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Group (n) Percentage with psychiatric disorder (n)

Any Emotional Conduct ADHD PDD
Complicated epilepsy (25) 56.0 (14) 16.0 (4) 24.0(6) 12.0 (3) 16.0 (4)
Uncomplicated epilepsy (42) 26.2 (11) 16.7 (7) 16.7 (7) 0 0
Diabetes (47) 10.6 (5) 6.4 (3) 8.5 (4) 21(1) 0
All other (10 202) 9.3 (946) 4.2 (427) 4.7 (483) 2.2(228) 0.2 (25)

Any, any psychiatric disorder; Emotional, any emotional disorder; Conduct, any conduct disorder, including
oppositional defiant disorder; ADHD, any attention-deficit—hyperactivity disorder; PDD, any pervasive
developmental disorder (autistic disorder).

Davies et al. Dev Med Child Neurol. 2003; 43:292-295
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Method: Culture-Free Self-Esteem Inventory for Children (CFSEI-2)

Self-esteem 17.5+x5.21 19.4+3.83 P=0.005

score
Self-esteem N= 31 N=4 (8.3%) P=0.034
score below (22.1%)

the cutoff

Kwong et al. Epilepsy Behav. 2016; 63:118-122
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Table 2. Social outcome of children with
childhood absence compared with juvenile
rheumatoid arthritis
Absence JRA
Female 68% 62%
Mean age of onset 74 years 6.7 years
Follow-up age 23 years 23 years
Remission 57% 28%
Seizures/symptoms in last year of follow up 34% 72%
Remain on daily medication 32% 38%
Behavior problems 41% 10%
Unplanned pregnancy 34% 3%
Heavy alcohol drinking 39% 16%
Psychiatric consultation 54% 31%
Unskilled labor 53% 16%

CAE: Childhood absence epilepsy
JRA: Juvenile rheumatoid arthritis

Camfield. Epilepsia. 2007; 48(Suppl 9):3-5



RAHRICHBEZET D TCANAERE (HNESAL)

YRS

SR DEEZFIBZ TS

TABLE 3.
Comparison of Adult Secial Outcome for Rolandic Epilepsy With Other Epilepsies in Patients With Normal Intelligence—the Nova Scotia Popul ation-Based Study”
Outcome Variables Rolandic™ Juvenile Epilepsy With Epilepsies Characterized Epilepsies Characterized
Myoclonic  Generalized by Complex Partal by Only Focal Seizures
Epilepsy’” Tonic-Clonic  Seizures™” With Secondary
Seizures only Generalization®
(IGE-NOS)**
n 32 23 30 108 80
Follow-up (in vears) 7 + 34 36 + 4.8 29 i 87 355 + 7.3 345 & 8
No high school graduation 22 13 40 33 32
No close friends 3 9 24 29 8
Pregnancy outside a stable relationship 22 48 38 29 21
Psychiatric diagnosis other than ADHD 9 61 27 33 25 - (0/0)
Living alone 16 30 23 19 8
No romantic relationship >3 mo 3 24 21 14
Unemployed 3 31 33 33 24
Poverty 6 30 50 50 26
~Greater than of equal to one adverse outcome’ 41 76 76 75 62
One adverse outcome’ 19 26 31 23 26
Two or more adverse social outcomes’ 22 48 59 52 36

Abbreviations:

ADHD = Attention deficit hyperactivity disorder
[GE-NOS = Idiopathic Generalized Epilepsy—Not Otherwise Specified
The numbers above reflect percentages except as noted.

= Numbers represent percentages except as otherwise noted.

' Adverse social outcomes include failure to complete high school, pregnancy outside of a stable relationship (<6 months), depression or another psychiatric diagnosis,

unemployment, living alone, never in a romantic relationship >3 months, and poverty.

Camfiel

d. Pediatric Neurology. 2014; 51:17-23
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Royal college of Nursing: Adolescent transition care Guideline for
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FAQs
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SUDEP AES offers two practice tools that were developed for adolescent epilepsy patients. The tools are intended for clinicians to
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i, AMERICAN WORKING TOWARD A WORLD
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PROFESSIONAL ANNUAL CAREER
RESOURCES EDUCATION MEETING OPPORTUNITIES

-

ABOUT AES MEMBERSHIP FOR PATIENTS

¥ CLINICAL RESOURCES
FAQs
GUIDELINES
IOM EPILEPSY
MEDICAL MARIJUANA
SUDEP AES offers two practice tools that were developed for adolescent epilepsy patients. The tools are intended for clinicians to
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TRANSITIONS FROM PEDIATRIC EPTLEPSY TO ADULT EPILEPSY CARE
Adolescent without significant developmental disability (plan for independence)

| Ase 10-13 vrs old* 14-15 vrs old* 16-17 vrs old= > 18 vrs old*®
Overall Discass transition plan Discass transition plan Discass and review transition plan and Implement adult model of care
update Neurologist: Review transition plan and update
create transition summary/note Neurologist:
create trapsition summary/mote
Etiology Venfy epilepsy diaznosis, contimued -If syndroms that is likely to be outgrown If patient has an epilepsy that 15 unkkely to Same
need for weament. Determine seizare | (2.2 BECTS. CAE), transition may not be | be outgrown (2.g. refractory complex partial),
classification: (Generalized, focal) and | needed or JME transidon is cntical
etiology- (Structural, Metabolic, - Consider madication taper change for -Adwvise advance meedng of the child with
genstic, unknown). Clanfy progmosis. | females for reproductive reasons adult nsurologist
Testing Assess need for repaat EEG, MR, Same Same Same
monitoning of blood, fraquency of
retum visits, when to contact MD or
RN
Female issues Educare girls about Folate and instiate. | Discuss contraception (may need Same Same
anticorvulsant dose adjustment)
Independence Discuss plan for developms responsibility and independence Plan for independence
-  Know medicatons, doses, tipung, seizure tracker Self-medication. maintain calendar, report need for prescriptions, pill box
- Safety (sports, camps, swimming, video games, baths, cooking) — Discuss driving if appropriate (based on state laws)
- Teen should know key deails of history. diagnostic work wp (MRI and| _ Epcouraze zood health practices: discuss exercise. sleep, alcohol. drugs, sexuality (planned
EEG), seizure description e ies
! . pregnancies)
-  Begintodiscusslocal state doving rules . , — Compliance issues (breakthrough seizures, implications on driving license, SUDEP)
- fdo;l:fﬁmg co-morbidites —~ADHD, lemlng difficulties, mood issuss, - @er for mood and sleep probkm
-  Encouraze good health practices: discuss exearcise, sleep, alcohol, drugs,
- sexuality
- Query for mood and sleep problems
- Educate about Vitamin D statas
Quality of Encourage appropniate teen activities Advice for career, aducational planning
Life - with family - specific testing
—  atschool - advocacy
- I communsty - education
—  Epilepsy Foundation support (if needed) —  colleze scholarships (sevenal specific to epilepsy)
Education Develop school educational plan/support Develop school educational plan/support. Plan for college.
Emergency Develop emergency care plan for commumity when parents not present Know emergency care plan appropriate to level of function and place in community. Provide phona
plan contact or email to patient for independent access to MD, especially for emergencies.
Time alone Assess matunty, readiness Encourage independence, allowing t=ento | Encourage independence, begin to have ame | Rasponsible, large portion of clinic visit
during visit? a:kquemchmngm alons with MD dunng clinic visit alons with MD




TRANSITIONS FROM PEDIATRIC EPILFPSY TO ADULT EPITFPSY CARE
Adolescent with significant developmental disability (independence unlikely)

Age 10-13 yrs old™ 14-15 yrs old”™ 16-17 vrs old* =18 yrs old®
Overall Discuss transition plan and Discuss transinon plan and Review transition plan Ioplement adualt model of care
realistic plans for adult life (2 2 Iving, | realistc plans for adult life (e.g livine, Review transition plan and updare
arplovment) employment) Neurologist: araate mansinon
sammary note
Consider advance meetmg of chiid with
Etiology Venify epilepsy diagnosis, contirmed - Consider medication taper/ changs for Same aduit neurologist. Patents with Lennox
&m Determuns seipge | females for reproductve reasons Gastaut syndrome or a samalar syndrome
dlassification: (Generalized. focal) and associated with severe dsabiliry may not
etiolozy- (Struchural, Metabolic, T2UTe TANNon Wl 3 ey a2z
genetic, unknown). Clanfy prognosis (basedo?a;?cmdmmps:
coafort
Testing As523: nead fof Tepeat EEG, ML Same Tame Tame
monstoring of blood. fraquency of
retum visits, when to contact MD or RN
Female rssues | Educas paremts of grls about Folate Dascuss contraception (may need Same Same
and imtiate anticomvulsant dose adjustment)
Independence | Discuss plam with parenes'careZivers about Geveloping r23ponsioilify and mospendencs. LRSCUSS Plans With parsnis’ CaregIvers adoul Iummrs care
- Enow medications, doses, tme, seizure gacksr -~ Medication administration, mantain calender, report need Sor prescriptions
- Safety (sports, camps, baths) for developmental levs! — Bullying, physical or s=xaal abuse
—  Sleep hygiens, ETOH use, drugs, semuality and planned pregnancies —  Query for mood and sisep 1ssues
- Momntoring offen severe co-morbidines ~ADHD, leaming dificuities. mood 1ssuss —  Group home vs. famuly vs. independent ving
-  Encourags exarcise, mchudins weight beanng activities, venfy Vitamin D stans - Advocacy, gtmdmshp}enlsm
~  Educate about Vitamir D saazas — Disass SUDEP with family
- Query for mood and slesp issues
Quality of ife | Encourage appropriate feen actvinies 25 Gevelopmentally appropriate Advice for jobs and vocational rehab
- with fanuly - specfic testng
at school - advocacy
I Comummsty - education
Epilepsy Foundation sipport -  Eptlepsy Foundation support
Fducation Develop schoo: educanonl plan'suppert. Review [EP resuits and amanse further isstmg o | Assess outside support neads/ advocacy (Epspsy Foundinon assisance)
Emergency | Develop emergency care plan for Commmity When parents not present Know emergency care plan appropriate to level 0f AICHon and PIACS ik COMENIY.
| plan

PAGApAton i exam. a5 apphcable

PATCIpaTion M exam. as applicable

Participanion i exam as apphicable | partcipation in exam, as applicable
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MEBEE : psychoeducation
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