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ABSTRACT

Objective Despite growing interest in children and
young people’s (CYP) perspectives on healthcare, they
continue to be excluded from many patient experience
surveys. This study investigated the feasibility of, and
additional information gained by, measuring CYP
experiences of a recent hospital admission.

Design Cross-sectional analysis of national survey data.
Setting Inpatients aged 8—15 years in eligible National
Health Service hospitals, July—September 2014,
Participants 6204 parents/carers completed the parent
section of the survey. The CYP section of the survey

was completed by CYP themselves (n=3592), parents
(n=849) or jointly (=1763).

Main outcome measures Pain relief, involvement,
quality of staff communication, perceived safety, ward
environment, overall experience.

Analyses Single-measures intraclass correlations (ICCs)
were used to assess the concordance between CYP and
parent responses about the same inpatient episode.
Multilevel logistic regression models, adjusted for
individual characteristics, were used to compare the odds
of positive responses when the CYP section of the survey
was completed by parents, by CYP themselves or jointly.
Results The CYP section of the survey was completed
independently by 57.8% of CYP. Agreement between
CYP and parent responses was reasonably good for

pain relief (ICC=0.61(95% Cl 0.58 to 0.63)) and
overall experience (ICC=0.70 (95% Cl 0.68 to 0.72)),
but much lower for questions comparing professionals’
communication with CYP and with their parents (ICC
range=0.28 (95% Cl 0.24 t0 0.32) to 0.51 (95% Cl
0.47 to 0.54)). In the regression models, CYP were
significantly less likely than parents to report feeling

safe (adjusted OR (AOR)=0.54 (95% Cl 0.38 to 0.76)),
involvement in decisions (AOR=0.66 (95% Cl 0.46 to
0.94)) or adequate privacy (AOR=0.68 (95% Cl 0.52 to
0.89)).

Conclusions Including CYP (815 years) in patient
experience surveys is feasible and enhances what is
known from parents’ responses.

BACKGROUND

Patients’ perspectives are essential to understanding
the quality of healthcare services and delivering
patient-centred care.! * Patient-centredness is
recognised as a key pillar of health quality in its own
right, and as an important determinant of health
outcomes.> * Central to developing and monitoring
such care has been an increase in the use of patient
experience surveys, which are now administered
routinely in many healthcare settings.*

What is already known on this subject?

» Data from patient experience surveys can
help to empower patients, improve the quality
and patient-centredness of care and make an
important contribution to improving health
outcomes.

» Typically, children and young people below
16-18 years are either not included in patient
experience surveys or their parents are asked to
respond on their behalf.

What this study adds?

Including children and young people in patient
experience surveys is feasible and enhances what is
known from parents’ responses.

Historically, most patient experience surveys
have been restricted to adults.” ® When children and
young people’s (CYP) care is included in patient
experience surveys, parents or caregivers (hence-
forth referred to as parents) are usually asked to
respond on their behalf.’ 7 Two reported reason
for not asking CYP themselves have been concerns
about gaining parental consent and lack of evidence
about the feasibility of asking them to complete
surveys.® While it is clear that young children are
unlikely to be able to provide detailed experience
information, there is increasing evidence that young
people may be willing to respond to age-appro-
priate surveys from the age of 8 onwards and that
their healthcare priorities evolve and progressively
diverge from those of their parents from the age of
12 onwards.”'! However, it is not known whether,
and from what age, it would be feasible to include
CYP themselves in routine, large-scale programmes
to measure patient experience. Lastly, it is not
known whether asking CYP themselves would yield
significant additional information about their expe-
riences, over and above the information that can be
obtained from parents answering on their behalf.

Data from the English Children and Young
People’s Inpatient and Day Case Survey 2014
allow for investigation of these questions using a
large, nationally representative sample of CYP who
were recently discharged from hospital. This survey
was administered in 137 acute and specialist NHS
Hospital Trusts in England admitting paediatric
patients. For CYP aged 8-15 years, child-friendly
surveys were administered, which contained two
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sections: a CYP section for the child/young person to complete
(with input from their parents where necessary), and a section
for their parents.

The first aim of this study was to investigate the proportion
and characteristics of CYP who completed the CYP section inde-
pendently. The second aim was to study the agreement between
reports by CYP and their parents on the same inpatient episode.
Third, we investigated whether there were systematic differences
in responses to the CYP section when it was completed by CYP,
parents or jointly.

METHODS

Data

Data from the Children and Young People’s Inpatient and Day
Case Survey 2014 were analysed for patients aged 8-15 years
(response rate=27%). Questionnaires were posted to consecu-
tively discharged patients (overnight stays and day case admis-
sions) between July and September 2014. Surveys comprised
two sections: a section for their parent (n=6204) and a CYP
section that could be completed by CYP themselves (n=3592),
parents (n=849) or jointly (n=1763). Survey report and
sampling procedures have been published previously.”® Further
details on methodology are presented in the online supplemen-
tary appendix (Methods section).

Variables and analyses

This study comprised three sets of analyses, corresponding to the

three study aims.

1. Descriptive analysis of the sociodemographic and clinical
characteristics of CYP in each category of respondent: by
themselves, by their parents or jointly.

2. Analysis of CYP-parent dyads to compare the responses of
CYP and their parents on the same inpatient admission, for
CYP who responded by themselves.

3. Comparison of parent, CYP and joint responses to the CYP
section (both unadjusted and adjusted for sociodemographic
and clinical characteristics).

The details of each set of analyses are described in turn below.

Descriptive analysis of CYP respondents

The proportion of CYP surveys completed by the CYP, parent
and jointly were calculated—both overall and disaggregated by
patient characteristics (age group (8-11 vs 12-15 years), sex,
ethnicity, elective vs emergency admission, number of admis-
sions within the past year (1-3 vs =4) and presence of any long-
standing illness or condition (see online supplementary appendix
for wording of the questions and responses). Next, parental and
joint responses were combined to create a dichotomised outcome
of any parental involvement versus independent CYP response.
X? tests were used to assess the significance of differences in the
rates of independent CYP responses between each sociodemo-
graphic and clinical group.

Analysis of CYP-parent dyads

Data from CYP-parent dyads were used to compare responses
about the same inpatient admission from the two sections of the
survey. Dyads were only included if the CYP completed his/her
section independently.

For three questions (presence of pain, pain relief, overall expe-
rience), direct comparisons were possible between CYP self-re-
ported experience and parent’s perceptions of his/her child’s
experience. For an additional seven questions, CYP percep-
tions of how staff communicated with and involved them (as

Table 1 Respondents to the children and young people’s (CYP)
section of the survey, by selected individual characteristics. Children
and Young People’s Inpatient Survey, England, 2014

Individual CYP responses Parent Joint
characteristics N (%) responses (%) response (%)
Overall 6204 57.9 13.7 28.4
Male 3247 53.6 15.2 31.2
Female 2957 62.6%** 12.0 254
8-11years 2959 52.1 16.6 31.3
12-15years 3245 63.1*** 1.1 258
Any long-standing 1906 50.4 20.8 28.8
condition

No long-standing 3341 62.7*** 9.4 27.9
condition

1-3 admissions 5467 58.9 133 27.9
4 or more admissions 416 52.6* 17.1 303
White 5090 60.4 121 27.5
Asian/British Asian 458 42.8*** 234 33.8
Black/Black British 205 46.8%** 16.6 36.6
Mixed/other/not known 450 50.0%** 20.9 29.1
Inpatient 1 2471 60.3 13.2 26.5
Day case 3732 56.4** 14.0 29.6
Children’s ward 5569 57.9 13.9 28.2
Adolescent ward 342 64.0 9.9 26.0
Adult ward 205 88 52.3 17.0 30.7
Any procedure 4172 593 12.4 283
No procedure 84 1948 55.4** 16.3 283
Elective admission 1 3350 57.4 13.9 28.7
Emergency admission 2853 58.5 134 28.1

Column categories are based on responses to the item in the parent section of the
survey ‘Who was the main person who answered the questions in the children and
young people s section of the questionnaire?’

Where the proportion of CYP who responded independently differs significantly
from the reference group (eg, females differ to males), this is indicated by *P<0-05,
**P<0-01, ***P<0-001.

Where P values were between 0.001 and 0.05, exact values were as follows: 1-3 vs
4 or more admissions P=0.013; inpatient vs day case P=0.002; any vs no procedure
P=0.004.

Row categories follow response options to each question in the survey.

Age, sex, ethnicity, type of admission were drawn from hospital records and

had negligible missing data. Other characteristics were drawn from parent/carer
responses, resulting in the following number of missing responses: presence of
long-standing condition=957 (15.4%); any procedure=84 (1.4%); number of
admissions=321 (5.2%); ward type=205 (3.3%).

the child/patient) were compared with parental views of how
staff communicated with and involved them (as the parent). The
wording of the questions and dichotomised responses in the CYP
and parent sections of the survey are presented in online supple-
mentary appendix table A1 and table A2.

First, the single-measures intraclass correlation (ICC) was
calculated, to assess the level of agreement between CYP and
parent responses. These analyses made use of all response
options. Next, using the dichotomised responses shown in
table 1, the proportions of CYP and parents reporting a positive
experience of care on each measure were calculated. Then, the
degree of disagreement between dichotomised CYP and parent
responses was calculated, using
1. The proportion of surveys where the CYP and parental re-

sponses differ and
2. The proportion where the CYP response was less positive
than their parent’s response.
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Table 2 Agreement between reports of the same inpatient admission by children and young people (CYP) and their parent/carer. Children and

Young People's Inpatient Survey, England, 2014.

CYP response

Parent response CYP and parents’

CYP response less positive  Single measures

N Positive (%) Positive (%) non-concordant (%) than parent’s (%) 1CC (95%Cl)

Presence of pain 3470 65.9 68.4 11.9 4.7 0.73 (0.71 to 0.75)*
(8-15years)

Pain relief 1888 80.0 78.4 18.6 8.4 0.61 (0.58 to 0.63)*
(8-15years)

Overall experience 3394 558 59.3 235 13.5 0.70 (0.68 to 0.72)*
(8-15years)

Involvement in decisions 1534 55.1 66.6 42.7 283 0.34 (0.29 to 0.39)t
(12-15years)

Communication on arrival 3347 75.0 771 25.6 14.8 0.41 (0.38 to 0.44)%
(8-15years)

Communication about care and treatment 3363 81.1 87.5 20.5 13.8 0.30 (0.26 to0 0.33)1
(8-15years)

Communication before operation/procedure 1923 914 89.7 13.7 6.2 0.28 (0.24 t0 0.32)1
(8-15years)

Communication after operation/procedure 1929  70.0 83.8 295 226 0.32 (0.25 t0 0.38)t
(8-15years)

Discharge communication 1459 60.5 69.5 34.4 223 0.47 (0.42 10 0.52)%
(12-15years)

Advice on postdischarge care 1505 74.6 73.6 26.6 13.4 0.51 (0.47 to 0.54)¢

(12-15years)

Columns 3-6 show analyses of dichotomised responses (see online supplementary appendix table A1 for details of response options and dichotomisation for each questionnaire
item); N values differ, as some questions were not applicable to all patients and questions (eg, not all patients had an operation/procedure) and some questions were worded
differently for younger patients (8 — 11 years) so direct comparison with parent responses is not possible. The first three questions compare the CYP's response on their own
experience with the parent’s response about their child’s experience. The next seven questions compare CYP perceptions of how staff communicated with them (as the child/

patient) to parental views of how staff communicated with them (as the parent).

The intraclass correlation coefficients (ICCs) in column seven are calculated using non-dichotomised responses. Following Cicchetti et al,? 1CC values were assigned the
following categories: *0.60 — 0.74 — good agreement; t<0.40—poor agreement; $0.40— 0.59—fair agreement.

Note that for the overall experience of care question, anal-
yses of the dichotomised (or ‘top-box’) responses (0-8/10 vs
9-10/10) are presented in table 2; analyses of the exact scores
were also performed and are presented separately. ICC values
were assigned the following categories:<0.40=poor; 0.40-
0.59=fair; 0.60-0.74=good; 0.75-1.00=excellentagreement."*

Analysis of differences between parent, CYP and joint
responses to the CYP section

Data from the CYP section of the survey were used to compare
responses according to who answered the survey: parent, CYP
and joint responses. Thirteen dichotomised patient experience
measures from the CYP section of the survey were analysed,
which related to the hospital environment, staff attitudes and
communication and overall care rating. The wording of all
questions is presented in online supplementary appendix table
A2. Unadjusted and adjusted logistic regression models were
conducted; multilevel, adjusted models included all patient
variables listed above (as fixed main effects at patient level) and
admitting Hospital Trust (as a random effect at Trust level).
Descriptive analyses were performed using SPSS V.23 and regres-
sion models created using MLwiN V.2.36.

RESULTS
Descriptive analysis of CYP respondents
The majority (3592/6204=57.9%) of patients aged 8-15 years
completed the CYP section of the survey themselves. Parents
responded in 849 (13.7%) cases; the remaining 1763 (28.4%)
were completed jointly by CYP and their parents.

Table 1 presents the response categories by selected individual
variables. Surveys were more likely to be completed by CYP
themselves (rather than by parents or jointly) when they were

females versus males (62.6% vs 53.6%, P<0.001), older chil-
dren (63.1% among 12-15 years vs 52.1% among 8-11 years,
P<0.001), those with no long-standing condition (62.7% vs
50.4%, P<0.001), those with 1-3 versus four or more hospital
admissions within the past 6 months (58.9% vs 52.6%, P=0.013)
and those reporting white ethnicity (60.4%) versus black (46.8%,
P<0.001), Asian (42.8%, P<0.001) or mixed/other/not known
(50.0%, P<0.001). CYP were also more likely to respond them-
selves if they were admitted as an inpatient rather than a day
case (60.3% vs 56.4%, P=0.002). Response rates did not differ
significantly by ward type or elective versus emergency admis-
sion; regarding ward type, this may reflect the small number of
patients admitted to adolescent or adult wards.

Analysis of CYP-parent dyads

Table 2 presents the proportion of positive responses and the
agreement between responses by the CYP-parent dyads. Despite
good overall agreement between CYP and parent responses
regarding the presence of pain (ICC=0.73 (95% CI 0.71 to
0.75)), in 163 dyads (4.7%) CYP reported having had pain but
their parents reported no pain, while the converse was true in
250 dyads (7.2%). Where both CYP and parents reported the
CYP having had pain, the ICC value for good attention to pain
control was 0.61 (95% CI 0.58 to 0.63), with CYP reporting
poorer experience for pain management than their parents in
8.4% of cases. For overall experience, ICC was 0.70 (95% CI
0.68 to 0.72). Analysing dichotomised responses (as shown in
the table), CYP were more positive than their parents regarding
overall experience in 10.0% of cases, and less positive in 13.5%.
Analysis of the exact scores (0-10) showed agreement in only
49.2% of dyads (see supplementary appendix table C and table
D for further details).
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Involvement in decisions about care was reported by 55.1% of
CYP, by 66.6% of parents and by both in only 43.1% of dyads.
There were considerable differences between CYP and their
parents (ICC 0.34 (95% CI 0.29 to 0.39)), with disagreement
in 42.7% of cases, and CYP reporting lower involvement than
their parents in 28.3%. Similarly, low levels of agreement were
seen between CYP and parental responses for the six indicators
of communication (ICC range 0.28-0.51; non-concordance in
13.7%-34.4% of cases, with CYP reporting poorer experience
of staff communication than their parents in 6.2%-22.6% of

dyads).

Analysis of differences between parent, CYP and joint
responses to the CYP section

The proportions of positive responses to each question by CYP,
parents and jointly are shown in online supplementary appendix
table B. In table 3, data from the CYP section show the ORs of
positive responses for CYP and joint responses, compared with
parental responses; the adjusted ORs (AOR) for selected ques-
tions are also shown in figure 1.

CYP were significantly more likely than their parents to report
pain (AOR 1.21 (95% CI 1.01 to 1.56), P=0.04). CYP were
less likely to report that staff did all they could to help ease the
pain (AOR 0.64 (95% CI 0.45 to 0.91), P=0.01); they felt safe
on the ward (AOR 0.54 (95% CI 0.38 to 0.76), P<0.001); they
were involved in decisions about their care (AOR 0.66 (95%
CI 0.46 to 0.94), P=0.02) or they were given enough privacy
(AOR 0.68 (95% CI 0.52 to 0.89), P=0.005). The likelihood
of a good overall care rating (9-10/10) was also lower for CYP
AOR=0.69 (95% CI 0.56 to 0.86), P=0.001). Conversely,
there were significantly higher odds of positive responses about
hospital food when the survey was completed by CYP them-
selves, rather than by their parents (AOR 1.48 (95% CI 1.15 to
1.90), P=0.002). There were no significant differences between
CYP and parental responses in the odds of responding positively
to the other questions, and no significant differences between
parent and joint responses.

DISCUSSION

Although many have argued against collecting patient experi-
ence data from CYP because they would fail to complete surveys
or give answers that matched their parent’s responses, this study
shows that CYP will indeed respond and provide information
that enhances what is known from their parents. Direct compar-
isons of the experiences of CYP and their parents during the
same inpatient admission showed that parents’ responses often
do not capture important aspects of CYP’s experience relating
to pain, involvement and communication. Overall care ratings
by CYP and parents differed in about one-quarter (24%) of
families (using dichotomised or ‘top-box’ scores) and over half
(51%) of families when comparing the exact rating. Comparing
surveys completed by CYP and parents, and adjusting for patient
characteristics, CYP responses were less positive than parents’
responses regarding safety, pain relief, involvement in decisions,
privacy and overall care rating.

These analyses used questions that had undergone a rigorous
process of piloting and cognitive testing with their relevant age
groups and the survey sample has previously been shown to be
broadly representative of the NHS inpatient population in this
age group.'? ® The overall response rate of 27% was similar to
other paediatric surveys that are only addressed to parents,” but
the risk of differential non-response limits our ability to gener-
alise the first set of findings to all NHS patients in this age group.

Table 3  ORs of positive reported patient experience in surveys
completed by children and young people (CYP) themselves or jointly,
compared with surveys completed by parents/carers. Children and
Young People’s Inpatient Survey, England, 2014

OR (95%CI) P value Adjusted OR (95%Cl) P value
Did you feel safe on the hospital ward? (8—15years)
CcYp 0.84 (0.62 t0 1.13) 0.24 0.54 (0.38 t0 0.76) <0.001
Joint 1.09 (0.78 to 1.53) 0.60 0.78 (0.54 to 1.12) 0.18

Did hospital staff play with you or do any activities with you while you were in
hospital? (8—11 years)

CYP 0.81(0.47 to 1.02) 0.06 0.70 (0.45 to 1.07) 0.10
Joint 1.06 (0.71 to 1.58) 0.80 1.05 (0.68 to 1.61) 0.83
Were there enough things for someone of your age to do on the ward? (12—15 years)

CYP 0.87 (0.61 to 1.24) 0.44 0.91 (0.61 to0 1.35) 0.62

Joint  1.26 (0.86 to 1.85) 0.24 1.26 (0.83 t0 1.92) 0.28
Did you like the hospital food? (8-15years)

CYP 1.43 (1.13 10 1.79) 0.002 1.48 (1.15 to 1.90) 0.002

Joint  1.27 (0.99 to 1.63) 0.06 1.27 (0.97 t0 1.65) 0.08

Did hospital staff talk to you about how they were going to care for you, in a way
that you could understand? (8—15 years)

CcYp 1.23(0.98 to 1.54) 0.07 0.80 (0.62 to 1.04) 0.10

Joint  1.37 (1.06 to 1.76) 0.02 0.98 (0.74 t0 1.29) 0.88
Were you involved in decisions about your care? (12—15years)

CYP 0.87 (0.60 to 1.10) 0.18 0.66 (0.46 to 0.94) 0.02

Joint  0.97 (0.69 to 1.35) 0.84 0.81(0.56 t0 1.18) 0.27

If you had any worries, did someone at the hospital talk with you about them?
(8-15years)

CcYp 1.26 (1.00 to 1.58) 0.048 0.92 (0.71 t0 1.20) 0.54

Joint  1.59 (1.22 to 2.05) <0.001 1.24(0.94 to 1.64) 0.14
Did staff talk to each other about you as if you were not there? (8—15years)

CYP  0.85(0.60 to 1.20) 0.36 1.02 (0.68 to 1.54) 0.93

Joint  0.62 (0.42 t0 0.93) 0.02 0.70 (0.45 to 1.09) 0.1

Were you given enough privacy when you were receiving care and treatment?
(8-15years)

CcYp 0.82 (0.64 to 1.03) 0.09 0.68 (0.52 t0 0.89) 0.005
Joint  1.07 (0.82 to 1.40) 0.60 0.93 (0.70 to 1.24) 0.62
Did your condition ever cause you pain when you were in hospital? (8—15years)
CYP  1.33(1.10to 1.61) 0.004  1.21(1.01 to 1.56) 0.04
Joint  1.20(0.98 to 1.49) 0.08 1.19(0.94 to 1.49) 0.15

Do you think the hospital staff did everything they could to help your pain?
(8-15years)

CcYp 0.86 (0.63t0 1.17) 0.33 0.64 (0.45 t0 0.91) 0.01
Joint  1.13(0.80 to 1.59) 0.50 0.90 (0.62 to 1.30) 0.56
Do you feel that the people looking after you listened to you? (8-15years)

CYP 1.25 (1.01 to 1.55) 0.04 1.06 (0.83 to 1.36) 0.65

Joint 1.28 (1.01 t0 1.63) 0.04 1.07 (0.83 to 1.39) 0.60
Do you feel that the people looking after you were friendly? (8-15 years)

CYp 1.20 (0.91 to 1.57) 0.20 1.05(0.77 to 1.43) 0.76

Joint 1.24 (0.92 to 1.67) 0.17 1.07 (0.77 to 1.48) 0.71
Overall experience (8—15years)

CYP 0.73 (0.60 to 0.89) 0.002 0.69 (0.56 to 0.86) 0.001

Joint  1.03(0.83101.27) 0.81 0.96 (0.77 to 1.20) 0.71

All experience measures were dichotomised. See online supplementary appendix
table A2 for details.

Adjusted ORs were derived from logistic regression models that adjusted for trust
(as a random effect at trust level) and the following variables as fixed effects at
patient level: age, sex, ethnicity, reason for admission (elective vs emergency),
whether had operation/procedure, day case vs overnight stay, previous experience
of inpatient or day case care (1-3 vs 4+ admissions within the past 6 months),
presence of any long-standing condition, ward type (children’s/adolescent/adult).

The analyses investigating whether CYP and parent

responses differ are also subject to limitations. It is possible
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o Like thefood 1.48 (1.15-1.90)
° Overallgood experience 0.69 (0.56-0.86)
L4 Good paincontrol 0.64 (0.45-0.91)
° No pain 0.83 (0.64-0.99)
L ] Adequate privacy 0.68 (0.52-0.89)
® Involved indecisions 0.66 (0.46-0.94)
L Feelsafe 0.54 (0.38-0.76)
o Worse experience -----—-—--—-—- Better experience---->

Odds ratios (95%Cl)

Figure 1
England, 2014.

that minor wording differences and/or differences in interpre-
tation may have influenced the degree of agreement between
CYP and parent responses. It was also not possible to compare
parent and CYP responses directly for the majority of ques-
tions. Lastly, while our regression models were able to adjust
for a number of important potential confounders, we cannot
exclude unseen confounding by factors not included in our
models. In particular, no data were available to indicate how
many patients were not able to respond independently due to
cognitive impairment, or due to additional physical or commu-
nication needs.

Research and policy context

WHO has recommended as a key research priority developing
better ways of understanding and monitoring the views of
young people.’* To our knowledge, this is the first national
study to report detailed characteristics of CYP who complete
a patient experience survey. Although previous literature is
sparse, we report a larger number of CYP responding inde-
pendently than the previous English survey in 2004, when a
minority (38%) of CYP aged 12-15 years and very few below
the age of 12 years completed the survey themselves.” This
may reflect the extensive work that has been done to develop
a questionnaire that is designed specifically for CYP. There
may also be an increasing level of willingness among CYP to
express their views and a greater expectation that their views
will be listened to.'® "’

Although responses from CYP have long been used in the
diagnosis and management of some paediatric conditions,'® we
are not aware of other national-level studies that investigate
the additional benefit of CYP reporting their patient experi-
ence (rather than relying on parent responses). It confirms and
extends the findings of smaller, single-centre studies, which
have shown that parent and CYP responses to patient expe-
rience surveys often differ, with a tendency for CYP to be
less positive about the quality of care they have received."” %
Lastly, our findings extend previous research with parents,
which showed that the quality of communication with CYP

Adjusted ORs of good experience, children and young people (CYP) vs parent responses. Selected indicators from CYP Inpatient Survey,

and with parents are distinct aspects of paediatric care and
should be evaluated separately.”

CONCLUSION

The Royal College of Paediatrics and Child Health has
stated that ‘no-one is better qualified to comment on the care
provided by a paediatric centre than the CYP receiving that
care’.*! Yet, in practice, CYP are rarely given the opportunity
to express their views or report their experience of health-
care. Our findings demonstrate that it is feasible to collect the
views of CYP (8-15 years) and that doing so yields important
additional information, beyond what is possible from parent
surveys alone.

A key research question for the future is whether moni-
toring and improving CYP experience of healthcare could
promote more patient-centred care for this age group, which
may in turn promote healthier behaviour, including adher-
ence to treatment regimens, and improve long-term health
outcomes. There is also a need for research into whether
administering the questionnaire electronically, and/or using
shorter versions of questionnaires could improve response
rates and provide more timely information with which to
improve services.
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