




33

First and foremost we would like to express 
our gratitude to the children and parents who 
cooperated in the research. Your participation 
has resulted in valuable insights on how the 
quality of health care can be improved from a 
patient’s perspective. But above all, this book is 
based on your and our combined experiences 
with the different methods. We would also like to 
thank the hospitals that helped make this project 
possible: University Medical Centre Groningen, 
Martini Hospital Groningen, Ommelander Hospital 
Group Winschoten, Canisius Wilhelmina Hospital 
Nijmegen, Rijnstate Arnhem, Gelre Hospital 
Zutphen, Diakonessenhuis Utrecht, Wilhelmina 
Children’s Hospital Utrecht, Meander Medical 
Centre Amersfoort and Nij Smellinghe Drachten. 

Finally, we would like to thank the staff members 
of the patient organisations who carried out the 
research: Truus Pinkster, Feija Schaap, Margriet 
Wanders, Trudy de Witte, Henriëtte Bleumink, 
Tineke van der Wal and Mariëtte de Vries. 

Acknowledgements

Children’s Participation in Hospital
A short introduction to the theory 
and practice of involving children in 
improving the quality of care 

Authors
Christine Dedding, 
Tine Willekens, Inge Schalkers – 
Athena Institute, VU University 
Amsterdam

Co-authors
Astrid Nolet – 
Zorgbelang the Netherlands
Kirsten Bornebroek –  
Dutch Child & Hospital Foundation

This publication is part of the project 
“Monitoring and promoting the 
quality of health care for children 
and young people in hospital”. This 
project is financed by CIBG/Fonds 
PGO.

ISBN/EAN: �978 90 74324 00 7
Design: Studio Pietje Precies
Printing: de la Montagne

© VU University, Dutch Child & 
Hospital Foundation, Zorgbelang the 
Netherlands 2012 

Original title: Kinderparticipatie 
in het ziekenhuis. Een praktische 
introductie (2012) Translated by  
Kim van Dijk & funded by Eurochild. 

www.kindenziekenhuis.nl/
kinderparticipatie 

Colophon



44

Foreword

In 2010, a project was started with the aim of impro-
ving the quality of health care in hospitals based on 
the experiences of children and young people, under 
the guidance of Zorgbelang Nederland and the 
Dutch Child & Hospital Foundation. This marked the 
first national children’s participation project in  
the Netherlands.
The basic principle of the project was ‘we learn best 
by doing and by reflecting on the actual process and 
its results’. Eight different participatory methods were 
applied in ten Dutch hospitals and 
assessed for their practical value. The 
lessons learned are described in this 
practical introduction. 

Children’s participation is not an 
isolated matter. Article 12 of the 
UN Convention on the Rights of the 
Child states that children are entitled to participate 
in all decisions affecting them, regardless of their 
age. Children differ from adults anatomically and 
physiologically, and they respond emotionally to 
disease and injury differently than adults do. By 
taking their emotional and practical needs into 
account, children feel more comfortable, emotional 
problems or disorders in the development of the 
child can be prevented, and the care will be more 
effective. Child-oriented health care is only possible 

when the experiences of children and parents are 
actually used in order to improve the quality of care. 
Children’s participation results in health care better 
attuned to their needs.

With this handbook we aim to kick-start children’s 
participation in hospital in such a way that it will 
become a structural part of the quality cycle of  
every hospital.

Hester Rippen  
Director, Dutch Child & Hospital Foundation

Peter van der Loo 
Zorgbelang the Netherlands

Children’s 
participation results 
in health care better 
attuned to their 
needs.
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Children’s participation 
is a right.
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PART 1 Introduction to children’s participation

Introduction
In order to promote patients’ interests, it is essential 
to have a clear idea of the health care users’ 
needs and experiences. Patient organisations have 
developed several tools for assessing the quality of 
health care from a patient’s perspective, such as 
quality marks1 and quality standards2. In addition, 
patients are often consulted through client panels, 
focus groups, and individual interviews. Though it is 
widely recognized that children also have valuable 
knowledge and experience, they are consulted 
rarely, if ever.

In the study of Dedding (2009), children with 
diabetes commented on the large amount of 
informational material developed by adults: ‘this is 
absolutely not what my life is like’ and ‘I’m really 
not such a goody-goody!’ Children also recounted 
that the informational material is not suitable 
for sharing with their friends, which is a shame 
because every day these children are bothered with 
disturbing questions like, ‘You’re not allowed to eat 
sugar, right?’ or ‘You probably ate too much sugar 
when you were little, didn’t you?’ With the aid of 
professionals, these children have developed their 
own informational material. It is tough, nice, and 
especially less polite, matching their daily reality: a 
life in which they take care of their disease, but at 
the same time one in which the disease plays only 
a minor role.3

We rarely realise that children can express their 
own views on illness and health which deserve to 
be heard, and that adults are not the only ones 

who work and care; children do, too. They look 
after their bodies and their diseases while trying 
to live as normal a life as possible. Furthermore, 
children not only take care of themselves, they also 
care for adults, which is beautifully exemplified 
in Eric-Emmanuel Schmitt’s novel, Oscar and the 
Lady in Pink. Oscar is diagnosed with cancer, and 
though the adults do not inform him, Oscar knows 
he is dying. He does not say this out loud, however, 
because it would only sadden his parents more.4

When asked how health care can be improved, 
children in the Wilhelmina Children’s Hospital 
answered that they would like to see nicer colours 
on the walls, but also that they want people to listen 
to them better. Children with Crohn’s disease, a 
chronic bowel disorder, asked for softer toilet paper 
and softer seats in the waiting room, because 
waiting is so painful now. 5 In her book, Children’s 
Consent to Surgery, Alderson (1993) shows to what 
extent even young children wish to be informed 
and are capable of dealing with complex and 
sometimes painful information, provided that the 
individual child is informed with sensitivity, and in a 
clear and appropriate manner.6

One rarely comes across adults who do not want 
to listen to children. What does emerge time and 
again is that, in practice, it is difficult to actually 
hear children, and subsequently to act upon the 
knowledge gained. Adults often have so many 
questions, concerns and ideas of their own, 
competing for priority. Furthermore, children are not 
as easily drawn out, even when treated very nicely.
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But even more important, when thinking about 
children, we mostly think about what they are not 
yet capable of, instead of what we might be able 
to learn from them. Adults assume they know best. 
Unfortunately, this is not always the case. If we want 
to know how children experience their disease and 
what kind of problems they encounter, we have to 
ask the children themselves. 

In a pilot study, various methods were tested to 
investigate the experienced quality of care in 
the paediatric wards of ten Dutch hospitals The 
knowledge and experience gained with these 
methods are described in detail in this handbook, 
for other organisations to use.

The aim of this book:
Promoting children’s participation in hospitals by:
• �describing the basic principles of children’s 

participation;
• �demonstrating the significance of children’s 

participation by means of inspiring real-life 
examples;

• �offering guidance on starting participatory projects 
with children in a responsible manner. 

Though this book is about realising children’s 
participation, some examples of projects with parents 
are also included. The fact that parents cannot act 
as spokespersons for their children is extensively 
documented in the international literature.7 8 Yet 
sometimes, for practical reasons, it is impossible to 
start a project with children, for example because 
a child is too ill or too young (babies, toddlers), 

already has too many appointments, or because it 
is not feasible to realise the required logistics. It is 
also possible that the research concerns aspects of 
health care which parents have more knowledge and 
experience of than children.

This book is written for:
• �Patient organisations and hospitals aiming to 

improve the quality of health care based on patient 
experiences. 

• �Educational institutions which want to contribute 
to learning to listen to children, and wish to adapt 
their medical actions accordingly.

• �Researchers interested in the views and 
experiences of children.

Outline of the book:
This handbook consists of three parts. The first part 
is an introduction to children’s participation. The 
question of ‘what is children’s participation and 
what not?’ and the arguments in favour of children’s 
participation will be discussed. It also examines 
which points of attention are important when working 
with children in a research setting. In part two, seven 
qualitative research methods are introduced. They 
were all tested in Dutch hospitals, which revealed 
the potential and disadvantages of each one, and 
how much knowledge can be acquired. In addition, 
the matter of involving parents in research will be 
discussed briefly. Part three describes the process of 
data analysis and how the results can be translated 
into action. This is followed by some frequently asked 
questions, such as: What can you do when children 
do not say anything? Can children’s participation 
turn out badly? And how can we set up future 
projects with children? The book concludes with a 
summary of the insights gained.

Introduction

Listening to children and actually acting upon what they 
tell us requires not only a cultural shift in the way we think 
about children, but also knowledge of suitable methods for 
realising children’s participation.
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What is children’s 
participation and 
what is not?
Participation has become a popular concept and 
is rarely defined. This is problematic as it can 
have different meanings, varying from consulting 
to influencing, joint decision-making or taking the 
initiative. Which of these forms do we search for 
when discussing children’s participation? And is that 
the same for every project?

Desirability and feasibility play a crucial role 
in answering these questions. When dealing 
with themes which are important to the children 
themselves and about which they have a lot of 
knowledge and experience (for example, the use of 
medication and possible side effects, the interior of 
the ward, self-management), children’s participation 
will be more desirable than when dealing with 
subjects more remote from the children (for example, 
which specialist or examination is necessary). The 
burden on the child involved should be taken into 
account, as participation requires time and energy. 
When it comes to seriously ill children and already 
overburdened parents, time and energy are often 
scarce. This does not mean they should be excluded. 
On the contrary, they are most likely to have wise  
lessons for health care.

Participation can have different meanings, varying from: 
consulting to influencing, joint decision-making or taking 
the initiative.

1. Manipulation 2. Decoratie 3. Tokenism 4. Assigned but informed

Adults wish to give children 
a voice, but do not critically 
observe the degree to which 
the participation is actually 
realised. Children are 
asked to sit on a committee 
(e.g. children’s board of 
the hospital), but in reality 
adults make the decisions.

Adults mobilise children 
for a project, children 
understand the project, 
know who is directing the 
project and why they are 
involved. Adults respect their 
opinions. Adults respect 
their opinions. Children 
who are supplied with 
knowledge of a disease  
and spread this knowledge 
to their surroundings through 
a theatre performance.

When children participate 
but do not understand the 
essence of the matter and 
are not involved in the 
organisation of the event. 
Children do the opening act 
for a new children’s ward, 
but the act was completely 
directed by adults.

Adults use children’s 
voices to convey their own 
message. Children do what 
is asked of them without 
really understanding the 
matter. Researchers minimise 
their own contribution in 
a report or use children’s 
drawings to make it look 
like children were actively 
involved. 
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5. �Consulted and 
informed

6. �Adult-initiated, shared 
decisions with children

8. �Child-initiated, shared 
decisions with adults

Children come up with the 
original idea and decide 
how it will be executed. This 
process rarely comes about 
except in play. It requires 
attentiveness from the adults 
to recognise the initiative 
of children, to let it happen 
and to not want to control 
it. Children who are in a 
ward together want to help 
another child who is feeling 
sad. They decide to change 
the layout of the ward so the 
child feels less alone.

Children come up with the 
ideas, take the initiative 
and invite adults to make 
decisions with them. Children 
decide to write a book on 
their disease, from their per-
spective. They decide who 
will contribute to the book, 
what will be in the book 
and what the book will look 
like. An adult accompanies 
the process wherever the 
children wants him/her to, 
organises training and/or 
executes tasks upon request.

Adults have developed the 
original idea, but child-
ren are involved in every 
step of the planning and 
implementation. Obstructi-
ons are discussed openly. 
The paediatric ward has 
received funds to organise 
a trip; a group of children is 
invited to make plans for the 
day together. All cheer for 
Disneyland Paris, but given 
the limited budget, a feasible 
alternative is searched for 
together. After an activity has 
been chosen, the organisa-
tion and guidance of the day 
are considered jointly.

The initiatives are designed 
and run by adults, but 
children are informed and 
consulted about the process. 
Children understand the 
process, and their opinion 
is taken seriously. Children 
are asked to participate in 
a quantitative research on a 
new manner of consulting. 
They are informed about the 
objectives, are asked if they 
want to participate and are 
informed of the results.

 But in these situations we must pay more attention to 
the way participation is shaped. Consulting children 
and parents during the preparation of a project can 
be the key to success: Do you think this project is 
important? Under which conditions would and could 
you participate?

Feasibility is also an important factor. All parties 
(including the children) may find participation 
desirable, but a project cannot be realised in 
practice if the preconditions are lacking. For 
example, when the plans are already designed or 
when there is no time and money to actually do 
something with the children’s ideas. This is known as 
tokenism. Tokenism arises when professionals want 
to give children a voice, or feel obligated to do so, 
but have not properly considered the consequences, 
which is why we cannot call it actual participation.9 

Unfortunately, despite the best intentions, this is very 
common in practice.

Ladders of participation
Various ladders have been developed to illustrate that 
participation can take place at multiple levels. These 
ladders can be helpful when deciding in advance which 
level of participation is desirable and feasible. The goal 
is not to achieve the highest level of participation, but 
the level of participation which is desirable and feasible. 
Hart’s ladder of participation (1992; see figure 1) 
distinguishes between different levels of participation, but 
also of non-participation. Children can make a valuable 
contribution at each level.

7. �Child-initiated  
and -directed 
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Hart’s model sees shared decision-making as the 
highest level attainable. The reason behind this is 
that, in order to really make a difference, children 
always need the help of adults, for example 
in the form of specific knowledge or financial 
resources.10 The ladder of participation by Shier 
(2001) also identifies three degrees of commitment 
that organisations may have at each level of 
participation. This model can be helpful as a tool 
for organisations to explore what level of children’s 
participation is desirable, how it can be achieved, 
and if it is part of the policy or should become  
part of it.11

Arguments for participation 
There are numerous reasons to increase patients’ 
participation within an organisation. 
The most important arguments for 
the participation of children do 
not essentially differ from those for 
adults. Participation can benefit the 
patient, health care providers and 
the health service.

1. Children have the capability 
Children’s willingness12 13 14 and capability.15 16 17 

18 19 20 21 to participate have been demonstrated 
repeatedly. They have the unique knowledge and 
experience of their body, disease and life, into 
which only they themselves can offer an insight.  

2. Participation leads to better decisions
Taking into account the children’s perception 
and experience can lead to decisions that meet 
their wants and needs better. Moreover, their 
experiential knowledge can be used to improve the 
quality of health care and service.22 23 

3. �Participatie draagt bij aan de persoonlijke 
ontwikkeling van kinderen 

It is important that children learn to participate. 

When they are not given that possibility, they 
are deprived of the chance to learn to take 
responsibility for their own health.24 25 Furthermore, 
participation can add to the development of 
cognitive and social skills, 26 27 and it can boost the 
children’s confidence and self-esteem.28

 
4. Children have the right
Thinking about children’s participation is not 
without obligations. It is stated in the International 
Convention on the Rights of the Child (1989) that 
children have the right to information and freedom 
of expression (Article 13), the right to freedom of 
thought and expressing this thought (Article 14), 
and the right to have a say in all matters affecting 
their well-being (Article 12).29 Article 12 is consid-

ered the most explicit encouragement for 
children’s participation. It states that: ‘The 
child who is capable of forming his or her 
own views, shall have the right to express 
those views freely in all matters affecting 
the child, the views of the child being 
given due weight in accordance with  

the age and maturity of the child’.29

Article 12 does more than just state that children 
are allowed to express their opinions and that they 
should be taken seriously. It explicitly obliges adults, 
in their role of parent or professional, to enable and 
encourage children to contribute their views on all 
matters affecting them.

In addition to the international rights of the child, 
there are also specific national laws which have 
established the right to children’s participation. For 
example in the Netherlands, in the Dutch Medical 
Treatment Act (WGBO) 30, the principle of informed 
consent was established: a patient must consent to a 
treatment. This must be based on detailled informa-
tion of all the advantages and disadvantages. This 
act explicitly refers to children: children not only 

Thinking about 
children’s 
participation is not 
without obligations.

W
hat is participation and w

hat is not?
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have the right to age-appropriate information, they 
must also be able to actively participate in decisions 
regarding their life, which includes decisions in the 
area of their illness and health.

Conditions for meaningful participation 
Participation can take many different forms. Which 
one you choose depends on a number of factors. 
First of all, the extent to which children have knowl-
edge and experience relating to the theme and 
the extent to which they want and can participate. 
Second, the available means in terms of budget, time 
and skills. A participatory course is intensive and 
complicated and requires a lot of organisation. Third, 
the extent to which change is desired for the target 
group. That is, the extent to which one may expect 
that the results of participation will actually benefit 
children. Thus, again and again an optimal balance 
must be sought between excluding children and shar-
ing or even relinquishing control.

Conditions for mean-
ingful participation
Participation is not a method, but a value. A way 
of examining how people relate to each other. That 
value is, in short: all those involved have relevant 
knowledge, and one aspect of knowledge is not by 
definition better or more valuable than another. It is 
important to communicate this value in the attitude 
you assume in relation to the target group. The 
important element of participation is to acknowledge 
experiential knowledge as an indispensable addition 
to the knowledge of professionals. This allows a com-
plete, or at least more complete, picture to be built 
up. Facilitating children’s participation and allowing 
for multiple perspectives, which can also conflict, is 
not easy. This is why we recommend calling in an 
external party, for example a patient organisation or 
researcher. This chapter describes which elements 
may be helpful to promote a good start of children’s 
participation.

1. Creating commitment 
Children’s participation sounds 
nice, but it soon raises conflicts 
when the things children say 
and wish do not correspond to the ideas of adults 
and institutional norms. This is why it is important to 
carefully consider a project’s chances beforehand, 
as well as which obstacles may arise. Do not 
promise things you cannot realise and carefully 
communicate both the possibilities and the limits of 
participation. Participatory research is not aimed 
solely at collecting the experiences and ideas of 
children. It is important to place the acquired insights 
alongside the knowledge, experience and needs 
of professionals and parents. It is also important 
to take into account the context in which the data 

Participation is  
not a method, but  
a value.

We consider participation to be meaningful when:
1) �it is meaningful for the children themselves,  

that is, matches their perception, social environment  
and needs;

2) it actually leads to change.
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were collected, for example the extent of mutual 
trust, a child who has recently undergone a tough 
examination, or a parent listening in from a distance. 
Department chiefs and directors must be involved in 
the project from the planning stage, or it will have 
little chance of succeeding. After all, they are the 
ones who can make sure the results actually lead to 
change. Experience shows that the commitment to 
consider seriously the results of the research grows 
when the results are submitted in an early stage and 
the directors are somehow involved in the process, 
by participating or watching.

2. Inviting the children
There is a risk with participatory projects that only 
children who are enthusiastic and show a lot of 
initiative will be invited. These children are definitely 
necessary to help carry the project. However, for 
high-quality research, it is imperative to include a 
broad range of children, including the shy ones, the 
children you do not have a connection with at first, 
and the children you think are uninterested. These 
children often need a little more time to open up, but 
they supply just as valuable insights as the group that 
is immediately enthusiastic.

The children must be given sufficient information 
so they know what the research is about, what is 
expected of them, what the aim is, how their privacy 
will be guaranteed and what will happen with the 
collected data (such as pictures, drawings, letters) and 
the results of the study.

It is best to ask the children themselves if they want 
to participate rather than invite them through their 
parents. Do, of course, inform their parents. In this 
way, you explicitly indicate that the child is important 
and that you take him/her seriously. With a letter you 
ask children to participate in the research. Openings 
like ‘adults do not know what it is like to be in hospital 

as a child, you are an expert in this area’ tend to 
work well in practice.
Add a consent form which both the child and parents 
have to sign. Ask children to return the completed 
letter by mail or to hand it to the researcher. In any 
case you must discuss with the child that:

• �Participation is not obligatory: ‘You do not have to 
participate!’

• �The child can always decide to stop, without 
there being any negative consequences: ‘You can 
always stop, at any time.’

• �Information will be treated confidentially: ‘Parents 
and practitioners will not hear who said what, 
and no actual names will be used in the report.’ 

Generally, this ethical approach receives a lot of 
attention at the beginning of a participatory project, 
but then it fades from sight. This is why we argue 
viewing ethics as a process. This means that the 
above approach will be regularly repeated in the 
contact with the children and that the researcher is 
attentive to unintentional damage as a result of the 
project, children not being forced to participate, 
children being well informed about what is 
expected and whom they can call on if they have 
questions or concerns.28

C
onditions for m

eaningful participation
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3. Setting
To support children’s participation, it is important to 
give some thought as to how you, as an adult, can 
create an atmosphere in which children actually feel 
encouraged to share their experiences and ideas. 
Your own ideas about children play a significant 
part in this. If you do not believe that children 
can tell you something new and have valuable 
knowledge, you will project this. Another aspect 
involves the experiences that children have had 
before with adults. Children are aware that adults 
often end up doing what they think is important. You 
will have to show the children that you are sincerely 
interested and really want to do something with 
their ideas. Characteristics of the ideal attitude are: 
respectful, flexible, transparent, vulnerable, familiar, 
affirmative and clear.

The setting controls the atmosphere but often also 
says something about mutual relations. Before you 
can engage in a conversation, everyone must feel 
comfortable in the room where the conversation will 
take place. In hospitals, professionals are at home 
and children are guests; they conform to the rules 
of the hospital. When an interview takes place at 
home, the roles are reversed. However, it is not 
always possible or desirable to visit children at 
home. A few tips to create a comfortable working 
environment are:
 

Tip 1 Reverse the roles: ask the child to take the seat 
of the doctor, or the seat of the chief.

Tip 2 For a group session, meet in the basement of 
the hospital, for example, where the normal rules 
suddenly do not apply.

Tip 3 Avoid the classic setting in which the interviewer 
sits across from the interviewee. This setting may 
soon look like a cross-examination. Choose to sit at 
an angle of 90 degrees, sit together on a couch, or 
choose a round table.

Tip 4 Ensure that the children’s privacy is 
guaranteed. Do not choose a room where people 
can easily look in from the hall. This not only 
violates confidentiality, it is also distracting.

The atmosphere is determined not only by the 
researcher’s attitude and the location, but also by 
the time ‘available’. Time and attention are notions 
which are closely related. Make sure the children 
have enough time to get used to the researcher 
and to share their experiences. Spend enough time 
approaching and engaging other key figures, like 
parents, the board, and the nursing staff, so the 
research project is widely supported, and the process 
can run smoothly.

Tip Parents and other guardians are important in 
the lives of children. They sometimes need extra 
information or reassurance before agreeing to their 
child’s participation in a project. Show yourself, talk 
with them beforehand, and afterwards summarise 
what has been done.

C
onditions for m

eaningful participation
Commonly, this ethical approach receives a lot of attention 
at the beginning of a participatory project, but then it fades 
from sight.
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4. Sharing control
Do not attempt to stick stubbornly to your 
own planning. Participation is by definition 
unpredictable. Moreover, sharing control with the 
children produces better results, as the example 
below from the study of Dedding (2009) illustrates:

  �At the beginning of the interview, I handed the 
recording device to Iben. I explained how the 
device works and told her that she can stop the 
recording at any time. Of course I was afraid that 
important information would not be recorded... To 
my alarm, Iben stopped the recording after only ten 
minutes. ‘So weird,’ she said, ‘this device records 
my voice, but it does not see how I feel,’ after 
which she turned the device back on and explained 
her emotions that accompanied the things she 
talked about before.

Other ways to share control are to put the questions 
in a box of cards on the table rather than hold a 
list in your hands. Children can then view which 
question has been asked and which has not, 
and they will answer the questions they think 
are important in detail. Sharing control allows 
the children to feel like co-owners and thus co-
responsible. This requires a high level of flexibility 
and daring from the researcher, but experience 
shows that it is very rewarding.

Sharing control is only useful if you stick to 
things the child has experienced. After all, these 
experiences of life are the basis of assigning 
meaning, knowledge and skills. This means 
specifically that you look for a connection to the 
knowledge, skills and interests of the target group 
you are working with. It not only improves the 
validity of the study, it also helps you to accept the 
children as they are.

5. Recording obtained information
When conducting a study, various kinds of 
information become available and have to be 
recorded. It is important to distinguish between 
who said what (children, parents, professionals) 
and your own interpretations. Put literal statements 
(quotations) immediately between quotation marks, 
as a reminder for later.

Experiences of the children
• �To the best of your ability, make a record (including 

quotations) of the stories children share with you 
orally. If the child consents to it, audio recordings 
are very helpful. 

• �Save all information obtained from the research; 
pictures, drawings, letters, videos, and so on. 

Experiences of the researcher and third parties 
• �Keep a journal during the conduct of the research, 

describing the course of the project, your subjective 
experiences, considerations and remarks.

• �Record the reactions of third parties (parents, 
nurses, doctors) concerning the research, whether 
or not obtained from the direct use of research 
methods.

By not only focussing on the ‘official’ results, but 
making notes from the start of the project, incidental 
findings will not disappear from sight. By recording 
the reactions of the other people involved, you can 
place the children’s ideas in a context and make 
a better assessment of what is necessary for the 
children’s voice to actually have an influence.

C
onditions for m

eaningful participation



1717

What is important when choosing a method is 
the extent to which it encourages and stimulates 
children to share their experiences freely. This 
is why the choice of the method should match 
the children’s experiences and interests. But 
attention should also be paid to how a method is 
presented, as a tight format with numerous rules 
and instructions, or as an aid which can be partly 
shaped by its users. The latter will often make 
children feel more encouraged to talk about their 
feelings and experiences freely. And of course all 
methods and techniques must be adjusted to the 
specific target group and local circumstances. In 
this part of the book, seven methods of children’s 
participation are explained. Each description 
provides a short overview of the requirements, the 
target group for which the method is appropriate, 
its duration and strengths. The indications given for 
time and age are meant to serve as a guideline, 
and adjustments can be made depending on the 
situation. For confidentiality reasons, the names of 
the children in the cases have been changed.

PART 2 Methods

Methods involving 
parents

Photovoice 

Online chats 

Wish wall

Guided tour by 
children

Diary room

Letter to the chief 
executive

Statement box 
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Requirements
• 	Camera
•	 Computer with photography programme
•	 Instructions for the camera
•	 Note explaining the project to third parties
•	 Consent form for the publication of data and the use of photographs
•	 Device for audio recordings

Target group
• Individuals or groups of 4-6 children at the most 
• > 7 years

Duration
• Minimum of 30 minutes for taking the pictures (including time to reflect)
• 15-45 minutes for the photo-elicitation interview

Strength of the methode
• �Minimal guidance from the researcher; children determine which pictures will be 

taken and thus what the topic of the conversation will be later on.
• Pictures literally and figuratively provide a look into the experiences of children.
• �Working with photographs increases the attention span and intensity of the 

conversation.
• Photographs reduce possible verbal obstacles. 
• The possibility of asking in-depth questions during the photo-elicitation interview.
• �The classic question-answer conversation that may quickly resemble a cross-

examination is avoided.
• �The final product can be converted into an exhibition or collage and can be included 

in the hospital magazine.

1. Photovoice 
Photovoice is a research method in which children get to work as photographers to record 
and reflect on different aspects of their care or the hospital environment.31 The images the 
children take form the starting point for a dialogue between child and researcher.32
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1. Photovoice 
1. Photovoice

Thirteen-year-old Marijke photo-
graphed the view from her room. 
Because the other building is so 
close and there are no curtains, 
people could easily look into 
each other’s rooms. She is very 
uncomfortable with this. The ward 
was surprised when seeing this 
photograph. It seems obvious, but 
it was still missed when building 
the ward.

The photovoice project has resulted in a lot of surprising 
and valuable information for the ward. The knowledge 
acquired has been applied in various actions. The 
concerns of being able to look in and too much light 
shining in have been solved by darkening and covering 
the windows. 

Case – new paediatric ward
Staff members wondered what 
children thought of the new 
paediatric ward. Children were 
asked to ‘take pictures of the 
things you like, and the things 
you like less.’ The children 
received a copy of all pictures, 
a small book and some hobby 
supplies. They were requested 
to explain why each picture 
was taken.

Twelve-year-old Anne took 
a picture of the glass ward 
door. She has trouble sleeping 
because it allows in too much 
light. When this is discussed 
with her parents later on, they say that they like being able to see their daughter from the hall. A clear 
example of the fact that the experiences of parents and children can differ and that both perspectives are 
relevant. perspectieven relevant zijn.�
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Facilitation and method 

METHOD
When conducting photovoice, take into account 
that it consists of two activities: taking the 
photographs and the photo-elicitation interviews. 
Connect these two activities. The combination 
of taking pictures and the subsequent in-depth 
conversations is what results in qualitatively  
rich data.

TAKING PHOTOGRAPHS
The study/ the assignment
• �Give the children a clear assignment. This 

assignment can be formulated very specifically 
or broadly, depending on the phrasing of the 
question.

Examples are:
	 • �Broad: ‘Take photographs of those things and 

places you like, and those you do not like.’
	 • �Specific ‘Take a photograph of your favourite 

place in the hospital.’
• �Avoid giving them examples. This may restrict the 

children’s creativity and inspiration. Give children 
the time and space to think and to discover.

• �Emphasise that the children decide what they take 
photographs of, not their doctor, daddy or friend.

Instructions for the camera
• �Explain how to use the camera. Give them a short 

manual so the children or their parents can reread 
the instructions later on. 

• �Make agreements with the children about the 
maximum number of pictures that may be taken 
(for example, a total of 15 - 20). This should 
prevent the children randomly taking pictures and 
losing sight of the assignment.

• �Agree with the children on when they will return 
the camera (varying from a couple of days to at 
most a week).

TIP To enforce the use of photography and to add to 
the children’s empowerment, start with a mini-course 
in photography (for example, a workshop by the 
hospital photographer).

NB To guarantee the privacy of people in the 
hospital, photographs of people cannot simply be 
taken and used. Photographs of staff members and 
relatives may be used (for example, one of that nice 
nurse) if permission is obtained.

Out and about
• 	�Give children a note explaining the study. They 

can show this to curious people they meet while 
they are taking photographs. In the note, mention 
that the children decide themselves what they 
take pictures of.

•	� Listen closely to the stories and experiences 
children share when they return the camera and 
write them down. This may result in valuable 
information for the photo-elicitation interview.

THE PHOTO-ELICITATION INTERVIEW
Preparation
Number the pictures before the interview, so 
afterwards you will know which pictures were 
discussed and what was said about them.

1. Photovoice
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TIP It is important that children have an overview 
of the pictures taken, can make arrangements, 
can choose which photographs will be discussed 
first, how long they want to dwell upon a certain 
picture, whether they want to discuss certain pictures 
together, and so on. This is best achieved when 
printing the pictures. 

Set-up of the interview
• �Plan the interview in the hospital (for example, in 

the play room or in the child’s room) and as soon 
as possible after taking the pictures (preferably 
the same day or the day after). Experience shows 
that when the interview is done at home after the 
admission, the hospital already seems far away to 
the child.

• ��Restate why the pictures were taken and what is 
about to happen today.

• �Tell the child that you are very curious about what 
he or she has to say about the pictures.

• �Ask the child’s permission to record the interview, 
so nothing will be forgotten. Give the recording 
device to the child to explore and operate (makes it 
safer and less unknown). When the child does not 
give permission or when it seems there will be too 
much discomfort, take notes on paper.

• �Explain that everything said in the interview will 
be incorporated anonymously (unless different 
agreements were made with the child!). 

• �Leave it up to the child how he or she wants to 
show the photographs; all at once, one at a time, 
the most important one first, and so on. This is 
usually a spontaneous process of analysis, and no 
arrangements have to be made beforehand.

Discussing the photographs
•	�When the child is not very talkative at first, ask 

short questions: What is this? What is happening 
here? Through these questions, try to form a picture 
of the situation and the environment in which the 

photograph was taken. What is happening around 
the framework of the photograph?

•	�Make a list of subjects to be discussed. Use this 
as a reminder when searching for depth in the 
children’s stories.

•	�Give the child the space to elaborate on seemingly 
less relevant topics. This can result into surprisingly 
valuable information. Then ask questions which 
bring the child back to the starting point. Thus, 
steering is definitely allowed, but accept the 
children and their stories as they are.

•	�Ask the child if there are pictures missing because 
he or she did not have the opportunity to take 
them, for example because a specific room was 
closed. 

 
Concluding the interview
• �Finish the interview when the child’s attention span 

is waning. Be attentive to the child’s physical and 
verbal expressions, like sighing, slouching and 
being easily distracted. The child’s interest comes 
first, not the research agenda.

• �Ask the child which photographs may be used for 
further research.

TIP Make extra copies of the photographs so the 
child can take them home after the interview.

Variations
•	�After the pictures have been discussed, they can be 

used to make a collage, an exhibition, a patch-
work book, and so on. Children can then write 
explanations to accompany their photographs in 
which they describe what they have taken pictures 
of and why that is important to them.

•	�The photo-elicitation interview can also be carried 
out with a group of children. Discussing the photo-
graphs in a group can lead to children engaging 
in a conversation with each other.

•	�But be aware that too many differences between 

1. Photovoice
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the children in a group can cause the opinion of 
the articulate children to be put forward as the 
truth, while the experiences of the quieter children 
are not given a chance. When this is the case, 
choose an individual approach.

• Replace the pictures by making a movie.

Pitfalls
• �Especially for younger children, pictures may seem 

so self-explanatory that they do not require clarifi-
cation. The researcher must then depend on his or 
her own conversational skills.

• �Not all themes can be captured in a picture! Take 
this into account when formulating the assignment 
and when discussing the pictures afterwards.

• �This method requires a lot of organisation by the 
health care professionals.

1. Photovoice
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1. Photovoice
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Requirements
• Two computers (respondent and interviewer)
• Recruitment letter
• �Accounts on a social network, like s

Target group
• Individuals
• > 9 years

Duration
• 30 – 45 minutes

Strength of the method
• �Accessibility and straightforwardness of communication with the 

support of images.
• Transcription is immediately recorded by the computer.
• Anonymity can reduce social desirability.
• Saves time and money (planning may require an investment of time).
• It matches the children’s social environment well.

24

2. Online chats  
The chat conversation occurs between one child and one interviewer communicating through 
electronically written text messages in a chat box. The conversation is aimed at discovering 
the child’s experiences, opinions and ideas concerning a certain topic. 
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2. Online chats  CASE – Facebook chat
In the paediatric ward, interviews were done through 
Facebook chat with young people aged between 16 
and 18 years. The central theme was their experi-
ence during their admission in the paediatric ward. 
At the ward’s request, they were also asked specifi-
cally about the voice of young people in the develop-
ment of the policy (medical) and – in consideration of 
planned renovations – about the ward’s interior and 
facilities.

The theme of having a say was considered positive 
by young people. They liked the fact that both they 
themselves and their parents were involved in the 
development of the treatment plan. In some cases, 
though, young people thought the communication 
and the agreement on the policy could be improved:

“�What was it like to be admitted to the 
paediatric ward?”

�“Well, first of all, you don’t really feel 
lonely, because they often come by and ask 
what you would like; if you want to play a 
game, they join you right away.” 

“Sounds good”

“�and they just sit with me to chat”
  

“�And did they also explain to you what you 
can expect?”

 
�“�Well, that did not go very well because 
every three days the machine had to be 
replaced and that was also under an 
anaesthetic. And I never knew when it was 
my turn. When I asked one of the nurses, 
they didn’t know either, and then you have 
to wait all day in suspense. And sometimes 
they tell you the surgeon will come by this 
afternoon, and when it was five o’clock I 
asked the nurse again, isn’t the surgeon 
coming? and she said apparently not 
because he would not come after five 
o’clock.” 

 �“�So I understand that they were not very 
clear to you about the procedures that 
had to be done, and that when you 
asked, you did not receive the right 
information.”

“Yes, that’s right” 

(chat session, 17-year-old girl) 

 

2. O
nline chats 
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Facilitation and method 
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Setup
• �Create an account for the researcher on a social 

media site (for example, MSN Messenger or 
Facebook).

• �Also create an account for the child/teenager you 
wish to chat with.

• �Make sure the child receives the username and 
password of the newly created account before the 
chat session takes place (do not use an existing 
account). Preferably do so through a letter in which 
you also notify the child of the date and time on 
which the chat session will take place (NB: agree 
on this with the child/parents and nursing staff). 

• �Take into account the time at which young people 
are free to speak to the researcher. If the child has 
already been discharged from the hospital, this  
will likely be in the evening rather than during 
office hours.

Facilitating the chat session
• �Start the chat session by explaining the research 

again and introducing yourself. Also give the child 
the opportunity to introduce him- or herself.

• �Make it clear to the child that you are contacting 
them because he or she is the ‘hands-on’ expert 
when it comes to hospital admission. Show clearly 
that you are curious about his or her experiences 
and stories, and that critical remarks are important 
to improve the health care even more.

• �Make an interview guideline beforehand in which 
you formulate topics.

TIP Do not make a list of precisely formulated 
questions as otherwise you may be tempted to stick 
to it, as a researcher. This may restrict the children’s 
experiences too much. During the chat session, adopt 

a flexible attitude and try to encourage the child to 
talk as much as possible.

• �Use open-ended questions (who, what, where, 
how), ask probing questions (‘Can you give an 
example?’, ‘What exactly do you mean by that?’) 
and avoid leading questions (Do not ask: ‘Do 
you enjoy being in the ward?’, but ‘How is the 
atmosphere in the ward?’).

• �Allow the child plenty of time to think about his/
her answer and to type and send it. 

• �Formulate simple questions as they are more 
likely to be answered, and it prevents the answers 
getting lost.

See the following example:

Interviewer: was it an emergency or planned admis-
sion? How did everything with the admission go, did 
everything go smoothly or were there some bumps in 
the road?

Boy (18 years, admitted for appendicitis): No, I went 
to my GP on Monday with stabbing pain in the 
stomach, and I was referred to the hospital for blood 
samples, and after that we were called at home that 
we had to rush to the hospital. There they performed 
an ultrasound, but it turned out my body had already 
started fighting the inflammation, and this made it 
dangerous to operate because they would have to 
take out part of the small and large intestine, and 
that is why they preferred to treat it with antibiotics.

2. O
nline chats 
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In the example above, a lot of questions are asked at 
the same time, but the boy only answers one of them. 
He actually only answers the second question, giving 
a list of facts about his hospital admission. We do not 
learn how he experienced his admission (smooth, or 
maybe difficult). 

TIP During the conversation, write down key words 
and themes which are covered. Thus, you make sure 
that you can ask probing questions about certain 
topics later on, or that topics are not treated twice.

Concluding the conversation
• �Take plenty of time to round off the chat session. 

You don’t want the end of the conversation to seem 
sudden.

• �Copy the digital interview to a program and file for 
archiving.

• �After saving the conversation in a separate file, 
delete the chat history to guarantee the privacy of 
all participants. 

• �NB: after the conversation, delete the account the 
young person worked on and finally also delete the 
interviewer’s account in order to prevent the young 
person sharing important information with the 
interviewer when he or she is no longer using that 
account. This could endanger the child’s safety.

Variation
• �To make participation in the research even more 

interesting for children, consider using multimedia 
technology. Using iPads or smart phones can make 
the chat sessions accessible and more flexible. For 
instance, there is no need to reserve a computer 
room. Make sure the children have the possibility 
to practice before the chat session, if necessary. 

• ��The chat method can also be used as a peer-
to-peer method. This means that young people 
interview each other about their hospital 
experiences. One possible advantage is that young 
people dare to speak more freely to each other 
than to an adult.33 34 Especially regarding sensitive 
subjects, this may be a good solution. However, 
young people are not trained researchers. This 
raises questions about the quality of the collected 
data,35 36 for example, because not enough 
probing questions are asked.37 38   

Pitfalls
• �The language used to communicate through social 

media works with abbreviations and is concise. 
Young people are often experts in this, which is 
why asking probing questions about what the 
respondents mean exactly is very important.

• �It is difficult to create ambiance when you cannot 
properly judge the situation.

• �There is a danger of miscommunication when 
interviewer and participant are typing at the  
same time.39

27
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Requirements
• Decorated box (adapted to the target group and topic)

 

Target group
• Individuals or small groups of 2 to 6 children 
• > 6 years 

Duration
± 30 minutes (partly dependent on the number of participants)

Strength of the method
• �By literally handing the children the box and having them determine the 

pace of the conversation, they soon feel welcome to share their story. 
This is why this method is also appropriate for quieter children.

• �Children determine how much time is given to a certain topic. This 
helps us gain a better insight as to what they consider to be important 
and what not.

• �Quiet children are also invited to share their experiences.
• �It is easy to use. Children can be asked on the spot if they want  

to participate.

3. Statement box  
The statement box uses a box with stimulating decorations containing images or statements 
on a certain topic. By asking children to select images or statements from the box and 
to discuss their associations and experiences with them, the dialogue between child and 
researcher is encouraged without the researcher playing a dominant role.3
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CASE
Health care professionals wanted to know what young 
people considered important in the hospital. For this 
reason they presented them with various statements. 
Below, two examples illustrate this:

STATEMENT I am not afraid to ask the nurse or doctor 
any questions.
“Yes, but there is way too little time. I was not well 
prepared for the surgery. I did not know how long I 
had to stay here, 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 before-
hand. I had to ask all of that yesterday, at the very last 
moment, in the operating room.” (18-year-old girl)

STATEMENT I think a doctor comes to my bed  
too often.
“I think so, yes, but it is also a good thing. Because 
they have to know everything about you, of course. 
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)

A week later, the researcher visited the ward again, 
and a girl came to talk to her. She said: “I cannot get 
any fresh air in my room, and now I have a cloud 

in my head. I wish the window could open, like in 
the room I stayed in last time.” And a boy pointed 
out to her that they had not yet discussed the Clini-
Clowns (professional clowns, also known as clown 
doctors, who visit and entertain seriously ill children 
in hospitals). Their replies showed that they felt they 
were being taken seriously as a conversation partner 
and thought about the conversation afterwards. The 
researcher did not limit herself to the official con-
versation, and later realised that these spontaneous 
conversations contain important data. She used these 
data in her report.

Examples of other statements are:
• �I think it is a good thing that parents can stay the 

night. 
• �There is too little to do in the hospital for young 

people my age.
• �I really do not like the nursing staff at all.
• �When I need someone in the hospital, they always 

come right away.

The statements have raised several points for improve-
ment, from the interior of the rooms and the ventilation 
to information and communication. The hospital is 
now considering other solutions. The ward has started 
a refresher course for nurses on communicating with 
patients and parents.

3. Statement box  Tip 1 Do not select only 
good images, add some 
funny and provocative 
ones.

IMAGE 1 Are you angry 
sometimes? Then what 
do you do? Are you 
sometimes angry in the 
hospital? What happens?

Tip 2 For a change, you 
can also use cartoons 
or comics in the box of 
statements.

IMAGE 2 If you could 
make three wishes, what 
would they be? Or more 
specifically: if you receive 
a wand to make stay-
ing in the hospital less 
dreadful, what would you 
wish for?

3. Statem
ent box 
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Facilitation and method

Preparation
• �Cover a box in a stimulating and age-appropriate 

way. Print or draw images (small and large) or 
make up statements concerning the topics to be 
discussed, and glue or write them on separate 
notes. Fold the notes before putting them in the 
box. This boosts the enthusiasm and gives children 
something to do during the conversation.

TIP Give young people an empty piece of paper 
and let them add their own statement which they 
would like to discuss.

TIP A variety of large and small images will incre-
ase the fun.

Working with the statement box
• �Ask children to shake the box firmly before taking 

out one piece of paper at a time and saying some-
thing about it. This method gives children the op-
portunity to determine the order of the themes, and 
it leaves space for them to quickly put aside those 
themes they consider stupid and less relevant, and 
pick another image. These spontaneous actions 
can result in a lot of information.

• �Give the children plenty of space and time to 
discuss the various topics with each other.

• �As the interviewer, ask additional questions when 
necessary and possible, but do not control the 
conversation.

Conclusion
• �Save enough time at the end to ask the children if 

there are any topics they would like to discuss, or 
if they have any additional comments or remarks.

• �Pay attention to the children’s verbal and physical 
expressions. Take a break or end the conversation 
when their attention span wanes.

Pitfalls
• �The interviewer must be careful not to assume 

a central role or this method will lapse into the 
classic question-answer conversation. Make sure 
the children decide on the pace and the order 
themselves.

• �The statements/images placed in the box strongly 
influence the topics of the conversation and the 
direction the conversation will take. Therefore, 
make sure to leave plenty of room for spontaneous 
interaction and elaboration.
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Requirements
• Paper, cards, images, magazines
• Pens, colouring pencils, marker or felt-tip pens, tape, glue
• �Large, inviting piece of paper or wallpaper with “wish wall” 

written on it

Target group
• Individuals or small groups of 2 to 6 children
• > 7 years

Duration
5 - 45 minutes

Strength of the method
• �Can be used flexibly.
• �The ideas of children are central and become  

visible to others.

4. Wish wall 
This method asks children to place their wishes and ideas on a wish wall using drawings and 
texts. In this way they can express their ideas for hospital improvements and share them with 
other people.
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4. Wish wall CASE
At the moment of writing, the wishes are still being 
collected. What is striking is that the children’s wishes 
are difficult to interpret if no conversation is started 
about the meaning behind the wish. This can be done 
immediately after the wish is put on the wall, or putting 
the wishes in context later on with a group of children.

4. W
ish w

all

I wish for...

“�more distraction during the 

injections”

“�more space to display your 

mail”
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Facilitation and method

Preparation
• �Make sure there is a room available where 

children can put their wishes on paper and hang 
them on the wall in peace and quiet.

• �Ask the children to write/draw the wishes they 
have for improving the hospital. More than one 
wish is possible. Make sure that someone is 
there to guide the children during the writing and 
drawing (a maximum of one person for every two 
children), who can talk to the children to obtain 
in-depth information on the how, why, who, what, 
where and so on of the wish.

• �Let the children put their own wish(es) on the wall.
 
Variation
• �An addition to the wish wall is a mailbox or a 

wish cupboard with drawers that is placed on the 
paediatric ward. Children can place a wish in the 
cupboard at any time of day. Every now and then 
you can select the best wishes with the children (or 
the wishes with the highest priority) and put them 
on the wish wall.

• �An alternative could be to make a digital wish wall 
(or wailing wall). In the Netherlands, for example, 
the website of the Dutch children’s helpline (www.
kindertelefoon.nl) allows children between 8 and 
12 years old to send a wish anonymously via the 
‘dream castle’ and/or pour their hearts out on the 
‘wailing wall’. 

• �Once the wall has been available to the children 
for a while, an in-depth workshop can be 
organised with the children. Have the children go 
over the wishes on the wall and ask them to group 
the wishes that belong together. This will result in 
categories created by the children themselves. Ask 
them to name the categories by sticking a title on 

top. Then ask them to order the categories. Which 
wishes should be dealt with first by the hospital?

Conclusion
• �Make sure the wish wall is accessible to health 

care providers and directors of the hospital. 
Actively invite them to visit this room so they can 
become acquainted with the children’s wishes.

• �Make sure the board/care providers notify 
children that they have seen the wish wall. Have 
them give feedback to the children on which 
action items will be taken from the wall and how 
they will be implemented.

 
TIP Make the opening of the exhibit to the ‘public’ 
a festive event to which the children, their parents 
and care providers are invited. The board could 
talk to the children about how the wishes will be 
implemented.

34
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Pitfalls
• �Wishes do not say much about the actual 

experiences which have led to the formulation 
of a certain wish, or about the way in which 
children would like to see their wish dealt with. 
Thus, looking for in-depth information on the 
children’s wishes is of vital importance. It not 
only improves the data, it also strengthens the 
foundation of the list of action items.

 

35
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Variation: wish mailbox
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5. Guided tour by children
With this method, the children give a guided tour of the ward. This provides an immediate 
and quick view of how they use and experience their environment. It also gives them the op-
portunity to express their wishes.

Requirements
• Notepads
• Pens
• �Optional: additional decor to make leadership noticeable, like a flag,  

jacket or hat.

Target group 
• Groups of 2 to 4 children
• > 6 years old

Duration
30 minutes

Strength of the method
• �By calling on the children as guides of the ward/hospital, you directly address 

their experiential knowledge.
• �With children’s experiential knowledge as a starting point, the direction of the 

conversation is in their hands.
• Does not require a lot of time to prepare.
• Easy to execute (if the staff of the ward/hospital cooperates)



3737

5. Guided tour by children

CASE - The hospital through the eyes of children
During an evaluation afternoon in the hospital, 
five children aged between 10 and 13 years 
took the hospital play specialists on a guided tour 
of the ward they had been admitted to recently. 
During the tour, the children indicated what they 
experienced as comfortable or scary in the ward. 
They emphasised, for example, the empty walls and 
the lack of colour. The examination room (picture 1) 
was a room none of the children liked to go into. 

During the tour, the children were actually scared 
to walk in there, while the patient lounge (picture 
2) was a place in which they felt very comfortable 
(during the tour, all the children jumped into that 
room happily). This raised the question of whether 
the difference in ambiance is unnecessarily large and 
could be improved with a few small adjustments. 

During the walk, the children opened up completely 
in sharing their experiences about their period of 
hospital admission. For a moment, it was like they 
were admitted to hospital once again. The children 
felt very comfortable, and the consultation resulted 
into a lot of valuable information, which has been 
used for setting up an improvement plan for the 
ward. The walls in the hallway and examination 
room, for example, have now been made more 
cheerful with posters and mural paintings. 

5. G
uided tour by children

PICTURE 1 �The examination room, photographed by Danielle   
(12 years)

PICTURE 2 The youth room, photographed by Romy (10 years)
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Facilitation and method

METHOD
The study/the assignment
• �Clearly explain the study and ask children if they 

would like to participate.
• �Ask a number of children (2 or 3) to give you a 

guided tour in the hospital/ward (make sure this 
has been discussed with the hospital/ward).

• �Asking for a guided tour of the ward may be 
sufficient for the children, and further instructions 
are probably unnecessary. If they do require 
more information, ask the children to show you 
those places they specifically do or do not like 
to visit.

• �Avoid giving examples when introducing the 
assignment. This may restrict the children’s 
creativity and inspiration, and it might send them 
too much in a certain direction.

TIP: Before the tour, agree on some behavioural rules 
with the children (but do not put too much emphasis 
on them). Have the children come up with the rules 
themselves (do not make too much noise, no running, 
knock on a door before you enter…) and supplement 
them as necessary. For example, do not enter rooms 
when red lights are on.

Out and about
• �Clearly make the children feel that they are taking 

you, a staff member/boss, in tow. They decide 
where you will go.

• �Ask the children questions during the walk and 
leave room for them to converse with each other. 
You could ask, for example, why they are showing 
you certain places. When do they come there? 
What do they think of that room? Who is present 
when they are in that room?	

• �Encourage the children to come up with solutions 
for possible bottlenecks. 

• �Take notes during the walk to record the essence of 
the children’s input. Involve children in this process. 
Ask them if a certain remark is important, and if 
you should write that down. After this has been 
asked a couple of times, children will pick this up 
themselves.

Variatie:
• �Children can also be actively involved in 

the research that is taking place during their 
exploration. Instead of the adult taking all the 
notes, the children can also be given notepads 
and pens during the tour, so they can take their 
own notes of the places they visit and their group 
members’ experiences with those places.

• �An addition to this method is the drawing of a 
map after the guided tour. Children can draw 
maps individually or in groups. Assignments like 
‘mark the places you visit most with an orange 
circle and the places you visit the least with a 
blue circle’ and ‘mark the places you like visiting 
the best with a green cross and the ones you like 
visiting the least with a red cross’ will provide the 
children with plenty of material for discussion and 
contemplation on their experiences and opinions. 
But this also produces a lot of valuable information 
for the researcher. When selecting this variation, 
the researcher will not have to ask very specific 
questions during the tour. The tour questions can 
be open, along the lines of ‘Can you show me 
this ward?’ Bear in mind that you have to keep 
making notes about the order of the rooms and 
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the children’s remarks as it contains valuable 
information.

TIP: Ask the ward and the hospital for permission to 
organise this tour. Make sure the staff knows about 
the tour so that they know what to expect.

Pitfalls
• �The hospital/the ward might experience this 

method as burdensome because it cannot be 
agreed upon in advance which rooms the 
children want to visit.

39
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The diary room is a small room where children can record an audio or video message. 
In this way they can share their experiences and opinions concerning a specific subject, 
question or statement.

Requirements
• ‘Play house’ which functions as a ‘diary room’
• Small sofa or chair in the house
• Camera
• Computer

Target group
• Individuals or pairs (depending on the children’s choice)
• > 6 years

Duration
A maximum of 20 minutes, depending on the number of questions or statements 
the child might be asked about.

Strength of the method
• The absence of a human interviewer may make this method more accessible.
• Stimulating method which arouses the children’s curiosity.
• �Can be a structural method to realise children’s participation, if guidance can 

be offered.

6. Diary room
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CASE

TIP This hospital has opted to have a special house 
made. However, a simple play house or puppet theatre 
will also work.

6. D
iary room

	
6. Diary room
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Facilitation and method

Preparation
• �Make a diary room which looks attractive to your 

target group. Use a play house or a puppet thea-
tre, for example, and possibly decorate it together 
with the children.

• �Ensure that the children can utilise the diary room 
on their own so that they do not need the help of 
a guide. This can, for example, be achieved by 
using a certain software package which directs au-
dio and video in the diary room in such a way that 
it guides the children from question to question. 
You can also opt for a simpler solution by placing 
a number of cards with questions in the diary room 
so the child has something to follow when talking 
to the camera.

• �Set up the diary room in a place where children 
can neither be disturbed nor heard by others. You 
can use the diary room just once or temporarily, or 
you can choose to open it for a longer period of 
time.

• �Give the children the possibility to choose between 
audio or video recordings. Build this possibility 
into the construction of the diary room. This can 
be done technologically, with a button which turns 
off the screen, but also very practically with a 
curtain, for example, or a selection of masks the 
children can put on if they do not want to appear 
on screen.

• �Formulate one broad question or statement, or opt 
to treat several specific questions on one topic. 
Examples are:

	 • �Broad: What do you like in this hospital, and 
what not?

	

• �Specifically about the topic ‘hospital admission’: 
Can you explain how your admission to the 
hospital went? Who was present at the admission? 
Where were you received? How long did you 
have to wait? What did you think of that?

In the diary room
• �Make sure the children know how to operate the 

camera. You can give oral instructions or a simple 
manual.

• �In principle, children enter the diary room alone, 
but have a flexible attitude. Pairs’ recordings can 
deliver surprising results.

• �The guide will remain near the diary room at 
all times so the children can ask questions when 
necessary. Ensure that you cannot directly hear or 
see what the children are doing in the diary room, 
to safeguard their privacy.

Subsequently 
• �Make sure the recordings made by children are 

viewed as quickly as possible after the time of re-
cording. Children may share important and urgent 
information, for example in connection with their 
disease. When this information is overlooked, the 
child’s safety might suffer.

42
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Pitfalls 
• ��The presence of a camera may have an inhibitory 

effect. 
• �Privacy and anonymity cannot be guaranteed, so 

great efforts must be made to obtain the partici-
pants’ permission to be filmed, and the purposes 
for which the images will be used must be made 
clear.

• �Technologically, the use of recording equipment 
requires proper preparation and further inquiries.

• �Experience shows that when this method is not 
facilitated, children will not enter the diary room on 
their own. Guidance is essential.
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7. Letter to the chief executive
In this method, children are invited to write a (email) letter to the chief executive of the 
hospital. This is a creative way to learn what children think is important, or to give feedback 
to the board on the most important action items which resulted from another method.

Requirements
• Official stationery and envelopes 
• Name of the chief executive/board
• Pens/felt-tip pens
• Large sheets of coloured paper (green and red)
• Arts and crafts materials (paint, stickers, colouring pencils, glitter pens ...)
• Computer (optional)

Target group
• Individually or in groups of 2 to 6 children
• > 7 years

Duration
A minimum of 30 minutes

Strength of the method
• �It establishes a direct dialogue between the children and the board of the 

hospital. 
• �This method is versatile and easy to carry out, both individually and with a 

group of children.
• �The method can also be used as a supplement or in-depth method for one of 

the other methods described; it is a good way to give feedback to the board 
about the results obtained and actions implemented.
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“I like that people can visit all day long (...) 
then it is at least a bit nice.” (6-year-old girl)

“I would appreciate if the nurses say what they 
are going to do when they come in, so I know 
what to expect. Sometimes when they bring 
medication, they do not say which medication 
that is, and I would like to know that.”  
(11-year-old boy)

“Replace all computers, because they do not 
work very well anymore. The computers often 
freeze.” (9-year-old boy)

45

7. Letter to the chief executive CASE – Dear chief executive...
In one hospital, 23 children individually wrote an  
email letter to the chief executive. Besides stating 
general information (like age, sex and duration of  
the hospital admission), the children were asked to 
react to three key questions through a digital format:

CASE 2 – action list for the board
In another hospital, this method was used as a 
supplement to the photovoice activities. Based on the 
bottlenecks raised in the photographs, the children 
collectively composed a letter with action items for the 
board (picture 3).

In this letter to the chief executive, the children 
indicated what they would like to be different, for 
example a place to be alone other than the toilet, 
clocks in their rooms, better food, better consultation 
between doctor and child, and the possibility of doing 
schoolwork in the hospital. 

PICTURE 3 Letter of action items for the board, including “better food”, “the paediatrician 

should consult with children”, “children with the same diseases in the same room”, 

“possibilities for parents to stay the night”, “being able to do schoolwork”, “the doctor 

should have experience”

7. Letter to the chief executive

FIGURE 1 
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Facilitation and method

Method
• �Inform the children about the aim, purpose and 

result of writing the letter.
•	� Let the children know that they are the ‘hands-on’ 

experts with regard to admissions to the paediatric 
ward. The chief executive has never been admitted 
to the paediatric ward, so he does not know what 
it is like to be there as a patient. Also mention that 
a chief executive cannot always change things, for 
example because time and money are required. 

Individual letter
• �Ask children to consider carefully things that went 

well and things that did not during the process 
of hospital admission and the time spent in the 
paediatric ward. Then ask them to put this into 
words in a written or email letter.

• �Make sure that the letters are actually received by 
the chief executive. Ideally, the children hand their 
letters themselves to the chief executive or a board 
member.

• �Make sure all children receive a personal reply 
from the board which confirms that the letters have 
been read, and specifies how the action items will 
be dealt with.

• �The letters can also be displayed in a central area, 
provided that the children give their permission for 
this.

Collective letter
• �Ask the children to consider carefully things that 

went well and things that did not during the 
process of hospital admission and the time spent in 
the paediatric ward. Ask them to write these things 
down (this step can be skipped when the method is 
used as a continuation of one of the other  

 
methods). Then discuss the results with the children. 
This also constitutes a moment of feedback for the 
children, and an additional moment of verification 
of the accuracy of the data for the researcher.

• �First discuss the positive experiences with the 
children and later the less positive ones. Who 
wrote down what, why, and are those things 
familiar to other children?

• �Have the children write down the items that 
occur most often, or the ones on which the most 
consensus is reached, on a large sheet of paper. 
What went well goes on the green sheet, what did 
not on the red sheet.

• �Lay down on a table or hang the red sheet on the 
wall in such a way that all the children can easily 
see it. Ask them to imagine how the things that did 
not go well could be improved. 

• �Ask the children to write down these solutions/
action items on a large sheet of paper. Allow them 
the time and opportunity to decorate the action list.

• �Make sure the children themselves can hand over 
their letter to the chief executive or a member of the 
board.

• �Hang the letter/action list on the wall together with 
the chief executive and the children. Hang it in a 
central space in the paediatric ward, so all health 
care providers and visitors can read the action 
items.

Pitfalls 
• �Requires the immediate commitment and time of 

the board.
• �Might raise expectations which cannot be met.

46
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8. Methods involving parents  

Though we assume that it is best when the children 
themselves indicate what they do and do not 
like about the health care in the hospital, it is 
also important to consult the parents. They, too, 
are ‘hands-on’ experts and thus have a unique 
perspective on health care. Furthermore, they can 
speak on behalf of their children when they are too 
ill or too young to put into words what they think is 
important, though there are restrictions involved.

Parents can be consulted in many ways. In this 
chapter, we will restrict ourselves to focus groups, 
‘mirror meetings’, and individual interviews since 
parent participation is not the focus of this book. 
These three methods are applied in the hospitals 
involved in the research.40 The descriptions are 
concise since plenty has already been written about 
them.

Focus group
A focus group is a conversation in groups of four 
to ten participants, supervised by an experienced 
facilitator. This method provides parents with the 
opportunity to share and discuss their experiences 
with each other. The strength of the focus group 
lies in the creation of interactive data; one person’s 
contribution will stimulate another person’s 
contribution.41 42 43 Engaging in a conversation 
with each other results in a more nuanced idea of 
the health care in the hospital. The disadvantage, 
compared to a personal interview, is that the 
various parents will have to be able to get together 
at the same time. To prevent this problem, one could 

opt for online focus groups. Parents will not have 
to leave their home and can join the focus group 
on their computer. Though the online focus group 
is less personal because the participants cannot 
see each other (and non-verbal communication is 
not possible), there is a higher degree of flexibility 
and anonymity. You could, for example, let the 
participants log on for a week. Thus, they can add 
to the discussion whenever it is most suitable for 
them. It also gives participants time to reflect on the 
responses of other people, and it provides them 
with the opportunity to change or nuance their 
opinion. The anonymous character of the online 
focus group has proven to be especially useful in 
obtaining information on sensitive subjects. When 
it is not possible to create an online environment 
yourself, you could use a private group from an 
existing network, like the Dutch website  
www.deeljezorg.nl, which is a virtual place where 
people can share their stories and experiences with 
respect to health care and welfare. 
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8. Methods involving parents  CasE 
In the neonatology ward, a focus group was 
organised to investigate the opinions and experiences 
of parents concerning the health care for their newly 
born babies. The example from the conversation 
below illustrates the added value of mutual interaction:

PARENT 1 “We found out on Saturday that the 
twins could go home on Sunday. That kind of took 
us by surprise. We would have rather known this in 
advance, so there would have been time to prepare 
for everything.”

PARENT 2 “The same applies to the transfer from 
incubator to the open cot room. That also happens 
very suddenly.”

PARENT 1 “Yes, we experienced that too. I remember 
thinking, can they do that, just like that? Once they 
were home, everything was okay. But we would have 
liked to be able to prepare better, also to make it a 
celebration. You’re not experienced yet.”

PARENT 3 “We were also informed on Monday 
afternoon at four o’clock that our son could go home 
the next morning. Well, a lot has to be taken care of 
then. It was not how I had imagined it either.”

In the abovementioned hospital, people were 
enthusiastic about the information gained from 
the focus group, and as a result of the research, a 
study group was set up to work on these points for 

improvement. The parents were given feedback 
on their suggestions by the hospital with an 
accompanying letter of thanks.

Variations
• �When there is an insufficient number of parents for  

a traditional focus group, you can choose to 
organise a mini focus group during the children’s 
hour of rest with the parents who are present at 
that time and willing to participate. Since this takes 
place in the ward itself and the parents are already 
present anyway, participation in the mini focus 
group might burden them less.

• �Another alternative in the case of recruitment 
problems is the waiting room conversation. Parents 
are waiting there anyway, and they will be more 
willing to participate than when they have to 
come to the hospital on a separate occasion. The 
disadvantages are that the parents might not have 
a lot of time, the conversation might have to be 
interrupted halfway through, and privacy cannot be 
guaranteed.

Mirror conversation 
A mirror conversation is a variation of the focus 
group in which parents have the opportunity to 
share their experiences with health care in the 
presence of hospital staff members. The mirror 
conversation was originally developed by the 
Academic Medical Centre (AMC) in Amsterdam 
as a way of making staff members aware of the 
patients’ perspective. In a mirror conversation, 
patients and staff members figuratively hold a mirror 
up to each other’s face based on their experiences 
and expertise. The group for a mirror conversation 
consists of about 8 to 12 participants and a number 
of involved health care professionals.45 The general 
guideline is that the number of staff members 
present should be smaller than the number of 
participants. The conversation is prepared with  

8. M
ethods involving parents

Parent participation not only results in a list of items for 
improvement, it also helps gain an insight into what goes 
well and what is appreciated: “The day before she came 
home was our daughter’s birthday. They had decorated 
the room in the hospital. That was amazing. People paid 
attention to us. I felt at home there.” (mother) 
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the participating staff members in advance.
 
Thus, they can indicate in advance which specific 
topics they would like to emphasise. However, 
there will be plenty of room in the mirror 
conversation for parents to introduce subjects that 
matter to them. We recommend preparing the 
mirror conversations and having them supervised 
by an independent, external party.

A mirror conversation takes place in two circles, 
an inner and an outer one. Parents sit in the inner 
circle and start by sharing their experiences. 
Make the first question for the parents as broad 
as possible: ‘What are your experiences with 
the care in this hospital?’ The staff members are 
seated in the outer circle and listen. In the second 
round, both parents and staff members form one 

circle. Now the staff members can ask questions 
about what they heard in the first round. Parents 
and staff members can converse with each 
other based on their experiences of the health 
care and services provided and suggestions for 
improvement. 

Based on the conversation report, an overview 
is drawn up containing the positive points and 
the suggestions for improvement. They will be 
discussed with the appropriate directors, who will 
then develop an improvement plan. Experience 
has shown that this transparent method is 
experienced as very positive by both parents 
and health care professionals. Because care 
providers are directly confronted with the parents’ 
experiences, their awareness and involvement are 
augmented.46

8. M
ethods involving parents
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Casus 
“Unpleasant that we had to be there, but good to  
be here”

In two hospitals, experience was gained with 
organising a mirror conversation for parents. 
During these meetings, five to ten parents were 
present, whose children who had been admitted 
to the paediatric ward or the neonatology ward. 
As listeners, several health care professionals were 
present: paediatricians, the chief of the ward, 
paediatric nurses and hospital play specialists. 

Parents often share first the positive things they 
experienced, before turning to their concerns 
and points of criticism. Important eye openers for 
the health care professionals were that parents 
sometimes do not know what is expected of them, 
and that the communication and the concordance 
between the different disciplines should be improved.

At the end of the conversation, participants and 
listeners were asked what they thought of the 
conversation. Some examples of responses: 

As a result of the mirror conversations, the hospitals 
got to work on the suggestions for improvement. One 
of the hospitals introduced care conversations with 
the parents. Every two days, the mutual expectations 
are discussed so they can be dealt with promptly.

Individual interview
With individual interviews, the aim of the 
conversation is to uncover the experiences, opinions 
and ideas of the parent in question concerning a 
certain subject. During this interview, the parents 
are given plenty of time and room to discuss both 
their positive and negative experiences at length. 
The advantage of an individual conversation is that 
probing questions can be asked to reveal underlying 
thoughts and ideas. Moreover, the interview is 
relatively easy to organise. During their child’s 
hospital admission, parents are often present in the 
hospital and frequently have half an hour to spare 
when their child is occupied. Telephone interviews 
are a variation of the face-to-face interview, allowing 
parents to speak to the interviewer at a place of their 
choice and at a time most suitable for them.

“What do the nurses expect of parents? At what time 
should I be around? Dinner time? Bed time? Sometimes 
there is a paracetamol suppository. Should I just give 
that? Sometimes I am at home for an hour and a half 
and then I feel guilty about not being with my child. 
Does the nurse want me to be there at all times? Does the 
nurse want to see every filled nappy? It makes me feel 
awkward when I have to call. I then put the nappy in the 
lift, but the smell!” (mother)

8. M
ethods involving parents 

“... that I am reminded of what a hospital admission 
means to the patient and parents, ‘that is how they 
experience it’; the information from this conversation 
really adds to the standard evaluations that are filled out.” 
(paediatric nurse)

“I was a little nervous at first, but at some point I forgot that 
there were listeners.” (mother)
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CasE 
In a number of hospitals, we did not succeed in 
gathering enough parents for a focus group. So 
we decided to approach the parents who did sign 
up for the focus group for a telephone interview. 
The responses were very positive; all of them were 
willing to speak to the interviewer. The interviews 
were aimed at the parents’ experiences during their 
child’s hospital admission and stay. Key questions 
were: What went well during the admission? What 
needs to be better? How could this be improved? 
The results of the interview were submitted to the 
parents and the hospital in the shape of plus points 
and suggestions for improvement. The ward has 
decided to focus attention on the communication 
amongst staff members themselves, and towards 
patients and parents. 

Points of interest 
Which method you choose depends on the specific 
research question, the preference and experience 
of the researcher, and the time available. The points 
of interest below apply to all three methods:
• �Whether talking to children or parents, the 

location, ambiance and attitude of the facilitator  
are key to determining the success of the 

conversation. Try to create an open atmosphere 
in which the parents feel welcome to share their 
experiences and ideas and, as the facilitator, 
adopt an enthusiastic, respectful and involved 
attitude.

• �Prepare in advance a conversation guideline or 

list of topics with the themes to be discussed in 
accordance with the research question. Using 
knowledge that is already available when it comes 
to what patients and parents think is important. For 
example, consult quality standards developed from 
a patient perspective2 and the literature. 
• �Do not prepare a list of precisely formulated 

questions as otherwise you may be tempted to 
stick to it, as a result of which no conversation 
is created in which parents feel free to introduce 
themes that are important to them.

• �At the beginning of the conversation, give a short 
introduction in which you talk about yourself, 
the study, and the aim of the conversation. Keep 
in mind that the parents find themselves in a 
dependent relationship, and bring up this topic 
for discussion. Also ask the participant(s) to 
introduce themselves briefly. Carefully consider 
beforehand what you want to know: what is 
relevant to the research question, and what not?

• �Ask parents for their permission to record the 
conversation with an audio recorder or a camera, 
to make a careful analysis possible. But never 
simply rely on technology: always make notes as 
well.

• �After the conversation, send the participants a 
summary so that they can check whether or not 
their input was correctly interpreted. Afterwards, 
let the participants know what the hospital is 
going to do with the results. 

• �It is best to ask an external party, for example, a 
patient organisation or researcher, to moderate 
the conversation. Experience with the method 
helps to collect qualitatively strong data.
Moreover, experience shows that patients (or their 
parents) struggle with their dependent position.

• �Participation should not cost the parents money. 
Reimburse them for their expenses. 

. 
8. M
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Use knowledge that is already available  
when it comes to what patients and parents 
think is important. For example, consult quality 
standards developed from a patient  
perspective 2 and the literature.
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Conversational tips: 
• �First ask about their positive experiences: ‘What 

went well?’ and then move on to the less positive 
ones: ‘Which things were not so successful?’

•	�Ask as many open-ended questions as possible. 
These are questions which can be answered in an 
unlimited number of ways. As a reminder: always 
start your questions with an interrogative word: 
Who, What, Where, Why, When, How?

•	�Always ask probing questions when parents give 
a general reply. 

	 PARENT “Everything went well, no complaints.”
	� INTERVIEWER “Can you tell me specifically what 

you thought went well?”
•	�Conclude the conversation with: ‘What do you 

consider to be the most important topic that was 
discussed in this conversation?’ This tells you what 
their priorities are.

Pitfalls 
•	��In group conversations, there is always the 

risk that articulate people will dominate 
the discussion. The person moderating the 
conversation must compensate for this. For 
example, make eye contact with the quieter 
participants and ask questions directed at them. 
For example: “Miss Jansen, how do you feel 
about the things your neighbour just shared?” 
Keep in mind that one parent is not the same 
as the other and that everyone experiences and 
expresses things in their own way.

•	�Working with groups of parents may be hard 
to realise in a hospital setting. Experience 
often shows that recruiting parents is difficult 
because they are already heavily burdened, 
both emotionally and practically, during their 
child’s admission. However, parents who do opt 
to participate are very enthusiastic and satisfied 
with their participation afterwards. A personal 
invitation by a health care professional with  

 
whom the parents have a connection and a  
clear explanation of the aim of the gathering  
can help to increase attendance.

•	�Interviewing people or facilitating a group 
conversation and analysing the gathered data 
in the right way require specific training and 
practical experience.

 

8. M
ethods involving parents 
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PART 3 From method to process

Analysing, 
reporting and 
effectuating change
The experiences, wishes and stories of children and 
parents form the basis of the analysis. The personal 
observations and information obtained from third 
parties can help put these data into context. In this 
part of the book, we describe the basic principles of 
analysing, reporting and activating to ensure that the 
children’s input will be utilised.

Analysing
Analysing means reducing the large amount of 
information obtained to several, clearly formulated 
themes and the accompanying exceptions. The step-
by-step plan below can prove to be helpful in this 
process.47, 48

1.	Carefully read the entire report.
2.	�Break it down by subjects that are discussed 

and assign them a ‘title’, for example: content 
treatment, client interaction, information, or health 
care organisation. This title can be written in the 
margin, or use different colours. Next, carry out a 
second step of classifying each identified subject. 
Again, titles are assigned. The main category 
‘content treatment’, for example, can be subdivi-
ded into the categories: professionalism, careful-
ness and quality. Review what has been said, but 
also what was not mentioned, take into account 
the emotions expressed, and note which situations 
or remarks deviated from the pattern. 

	�

3.	�Unfortunately, for organisational reasons, this next 
step is sometimes skipped, but it is essential to 
check the analysis with the target group. Do the 
general findings match their experiences? Do they 
have any remarks, additions or suggestions? Do 
they still have the same priorities?

4.	�The results of the analysis, the themes and the 
significant deviations are then described. It is im-
portant to explain these findings, and to substanti-
ate them with quotations and examples.

Reporting
A report is important to justify and disseminate the 
findings. The following guideline may be helpful 
when formulating a report:

1.	�Introduction, how and why did the initiative come 
about?

2. �Which methods were applied and how did the 
process go?

3. Who participated (and who did not)?
4. What are the results of the study?
5. Which actions are necessary?
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Feedback to children:

Make sure that the children can see that their wishes 
and experiences have been noticed. For example, 
through an informational letter, an article in the hospi-
tal’s news magazine, or by organising an informative 
afternoon during which actions will be discussed.

Research as a catalyst for change
A report is one of the results of a participatory pro-
ject, but it should never be the only result. After all, 
the aim of a participatory project is broader. Col-
lecting information on the experiences, needs and 
knowledge of children concerning a certain topic is 
just the first step. The second one is to translate the 
research data into action to realise change for the 
benefit of the children. The necessary actions can 
be initiated and carried out by adults. However, the 
children’s input will be better guaranteed if they are 
allowed to contribute when the actions are being re-
alised. Or they can design, implement and evaluate 
actions with the help of adults.

Besides local change, participatory projects require 
change at the level of the institution and policy. 
First, to make sure that changes are actually carried 
out and become established, and second, so that 
the children’s participation does not become a once-
only project. For example, organise an exhibition or 
a work conference to gain insight into the children’s 
ideas and to see how they can be translated into 
practice, or organise a ‘youth participation’ training 
course for the ward. At an internal or regional level, 
a children’s participation study group could be esta-
blished to reflect upon the possibilities of children’s 
participation within hospitals and how it could be 
facilitated even better.

Experience shows that change at the level of the in-
stitution and policy requires a lot of time and effort 
from different players, and involves more than one 
project. However, change at the individual level is 
often easily attainable. Participation often results 
in positive experiences for both the children and 
health care providers. Through participation, care 
providers become more aware of the fact that the 
children’s social environment differs from that of 
adults, and that children possess valuable know-
ledge. For the children, participation often leads 
to empowerment, meaning that it can help them 
acquire knowledge and skills, confidence and a 
sense of self-esteem.26-28

And what if…?
In practice, participatory projects rarely go smoothly, 
and internal and external barriers must be overcome 
to get the project going and have it be successful. 
In this chapter, some of these barriers and possible 
approaches are discussed.

What if the children do not say anything?
If children do not say much, this does not mean that 
they do not want to talk. Too often, quiet children are 
thought to be uninterested in a topic or incapable 
of expressing an opinion, or prefer to play. Verify 
whether or not you have created the right conditions: 
Does the child feel sufficiently welcome to share his/
her experiences? Does the child know why you want 
to know things and what you are going to do with 
his/her opinions? Did you select the right method?  
Inviting a person they trust to join in (friend, parent, 
play specialist) might help, or you could first let them 
come along with other children. And sometimes child-
ren need more than one meeting to get used to the 
project. If this is the case, make it happen.

It is important for children to see that their 
participation and ideas are having an effect.

A
nd w

hat if... ?
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How can I deal with resistance from within the 
organisation?
Be aware that there may be unexpected responses 
to the project and its results. Listening to the children 
sounds great, but what happens when their ideas 
do not match those of their parents and professio-
nals? It is therefore important to take into account 
the perspectives and interests of all parties involved, 
the institutional policy and sometimes implied 
norms. Make sure key figures are involved with the 
project from an early stage and preferably become 
co-owners of it. Ask which themes are relevant for 
the hospital and take them into consideration when 
formulating the research questions. The manage-
ment’s support is key to overcoming organisational 
barriers and conflicts. We fear the unknown, a ten-
dency that applies here also. Share successes at an 
early stage. This is important to show the children 
and their parents that their ideas are actually being 
taken seriously, and also to create more support 
within the organisation.

Moet je de data na afloop van een project nog 
kwantificeren? 
Participatory projects work best when the group 
of participants is kept small. There is no intention 
to produce representative statements for the entire 
group (all chronically ill, or all children with a certain 

disease), unless the study is adapted to that. Preci-
sely because participatory projects are small scale, 
the children can grow to trust the researcher, and 
they can be offered an active role. When it comes to 
surprising insights, for example, if three children say 
something which made you think, ‘How silly that we 
never thought of that before’, there is no need to put 
time and energy into supplementary research. Ho-

wever, when in doubt about whether other children 
feel the same, the topic is important, and the means 
(time, knowledge, money) are available, consider a 
larger, supplementary study. 

Can I also perform quantitative participatory research 
with children? 
Active methods are often chosen for participatory 
projects, instead of talking or filling out questionnai-
res. The advantages of qualitative research are that 
it is more flexible and allows for more intimacy with 
the target group, and for more discussion between 
the researcher and the target group. That is why 
qualitative research is often chosen in practice. This 
does not mean that quantitative research, such as 
questionnaires, is not possible. Children and young 
people can be involved in, for example, drawing up, 
distributing and interpreting a questionnaire.49 50 51

Can children also help with the analysis?
Children are rarely given a role in the analysis. 
But there are some examples of children, properly 
guided, providing a valuable contribution to the ana-
lysis.3 52 Some of the methods described in this book 
call for a natural process of analysis. When you are 
classifying pictures or wishes into certain categories, 
you are already analysing. When children are not 
involved in the analysis, there is a risk that the me-
aning given to events may be interpreted wrongly, or 
be dominated by adults. Matters that are important 
to children will then be overlooked. When the resear-
cher chooses to do the analysis him/herself, it is a 
good idea to present the findings to the children, so 
they can check if their input was interpreted correctly, 
and to give them the opportunity to make additions. 
Researchers working in this way found that by dis-
cussing the data with the children, the analysis and 
understanding of the data were improved: together 
you can achieve a more complete picture.
 

A
nd w

hat if... ?

The management’s support is key to overcoming 
organisational barriers and conflicts.
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Should I reward children/parents for their 
participation in the research?
The most important reward that children and parents 
can receive for their participation in the research is 
that they are being heard and that their opinion is ta-
ken seriously by the hospital. Many researchers also 
give children a little present for their participation in 
the research. Keep in mind that it is the gesture that 
counts. What is important is appreciation of their 
contribution, which can be expressed with a token 
gift. To prevent poor people from being excluded, 
it is important to reimburse them for any expenses 
incurred, like travelling expenses.  

Can I also do research with very young children?  
Researchers have gained experience with involving 
very young children in studies, both nationally and 
internationally. 53 54 They showed that very young 
children – including those who cannot yet speak – 
can share their views on themes that concern them, 
and that their views on their social world can benefit 
the policy of youth institutions (like day-care centres, 
schools). This method requires specific skills of the 
researchers with regard to inviting and recognising 
non-verbal signs

Can children’s participation turn out badly?
Children’s participation can have negative conse-
quences, like:

1. �Disappointment: when expectations are raised that 
cannot be met.

2. �Poor quality of data: when the area of research 
is too far beyond the expertise and experience of 
the children.

3. �Overburdening: when the amount of burden parti-
cipants can cope with is not taken into account.

4. �Tokenism: when the interest of the researcher is 
placed above the interest of the participants, or 
when one strives for the highest level of partici-
pation instead of the level that is desirable and 
feasible. 

Especially with sick children and their families, who 
are already burdened a lot, it is important to take 
into account the strain that participation in a project 
can involve. However, the pitfall is to apply this 
consideration to the target group, instead of asking 
participants what they want and can do, and how 
this can be accommodated best.
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Conclusion
In this book, various methods are described that 
allow children to speak about the health care they 
receive. The many examples illustrate that child-
ren, when carefully encouraged, enjoy giving their 
opinion, and that their experiences and wishes 
result in valuable insights. 

The wishes and ideas of children are based on 
experiences, sometimes positive, sometimes nega-
tive, sometimes shared by adults, but more often 
not. They have their own experiences with health 
care. Both their positive and negative experiences 
are important for evaluating and improving the 
quality of health care and the children’s well-
being. Though this book does not aim to bring 
children’s wishes and experiences out into the 
open, we would like to briefly name three of the 
themes which have come up repeatedly: social 
contacts, communication and privacy. Social con-
tacts are very important for children. They need 
access to the internet to keep in touch with friends 
outside the hospital, while the play room or patient 
lounge is a nice place to take their mind off things, 
or to chat with other children. Communication of 
information is another recurring theme. Like adults, 
children want to know what to expect and to be 
informed about their treatment. They would like 
to know what is going to happen, and when a 
certain procedure will take place. Finally, privacy 
is a theme that worries children, and especially the 
lack of it: glass doors through which everyone can 
look, no place to just be alone, or to talk to some-
one in private. As one of the children expressed it 
so beautifully in a letter to the chief executive:  
“a place to be alone other than the toilet.”

Consulting children on how they experience health 
care is an important step, but it is not enough. 
The fact that adults are listening to children does 
not mean that they understand their message and 
intend to do something with it. And if nothing 
happens with your input, why bother voicing your 
opinion the next time? In all the hospitals involved, 
the experiences and wishes of children were trans-
lated into plans, and in some hospitals the plans 
have already been put into practice. Moreover, 
the project and its results have encouraged partici-
pants to move forward with the theme of children’s 
participation.

Besides enthusiasm, children’s participation 
requires critical reflection and more professional 
knowledge and research skills than we could offer 
in this book. Why does children’s participation 
not always work in hospitals? Why is it so hard to 
make the time and means available? Do we really 
think it is important? And how can the different 
perspectives – of children, parents and professio-
nals – all be given their due in a time when health 
care is under a huge amount of pressure? 

When we do not critically reflect upon the possibi-
lities and difficulties with children’s participation, 
and only one method is used just once, children’s 
participation can never actually be successful. 
Children’s participation is a process that requires 
structural attention and embedding within the 
process of health care and the organisation. This 
is a great challenge to which we are happy to 
contribute.

C
onclusion
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C
onclusion

‘When we do not critically reflect upon the possibilities and the difficulties with  children’s participation, and only  one method is used just once, children’s participation can  never actually be successful.’
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“�According to the UN Convention on the Rights of the 
Child, all children are entitled to have a say in the matters 
affecting their lives. This is especially important for children 
in vulnerable positions, like those who end up in a hospital. 
In this situation, major decisions are often made about 
children. It is then important to attach great importance to 
the opinion of the child.” 

Marc Dullaert, Children’s Ombudsman

“�Paediatrics has developed enormously in the last few 
years. Diseases which previously could only be diagnosed 
have now become curable or treatable. Over 90% of the 
children with a chronic disorder will reach adulthood. The 
aim is to treat and guide these children in such a way that 
later on they will be able to take part and secure their 
own place in our competitive society. For that purpose, an 
understanding of their condition and their participation in its 
treatment are indispensable. But how can that be realised? 
This book offers a practical guide for doctors, nurses and 
other health care professionals; a manual to all those who 
wish to look after the paediatric patient of the present 
aimed at the future.”  
Prof. Dr. Hugo Heymans, Paediatrician, EKZ/AMC

“�We want the best health care  
for our children. Children are 
well aware of how their care  
can be improved. That is why  
it is important to listen to them 
and to turn their signals into 
concrete actions. This book  
offers useful guidance to 
designing children’s participation 
in a thorough manner. Highly 
recommended to all hospitals 
who really want to take their 
young patients seriously.”

  
Pia Dijkstra, D66 House of Representatives  

“�It is our mission to realise demand-
driven health care from a patient’s 
perspective. We start from 
solidarity, freedom of choice and 
preservation of personal autonomy. 
Children are a highly specific 
group of patients, and discovering 
their perception of care requires 
a different approach compared 
to adult patients. The Federation 
of Patients and Consumers in the 
Netherlands (NPCF) is glad that the 
Dutch Child & Hospital Foundation 
is making this case for the child 
and parent perspective. With this 
book, any hospital can immediately 
start to make its care of children 
match their social environment 
better, thus improving its quality.” 
 
Wilna Wind, Director, NPCF


