in people with intellectual disabilities than in the general
population.
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PNES — Non-Epileptic Seizures are also common in ID and Non-ID.

+* Estimated average of 9% in ID (and non-ID individuals)

’0

»*  Common to have Both PNES and Epilepsy, estimates of 22% w/ Epilepsy also have PNES.
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Robertson, Janet & Hatton, Chris & Emerson, Eric & Baines, Susannah. (2015). Prevalence of epilepsy among people with intellectual disabilities: A systematic review. Seizure. 29. 10.1016/j.seizure.2015.03.016. 

Bolton, P. F., Carcani-Rathwell, I., Hutton, J., Goode, S., Howlin, P., & Rutter, M. (2011). Epilepsy in autism: features and correlates. The British journal of psychiatry : the journal of mental science, 198(4), 289–294. https://doi.org/10.1192/bjp.bp.109.076877

Liu, X., Sun, X., Sun, C., Zou, M., Chen, Y., Huang, J., Wu, L., & Chen, W.-X. (2022). Prevalence of epilepsy in autism spectrum disorders: A systematic review and meta-analysis. Autism, 26(1), 33-50. https://doi.org/10.1177/13623613211045029

The more significant the proportion of ID in autistic individuals, the higher the prevalence of comorbid epilepsy. Our results were consistent with previous studies, wherein the prevalence of comorbid epilepsy in autistic individuals was more significant in people with ID (Berg & Plioplys, 2012; Rossi et al., 2000; Van Blarikom et al., 2006). The comorbidity with epilepsy might aggravate the brain region (Zhang et al., 2019) and cause a greater possibility of developing an ID (Van Blarikom et al., 2006). Other studies also observed that the correlation between ASD and comorbid epilepsy might be driven by ID (Berg & Plioplys, 2012; Ellenberg et al., 1986). Nonetheless, the causal correlation between comorbid epilepsy and ID needs to be explored further.

PNES in ID:
Rawlings GH, Novakova B, Beail N, Reuber M. What do we know about non-epileptic seizures in adults with intellectual disability: A narrative review. Seizure. 2021 Oct;91:437-446. doi: 10.1016/j.seizure.2021.07.021. Epub 2021 Jul 23. PMID: 34332255. https://www.seizure-journal.com/article/S1059-1311(21)00252-1/fulltext




Epilepsy and Neurodevelopmental
Disorders
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~ 10% of individuals with mild IDD have seizures

~ 20% of all individuals with severe intellectual disability
Up to 12.4% in Down syndrome (increases with age)
Up to 39% in Autism Spectrum Disorder

More in those with genetic syndrome (50% prevalence X chromosome
linked syndromes — Fragile X, Tuberous sclerosis, Lesch Nyhan, Cornelia de Lange,
MELAS, etc.)

Approximately half of seizures are idiopathic (unknown cause)




You Have Concerns for Seizures?

Where do | go First?

In an Emergency:

< See your General Physician,
Pediatrician, or Psychiatrist.

* “l want to schedule an appointment to

talk about my concerns for ...”

< May lead to a Neurologist Specialist.

 Referral to Clinic Eval
* In-Hospital Consult
 Collaborative Care

< Testing may be indicated:
« EEG - ElectroEncephaloGram
* Brain Imagining — MRI
* Genetic Testing
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SeizureFirstAid

What to do in the event of a seizure

N Lis
STAY with the person and start timing the seizure. :
Remain calm and check for medical ID.

&, ~
7 N
Keep the person SAFE.
Move or guide away from harmful objects.

Turn the person onto their SIDE it they are not awake
and aware. Don’t block airway, put something small and
soft under the head, loosen tight clothes around neck.

Do NOTput anything in their mouth.

Don't give water, pills or food until the person

is awake.

Do NOT restrain. &

STAY with them until they are awake and alert
after the seizure.
Most seizures end in a few minutes.

Call 911:



Presenter Notes
Presentation Notes
Epilepsy Foundation (https://www.epilepsy.com/recognition/first-aid-resources)
Seizure First Aid
How to Manage Prolonged Seizures
Help After a Seizure
Babysitter's Guide to First Aid”





How you(parent, caregiver, partner)
can support the diagnostic process?

% After Episode Care — “Staying Calm is Easier Said than Done”
Knowing and teaching “Seizure First Aid”

‘r‘]Post Ictal State” After-Episode Confusion, Grogginess, Fatigue or Irritability for minutes to
our.

Above all, be there for each other and stay safe.

% Document your concerns:
%« Camera-phone Videos
¢ Debrief Notes

4

% Chart patterns, triggers, and changes.
* Any info is helpful.

% Prepare for Appointment.




Mental Health Effects
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Presentation Notes
individuals diagnosed with intellectual and developmental disabilities (IDD) or autism spectrum disorder (ASD), the mental health implications associated with seizure disorders can be even more complex. The presence of both a seizure disorder and a developmental condition can compound the challenges these individuals face. Some of the mental health implications include:
Increased Anxiety and Behavioral Challenges: Individuals with IDD or ASD may have difficulty understanding and coping with the unpredictability of seizures, which can lead to heightened anxiety, fear, or distress. This may also lead to more pronounced behavioral challenges, such as aggression, self-injury, or withdrawal, as individuals may struggle to express their emotions or discomfort effectively.
Difficulty with Communication: Many people with IDD or ASD may have limited communication skills, which can make it harder for them to express how seizures or their mental health are affecting them. This can lead to increased frustration and anxiety, as they may not be able to fully communicate their experiences or needs.
Social Isolation and Difficulty with Social Interactions: Seizures, combined with the social and communication challenges often present in ASD or IDD, can lead to social isolation. Individuals might be excluded from activities or struggle to engage with peers, especially if seizures are frequent or if others don’t understand how to support them. This isolation can lead to increased feelings of loneliness, depression, and reduced self-worth.
Higher Risk for Depression: Individuals with IDD or ASD who have seizure disorders may experience depressive symptoms, but these symptoms can be harder to detect due to communication limitations. Depression might manifest through changes in behavior, increased irritability, or withdrawal, rather than verbalized sadness or hopelessness.
Challenges with Routine and Independence: Seizure disorders often disrupt daily routines, which can be particularly distressing for individuals with IDD or ASD, who may thrive on predictability and structure. Interruptions to their routine can increase stress and anxiety and make it harder for them to feel a sense of control or independence.
Medication Side Effects: Seizure medications can sometimes have side effects that affect mood, behavior, or cognitive function. In individuals with IDD or ASD, these side effects can be harder to identify or manage. For instance, medications may cause sedation, irritability, or changes in behavior, which can be misinterpreted as symptoms of the developmental condition rather than side effects of treatment.
Increased Risk of Co-occurring Mental Health Disorders: There is a higher prevalence of co-occurring mental health disorders such as anxiety, depression, or obsessive-compulsive behaviors in individuals with ASD or IDD who also experience seizures. This can complicate diagnosis and treatment, as it can be challenging to distinguish between symptoms of the developmental disorder, seizure-related issues, and other mental health conditions.
Difficulty with Coping and Emotional Regulation: Individuals with ASD and IDD may have difficulty processing and managing emotions, which can be exacerbated by the stress and unpredictability of seizure episodes. This may result in difficulty coping with the emotional impact of the disorder, leading to increased behavioral outbursts or emotional dysregulation.
Overall, addressing the mental health needs of individuals with both seizure disorders and IDD or ASD requires a comprehensive and individualized approach. This often includes tailored support from mental health professionals, caregivers, and healthcare providers, with a focus on improving communication, reducing anxiety, managing behavior, and ensuring proper treatment for both the seizure disorder and any co-occurring mental health conditions.



Treatment for Seizure Disorders

Medication

. Anticonvulsants (e.g. Depakote,
Lamictal, Tegretol, Keppra)

. /0% respond favorably to medication




Treatment for Seizures- Nerve
Stimulators

- Vagus Nerve Stimulator (VNS)

o Treats focal or partial seizures that do not respond to medications.

o Device is implanted under the skin in the left chest. A connecting
electrode wire is attached around the vagus nerve in the neck.

o Device is programmed to deliver pulses or stimulation at regular
intervals.

o If a person is aware of when a seizure happens, a magnet can be
swiped over the device to send an extra burst of stimulation to the brain.
This may help stop seizures.




Treatment- Nerve Stimulators

Responsive Neurostimulation
A device is placed in the bone covering the brain. Tiny wires are placed on
top of the brain where seizure activity begins.
The system can give small pulses or bursts of stimulation to the brain when
anything unusual is detected. This can stop seizure activity before the actual
seizure begins. Or it could stop seizure activity from spreading from a small
focal seizure to a generalized seizure.




Treatment for Seizures- Surgery

1. Resection: Removal of part of the brain
where seizures start
»» Laminectomy: Removes a lesion or
mass that causes the seizures.

» Lobectomy: Removes a part of the brain
where seizures begin.

2. Disconnection: Cutting the nerves that
send seizure impulses in the brain.
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Usually this is done if seizures start in more than one area, or if they start in one area that can’t be removed safely. 



Keto Diet?

Some thin evidence for Ketogenic Diet in A KETO DIET
Difficult to study therefore few studies with
limited sample sizes e
In the studies available, there are woren /@ © Pl
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How Does Keto Diet Work?

A diet that is low enough in carbohydrates that the brain becomes
starved of sugar. This triggers the production of ketones and
metabolic changes leading to a state of ketosis. Ketosis results in
the body using fat for energy rather than glucose.
Still unclear what the actual mechanism is. Some theories:
Ketones may affect the activity of neurotransmitters.
Altered antioxidant activity reducing inflammation in the brain.




Questions for Discussion
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How can caregivers and healthcare providers improve communication with
individuals who have IDD or ASD to better understand the emotional and mental
health impact of seizures?

What are some key barriers to effective treatment for individuals with both seizure
disorders and mental health conditions, and how can these barriers be overcome?

What are the potential underlying causes of aggression in individuals with IDD who
have seizures, and how can caregivers and professionals effectively manage these
behaviors during or after a seizure episode?

How can professionals ensure parents feel empowered and equipped with tools to
handle the complexities of managing multiple conditions, especially when their child’s
aggression may be influenced by a combination of seizures, mood disorders, and
developmental challenges?
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