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APPENDIX

Outcome measures used in the ZAP Plexus study

APPENIX

Patients Dimension 2-10 10-16 316 Described
Questionnaire years years years inchapter
Socio-demographic status Socio-demographic p p s 6,7,8
Disease specific NBPP specific p p s 6,8
questions
Health care usage Health care usage and p p s 7

satisfaction
PedsQL™ FIM Family Impact p p 6
ABILHAND-Kids Upper extremity functioning p>6yrs p<15yrs X
HUH* Upper extremity functioning p 5
PODCI-NL Upper extremity functioning p p, s s<19yrs 7
DASH-DLV Upper extremity functioning s 8
MHOQ-DLV Upper extremity functioning s X
TAPQOL Overall quality of life p<5yrs 6
TACQOL Overall quality of life p>5yrs  p>5yrs X
s>8yrs s<15yrs x
TAAQOL Overall quality of life s X
DISABKIDS Overall quality of life p,s4-7 p.s X
yrs X
p,s>8yrs
SF-36 Overall quality of life s 8
SQUASH Physical activity p>8yrs p<12yrs s>19yrs x
AQUA Physical activity s>12yrs  s<19yrs x
IPA Participation s 8
USER-P Participation s 8

Rotterdam Transition
Profile

Transition into adulthood

S

*Added to the ZAP-Plexus study to investigate the newly developed Hand Use at Home questionnaire in NBPP.
(p)= parent-reported, (s)= self-reported. > or <...yrs= questionnaire only used over or under a specific age. x=
not yet analyzed. PedsQL™ FIM: PedsQL™ Family Impact Module, HUH: Hand Use at Home questionnaire,
PODCI-NL: Peadiatric Outcome Data Collecting Instrument Dutch version, DASH-DLV: Disabilities of the Arm,
Shoulder and Hand Dutch Language Version, MHOQ-DLV: Michigan Hand Outcome Assessment Dutch Language
Version, TAPQOL: TNO-AZL for Preschool childrens’ Health Related Quality of Life questionnaire, TACQOL:
TNO-AZL for Childrens’ Health Related Quality of Life questionnaire, TAAQOL: TNO-AZL for Adolescent’s and
Adult's Health Related Quality of Life questionnaire, SF-36: Short Form 36, SQUASH: Short Questionnaire to
Asses Health Enhancing physical activity, AQUA: Activity Questionnaire Amsterdam, IPA: Impact on Participation
and Autonomy, USER-P: Utrecht Scale for Evaluation of Rehabilitation-Participation.
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