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Background Although it is widely recognized that children are
willing, capable and legally entitled to be active participants in
their health care, parents are generally invited to evaluate paediat-
ric hospital care and services rather than children themselves. This
is problematic because parents cannot serve as the only spokesper-
sons for the perspectives and experiences of children.

Objective To investigate children’s experiences with and perspec-
tives on the quality of hospital care and services in the Nether-
lands, and how they think care and services could be improved.

Design A qualitative study incorporating different participatory
data collection methods, including photovoice and children writing
a letter to the chief executive of the hospital.

Setting Paediatric departments of eight hospitals in the Nether-
lands (two teaching and six regional).

Participants Children and adolescents (n = 63) with either acute or
chronic disorders, aged between 6 and 18 years.

Results The research results provide insights into children’s health
and social well-being in hospitals. Important aspects of health, like
being able to sleep well and nutrition that fits children’s prefer-
ences, are structurally being neglected.

Conclusion The participatory approach brought children’s ideas
‘alive’ and generated concrete areas for improvement that stimu-
lated hospitals to take action. This demonstrates that participatory
methods are not merely tools to gather children’s views but can
serve as vehicles for creating health-care services that more closely
meet children’s own needs and wishes.
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Introduction

Children and adolescents are significant users
of health-care services, and it is increasingly
accepted that they are not only objects of care
but knowledgeable social actors who have their
own perspectives on issues that relate to them,
including health care.'™

These changing views of children have led to
international reforms in health policies, guide-
lines and legislation to support or even obligate
the involvement of young people in decisions
about their health care. For example, in Sep-
tember 2011, the Council of Europe adopted
the Guidelines on Child-Friendly Health-Care.
These Guidelines aim to integrate already exist-
ing international conventions for children’s
rights with respect to health and health care,
including the United Nations Convention on
the Rights of the Child (1989), into a practical
framework that promotes the delivery of child-
oriented health care in the Council of Europe
member states. Participation is one of the five
main principles of these Guidelines and needs
to be applied in individual medical decision
making and in the assessment, planning and
improvement of health-care services.®

The Netherlands is one of the pioneer coun-
tries in recognizing the rights of minors to par-
ticipate in treatment decision making. The
Dutch Medical Treatment Act (WGBO;1995)
states that young people aged 16 or over have
the right to make their own treatment deci-
sions, and those between 12 and 15 years are
entitled to take decisions with their parents.
The Dutch legal system, however, does not
require children’s participation in health care
at the collective level, as service-users or in pol-
icy-making processes. Consistent with daily
hospital practice in the Netherlands”® and
elsewhere,'”!" children and young people are
rarely given opportunities to provide feedback
on their experience of hospital care and ser-
vices. Children’s willingness'>'* and capabil-
ity'>'® to have a say in health-care services
and the value of their perspectives for improv-
ing child-oriented care!®?® have repeatedly
been demonstrated, but the opinions of parents
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still generally form the basis for measuring the
quality of paediatric hospital care.”'>* This is
problematic because the views of parents,
although important, do not represent those of
children, and thus, parents alone cannot serve
as spokespersons for their children.>> %’

The current paper describes a multihospital
study that was carried out in eight Dutch hos-
pitals. It is the first comprehensive study of
children’s and young people’s experiences with
and perspectives on the quality of paediatric
hospital care and services in the Netherlands.
It contributes to a growing body of knowl-
edge about how children can play an active
role in creating health-care practices that bet-
ter suit their own needs. Furthermore, it pro-
vides evidence about the potential of
participatory research techniques to invoke
change in health-care settings. In this paper,
we use the term children when referring to
our study population (6-18 years old). We
distinguish between particular age groups
when relevant.

Methods

Design

We used a qualitative study design incorporat-
ing a wide range of participatory data collec-
tion methods.”® Photovoice and ‘letter to the
chief executive’” were open to all ages. With
adolescents (13-18), online and face-to-face
interviews were also used. These methods were
chosen because they allow the children to tell
their own story instead of making them the
object of the researcher’s inquiry.? !

Setting

Both in- and outpatient paediatric depart-
ments of eight Dutch hospitals participated in
the study. Two of the hospitals are teaching
hospitals with an associated paediatric hospi-
tal. The others are smaller, regional hospitals.
In six hospitals, one of the four methods was
used, and in the other hospitals, two or three
methods were used. The distribution of the

2067



2068 Children’s perspectives on hospital care, | Schalkers et al.

methods between the different hospitals
depended on their preferences, target group
and capacity to facilitate the data collection
activities. When more than one method was
available, children could choose which method
they preferred; only one method per child
was used.

Participants

Some 63 children with either acute or chronic
conditions, aged 6-18 years, participated in the
study (Table 1) with an average age of
13 years. The vast majority of children were
recruited from inpatient departments (n = 58).

Procedures

Children were invited to participate in the
study by hospital play specialists who provided
them and their parents with a letter explaining
the aims and procedures of the study. We con-
sidered that hospital play specialists were the
right persons to decide which children might be
interested and able to participate. If children
agreed to participate, they were approached by
one of the researchers from the national
patient organization (Zorgbelang) who planned
and carried out the data collection activities.
The interviews were audio recorded and tran-
scribed verbatim for analysis.

Photovoice

Only children who stayed in hospital for 3 days
or more could be involved in the photovoice
activities because they needed to have enough

Table 1 Number of participants for each of the methods
used

No. of hospitals

Method involved Girls Boys Total

Photovoice 3 7 7 14

Letter to the 1 10 13 23
chief executive

Online interviews 3 7 6 13

Face-to-face 3 8 5 13
interviews

TOTAL 32 31 63

time to take photographs. In addition, a stay
of 3 days or more gave them more experiences
on which to draw. Children received an intro-
duction box containing a camera, an informa-
tion and instruction letter for themselves and
their parents, a consent form, and a notebook
and pen. Children were asked to make a total
of 10-15 photographs, capturing things and
places they liked and did not like. Children
were given up to 1 week to take the photo-
graphs, depending on the length of their stay.
After this, the photographs were printed. Then,
children incorporated their photographs with
texts, explaining the meaning behind the pho-
tographs in either a scrapbook or collage.
These were used to present the results to the
hospital management but also formed the basis
for face-to-face discussion of the photographs
with children, either individually or within a
group. During these photo-elicitation inter-
views, the interviewer asked short questions,
such as: What is this? What is happening here?
Why did you make this picture? The interviews
were generally conducted at a quiet room in
the hospital shortly after making the photo-
graphs. In two instances, the interview was
done at home because the child had already
been discharged. As an acknowledgement of
their efforts, children received copies of their
photographs after the interview.

Letter to the chief executive

Children were invited to write their letter
through a specially designed format (Fig. 1),
available through a link on the website of the
hospital. In this hospital, all children have
access to an infotainment system above their
bed on which they could fill in the format at a
moment that suited them. The letters were
automatically saved and copied into a Excel
file for analysis.

Online interviews using Facebook or MSN
Messenger

Interview appointments were made on a day
and time that suited the participants. More
than half of the interviews (n = 7) were con-
ducted while children were still hospitalized,
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1. Dear chief executive, what | like very much about this hospital ...

a

2. And | would immediately change/improve this if | were the boss ...

a

3. This is my idea for changef/improvement ...

4. | would just like to tell or ask ...

Figure 1 Format ‘letter to the chief executive’.

and these participants were given a laptop or
iPad, so they could participate in the interview
from their bed. In the other six cases, adoles-
cents participated at home shortly after their
discharge from the hospital using their own
computer. The interviews were semi-structured;
the interviewer opened with some general ques-
tions, such as: What was it like to be admitted
at the hospital? What went well and what not?
If you were the boss of the hospital what
would you change? The interviewer asked
probing questions to search for depth in the
children’s stories. The interviews lasted about
30 min. Afterwards, the transcription of the
conversation was copied and saved in a Word
file after which the chat history was deleted to
guarantee the privacy of the participants.

Face-to-face interviews using pre-formulated
statements

Children were asked on the spot if they wanted
to participate. Children that agreed participated

© 2014 John Wiley & Sons Ltd
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Table 2 Examples of pre-formulated statements

There is too little to do in the hospital for young people my
age.

Everyone should have a computer in their room with access
to the Internet.

When | need someone in the hospital, they should always
come right away.

| do not like that | have to share a room with children that
are much younger or much older than me.

| am not afraid to ask the nurse or doctor a question.

It is always asked what | would like and that is being
listened to.

They ask my parents more questions and explain more to
them than to me.

from their own room and were given a box with
pre-formulated statements (Table 2) that served
as starting points for the conversation. Young
people were asked to pick statements from the
box and to discuss their associations and experi-
ences with them. Moreover, participants were
explicitly invited to bring up their own topics of
discussion. In this way, the dialogue between
child and researcher was encouraged without
the researcher being dominant.

Ethics

As the research project does not fall under the
Dutch Medical Research Involving Human
Subjects Act, official ethical approval was not
needed. All participants and their parents
received verbal and written information about
the project and provided written consent. Ver-
bal consent was obtained from children prior
to audio recording of interviews. The children
were informed that the information provided
would not be linked to their individual identi-
ties, that participation was voluntary and that
withdrawal was possible at any time. For
example, two children that had agreed to par-
ticipate in a face-to-face interview withdrew
because they were too ill or too tired on the
day of the interview. Four children that partici-
pated in the photography activities withdrew
from the photo-elicitation interview after they
had been discharged because they decided they
did not want to be interviewed. The research
team was concerned not to overburden the
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children. Researchers drew the interviews to a
halt if children’s verbal and physical expres-
sions indicated that they needed some rest.

Data management and analysis

All data were stored digitally. The written data
were analysed together using qualitative con-
tent analysis.>>* All transcripts were read in
their entirety and coded for recurring themes.
The codes were then sorted into more abstract
(sub) categories. The derived categories were
discussed and revised with the project team. As
photographs used in photo-elicitation are not
intended to stand alone,* the photographs
were not analysed in detail themselves. Instead,
they were used to generate dialogue on how
children give meaning to their hospital experi-
ences.

Results

The aim of this study was to explore compre-
hensively children’s experiences with and per-
spectives on the quality of paediatric hospital
care and how this can be improved. By analy-
sing children’s positive and negative experi-
ences, five themes were identified: (i) attitudes
of health-care professionals, (ii) communication
with staff, (iii) contact with peers and family,
(iv) treatment procedures and (v) hospital envi-
ronment and facilities.

Attitudes of health-care professionals

Children emphasized that doctors, nurses and
other hospital staff needed to have sufficient
time and attention for patients and should be
willing to help the patient and to answer ques-
tions. They also appreciated personal qualities
of staff members, such as sociability, kindness
and amiability:

I believe the nurses are doing a good job. They
are kind to me and they are patient. (6-year-old
girl)

These positive experiences, as well as the less
positive ones, emphasize the importance of

pleasant, open interaction between patients and
their care givers. According to children, hasti-
ness and a lack of time among nursing staff,
which is unfortunately not uncommon due to
the high workload in health care, does not con-
tribute to such interaction:

Some are very brusque [...] One of them just
tosses down the medicines and then walks away
quickly. They could at least say something. (14-
year-old girl)

Communication with staff

Children emphasized the importance of effec-
tive communication, including being well-
informed, health-care professionals speaking
directly to them, consultation between hospital
staff, and being listened to.

Accessible and adequate information

Children frequently stressed the importance of
being clearly informed about the treatment,
planning and procedures. Children also wanted
to receive information about details that adults
may consider not interesting or too complex
for children, such as the type of medication
they are receiving.

Well-informed children are generally very
satisfied and describe examples of situations in
which they were well prepared and knew what
to expect:

They explained everything very well, before I
underwent surgery. I was well informed about
what they were planning to do and why. I appre-
ciate that very much. (14-year-old girl)

Poorly informed children, on the other hand,
express feelings of discomfort or even anxiety.
They articulate a strong desire for appropriate
information about the timing, purpose and
procedures of medical interventions and the
opportunity to ask questions:

There is not enough time to ask questions. I was
not well prepared for the surgery. I did not know
how long I had to stay here [the hospital], whether
or not I could go outside, whether or not I was
allowed to take a shower. I did not have the
opportunity to ask those things beforehand. I had

© 2014 John Wiley & Sons Ltd
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to ask all those things yesterday, at the very last
moment, in the operating room. (18-year-old girl)

Direct communication with staff

Children, and in particular adolescents, highly
appreciate being directly approached by health
professionals, rather than through their
parents:

You are kept informed about everything, which
is great. They ask you questions, they ask me
and my parents. Both, really. That is great.
Everything is always clear to me and that is what
is most important, as in the end it is about me.
(17-year-old girl)

This does, however, not mean that parents
should be absent or silent during a medical
encounter; their involvement is very much
appreciated by almost all children. Children
considered that parents were able to remem-
ber and recall important information, comple-
ment children’s narratives, introduce things
that children had forgotten to say or ask
questions that children do not dare to ask
themselves. This contrasts with the growing
tendency to let children see their medical spe-
cialist alone.

Consultation and communication between staff
While children are predominantly positive
about communication and relationships with
doctors and nursing staff, they express con-
cerns and complain about communication
between staff. Problems that were observed
include: miscommunication, poor information
transfer and conflicting information and
advice:

Yesterday all these doctors kept coming up to
me and I had to tell all of them the same story
over and over again. That is kind of weird. Why
don’t they write things down? (12-year-old boy)

Another girl commented:

I had a conversation with the doctor about being
admitted to hospital. No clear agreements were
made about what they were going to do. He
thought, I expect, that they would explain it here
[nursing ward], and here, they thought he had
already done it. So that did not go very well.

© 2014 John Wiley & Sons Ltd
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Everyone thought I already knew everything but
that was not true at all. I was rather unhappy
about that. It is alright now, because I asked a
lot. Everything is clear now. But I was rather
unhappy about that. (15-year-old girl)

The example illustrates children’s appetite
for information but also demonstrates that
children are sharp observers rather than pas-
sive recipients of care.

Being listened to

Children clearly wish to have a say and to be
listened to with regard to both their treatment
and the stay in hospital. This was especially
the case for chronically ill adolescents who had
already been admitted to hospital several times
and have extensive knowledge and experience
of their condition and treatment. This group of
patients specifically want their experience based
views to be taken into account, but, unfortu-
nately, this was not always the case:

[...] T told them the drip was not set up properly
and that I was not feeling well because of it and
that the bed needed to be put back. Then they
said: ‘Well, the drip is already in and it is done’
but then I fainted anyway. The bed should have
been adjusted. At that time, they did not listen.
(17-year-old girl)

The findings also show that children wish to
take part in decision-making processes. For
example, some adolescents appreciate being able
to choose with whom they share a room or
whether they want to be admitted to the chil-
dren’s ward or the adult department. Smaller
children, for instance, like to choose whether
the anaesthesia is administered by injection or
by means of a cap. However, there are many
examples that illustrate that children’s views
and wishes are not always taken into account:

[...] the TV is turned off at a certain time. And
the nurse comes by to tell you to go to sleep. I
find that a bit strange, I can decide that for
myself. (18-year-old girl)

For participation to be successful, it is
important that children’s contributions are
taken into account and acted upon. When chil-
dren feel that they are not being listened to,
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they are less likely to make an effort to be
heard next time.

Participation, furthermore, calls for an atmo-
sphere in which children are aware of their par-
ticipation rights and opportunities and feel free
to voice their views and preferences and to ask
questions:

I dare to ask anything; that’s my nature. But I
think that everyone could do that here [children’s
ward]. It’s quite open. There’s enough opportu-
nity. (17-year-old-girl)

Some children, however, described situations
that demonstrate the contrary:

I would enjoy sharing the same room with some-
one. I would like that. But I think you do not
have a choice. You just have to wait and see
where you will end up. (14-year-old boy)

Another boy commented:

I had to get out of bed for the finger prick. But I
wanted to stay in bed a little while longer. And I
wanted to say that they should come back later,
I would like that better, but I cannot do that.
But if I could, I would really like that. (12-year-
old boy)

These examples illustrate that children are
occasionally uncertain about whether they have
a choice and that some even keep quiet because
they believe they are not allowed to reveal their
preferences or think it is inappropriate to do so.

Contact with peers and family

Children wish to have the outside world within
reach. It is, therefore, important to them that the
right conditions for this are created: access to
the Internet, use of mobile phones and unre-
stricted visiting hours. Children indicate that
they do not like to be lonely in hospital and,
consequently, express a great desire to be accom-
panied by familiar people. Children repeatedly
mentioned the joy of receiving visits and post
cards from family members and friends. More-
over, children very much appreciate their parents
having the opportunity to stay overnight.
Modern technologies and social media pro-
vide a great opportunity to stay in touch with

people at home. Children, for example, men-
tioned how important it was for them to be
able to send text messages to classmates and
emails to teachers and to chat online with
friends or parents:

The laptop is important. If you’re missing your
parents, you can talk to them on Hyves [a Dutch
social media platform] or Facebook. (9-year-old-
boy)

Children also report enjoying the company
of fellow patients. Children consider that play-
rooms and sitting rooms are a good place to
meet others. Furthermore, most children do
not mind sharing a room and many even prefer
it, preferably if there is someone of their own
age to play with or talk to. Some children also
stressed that having a roommate reduces the
need for parents to stay the night. None of the
children disliked the parents of a roommate
spending the night in their room because they
valued this opportunity themselves and conse-
quently sympathize with children in a similar
situation.

Treatment procedures

Children frequently talked about the medical
interventions that they undergo. Intrusive pro-
cedures that were regarded as unpleasant,
frightening and painful were most often men-
tioned, such as taking blood samples, inserting
a drip, receiving injections and inserting stom-
ach tubes. Many children felt that the waiting
time before such medical interventions was too
long. They felt unhappy about waiting because
it makes them even more nervous:

[If T were the boss, I would change this immedi-
ately ...] It always annoys me that I have to wait
a long time for the epidural. The epidural is
always given later than the scheduled time which
I really don’t like because I'm apprehensive.
(6-year-old-girl)

Children, moreover, highlight the importance
of guidance and distraction from hospital play
specialists during intrusive procedures. How-
ever, according to the children, this is not yet
sufficiently done in all hospitals:

© 2014 John Wiley & Sons Ltd
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I want a lot of distraction when I am being
injected because that happens too little. It also
helps if you get a small reward after the injection
because then the end is a bit more fun. (9-year-
old girl)

The preferred method of distraction differs
per child which means that it is important to
ask children what they would prefer and to
offer them a choice. Some children, for
instance, appreciate having their own soft toy
with them while others prefer a small reward,
like a toy or sticker.

Hospital facilities and environment

Children had much to say about the hospital
facilities and environment. Remarks focused
specifically on hospital facilities, poor hospital
food, the furnishings and decorations of the
paediatric department, and lack of privacy.

Hospital facilities

Children appreciate the many entertainment
activities facilitated by the hospital, such as
watching television, playing computer games
and playing with the hospital play specialists,
and spending time in the playroom or the teen-
ager’s room. Access to and functioning of some
equipment was problematic: poorly working
computers, slow Internet connections, broken
televisions, and fees for television and Internet
use. The latter was especially important for
children whose parents could not afford to pay
these fees. Children also wished for some more
activities for patients aged 12 and over, such as
organizing a weekly ‘fun night’ for teenagers
that have to stay in hospital for a longer
period.

Some adolescents, especially those that
stayed in hospital for more than a few days,
had concerns about missing lessons and falling
behind at school. To maintain schoolwork dur-
ing hospital admission, children wished for
opportunities to go to hospital school, receive
individual tuition or to make use of the elec-
tronic learning environment offered by many
schools, again emphasizing the importance of
access to the Internet.

© 2014 John Wiley & Sons Ltd
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Hospital food

With few exceptions, children had nothing posi-
tive to say about hospital food. Several issues
were raised repeatedly, including undercooked,
unappetizing and non-fresh food, little variation
in the menus and food that does not meet partic-
ular cultural or religious dietary requirements:

The main meal of the day should be improved.
Often I didn’t eat because it doesn’t taste nice.
(8-year-old-boy)

Furnishings and decorations

Children attach great value to a colourful
decor and furnishing of the rooms and corri-
dors in the children’s hospital or department,
and they much prefer this to more standard
hospital decor:

I once went to a small hospital in Germany. And
everything was so sterile and white there. You just
felt like: you are alive, but that is all. Compared to
that, I like this [hospital] better. (14-year-old boy)

According to children, bright and colourful
settings contribute to a pleasant atmosphere.
Although all paediatric departments, to a
greater or lesser extent, addressed the ‘child-
friendly” decoration of their unit, children think
this still needs improvement in some hospitals
and they made a number of suggestions, like
message boards and some extra space to display
their mail. Children also frequently mentioned
the desire for a private toilet and shower. This
arises largely from practical considerations.
Children, especially those that are extremely
weak and/or attached to a drip stand, experience
great difficulties getting to toilets in the corridor.

Some children made comments about doors
and windows. For example, in one newly built
hospital, transparent doors were problematic
because they allowed in too much light
(Fig. 2). This was especially an issue at night
because it causes difficulties with sleeping. In
another hospital, one girl complained about a
window that could not open:

I cannot get any fresh air in my room, and now
I have a cloud in my head. I wish the window
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Figure 2 Photograph made by a 12-year-old-girl: ‘It
bothered me that a lot of light shone through the door at
night, | could not sleep very well because of that’.

could open, like in the room I stayed in last
time.(15-year-old girl)

Privacy
One girl explicitly considered the privacy aspect
of private shower and toilet facilities:

Actually, every room should have a private
shower and toilet, also with regard to privacy.
Because if you return from surgery, you do not
have any clothes on, except for a blue gown.
And then there are many nurses and there are no
curtains. I do not feel comfortable with that.
(18-year-old girl)

The need for more privacy was also articu-
lated in relation to other environmental issues,
such as not having a place to be on your own.
As one boy aptly put it:

[T would like] a place to be alone, other than the
toilet. (9-year-old boy)

Others experienced the absence of window
blinds as a violation of their privacy. One girl,
for example, made a photograph (Fig. 3) of
the view from her room that shows that the
other building is very near and that blinds are
absent, making it possible to look inside some-
one else’s room.

Discussion

The object of this study was to investigate chil-
dren’s experiences with paediatric hospital care

g kon z by emand nadr

binnen kgken
1igi

&1
<l 12 RiB

0 iRi CNEi

L

Figure 3 Photograph made by a 13-year-old-girl: ‘You could
easily look into someone else’s room’.

in order to consider the feasibility of creating
health-care services that more closely meet
children’s own needs and wishes. Some findings
may not seem interesting because they have
long been known. Despite this knowledge,
major aspects of health and well-being of ill
and diseased children, such as nutrition that
fits their preferences and being able to sleep
well, are structurally being neglected in hospi-
tals. Children’s priorities for hospital care and
services are well-documented, but they are
often not acted upon. Our study established
that participatory methods have the potential
to promote direct action and bring about
meaningful changes.

Health and social well-being of children in
hospital

The importance of a healthy diet and being
responsive to children’s general sleeping habits
may seem self-evident, especially when consid-
ering that this directly contributes to the heal-
ing process. The need for window blinds so
that children can sleep in darkness (Fig. 2)
seems obvious but had been completely over-
looked when designing the new children’s ward
in one of the hospitals in our study.

Other key findings underline the importance
of taking into account social aspects that are
known to greatly affect children’s subjective
well-being, including relationships with family,
friends and peers.*>*® Children repeatedly men-
tioned that they were happy when parents

© 2014 John Wiley & Sons Ltd
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could stay the night and when they received
visits from family members and friends. This is
consistent with the findings of Pelander & Lei-
no-Kilpi*” who reported that separation from
parents and family, friends, home and school
children’s experiences during
hospitalization. Wilson er al.*® made similar
observations from research with school-aged
children who indicated being alone as a pri-
mary fear of hospitalization that makes them
feel ‘scared, mad and sad.” This evidence reaf-
firms the importance of hospital policies,
including unrestricted visiting hours and the
possibility for parents to room-in with their
hospitalized child, that have been introduced
over the last 20 years in an attempt to make
hospitals more child-friendly places.

Children, and in particular adolescents, also
highlighted the need for electronic communica-
tion with people outside the hospital using
mobile phones and the Internet for both social
and educational reasons. This is not surprising
given that the popularity and use of such tech-
nologies has increased considerably among
children over recent years, even faster than
among the rest of the population,® and has
become an integral part of young people’s
daily lives, allowing them to maintain relation-
ships with friends and peers.*’ Increasing num-
bers of schools in the Netherlands make use of
electronic learning environments, which means
that it is important that children in hospital,
especially those admitted for longer periods of
time, have access to a computer with Internet
in order to keep up with school.

Children complained about broken comput-
ers, slow Internet connections and fees for Inter-
net use, leading us to suggest that some
hospitals are lagging behind the rapid techno-
logical developments in society. Lambert et al.*!
drew similar conclusions from research with
young children (5-8 years), arguing that health
care has been slow in keeping up with global
advancements in children’s use of social technol-
ogies. Hospitals need to consider how to facili-
tate children’s technological connectivity,
important for both their social and school lives.
This may be even more crucial for adolescents

Wwere worst
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because peers are more important in their lives
and play a substantial role in their psychosocial
development.** For example, Kendall et al.*
suggested that the psychosocial impact of con-
genital cardiac disease on adolescents, such as
disruption of social relationships, may play a
greater role in determining self-perceived health
than the physical limitations they experience.
Many of the other topics that participants
raised support findings from previous studies,
such as children’s preference for a warm and
colourful decor,' more privacy,**** complaints
about poor hospital food,**® the need for
sufficient preparation and guidance during

stressful  medical interventions*®*®and  the
importance of good relationships***’** and
effective  communication® ! with hospital

staff. Lightfoot & Sloper,” for example, showed
that young people with a chronic illness or
physical disability find staff communication
with patients to be of key importance.

Given that these topics have long been recog-
nized and highlighted by a number of authors,
no further evidence is required to demonstrate
that these are major issues for children. Instead,
hospital staff need to acknowledge and act upon
them. As Curtis and colleagues® point out,
practitioners and managers are often poor at
acting on such knowledge, although we did not
find that in this study.

Methodological strengths

Many of the children’s needs and areas for
improvement identified during this study were
acted upon by the hospitals. Examples include
blinding of doors and windows and developing
child-friendly menus that have been tasted and
assessed by a specially established team. Other
action points could not be addressed immedi-
ately but are now receiving attention or have
been placed high on the agenda. We believe
that the participatory approach taken in this
study has played an essential role in motivating
hospitals to take direct action upon the issues
identified by the children. The methodology
has a number of strengths which supported
implementation of the findings.
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First, our approach acknowledged that chil-
dren are experts about their own lives, and we
provided them with the opportunity to tell
their own stories. Second, it facilitated direct
communication between young patients and
hospital management, giving children the unu-
sual opportunity to speak up and be heard in
their own words, without parents or research-
ers interpreting their words or acting as their
spokespersons. Third, photovoice was able to
provide visual metaphors of what the children
wanted to tell.>? Finally, the data produced by
children generated concrete points for improve-
ment to which hospital managers were able to
respond.

Participatory methods are uncommon and
not well accepted in hospital settings*® as a
result of widespread unfamiliarity with the
participatory philosophy and an ideological
clash with the medical paradigm. However, in
our opinion, participatory methods have
greater potential to bring about changes that
matter to children than traditional social
research methods. For this reason, we recom-
mend that participatory approaches should be
employed to evaluate hospital care with chil-
dren on a structural basis. Hospital managers
should be involved from the very start in
order to make sure that they fully embrace
the initiative. Ultimately, children and young
people are dependent on policymakers and
hospital managers to implement participant’s
needs and create more responsive health-care
services.

Conclusion

Using a number of participatory research
methods, children and young people were very
eager to share their experiences. The strength
of this participatory approach is that it
brought children’s ideas ‘alive’ and generated
concrete areas for improvement that stimulated
hospitals to actually address and act upon the
issues raised by children. This demonstrates
that participatory methods are not merely tools
to gather children’s views but can serve as vehi-
cles for making changes that matter.
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