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LETTERS TO THE EDITOR

Quality of life in children with ®™
functional constipation: Are child -
self-reports and parent proxy-reports
interchangeable?

To the Editor:

We thank Vriesman et al for providing an extensive over-
view of the health-related quality of life (HRQoL) of children
with functional constipation." HRQoL is identified as an
important outcome when evaluating the effect of a treatment
in both clinical trials and the doctor’s office.”” As mentioned
by the authors, there is substantial debate who is the most
appropriate respondent to assess children’s HRQoL: the child
itself or the parent(s).” To examine the parent—child agree-
ment, the authors compared the total HRQoL scores on
the Pediatric Quality of Life Inventory questionnaire re-
ported by children and parents and suggested that the scores
were quite similar, with a score of 62.03 (SD 11.46) and 64.95
(SD 12.99), respectively, so there seems to be good parent—
child agreement on a group level. Therefore, they suggest
that both parent proxy-reports as child self-reports can be
used in a clinical setting, but they emphasize the need of large
cohort studies.

We published a study investigating parent—child agree-
ment on HRQoL in children with functional constipation
(n = 56), aged 8-17 years.5 Just as Vriesman et al, we found
a good parent—child agreement on a group level; intraclass
correlation coefficient of 0.80 (95% CI 0.67-0.88) and 0.78
(95% CI 0.65-0.87) for the Defecation Disorder List and
EuroQol-5-Dimension-Yourth  Visual Analogue Scale,
respectively. However, we found considerable discordance
on HRQoL between individual parent—child pairs. The limits
of agreement of the Bland—Altman plots were —19.7 and 14.6
for the Defecation Disorder List and —27.6 and 21.8 for the
EuroQol-5-Dimension-Yourth Visual Analogue Scale, on a
range of a 0 to 100 score on both questionnaires. Age and
sex of the child were not associated with parent—child agree-
ment. Therefore, we advise clinicians to pay attention to both
the child’s and parent’s perception of the child’s HRQoL.
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Reply m

To the Editor:

We thank van Summeren et al for their interest in our sys-
tematic review on health-related quality of life (HRQoL) in
children with functional constipation. They expressed their
concerns on the use of either self-report or parent proxy
report to assess HRQoL of children with functional constipa-
tion, and stress that a combination of both reports should be
used in current clinical practice. This notion is largely based
on their study on HRQoL in children with functional consti-
pation and their parents in primary care practices.’ Although
a good overall parent-child agreement of HRQoL as assessed
by the EuroQol-5-dimension-Youth Visual Analogue Scale
(EQ-5D-Y-VAS) and the Defecation Disorder List was re-
ported in their study, they found considerable discordance
between individual parent-child pairs. Therefore, they state
that both methods should be used in the assessment of
HRQoL of an individual child.

Van Summeren et al highlight a well-known and impor-
tant challenge regarding the measurement of HRQoL in chil-
dren with chronic health conditions. Patient report, in this
case child report, is considered to provide a sound assessment
of the impact of the disease on the patient, resulting in the
development of several self-reported HRQoL instruments
for children.”> However, concerns have been raised
regarding the insufficient language and cognitive skills of
(young) children to fill out HRQoL questionnaires.” More-
over, it is increasingly recognized that parents may have a
different perception of the symptoms of their child and
have the tendency to underestimate their child’s HRQoL,
whereas children themselves may do the opposite.”

In our systematic review, 6 of 13 studies included in the
meta-analysis reported on both self-report and parent proxy
report of HRQoL as assessed by the Pediatric Quality of Life
Inventory (PedsQL). Similar pooled HRQoL scores were
found between children and their parents (64.95 and 62.03,
respectively).”'” We stated that this finding could possibly



