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Most common carégiver ConCerns in Open res ponse sections. . ¥V P / —~

438 % KA R LR
- A\

Speech/communication (cannot vocalize pain) 43 _— = ﬁrn - =

Sibling impads 42

Cognitive/developmental delay/regression 39
Behavioral issues induding violence and autistic traits 34
Long-term care when parents are gone 27
SUDEP or death 21
Lack of independe nce ‘constant care 19
Anxiety/depression/isolation (parent) 19
Mobility 17
Finances (parent) 15
Quality of life (family) 15
Medication side effects 8

* Caregivers were asked to “List the top 3 concerns for the patient or family" after - L , N E P
seizure control in open response. Responses were categorized post hoc 5 _ﬂ_’ = 3&7 ~ / - ;!P ﬁg‘ é-?‘
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Patient Age

SPECIALISTS SEEN

Pediatric Neurologist
Speech Therapist

L Qccupational Therapist |

Physical Therapist

Emergency Medicine
Specialist
Dietician

Geneticist
Neuropsychologist

ISSUES EXPERIENCED

3) |35 (1|18 (53

==

29 5_9)

Nocturnal Seizures

Severe Developmental Delay
Gait Disturbances

Ataxia

Osteopenia

Broken Bones

0 11 (34)
0o (© |22 (s8]
¢ (0

0

0

20 (s6) (65) |23 (7: BON[ 1 (25) [SEAGHEEENY
© |1 @ (13) 1 @2 |2 6o [34223 )
© |o © |6 (4|12 (20|11 (34|19 (a0) [1 (25) |49/223 (22)

Overall

(%)

n/N

137233 (59)
111/231  (48)

|
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Figure Key: <20%

20-29% 30-39% 40-49% 50-59% ©0-69% 70-79% 80-89% >90%

Fig 1. Specidists consulted and issues experienced by age of patient.
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Fig. 2. Mental retardation (MR) in patients with Dravet syndrome. MR in the patients
with DS with autism was significantly more severe than MR in the patients with DS
without autism (P=0.007). The frequency of profound MR in patients with DS with
autism (4/9) was significandy higher than that in patients with DS without autism
(1/28); the frequency of mild and moderate MR (1/9) was significantly lower than in
patients with DS without autism (15/28).
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The role of occupational therapy in the developement of a child with cerebral palsy.flv
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Improving Fine Motor Skills with Occupational Therapy Meet S.mp4
Down Syndrome Occupational Therapy Demonstration.mp4
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