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Challenges in caring of patients with  epilepsy 
and intellectual and development disabilities
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Challenges in caring of patients with 
intellectual and development disabilities

Neurological Psychological

Medical Social
Increased risk of SUDEP
Sleep disorders
Medical problems associated with 
epilepsy and treatment

Higher frequency of treatment-
resistant epilepsy and other 
neurological dysfunction (e.g. 
physical disability, hearing, 
vision,…)

Stress of patients and families
Neuropsychiatric comorbidity: 
anxiety, depression, ADHD, 
autistic

Psychosocial problem
Family support 
Social support
Employment



A girl with ID and epilepsy: A journey of life 



A girl with ID and epilepsy: A journey of life 

• A 6-month-old girl with history of developmental 
delay (Developmental age = 4 months)

• Recent onset of clusters of epileptic spasms. 
• Single child, uneventful perinatal event 
• Physical examination: 

• multiple hypopigmented macules
• no focal neurological deficit



A girl with ID and epilepsy: A journey of life 1 (infant) 

Diagnosis: 
• Tuberous sclerosis complex with 

West syndrome and 
developmental delay

• Management 
• Vigabatrin good response
• Developmental stimulation
• Nutritional support
• Screening for other organ 

involvement: eyes, kidney, heart
• Family counselling for recurrent risk 

in next offspring

• A 6-month-old girl with history of 
developmental delay (DQ = 4 months)

• Recent onset of clusters of epileptic spasms. 
• Single child, uneventful perinatal event 
• Physical examination: 

• multiple hypopigmented macules
• no focal neurological deficit

• EEG: hypsarrhythmia
• MRI: as shown



A girl with ID and epilepsy: A journey of life 2 (childhood) 

• At aged 3 years
• Well controlled focal epilepsy with 

carbamazepine 
• Developmental age 18-20 months
• Speech delay, autistic features, and  

hyperactivity

Diagnosis: 
• Tuberous sclerosis complex with focal 

epilepsy (well controlled), ID, autistic 
spectrum disorder and ADHD

• Management 
• Seizure control: CBZ
• Periodic screening for other organ 

involvement: eyes, kidney, heart
• Family counselling for recurrent risk in 

next offspring
• Developmental stimulation
• Consult child development: behavior 

modification ± medications
• Education plan



Epilepsy and intellectual disability: 
Current status of “educational program” in Thailand
• Education: 

• Individualized education program (IEP)
• Special education (โรงเรยีนเด็กพิเศษ)
• Inclusion to mainstreaming ( เรยีนรว่ม) 
• Home schooling

• Medical certificate
• To do: activity, ASM
• Not to do: risk of injury if seizure occur 
• Seizure action plan

https://www.thai-dbp.org/AboutThaiDBPNetwork05.php

 Severity of ID
 Comorbid neurodevelopmental & 

psychological disorders
 Physical disabilities
 Financial status/support

https://www.thai-dbp.org/AboutThaiDBPNetwork05.php




A girl with ID and epilepsy: A journey of life 3 (adolescence) 

• At aged 13 years
• Well controlled focal epilepsy with 

carbamazepine 
• Risperidone for behavior problems
• IQ= 40 (moderate ID)
• Special education
• Daily activity with some help
• Menarche @ 13 y/o

Diagnosis: 
• Tuberous sclerosis complex with 

focal epilepsy (well controlled) 
and moderate ID

• Management 
• Continue CBZ
• Genetic counselling: recurrence risk in 

patient’s offspring, variable 
phenotype 

• Contraception
• Hysterectomy



A girl with ID and epilepsy: A journey of life 4 (adult) 

• Transition to adult care
• Independent life??

• Self care
• Employment

• Family & housing??
• Individual house
• Group home



A boy with ID and epilepsy: A journey of life 



A boy with ID and epilepsy: A journey of life 

• A 10-year-old boy with history of viral 
encephalitis with status epilepticus 6 months 
ago

• Currently few GTCs/week despite 3 ASMs 
(PHT, VPA, LEV)

• Previously healthy
• Physical examination: unremarkable
• Intermittent aggressive behavior



A boy with ID and epilepsy: A journey of life 

• A 10-year-old boy with history of 
viral encephalitis with status 
epilepticus 2 months ago

• Currently few GTCs/week 
despite 3 ASMs (PHT, VPA, LEV)

• Previously healthy
• Physical examination: 

unremarkable
• Intermittent aggressive behavior

Diagnosis: 
• Post viral encephalitis with drug 

resistant epilepsy
• Disinhibition
• Management

• Pre-surgical evaluation
• Psychiatric consultation for 

behavior problem
• Parental stress



A boy with ID and epilepsy: A journey of life 

• At aged 13 years
• Post-right temporal lobectomy, seizure-free 

with 2 ASMs: (VPA, CBZ)
• Risperidone for behavior problems
• IQ= 68
• Difficulty with calculation (+/-)
• Main stream school (Prathom 6), learning 

difficulty
• Self care and daily activity always controlled 

by the parents
• Limited activity due to parental concern of 

breakthrough seizures
• Depressed mood
• Denies smoking, alcohol or illegal drug use,

Diagnosis: 
• Post viral encephalitis with focal epilepsy 

and mild ID 
• Depressed mood 
• Parental overprotection
• Low self-esteem ไม่ค่อยมีเพื Éอนอยากคุยด้วย หรือให้เข้า

กลุ่มงาน

• Families often regarded their offspring as a 
child who had never grown up. 

• The carers organize their lives to meet care-
giving needs, living their lives by the clock.



A boy with ID and epilepsy: A journey of life 
• At aged 13 years

• Post-right temporal lobectomy, seizure-free with 2 ASMs: (VPA, CBZ)

• Risperidone for behavior problems

• IQ= 68

• Difficulty with calculation (+/-)

• Main stream school (ป6), learning difficulty

• Self care and daily activity always controlled by the parents

• Limited activity due to parental concern of breakthrough seizures

• Depressed mood

• Denies smoking, alcohol or illegal drug use

Diagnosis

• Post viral encephalitis with focal epilepsy and mild ID 

• Depressed mood 

• Parental overprotection

• Low self-esteem ไม่ค่อยมีเพื Éอนอยากคุยดว้ย หรือให้เข้ากลุ่มงาน

• Management
• Consult psychiatry and adolescent 

team 
• Parental counselling
• ปรบัเปา้หมายใหเ้หมาะสมกบัผูป่้วย

• มองหาและฝึกอาชีพทีÉใชไ้ดจ้ริง และเหมาะสม

• ลดความช่วยเหลือลง และฝึก life skills
• หา connection กบัเพืÉอนหรือญาติสนิท

• Safety: driving, drugs



A boy with ID and epilepsy: A journey of life 



Delivery of epilepsy care to adults with
intellectual and developmental disabilities
1. Can we improve the education of health care workers about IDD-E?

2. Can we better define the epidemiology and the risk factors for comorbid 

disorders such as autism spectrum disorder and anxiety disorder?

3. Can we adapt investigative and diagnostic services to enhance access of care?

4. How can we help ease the burden of caregivers?

5. Can adult epilepsy providers improve accurate syndrome diagnosis and 

complement these with genetic investigation if needed?



Delivery of epilepsy care to adults with
intellectual and developmental disabilities
6. Should we apply medication (newer ASMs), dietary, and surgical assessment and 
treatment for the same indications and extent as in epilepsy patients without IDD?

7. How should we measure physical, cognitive, and behavioral side effects of 
epilepsy treatment?

8. Are psychiatric classifications and diagnostic criteria valid?

9. Do psychiatric care resources adequately provide the expertise needed for care?

10. Do patients and caregivers have an emergency treatment plan and longitudinal 
plan of care?

11. Is research to assess and treat patients with IDD-E commensurate with the 
problem?


