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Background

Clinicians involved in the management of children with
chronic conditions are encouraged to utilise self-report
outcome measures to inform clinical management and
ensure patient preferences are considered throughout
care provision. The use of self-report measures in the
paediatric patient is not without challenges and alterna-
tive parent/proxy responders are often considered more
appropriate. Despite this, the validity of parent/proxy
responders reporting on behalf of children can be chal-
lenged and further work evaluating concordance
between children and parents/proxy raters is needed.
Through use of a foot-specific patient reported outcome
measure in girls with Turner syndrome, the aim of this
study was to measure agreement between children and
parent/proxy responders for self-reporting on foot
health.

Methods

A cross-sectional questionnaire-based survey was con-
ducted in a sample of British girls aged 8—14 with
Turner syndrome (TS) and history of foot and/or ankle
problems. Ten girls with TS (median age 9.5 years) and
a nominated parent/proxy responder (n = 10) were
recruited. The Oxford Ankle Foot Questionnaire for
Children was used to assess foot-related health status.
Raw scores were calculated and converted into percen-
tage scores across the three domains and footwear item.
Agreement between parent and children domain scores
was determined with the weighted Kappa.

Results

Agreement between parent/proxy and child scores was
substantial, with a total kappa coefficient (Kw) of 0.71.
Substantial agreement was found for the physical
domain (Kw= 0.77) and almost perfect agreement for
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the school and play domain (Kw = 0.86). The lowest
agreement was found for the emotional domain (Kw
0.52) and footwear item (Kw 0.58) with moderate agree-
ment for both.

Conclusion

The findings from this study highlight a disparity
between child and parent/proxy responders for some
domains. This finding echoes previous research where
agreement between responders was observed for the
physical domain(s) or observable traits but not for emo-
tional or social domains. The findings from this study
offer some support for using self-report outcomes mea-
sures in the evaluation and clinical management of pae-
diatric foot problems associated with chronic conditions.
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