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ABSTRACT
Background: In research on quality of care, the experiences of children and
(pre)adolescents are usually assessed by asking their parents. However, these
young patients may have preferences of their own, and their experiences do not
necessarily concur with those of their parents. Therefore, our research aimed to
give young patients an opportunity to speak up for themselves.
Methods: Focus group meetings and online focus groups were organized for two
age groups (8–11 and 12–15 years) of young patients from two Dutch
rehabilitation centres, with the use of a tailored interview technique. The
feasibility and applicability of both types of focus groups were assessed.
Results: For both types of focus groups, recruitment proved a major problem.
The focus group meetings with (pre)adolescents proved both feasible and
applicable in obtaining information regarding the preferences and experiences
towards rehabilitation care. Regarding children's meetings, there were mixed
results. The setting suited most of them, but some were more anxious. In
general, online focus groups were less successful than expected for both age
groups.
Conclusions: Possibilities for enhancing the recruitment rate should be
considered, as the low participation rates limited generalizability of focus group
results. The tailored design proved useful for obtaining relevant input from
(pre)adolescents through meetings, but, especially for children, repeated
meetings or other locations (e.g. at home) could be considered. This may make
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participants more at ease. For both age groups, the online focus groups proved
far less useful, in terms of participation.

INTRODUCTION

The importance of the patients' perspective in quality of care research is widely
recognized (Fung et al. 2008; Delnoij 2009). Patients can provide information that
cannot be collected otherwise, for example about how they experience the care
process, or the perceived effectiveness of care.
Although many studies have focussed on the preferences and experiences of patients
in health care, not every patient group is heard. Children, for instance, are often not
included in patient surveys. Even though many studies claim to focus on the
experiences of children in health care, often, information reported by parents, as
proxies for their children, is used (House et al. 2009; Lindeke et al. 2009). Children
themselves, however, have their own healthcare preferences and experiences. These
do not necessarily concur with those of their parents (van Beek 2007; Knopf et al.
2008).
Fortunately, the importance of involving children in quality of care research is more
and more recognized (Lightfoot et al. 1999; Siebes et al. 2007; Watson et al. 2007;
Lindeke et al. 2009; Pelander et al. 2009). Children and adolescents are perfectly
able to give their own opinions about their health care, if they are given the right
opportunity to do so. Children as young as 8 years old are capable of participating
individually in (online) surveys (Borgers et al. 2000; Lindeke et al. 2009). Before
this age, however, the cognitive skills necessary for self-reflection and the ‘question
answering process’ are usually not yet developed (Piaget & Inhelder 1969; Borgers
et al. 2004).
Our research aimed to give young patients an opportunity to speak up for themselves
in the development process of two new patient experience surveys on rehabilitation
care [new additions to the Consumer Quality Index (CQI), a family of surveys
measuring patient experiences in Dutch health care (Delnoij et al. 2006)].
Rehabilitation care covers a variety of specialized care (such as physical,
occupational and speech therapy), aimed at enhancing functional abilities of their
patients. Also, the cause of the functional disabilities can be diverse, such as
congenital disorders, (traffic) accidents, sports injuries or cognitive disorders. In the
case of children and adolescents, the first two causes are most common in
rehabilitation care. In the Netherlands, each year about 18 000 young patients (<18
years old) receive rehabilitation care, constituting about 23% of the total number of
rehabilitation patients (Revalidatie Nederland 2011).
In order to develop a valid patient survey, relevant quality items for the specific
patient group have to be identified. Our research distinguished two age groups of
young patients: children (aged 8–11 years old) and (pre)adolescents (aged 12–15
years old). The division of these age groups was based on developmental differences:
in adolescence, young people become more autonomous and may hold different
views than they did in their childhood (Kyngäs 2004; Livingston et al. 2007).
Because of these developmental differences, Dutch law actually makes a distinction
between the responsibilities of healthcare providers regarding these age groups;
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adolescents should be more actively involved by healthcare providers in their care
than children (Law on Medical Treatment Agreement 1994).
To explore the preferences and experiences relevant to patients, focus group research
can be used (Sofaer 2002). Focus group meetings have proved to be a useful and
suitable method for involving a specific group of people, such as patients who visit
the same healthcare provider or suffer from the same specific illness (Krueger &
Casey 2000). Focus groups aim to provide an encouraging and safe situation for
participants to freely discuss their experiences and opinions, for instance regarding
health care. This is also true, with some modifications, for children and adolescents
(Peterson-Sweeney 2005).
More recently, online focus groups have also proved to be a popular and accessible
way of involving patients in quality of care research (Moloney et al. 2003; Tates
et al. 2009). An online forum might prove a useful alternative to a focus group
meeting; participating in an online forum can be done from the comfort of one's own
house (or any other place that has an Internet connection), regardless the time of day.
It also provides more anonymity. Adolescents are usually very familiar with online
forums through social media. Nowadays, the same also applies more and more to
children (Kennedy et al. 2003; Kenny 2005). There have been encouraging
experiences in using online focus groups for obtaining children's and adolescents'
views on health care (Zwaanswijk et al. 2007; Tates et al. 2009).
In this article, we will present the organization and design of our focus group
meetings and online focus groups. In doing so, we will discuss the usefulness and
challenges of both types of focus groups in our research and aim to answer the
following research question: To what extent are focus group meetings and online
focus groups feasible and applicable strategies for exploring the preferences and
experiences of children and adolescents in rehabilitation care?
METHODS

Recruitment of participants
The research took place during summer 2011. Young patients from two Dutch
rehabilitation centres were recruited to participate. They could choose to either
participate in a focus group meeting or in an online focus group. Patients were
eligible for selection based on their age (either 8–11 for the children's groups or 12–
15 years for the adolescents' groups). Also, they should have had at least one
appointment at the rehabilitation centre in the past 12 months. As the research
involved minors, the invitation was addressed to the children and their parents. The
invitation included an outline of the research for the parents and a specific letter for
the young patients, which stressed the importance of the research and that
participants would receive a gift certificate.
The meetings were situated at the rehabilitation centres. The aim was to organize two
meetings per age group in both centres. Also, online focus groups were constructed,
one for each age group. The online focus groups consisted of a 1-week online forum.
According to the Dutch Medical Research Involving Human Subjects Act this study
did not require ethics approval. An explanatory statement of the governmental
agency overseeing compliance with the Act, defines medical research as (in short):
research aimed at acquiring generalizable results about diseases and health
(aetiology, pathogenesis, symptoms, treatment regimes etc.). Also, research without
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subjecting people to certain procedures or requiring them to act in a certain way, is
not medical research in the sense of the Act. However, informed consent was
obtained from the participants' parents.
Tailoring focus groups to children and adolescents
Although there are similarities, a focus group involving children or adolescents
demands a slightly different approach than a standard (adult) focus group (PetersonSweeney 2005).
The focus group meetings for children were led by a female professional from the
WESP foundation; an organization specialized in involving children as research
participants (WESP foundation 2013). During the WESP meetings, she was assisted
by one of the researchers. Focus groups with adolescents were led by one of the
researchers (H. W.). Meetings were scheduled to last 90-min maximum, including a
15-min break, because it was expected that such meetings would be more tiring for
young patients (Heary & Hennessy 2002). In contrast, meetings for adults usually
last 2 h or more. In standard focus groups, 10 to 12 participants are common.
However, because of the potentially intimidating setting of a focus group meeting,
we decided to form smaller groups, aiming to recruit six participants for each
children's group and eight for each adolescents' group. Also, the moderator and the
assistant were alert to any stress, fear or agitation in the participants (Heary &
Hennessy 2002). In order to put the children and adolescents at ease, refreshments,
cookies and crisps were available. The atmosphere of the meetings was kept as
informal as possible (Peterson-Sweeney 2005). Also, the participants were shown
beforehand in which room their parent(s) would be during the meeting.
For adolescents, separate meetings were organized for boys and girls. Puberty marks
a period in which adolescents become very self-conscious of themselves and their
body. In order not to deter participants from discussing personal subjects such as
relationships and sexuality, it was decided to organize same-sex focus groups (Heary
& Hennessy 2002; Wiegerink et al. 2006).
Design of focus group meetings
The meetings were designed by the WESP foundation. To start off, the moderator
gave the participants a short outline of the meeting and stressed the confidentiality of
what was said during the meeting (Horner 2000; Heary & Hennessy 2002). She also
emphasized that the participants were ‘experts by experience’; the meeting was
exclusively about their perceptions and there were no such things as ‘good’ or ‘bad’
answers. Participants should feel that their opinions matter and that their input is
taken seriously.
In order to build trust and inspire self-confidence, the meetings continued with a
short round of introductions (Horner 2000). Subsequently, participants were asked to
form pairs and interview each other, using a sheet of questions handed to them by the
moderator. The interview covered four different dimensions, pretested by WESP.
The dimensions and their associated questions were presented in a logical order so
that participants could give their answers and opinions more easily. The four
dimensions were: Exploration (e.g. ‘Of what use is a rehabilitation centre to a
child?’), Feeling (‘What do you feel like when you are there?’), Opinion (‘What do
you think about what happens there?’) and finally Advice (‘What should be
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changed?’). In Appendix I, all questions are specified. Answers to the questions were
written down on slips of coloured paper by the children who were interviewing;
separate colours for separate subjects. At the end of the interview, the roles were
reversed. Subsequently, the children glued the paper slips with the answers on flip
charts. This provided an overview of the subjects, useful for both the participants and
the researchers.
After the interviewing sessions, there was a joint discussion about which aspects of
rehabilitation care are important to children or adolescents. For example, the
moderator asked the participants to imagine their rehabilitation centre wanted to
know how well it performed according to their young patients. Which questions
should the centre then ask the children or adolescents who are being treated there?
The answers from the participants were written down by the moderator on a flip
chart. To conclude the meeting, participants received a gift certificate, and an
evaluation form about the meeting, which they could return by mail anonymously.
Design of online focus groups
For each of the age groups an online focus group (i.e. online forum) was organized,
in the same manner as Tates and colleagues (2009). Applicants received the URL of
the online forum and a personal username and password. Considerable attention was
paid to making the texts on the website clear and comprehensible. Also, some rules
of conduct were published on the site, for instance about language (e.g. no
profanities) and anonymity. The forums were accessible for a week. Applicants
received a reminder a few days before the research began and also on the starting
day. On the first 5 days, a question was posted each day by the researchers. These
were questions also included in the focus group meetings, as presented in Appendix I
(Wednesday's topic being the concluding question of the focus group meetings).
Participants were invited to answer the questions and to comment on both the
questions and each other's answers. The researchers monitored the discussion and
asked additional questions if necessary.
RESULTS

Response and participation
Below, Table 1 describes the response on both types of focus groups. Across the two
centres, 359 children and 395 adolescents were invited to participate. In the end, 41
(6%) of these young patients actually participated in either a focus group meeting or
an online forum, which was limited. Participation rates were equal for children and
adolescents: 13 children and 17 adolescents participated in one of the seven focus
group meetings; five children and six adolescents participated in the online forums,
having posted at least one reaction on the discussion board.
[TABLE 1]

Feasibility and applicability of the focus groups

This is a NIVEL certified Post Print, more info at http://www.nivel.eu

Krol, M., Sixma, H., Meerdink, J., Wiersma, H., Rademakers, J. Exploring young patients'
perspectives on rehabilitation care: methods and challenges of organizing focus groups for
children and adolescents. Child: Care, Health and Development: 2014, 40(4), 507-514

The duration of the meetings proved to be adequate. After 90 min, no new
information was obtained from both children and adolescents. A shorter duration,
however, would not have been sufficient to complete the programme.
Most children and adolescents were fully motivated to participate, some needed extra
encouragement.
With regard to the children's focus groups, a few children needed reassurance from
the researchers, but most of them gradually showed more enthusiasm. The mutual
interviewing strategy suited most participants. However, some participants resorted
to literally repeating the answers their interviewing partner had just given, probably
because of insecurity. But for the most part, participants went ahead enthusiastically
and seemed to enjoy the experience. This was also reflected by the evaluation forms
that were returned afterwards; nine children returned the form and seven of them
stated they had liked participating (two said they ‘don't know’).
With regard to the adolescents' focus groups, the results were more extensive and
detailed than those of the children's. With regard to the group meetings, however,
both boys' groups proved to be far less informative than the girls' focus groups. This
was observable during the meetings, but was also reflected by the results; the girls'
lists of answers were far more extensive than those of the boys. Also, in one of the
boys' focus groups, participants sought to outdo each other by bragging, resulting in
limited responses. Nonetheless, of the 10 evaluation forms that were returned, eight
(including four boys) were positive about participating, the other two being neutral.
Also, participants were asked on this form what they thought of the same-sex
composition of the focus groups. Eight of them (five girls, three boys) stated they
had no preference whether it was a same-sex group or a combined group. Only one
girl preferred a same-sex group.
With regard to the online forums, these proved less successful than the meetings,
both in terms of participation and in results. After several days, many of the
applicants had not yet posted answers, or even visited the website. To remedy this,
additional e-mail reminders were sent. In the end, though, many of the adolescents
had not posted any answers or comments on the website. Also, the majority of the
answers to our questions proved to be either very specific or very general. Spurring
the participants to clarify their answers, or to elaborate on them, only led to a few
additional reactions.
DISCUSSION

A limited number of children and adolescents participated in the focus groups or the
online forums. It proved very difficult to recruit young patients, despite sending the
invitations and reminders through the rehabilitation centres and mentioning the gift
certificate, although some participants did mention the gift certificate as an extra
reason to participate. It should be noted that our issues regarding response rates seem
not uncommon for qualitative studies involving children (Goodenough et al. 2003;
Kendall et al. 2003; Siebes et al. 2007).
Several reasons, both organizational and personal, might account for the low
response rate. First, the meetings and online forums took place during the last week
of the summer holiday, so many children might have been away shortly before or
during the focus groups and therefore unavailable. Organizing these focus groups
during regular school weeks, however, may have overburdened these young patients.
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Organizing meetings during school hours is an option, for instance at a school for
physically disabled children, although this would include only a part of the target
population, i.e. the most severely disabled children and adolescents.
Second, the number of treatments were very limited in the summer period; it was not
possible to recruit participants through the employees of the rehabilitation centres.
Being asked to participate by their own physician or physiotherapist might have
improved the participation rate of young patients.
Also, there are some possible reasons at a personal level. First of all, the letters were
sent to the parents, and they might object to their child participating. Also, it is
possible that a number of young patients did not feel the research was relevant to
them, in case their rehabilitation treatment had ended, or if they did not regularly
visit the centre. On the other hand, it may also be that rehabilitation treatment is
highly relevant to patients, but they are reluctant to reflect on it, as was also
suggested by Siebes and colleagues (2007). This may be because of the profound
impact of their health problem on their daily life, such as it is. Especially for
children, it may be quite a big step to visit the centre on a day off to talk to strangers
about their rehabilitation.
We expected the online forums to be an effective way to involve adolescents in
particular, as was found in previous research (Zwaanswijk et al. 2007; Tates et al.
2009). Tates et al. obtained a 23% response rate from paediatric cancer patients (8–
17 years old). Despite following the exact same research methodology, the response
on our online forums was much lower (2%) and actually proved to be lower than for
the focus group meetings, despite all its advantages. A possible explanation for this is
that participants in the Tates et al. study were more involved in their health care,
cancer being such a serious and life-threatening illness. In rehabilitation care,
patients are treated for a wide variety of illnesses and health problems, ranging from
minor defects to complex trauma. Of course, in case of the latter, rehabilitation care
also has tremendous consequences for the life of a child, so this explanation does not
apply to all patients.
It is important to note that qualitative research is used to explore subjects and not to
generate generalizable information. Therefore, a limited response does not have to
necessarily be problematic, as long as saturation of the information is obtained, and
research participants are representative of the population (Strauss & Corbin 1998).
However, the low recruitment rates in our research did limit the generalizability of
the focus group results. It would be interesting to investigate the use of social media
(twitter, creating a buzz) or other recruitment strategies to increase the awareness of
the research. Perhaps by asking children or adolescents to join a research panel.
These strategies could increase the commitment.
The setting of a focus group meeting suited most of the participants, but seemed a bit
awkward for some of the children. However, the WESP strategy of letting
participants interview each other did lead to active participation in the meetings.
Letting children talk about their ideas and experiences during activities seems an
appropriate and useful strategy. For more complete data collection, it could be
considered to audiotape (or even videotape) the meetings, in addition to the written
answers of the participants. These recordings could help to identify subjects
mentioned by the participants that were not written down, but also more spontaneous
remarks made by the children.
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Also, it may have been useful to organize multiple sessions for each group. In this
way, participants get to know each other and the researchers better, which will
probably let them open up more.
Another suggestion is to perform individual interviews with the youngest patients
(aged 11 years and younger). This would avoid the excitement of a group meeting
and may make the children feel more at ease in discussing all subjects important to
them. Also, this would give the researcher the opportunity to explore answers in
depth. During the current meetings, this was not possible. Furthermore, it may be
considered to interview children at a location of their own choice, for instance at
home. The rehabilitation centre was a familiar location for most participants, but it
may have raised negative associations for some of them.
With respect to the same-sex focus groups for adolescents, it is difficult to judge
whether the usability of focus group results would benefit from mixed focus groups.
On the downside, it might slow down the enthusiasm shown by the girls or increase
the bragging by the boys. It should be noted, though, that this concerned an
exceptionally young adolescents' focus group (i.e. all three participants were 12 years
old). On the upside, it might lead to more balanced results, and most participants
stated they had no preference regarding the gender composition of the group.
Another reason for the same-sex groups was to make the participants feel
comfortable enough to maybe even discuss the way their rehabilitation care affected
relationships and sexuality (Wiegerink et al. 2006, 2011). This subject was not
mentioned by any of the participants, however. The relevance of sensitive subjects,
such as sexuality and social exclusion, could be investigated more thoroughly,
perhaps by using a different strategy such as interviews (De Graaf & Rademakers
2011).
Practical implications
A few recommendations can be made for future research seeking the opinions and
preferences of children and adolescents about rehabilitation care, but also in other
healthcare disciplines. First, sufficient attention should be paid to maximizing
participation rates, for instance regarding planning, location and arousing the interest
of young patients. Second, a single meeting is probably too short to create a
sufficiently safe environment for young patients to voice their opinions, especially
for children. Repeated meetings may provide them with more confidence and enable
the researchers to explore topics more thoroughly. Also, individual interviews could
be considered, in addition to focus groups.
The use of online focus groups in the current patient groups has not proved its value.
Conclusion
The current design proved useful in researching the opinions and preferences of
adolescents regarding health care, but less so for children. For both age groups, focus
group meetings proved more feasible and useful than online forums. With some
adjustments, the (online) focus group design could provide a method for actively
involving both age groups in quality of care research.
Key messages
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An adjusted design for focus group meetings is useful for involving (pre)adolescents
(aged 12–15 years) in rehabilitation care in quality of care research.
Additional research is needed into ways of increasing the involvement of children
(aged 8–11 years).
Possibilities for enhancing the recruitment rate should be considered.
Online forums proved less successful than focus group meetings.
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TABLE AND APPENDIX

TABLE 1. RESPONSE ON FOCUS GROUP MEETINGS AND ONLINE FORUMS PER CENTRE AND
AGE GROUP
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APPENDIX I. QUESTIONS FOR INTERVIEWS IN FOCUS GROUP MEETINGS AND ONLINE
FOCUS GROUPS

Focus group meetings
Exploration
What is a rehabilitation centre?
What people are there?
What are you doing in a rehabilitation centre?
Of what use is a rehabilitation centre to a child?
At the beginning, what did you expect from visiting the rehabilitation centre? Did
that come true? What did, what did not? Why was that so?
How could children be helped if there was no rehabilitation centre?
Feeling
What does a child feel like, visiting the rehabilitation centre for the first time?
What did you feel like, then?
And how do you feel at the moment?
What helps if you feel bad when you are at the centre?
What makes you feel comfortable when you are at the centre?
Opinion
What do you like about the rehabilitation centre?
What do you like best?
What do you like least?
What would you want to take home with you?
What would you remove?
What do you think of the building?
What do you think of the people who work there?
What do you think of rehabilitating itself?
What do you think of the contact with other children?
Advice
What would the rehabilitation centre look like, if you were the boss?
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How can the people at the centre make sure that children/adolescents are as
comfortable as possible?
How can your parents make sure that you are as comfortable as possible?
What can the other children/kids do?
What would you change about the building?
What would you change about the people who work there?
What would you change about the rehabilitation programme?
What would you change about the contact with other children?
Online focus groups
Tuesday

What do you think about the rehabilitation centre? What do you like
best and what do you like least?

Wednesd
ay

Imagine you get to choose a rehabilitation centre to visit for your
treatment. What would you want to know of each centre before you
made your choice?

Thursday

What helps if you feel bad when you are at the centre?

Friday

How can the people at the centre make sure that children/adolescents
are as comfortable as possible?

Saturday

What would you change about the rehabilitation centre, if you were
the boss? (This may be anything, for instance something about the
building, about the people who work there, your own treatment …)

Sunday

No new statement/question

Monday

No new statement/question
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