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Background: As important users of health care, adolescents with chronic conditions deserve to
be consulted about their experiences and expectations. This study aimed to explore chronically
ill adolescents’ preferences regarding providers’ qualities, and outpatient and inpatient care.
Furthermore, suggestions for improvement of service delivery were collected.

Methods: This research was a sequential mixed methods study in adolescents aged 1219 years
with various chronic conditions treated in a university children’s hospital. Methods comprised
31 face-to-face interviews at home, a hospital-based peer research project in which nine ado-
lescents interviewed 34 fellow patients, and a web-based questionnaire (n = 990). Emerging
qualitative themes were transformed into questionnaire items.

Results: Having “a feeling of trust” and “voice and choice” in the hospital were central to
these adolescents. Regarding providers’ qualities, “being an expert” and “being trustworthy
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and honest” were ranked highest, followed by “being caring and understanding”, “listening and

showing respect”, and “being focused on me”. Regarding outpatient consultations, preferences

29,

were ranked as follows: “answering all questions”; “attending to my and my parents’ needs”;
and “clear communication”, while “limited waiting times” and “attractive outpatient surround-
ings” scored lowest. Regarding hospitalization, adolescents most preferred to “avoid pain and
discomfort”, “keep in touch with home”, and “be entertained”, while “being hospitalized with
peers” and “being heard” were least important. Regarding priorities for improvement, 52% of
the respondents felt that more attention should be paid to older children, followed by enabling
more contact with family and friends (45%), shorter waiting times (43%), and more activities
to meet fellow patients (35%).

Conclusion: Adolescents prefer technically competent providers, who are honest and trust-
worthy, and attend to their needs. As they gradually grow out of the pediatric environment, they
desire staff attitudes to become less childish and more age-appropriate, and welcome being
treated as an equal partner in care. Health care professionals should inquire into preferences
and adjust their communication style accordingly.

Keywords: chronic illness, patient participation, mixed methods research, hospital care

Introduction

Children with chronic conditions are frequent users of health care services, yet they
are rarely included in the evaluation of such services.!? Satisfaction with pediatric
care is usually only measured in parents,>’ whereas children act as silent users of
these facilities.® However, having parents evaluate children’s care may not accurately
represent children’s views.”!! For example, Farrant and Watson found adolescents to
be more critical about the received care than their parents, even though they identified
the same qualities for good health care providers.®
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Direct input from children and adolescents on their health
care experiences, preferences, and priorities is helpful for
service evaluation and a prerequisite for improving patient-
centeredness of pediatric health care.'? This is especially
relevant for young patients with chronic conditions, who
may offer a valuable source of data with which to improve
the overall effectiveness of the health care delivery system
for adolescents.!> Making services more responsive to their
needs may have a positive effect on their adherence with
treatment and appointments.'?

Reasons for not involving children in the evaluation of
services may be related to the idea that they are not interested
in this or are incompetent.'* Both assumptions have been
contested in studies that have included children as young
as 4-6 years.'">!7 Children like to be seen as partners in
medical care and in the planning, development, and evalu-
ation of services.'!” The older they get, the more capable
they are of providing rich and detailed descriptions of their
preferences. '

The first studies of children’s preferences for care focused
on the factors affecting healthy adolescents’ decision to seek
preventive care.’?? Provider characteristics proved more
important than site or system characteristics,?® and issues of
hygiene?! and confidentiality?? were of crucial importance.
Chronically ill adolescents, on the other hand, may have
different needs and experiences, because they have more
frequent and often critical health care interactions. Also, these
children and their families build long-lasting relationships
with (the same) providers, which may affect their evaluation
of care.”

Several studies (mostly in the US, UK, and Canada)
have explored experiences and preferences of adolescents
with chronic conditions in three major domains, ie, com-
munication with health professionals,®'??*2¢ outpatient
facilities,!®!1*” and inpatient services.>'*?*3% Some stud-
ies focused on themes related to privacy?! or adolescents’
decision-making preferences.*? The various studies
applied either qualitative®!323263133 or quantitative®!0-12:3
methodologies. In the Netherlands, an estimated 14% of
all children under 18 years have a chronic condition.**
So far, only one study has explored their perspectives on
hospital care.*

The aim of this paper was to explore the preferences
of chronically ill Dutch adolescents (12—19 years of age)
for health care professionals and outpatient and inpatient
service delivery. We also aimed to collect their suggestions
for improvement of adolescent health care.

Materials and methods

Study design

In a project entitled “On Your Own Feet” (2004—2008) we
mapped preferences for hospital care and competencies
required for self-management in adolescents with chronic
conditions. These adolescents were treated in one Dutch
university children’s hospital. The research team consisted
of social scientists, nurse researchers, and a doctor. Here,
we report on three substudies exploring their preferences
for health care. Data about competencies and readiness for
transfer were published elsewhere.?¢’

We chose a mixed methods design to account for the
complexity of a multiparty context. Mixed methods research
is defined as a single study in which qualitative data
collection and/or analysis is combined with quantitative
data collection and/or analysis.*® Reasons for applying a
mixed methods design were, first, comprehensiveness, ie,
using different methods to address different aspects of the
overall research question to provide a more complete insight.
Second, better validity and generalizability; by combining
qualitative and quantitative methods, inherent weaknesses
of each methodology could be compensated for.**3? Third,
because we wished to give adolescents a voice, patient-
centeredness was another justification for including quali-
tative and participatory research.* Therefore, in one of the
substudies we experimented with a participatory approach,
inviting young people with chronic conditions to participate
as coresearchers.*

Although mixed methods research has become popu-
lar in health research, integration of different strands of
research is a methodological challenge because there are no
clear procedures for this.*! To enhance the transparency and
quality, we followed the guidelines of O’Cathain et al, for
good reporting of mixed methods studies.** We employed a
sequential strategy of inquiry,*® which implies that the stud-
ies were conducted in three consecutive steps, as presented
in Figure 1. The qualitative studies preceded and guided the
development of the quantitative survey. Design, execution,
and analysis of each step is presented below.

Participants and setting

All studies were performed at the Erasmus MC University
Medical Center in Sophia Children’s Hospital, Rotterdam,
the largest tertiary referral center in the Netherlands. This
hospital treats over 3500 adolescents with chronic condi-
tions, but has no specialized adolescent inpatient facilities
and offered, at the time of the study, only a handful of out-
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1 Semi-structured interviews with
adolescents with chronic conditions
(n = 31; 12-19 yrs) [2004—2005]

Qualitative research

A

| Peer-research with adolescent
co-researchers

(n = 34; 1219 yrs) [2006]

m Web-based questionnaire in
adolescents with chronic conditions

(n = 990; 12-19 yrs) [2006-2007]

Quantitative research

Figure | Overview of mixed methods research on preferences for care from “On
Your Own Feet”.

patient youth clinics. We enrolled 12—19-year-old patients
with chronic somatic conditions who had had at least one
consultation in the past six months and had been under
continuous treatment for the past three years. Adolescents
with intellectual disabilities and those already transferred
to adult care were excluded.

Qualitative research

Interviews

Two age groups were created, ie, younger adolescents aged
12—15 years and older adolescents aged 16—19 years. Equal
numbers of random cases in both groups were drawn from
the hospital database to facilitate purposive sampling.*® Next,
we aimed at sampling equal numbers of participants, even
distributions of gender, hospital experience, and nature of
the condition (ie, congenital or recently acquired, physically
disabling or not) within both age groups. Our intent was to
interview at least 15 adolescents in each age group.

Pairs of purpose-trained nursing and paramedical
students or a researcher (SJ) conducted the interviews in
the participants’ homes. The semistructured interviews
collected background information about their condition,
their understanding of their condition, its impact on their
day-to-day lives, and assessed their preferences for service
delivery. This included asking about their experiences with
hospital staff, the attributes of a good doctor, what they liked
and disliked about hospital consultations, and their experi-
ences with hospital admissions. Interviews lasted between
45-90 minutes, were audiotaped and transcribed verbatim.
The data were analyzed in combination with those from the
peer research.

Peer research
For the participatory research project, adolescents were
sought who were both motivated to act as coresearchers

and willing to give their opinion about the care they
received. Because a hospital is not an ideal setting for
community-based research, we organized a disco party in
a real discotheque during which the coresearchers were to
interview their fellow patients. A representative sample
of adolescents was not intended. More information on the
design and execution of the peer research study is provided
elsewhere.*

The nine coresearchers (all over 15 years of age) were
recruited by nurse specialists in the hospital. They were
briefly trained in interview techniques, and we discussed the
themes and topics to be included in the interview protocol
with them. The research team presented some open-ended
questions inspired by the previous interview study and by a
child-friendly questionnaire designed and tested in another
Dutch pediatric hospital.*® The coresearchers rephrased the
questions where needed and added new topics. The inter-
view protocol was finalized in several discussion rounds
with the coresearchers via email. The questions related to
adolescents’ care experiences and preferences are shown in
Figure 2.*° Data on sociodemographic characteristics were
also collected.

Although we intended to involve the coresearchers in
the data analysis, setting up a “real-life” meeting proved
impossible. Instead, the research team analyzed the anony-
mous transcripts and invited coresearchers to comment on
draft versions of the report via email.

Combined qualitative analysis

Because the topics discussed during the interviews and
the peer research project were very similar, all qualitative
data were analyzed together, using the qualitative software
package ATLAS.ti 5.5. Thematic analysis was chosen for
its flexibility and theoretical freedom, and was applied in
several phases.”® As a first step, AvS and SJ read the inter-
views repeatedly to familiarize themselves with the data.
They independently formulated initial codes (subthemes).
Together, the researchers examined codes and reached
consensus on the initial codes. Subsequently, these were
modified, expanded, or merged as new issues emerged.
The third step was collating subthemes to identify poten-
tial themes; emerging themes were checked iteratively in
other interviews. Possible relationships between patients’
preferences and relevant demographic characteristics were
identified. The research team examined the coding process,
and the emerging themes were discussed continually until
consensus was reached.
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e What is best in the Sophia Children’s hospital?
o What is worst in the Sophia Children’s Hospital?

Doctors, nurses and other staff

e According to you, what is a good doctor?

of both positive and negative experiences.

negative experiences.

When admitted to hospital

® What is your opinion on the hospital clowns?
this possible?

be organized?

Your general impression of the hospital
o If | say, Sophia Children’s hospital, what do you think?

e How are your experiences with doctors at Sophia Children’s hospital? please give examples

o How are your experiences with other health care workers, such as nurses, dieticians and
social workers at Sophia Children’s hospital? please give examples of both positive and

e What is your number one advice for hospital staff?
When visiting the outpatient department

® What is most important to you when you're at the outpatient department?

® Do you feel that the doctor focuses mostly on you?

* What happens if you have a different opinion than the doctor?

e Would you prefer to talk with the doctor alone sometimes?

o If you could change the organization of the outpatient department, what would you do?

* What do you miss most when you have to stay in hospital?

® How are your experiences with the Acute Care department at Sophia Children’s Hospital?
® Suppose, you get a bag full of money for the hospital, what would you buy?

® How do you feel about the activities organized in the hospital?

® Do you think it is important to meet fellow patients? how should the Sophia Children’s hospital make

® Do you think adolescents should get a greater say in the hospital? how should this

Figure 2 Questions related to preferences in the interview protocol for the peer research interviews.*

Note: Questions designed in collaboration with co-researchers.

Copyright © 2010, John Wiley and Sons. Reproduced with permission from van Staa et al.*

Quantitative research

Questionnaire

All adolescents who met our aforementioned inclusion criteria
on July 1, 2006 (n = 3648) were invited by letter to complete
an online questionnaire accessible with a unique code on a
secured Internet site. Response postcards were included in the
invitation letter to encourage adolescents to state reasons for
refusal. All received a written reminder after three weeks.

The questionnaire measured sociodemographic charac-
teristics, disease-related and health care-related variables,
competencies, and preferences for care. Data on gender, age,
ethnicity, and hospital visits (outpatient departments, admis-
sions) were retrieved from the electronic hospital database,
and all other data were self-reported. The questionnaire had
been pilot-tested in face-to-face interviews with five chroni-
cally ill adolescents and four parents. Information on the
measures has been published elsewhere.?’

Because there were no short and reliable measures avail-
able to assess preferences for health care providers, outpatient
consultations, and inpatient care, we transformed the final
themes of the qualitative studies into questionnaire items.

Adolescents were asked to indicate what they considered to
be the most important quality for a good doctor or nurse, and
what is most important to them when coming to an outpatient
appointment, and during hospitalization. Respondents were
invited to rank-order five statements related to each topic
from 1 to 5 (number 1 being the most important quality or
issue and number 5 the least important).

Furthermore, respondents were asked to mark three out
of nine items as priorities for improvement in the Sophia
Children’s Hospital. This list was adapted from a seven-item
“improvement indicator” that had been constructed after
consultation with 225 children aged 7-16 years in another
Dutch children’s hospital.* Because half of their population
was below 12 years of age, we added two items that had
proved relevant in the peer research project, ie, “I wish they
would pay more attention to the needs of older children” and
“I wish I could do more things with fellow patients”.

Quantitative analysis
Questionnaire data were analyzed using SPSS 17.0 (SPSS
Inc, Chicago, IL). Descriptive statistics were applied.
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Ratings for preferences for providers, outpatient visits,
and hospital admissions were recoded (the most impor-
tant preference receiving 5 points and the lowest 1 point)
and then summated. Analysis of variance was used to test
differences between the means on preference scores and
priority listing between boys and girls, between older and
younger adolescents, between higher and lower educated
adolescents, those who visited the hospital more than four
times a year versus those who came less frequently, and
those who had, or had not been hospitalized in the past
three years.

Validation and integration

Validation of the findings was primarily realized by method
triangulation and peer review. For example, preliminary
analyses of interviews and peer research were discussed
within the research group, with the coresearchers, and
with health care providers (data reported elsewhere).’
Integration of the findings of the different study parts
occurred at two stages. First, to establish the additional
value of the participatory approach, results from the peer
interviews were compared with those from the home
interviews.* All qualitative findings were thematically
summarized in a popular book.* The qualitative findings
also provided direct input for questionnaire development
by transforming qualitative themes into questionnaire
items. Second, for the present paper interpretations from
the qualitative studies were systematically compared with
the quantitative findings.

Ethics

All study procedures were approved by the institutional
review board at the Erasmus MC University Medical Center.
The researchers had no access to participants’ medical
records. Participants were assured of confidentiality and
data were processed anonymously. Eligible adolescents and
their parents received written information about the study
and gave informed consent. The interviewees were rewarded
with a €20 gift voucher. The coresearchers involved in the
peer research received €75 remuneration for their input, while
participants attended the disco party for free. Adolescents
who completed the questionnaire were entered into a lottery
for 2 iPods and a cell phone.

Results

Response
Characteristics and medical diagnoses of the participants in
the substudies are presented in Table 1.

Interviews

Thirty-one of the 66 invited adolescents (47%) consented to
an interview. Data on responders and nonresponders have
been published elsewhere, revealing no significant differ-
ences in the selected variables for purposive sampling.*
Five adolescents presented with surgical conditions, two
were chronically disabled, and the others had a variety of
chronic illnesses.

Peer research

Twenty-five adolescents, predominantly younger girls
(12—15 years), attended the disco party. The nine coresearch-
ers also interviewed each other, adding up to a total of 34 peer
interviews. Compared with the visitors, the coresearchers
were older (P < 0.05) and visited the hospital more frequently
(P <0.01).

Questionnaire

The study population for the questionnaire consisted of
3648 adolescents. Of the 1087 questionnaires received
(response rate 29.8%), 97 were excluded because they were
incomplete, leaving a total of 990 valid questionnaires. An
analysis of response and nonresponse has been published
elsewhere.’’” Nonresponders tended to be males with non-
Dutch surnames; in addition, they were older and had fewer
consultations than responders (P << 0.05). Table 1 presents
participants’ characteristics. All major chronic conditions
were represented, and the majority suffered from life-long
chronic conditions.

Adolescents’ preferences

Below, we first present the qualitative themes (summarized
in Table 2) in each domain of care-related preferences, fol-
lowed by the results from the questionnaire items developed
from them.

Preferences for interactions

with providers

Qualitative results

Adolescents regarded health care professionals as the most
valuable asset in the hospital. Five themes emerged, ie,
being trustworthy and honest, being caring and understand-
ing, listening and showing respect, focusing on me, and
being competent. One of the coresearchers summarized these
attributes as follows: “A good doctor is someone who is
child-friendly. Someone who consults with you and with your
parents; who doesn’t treat you like a toddler. He doesn’t need
to tell you that you’re ill, that’s obvious. Furthermore, he or

Patient Preference and Adherence 201 I:5
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Table | Adolescents’ socio-demographic and disease-related characteristics in preference studies in the research project ‘On Your
Own Feet’

n % n % n %
Interviews Peer research Questionnaire
n=31]2 n =34° n =990
Gender
Girls 15 48.4 23 67.6 560 56.6
Boys 16 51.6 11 324 430 434
Age
12-15 yrs 17 54.8 23 67.6 608 61.4
16-19 yrs 14 45.2 I 324 382 38.6
Mean (SD) 153 (2.1) 14.4 (1.7) 15.0 (1.9)
Ethnicity
Dutch surname 26 83.9 851 86.0
Non-Dutch surname 5 16.1 139 14.0
Missing data 34
Educational level
Lower/middle 17 68.0 525 55.7
Higher 8 320 417 443
Missing data 6 34 48
Number of outpatient visits in past three years
=12 19 61.3 22 64.7 501 50.6
=13 12 387 12 353 489 49.4
Mean (SD) 17.2 (16.3)
Hospital admissions in past three years
Yes 12 38.7 30 88.2 238 24.0
No 19 6l1.3 4 1.8 752 76.0
Age at diagnosis
At birth and during first 5 years 22 71.0 14 41.2 684 69.2
After 6 years of age 9 29.0 20 58.8 304 30.8
Missing data 2
Prescribed medications, diet or exercise
Yes 24 774 623 62.9
No 7 22,6 367 37.1
Missing data 34
Presence of physical limitations
Yes I 355 5 16.7 285 28.8
No 20 64.5 25 83.3 705 71.2
General health score (range 1-5) mean (SD) 3.0(0.7) 3.6 (1.0
Missing data 31 34

Notes: *Diagnoses represented in the interviews: scoliosis/kyphosis, facial schisis, benign intracranial hypertension, congenital bladder disorder, congenital heart disorders,
rheumatoid arthritis, hemophilia, diabetes mellitus (DM), epilepsy, inflammatory bowel disease (IBD), cystic fibrosis (CF), various metabolic disorders, HIV, nephrotic syndrome,
immune and hormone deficiencies, lung insufficiency, progressive kidney failure, congenital skin diseases, asthma, and neuromuscular diseases; *Diagnoses represented in
the peer research study: congenital heart disorders (3), rheumatoid arthritis (3), hemophilia (3), diabetes mellitus (4), inflammatory bowel disease (4), end-stage renal
insufficiency (8), skin diseases (2), neuromuscular diseases (3), cancer (), various congenital conditions (2), unknown (2); ‘In the questionnaire, the five largest diagnostic
categories were (ICD-9 classification): congenital anomalies and conditions originating in the perinatal period (26.0%); neoplasm (13.0%); endocrine, nutritional, metabolic
diseases, and immunity disorders (12.0%); diseases of the nervous system and sense organs (I 1.6%); and diseases of the musculoskeletal system and connective tissue (9.9%).
Abbreviation: SD, standard deviation.

she should be able to listen well and to solve your problems”
(16-year-old girl).

The adolescents wanted a doctor who is trustworthy,
ie, one whom they trust and who trusts them. This is why
they preferred continuity in providers: “There is some sort
of trust that you feel with this doctor and not with someone
else” (16-year-old boy). It is also a matter of convenience:
“Having to explain everything every time is rather irritating”
(13-year-old girl). However, it is predominantly related to

confidentiality: “My own doctor knows all about me and that
is confidential information” (16-year-old girl). A 17-year-old
boy saw his familiar providers as ... more than just interested,
you have the feeling you can tell them everything, they are
not just passers-by, but confidantes”. It is vital that health care
providers keep this information confidential. It also takes time
to build a trusted relationship, and it requires “getting to know
each other”. The concept of trust seems closely intertwined
with that of provider honesty. Therefore, we combined “trust
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Table 2 Qualitative themes and sub themes related to preferences
for health care providers, outpatient consultations and hospital
care, and overall quality

Preferences for health care providers
e Being trustworthy and honest
o Being caring and understanding
e Listening and showing respect
e Being taken seriously
e Focusing on me
® Being treated as an adult
® Being competent
Preferences for outpatient consultations
e Answering all my questions
e Attention to my and my parents’ needs
e Clear and concise communication
e Limited waiting times
e Attractive outpatient surroundings
Preferences during hospital admissions
e Avoiding pain and discomfort
o Keeping in touch with home
® Being entertained
o Hospitalization with peers
® Being heard
Central themes related to quality
e Having a feeling of trust

e Having voice and choice

and honesty” in one theme. Many adolescents claimed to
prefer honesty even when it implies being given unpleasant
information. A 19-year-old boy thought: “They should tell
you what’s going on and tell you straight in the face what the
consequences of your behavior are, because that’s in your best
interests.” Mainly older adolescents did not fear confrontations:
“It startles me when they confront me. That helps me to correct
my behavior; I guess I need that once in a while” (18-year-old
girl). Although not all adolescents wanted to be confronted
directly with the consequences of sloppy adherence, they all
felt that doctors should tell honestly “what’s up and what they’re
going to do” (14-year-old girl). Withholding information or
being overprotective was considered to be “childish”.

A caring and understanding attitude was also much
appreciated. Doctors and nurses should be “kind, patient,
and understanding” (14-year-old boy). They should not treat
adolescents “... like a number” (15-year-old boy). Ques-
tions about their social life were appreciated: “I like it when
doctors and nurses take interest in the things I do in my free
time” (17-year-old girl). Some liked jokes or small talk from
doctors. This could even be useful, suggested a 16-year-old
boy: “Children should be made to feel at ease, so they don’t
withhold information”. But others wanted a doctor to be
“serious, taking his time” (12-year-old girl). A 15-year-old
girl recommended that health care staff should “try to think

from the patient’s perspective — how would you like to be
treated? Ask them if they can cope!”

Adolescents wanted doctors to /isten to them and consider
their opinion. “If I don’t like something, they should respect
that” (17-year-old girl). Not considering their opinion was
experienced as a breach of confidence: “Just one time the
doctor did not take my opinion into account and then I got
very upset” (12-year-old girl). In contrast, being given a
choice in treatment options is appreciated: “My doctor usu-
ally says that she only gives advice but that I have to decide
for myself. That’s fine.” (12-year-old girl).

Adolescents preferred health care professionals to focus on
them rather than on their parents. Some complained that their
parents were asked for information, rather than them them-
selves. A 16-year-old girl wished ... they would talk more to
the children and ask their permission if they want to change
treatment. For example, they could ask children whether they
would like to talk to the doctor alone. That would give you the
opportunity to share things you would otherwise never tell.”
Doctors “should really talk to me and co-decide with me”
thought a 16-year-old girl. Being focused on the adolescent
patient was often related to a preference for being treated like
an adult: “They should treat teenagers in a less childish way,
according to their age” (15-year-old girl). A 12-year-old girl
complained: “The doctor always says: “so, you have grown
a lot” — that is so childish! They never talk to me in an adult
way, like my parents talk to me. I don’t like that. I wish they
wouldn’t treat me like a small child”. Only a minority of
the adolescents, especially those who labeled themselves as
... still being a child” (12-year-old boy), did not prefer an adult
approach, for example because ... it would be too difficult for
me” (15-year-old girl). But a 14-year-old girl said that, even
though she could not handle everything the way grownups do,
she still wanted to be treated in an adult way.

Competence and professional expertise were valued
highly. This was defined in terms of knowledge, attitude,
and practical skills: “A good doctor is someone who knows
exactly what he’s doing and also takes into account that chil-
dren find jabs very scary” (12-year-old girl). It is “someone
who helps you and always tries to make you better and doesn’t
give up” (14-year-old girl). Professionals should have the
skill to explain matters in a way children can understand: “A
doctor should be able to explain everything very well, what
it means and what you can expect” (16-year-old girl).

Quantitative results
The five themes were transformed into items. Table 3 presents
the mean scores, standard deviations, and priority listing
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Table 3 Top 5: most important qualities of health care providers and most important issues related to hospital consultations and

inpatient care (n = 988)

Make your own top 5 Mean (SD)* % number 1°
1) What is the most important quality of a good doctor or nurse? (S)he should...
Be an expert & know what (s)he’s doing 3.5 (1.5) 41.3
Be trustworthy and honest 32 (1.3) 18.9
Be kind and able to reassure me 3.0(1.4) 18.1
Be able to listen carefully and be patient 2.7 (1.2) 9.7
Be focused on me and consider my opinion 2.5 (1.4) 1.9
II) What is most important to you when you have an appointment in the
outpatient department?
That all my questions are answered 3.7 (1.3) 354
That | don’t have too wait too long 3.5(1.3) 294
That | and my parents get all the time and attention we need 34(1.2) 21.3
That the consultation does not take too long 2.3(1.2) 5.9
That there is sufficient distraction in the waiting room 2.0(1.3) 8.1
IIl) What is most important to you when you’re hospitalized?
That | don’t have too much pain and other discomfort 3.7 (1.3) 382
That | can keep in touch with my friends and family 34 (14) 31.6
That health care providers listen to me 3.0(1.2) 10.9
That there is sufficient distraction 2.6 (1.3) 9.8
That | am hospitalized together with peers/other adolescents 2.3 (1.4) 9.5

Notes: *Participants rank-ordered five statements related to each topic: number | was the most important quality or issue and received 5 points; the least important quality
or issue received | point. Range for the means is 1-5 (5 being most important); ®percentage of adolescents who rated this statement as most important (rated as number [).

Abbreviation: SD, standard deviation.

(number of times this item was selected as being most
important) of the questions on preferences for provider quali-
ties. The most important attribution for a good doctor or nurse
was being an expert and knowing what (s)he is doing, while
issues related to honesty and trustworthiness came in second
place. Significant differences were found between the genders
and age groups. Boys attached more importance to providers’
expertise (F[1, 986] = 5.48; P = 0.02) and trustworthiness
and honesty (F[1, 986] =7.24; P < 0.01) than did girls; girls
rated the importance of careful listening (F[1, 986] = 5.53;
P=0.02) and being kind (F[1, 986]=9.06; P < 0.01) higher
than did boys. Younger adolescents found providers’ kindness
and ability to reassure them more important than did older
adolescents (F[1, 986]=13.36; P < 0.001). The latter found it
more important that health care providers are focused on them
and consider their opinion (F[1, 986] = 8.54; P < 0.01).

Preferences for outpatient consultations
Qualitative results
Five themes relating to effective and efficient consultations
emerged from the thematic analysis, ie, answering all my
questions, attending to my and my parents’needs, clear and
concise communication, short waiting times, and attractive
outpatient surroundings.

Adolescents wanted consultations to be meaningful and
helpful, ensuring that all their questions were being answered:

“The doctor must listen to what is being said. He should
answer all your questions without using difficult words”
(15-year-old boy). Doctors should “talk steadily, not too
fast” (12-year-old girl). Some adolescents found consulta-
tions “... boring, always the same”. Perhaps this is because
they feel left out of the conversation: “With all these difficult
words, I don’t understand what’s going on and that is boring”
(12-year-old boy).

Both their own and their parents’ needs should be attended
to: “They should explain things to me and to my parents as
well. So that they too understand” (17-year-old girl). Their
parents’ presence is important for many adolescents, espe-
cially the younger ones: “It is convenient that my parents
are there because I do not always understand everything”
(14-year-old boy). Still, many feel it would be a good idea
to see the doctor alone sometimes: “Certain things I can’t
discuss with my parents” (16-year-old boy). In any case:
“Doctors should not only address my parents, but me in the
first place” (15-year-old girl).

Adolescents preferred clear and concise communication:
“They should come to the point straight away and not tell
you nice stories” (17-year-old girl). A 16-year-old boy was
irritated by his doctor beating around the bush: “If you ask my
doctor a question, he spins a tale around it, but doesn’t give
an answer!” Another 15-year-old boy was most concerned
with the consultation “... going quick and smooth, without
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long silences”. Clear communication also implied avoiding
jargon or difficult words.

Short waiting times for outpatient consultations were
also thought to be important. Many complained: “I wished
I wouldn’t have to wait so long!” (16-year-old boy). Inefficient
planning also bothered them: “Consultations should be
planned in one day, after each other” (17-year-old girl).

Attractive outpatient surroundings also mattered: “It
should be cozy and pleasant” (18-year-old girl). The wait-
ing room should offer distraction and be an age-appropriate
environment that is not too noisy: “It should be quiet in the
waiting area, so you won’t get stressed out and can concen-
trate yourself ” (16-year-old girl). Unfortunately, this was
not always the case because adolescents complained about
“... screaming young kids scooting about on tricycles”.

Quantitative results

Table 3 presents the priority listing of preferences for out-
patient visits. All questions being attended to and appoint-
ments starting on time were ranked as most important. Least
importance was given to the waiting room environment.
Only educational level accounted for differences in pri-
orities: the more highly educated adolescents found it more
important that their questions were being answered (F[1,
939] = 9.47; P < 0.01), whereas the less educated ones
attached more importance to distraction in the waiting room
area (F[1,939] =5.13; P=0.02).

Preferences for hospital admissions
Qualitative results

Not all adolescents interviewed had been hospitalized. Five
themes associated with inpatient care emerged, ie, avoiding
pain and discomfort, keeping in touch with home, being enter-
tained, being hospitalized with peers, and being heard.

Avoiding pain and discomfort is important because hos-
pital admission is associated with pain and unpleasant inva-
sive procedures. Other associations included being locked
up, being bored, and being alone. Adolescents missed their
family, friends, and pets.

Therefore, keeping in touch with family and friends dur-
ing hospitalization was important to them and availability of
a laptop with an Internet connection was highly appreciated
for that reason.

Being entertained and being offered distraction (game
computers and recreational activities) was also mentioned
regularly: “You should be entertained so you won’t think of
your illness all the time” (18-year-old girl). These activities
were not always age-appropriate. “I would like more activities

for older children — they are a little boring now, more for
small kids” (12-year-old girl). Also: “the hospital clowns are
nice for younger kids, but they should ask you if you want
to be entertained by them. When you get older, you really
do not have a need for that sort of entertainment anymore”
(17-year-old girl). While younger adolescents thought the
clowns were “... very funny, they cheered everything up”
(12-year-old girl), a 16-year-old girl thought they were “stu-
pid and boring. I am too old for that kind of humor, but it’s
good that they are there for the kids”.

Those with extensive hospital experience complained
about being with younger children on the ward and favored
being hospitalized with peers. Meeting fellow patients
through activities offered by the hospital was important to
about half of the attendants of the disco party, whereas the
adolescents interviewed at home seemed less interested in
meeting fellow patients. A 16-year-old-girl at the disco party
said: “That’s very important. You can support each other in
difficult times, exchange advice and hear stories about how
others experience things”. Suggested ways to meet fellow
patients were chat rooms, group sessions, and activities
outside the hospital. Not all adolescents were interested in
such activities: “I don’t feel like there’s something wrong with
me, so I prefer to hang out with people who have nothing
wrong with them” (15-year-old-girl), and a 15-year-old boy
thought he would “go crazy” if he would have to talk about
hemophilia “all the time”.

Being heard and being empowered to participate in deci-
sions formed the last theme. Some adolescents wanted more
involvement in treatment decisions: “I wish they would ask
me more often to say what I really want. If only you should
get the opportunity” (14-year-old boy). On the other hand,
not all participants felt the need to have a greater say in hos-
pital matters because “they already listen to you and I do not
have any bad experiences”. However, some did, especially
the coresearchers: “It’s a children’s hospital, so it should be
child-friendly. Who can better judge whether it’s a good or bad
hospital than children themselves?” (15-year-old girl). She
suggested that a youth council be formed that could advise
the hospital board how to improve services further.

Quantitative results

It was most important to adolescents that they suffer the
least possible pain and discomfort when being hospitalized
(Table 3). Keeping contact with family and friends was also
highly valued, and being hospitalized with peers was least
important. However, girls found the latter more important than
did boys (F[1, 986] = 4.91; P < 0.03), whereas boys rated
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distraction as more important than did girls (F[1, 986] =36.88;
P < 0.001). Keeping in touch with family and friends was
more important for younger adolescents (12—15 years) than
it was for the older ones (F[1, 986] = 4.99; P < 0.03). The
latter rated the importance of staff listening higher than the
younger group (F[1, 986] = 18.07; P < 0.001).

Those admitted to the hospital in the past three years
attached more importance to experiencing the least possible
pain and discomfort (F[1, 986] = 6.41; P = 0.01) and staff
listening to them than did those who had no inpatient experi-
ence (F[1,986]=4.16; P < 0.05). The latter rated maintain-
ing contact with family and friends as more important than
did the ones with inpatient experience (F[1, 986] = 7.75;
P <0.01).

Quality of care and priorities for change
Qualitative results
The adolescents were very positive about the quality of care
provided in the children’s hospital. They pointed at the warm
atmosphere, the caring attitude of the staff, and the child-
friendly facilities: “It is really a place for children. They help
you and it’s very beautiful there” (13-year-old girl). “They are
really focused on children. They do their best to make your
visit as pleasant as possible. I love the colors in the central
hall. The hospital gives me a feeling of trust” (15-year-old
girl). “The nurses are really nice. They have good computers
there” (12-year-old-girl). “There are qualified doctors who
listen to me” (17-year-old-girl).

Having a feeling of trust was a central theme in the inter-
views and peer research. The fact is that many have come
here often from a very young age: “The doctors are very

I wish...

They would pay more attention to needs of older children

There could be more contact with family and friends through internet
Waiting times were shorter

| could do more things with fellow patients

The hospital food was more tasty

Getting jabs was less nasty

That animal pets would be allowed to visit

To see more color in the consultation rooms and staff uniforms

Doctors and nurses would listen more often to me

nice, the building is nice and I’ve been coming here all my
life, so it is all familiar” (17-year-old girl). To the question
what should be improved, quite a few adolescents responded
“Nothing, everything is OK”. However, others identified
several areas for improvement, ie, lack of involvement in
treatment decisions, staff attitude toward teenagers, and the
lack of adolescent-focused services and facilities. Therefore,
the other central theme related to the quality of adolescent
care was having voice and choice.

Quantitative results

Figure 3 displays adolescents’ priorities for improvement
based on the “improvement indicator”. The item selected
most often (by 52.2% of all adolescents) was paying more
attention to the needs of older children. Having more contact
with family and friends through the Internet (44.6%), shorter
waiting times (43.3%), and more activities with fellow
patients (34.5%) came next. Only 14.6% of all adolescents
wished that doctors and nurses would listen to them more
often.

Here, we also tested for differences between those who
did and did not select an item as priority for improvement.
Girls more often than boys mentioned that more atten-
tion should be paid to older children (F[1, 988] = 10.97;
P = 0.001) and that there should be more color in the
hospital (F[1, 988] = 10.37; P = 0.001). Boys more often
than girls mention that the hospital food should be tastier
(F[1, 988] = 4.54; P =0.03) and that waiting times should
be shorter (F[1, 988]=5.78; P=0.02). More of the younger
ones wished that pets would be allowed to visit in the
hospital (F[1, 988]=8.17; P < 0.01); that more contact with

0

10 20 30 40 50 60

Figure 3 Priorities for improvement in the children’s hospital: Percentage of adolescents that selected this item in the survey (n = 990).
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family and friends through the Internet would be possible
(F[1,988]=6.11; P=0.01), and that getting jabs would be
less unpleasant (F[1, 988] = 14.58; P < 0.001). The older
ones were more concerned about the hospital paying greater
attention to older children (F[1, 988] = 20.45; P < 0.001).
For those with lower education, having more activities
with fellow patients (F[1, 940] = 9.98; P < 0.01) and hav-
ing more contact with family and friends while in hospital
(F[1, 940] =3.95; P < 0.05) were higher priorities than for
those with higher education. In reverse, the more highly
educated adolescents were more concerned about shorter
waiting times in the hospital (F[1, 940] = 7.25; P < 0.01).
Finally, those who have been hospitalized in the past three
years were more keen on having tastier hospital food
(F[1, 988] = 8.88; P < 0.01], while shorter waiting times
were more important to those without inpatient experience
(F[1,988]=6.82; P < 0.01).

Discussion

This mixed methods study explored chronically ill adoles-
cents’ preferences for health care providers’ attributes and for
service delivery in outpatient clinics and during hospitaliza-
tion in a children’s hospital. Their suggestions for improved
delivery of care were also collected. The adolescents were
generally very satisfied with the care provided and felt at
home in the children’s hospital, but they recommended paying
more attention to the needs of older children and improving
the age-appropriateness of providers’ attitudes and services.
Technical competence and good communication skills and
attitudes were regarded as important qualities of health care
providers. The adolescents were concerned about having
their questions and needs attended to in outpatient consulta-
tions as well as being seen on time. Having as little pain and
discomfort as possible, as well as maintaining contact with
family and friends, were considered most important during
hospitalization. Environmental aspects were rated as less
important.

Preferences

The themes we uncovered and those from other qualitative
studies exploring adolescents’ preferences for (communi-
cation with) providers share many similarities (Table 4).
Honesty, respect, a caring and friendly attitude, being
focused on adolescents, and technical competence are all
important.>?3263346 Trustworthiness seems a core attribute
for professionals and is related to good communication
skills and respect for teenagers’ opinions and privacy.??>3!
Other studies have confirmed that adolescents favor direct

communication with them (and not with their parents) and
dislike being patronized or being approached in a condition-
centered manner.?**” In our study, the importance of receiving
explanations and information did not emerge as a separate
theme. We placed this under the theme “being competent”.
Receiving appropriate information during consultations was
seen as very important. In contrast with some other studies,
our respondents did not mention preferring a provider of the
same gender.”?** Some mentioned a preference for continu-
ity in providers in relation to trust, but this did not emerge
as a separate theme. 264

The qualitative findings were reinforced by the survey
outcomes, both in our study and among chronically ill
adolescents in the US, who rated the honesty of their physi-
cian, attention to pain, and items related to respect as very
important, while technical aspects of care were also highly
appreciated.'> Our study adds that professional expertise
is most important (41% indicated this as their number 1
concern), and honesty and kindness of the provider came
in second and third place, respectively. An important theme
in the qualitative studies, ie, providers “being focused on
me”, proved to be less important than the other qualities in
our survey.

For outpatient facilities, our findings correspond with
those of other studies that also indicated the importance of
good explanations and having a choice,* as well as of more
efficient services and reduced waiting times.””*’ A study
by Wray and Maynard also demonstrated that both stream-
lined care processes in the outpatient department and care
interactions are important to young people with congenital
heart conditions who move to adult services.?” Making the
outpatient area more teen-oriented and less child-centered?’
was also a wish of our respondents, but they did not give it
much priority.

With respect to clinic environment and inpatient care,
our qualitative studies confirm the findings of others, ie,
the interior design should be less child-centered and more
teen-oriented, and feel more like home.'>*"?° Adolescent inpa-
tients would also appreciate more fun and distraction, more
comfort, and attention to privacy."> Although few adolescents
in our study complained of unsympathetic hospital staff,3
friendliness was important to them. However, in our survey,
they indicated that minimizing pain and discomfort was the
most important aspect to them when hospitalized. Although
our participants stressed the importance of being consulted
and involved in their hospital care, as in the study by Coyne,?
they did not give this a high priority in our survey. Only 15%
indicated that they wished doctors and nurses would listen to
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them more often. Some adolescents, especially those involved
in the peer research, would appreciate being hospitalized
with peers,* or be offered activities enabling them to meet
fellow patients (35% of survey participants indicated this was
an area for improvement). An interesting but unexplained
association was found between a lower level of education and
a stronger preference for meeting fellow patients. However,
our participants did not voice a strong need for a dedicated
adolescent unit.*

Differences between adolescents

Not all young people have the same preferences.* Our study
confirmed some differences related to gender, age, inpatient
experience, and educational level. Boys attached more impor-
tance to professional expertise and the honesty of providers
than did girls, who wanted more attention to older children
and rated listening as a more important provider quality. We
cannot explain these differences, and they have not been
reported before. A large survey of adolescent preferences
found only one significant association for gender, ie, girls
viewed the “power/control” factor as more important than
did boys."? In that survey, higher age was strongly associated
with a preference for communication directly with the teen
versus the parent,'? a finding confirmed in our survey, in which
older adolescents had a stronger preference for staff being
focused on them and listening to them than did the younger
ones. Younger adolescents in our study were more concerned
about staff kindness, pets’ visits, and the discomfort of painful
procedures, like the participants in another Dutch hospital.*®
For adolescents with inpatient hospital experience, the quality
of hospital food and staff listening to them was more important
than for those who had not been admitted before, indicating
that both a higher age and more hospital experience increases
the desire of adolescents to be involved in decision-making.

Mixed methods

Combining qualitative and quantitative research methods in
one study proved successful. In two domains, the quantitative
findings confirmed the interpretations from the interviews and
the findings could also be explained from them, strengthening
the validity and generalizability of the results. Still, the quali-
tative data suggested that communication issues were more
important than issues related to professional expertise. This
was not confirmed in the survey. Being listened to was even
given lowest priority for improvement, with all other issues
being considered more important. These findings seem contra-
dictory, because adolescents in the interviews clearly indicated
that they liked to be consulted and wished to be involved in

their own care. Perhaps this may be explained by adolescents’
assumption that “paying more attention to the needs of older
children” (listed as top priority) also encompasses their prefer-
ence to be seen as a partner in care. For example, in the inter-
views, the older adolescents highly valued “being treated as an
adult”, which indicates a preference for direct communication,
as well as for more voice and choice.'

There were few differences between the preferences
reported in the face-to-face interviews at the adolescents’
homes and in the peer-research interviews during the disco
party. The most notable difference was that, in the peer
research, adolescents were more convinced of the importance
of meeting fellow patients and of being enabled to participate
in hospital matters. Because the peer interviews lacked depth
and did not yield substantial new insights, we realized that
the participatory approach has its drawbacks. Adolescents
with chronic conditions enjoy having a voice in the design
and evaluation of health care services. However, the desir-
able extent of patient partnership (from patient perspective
and in research) remains undefined.*

Limitations of the study

Although the mixed methods approach may be seen as a
strength, our study also had some weaknesses. The research
was carried out in one university hospital in the Netherlands
and the results may thus not apply to other settings and
countries. Nevertheless, there are many similarities between
countries in the reported care preferences of adolescents with
chronic conditions.

We researched a wide range of health conditions and
preferences, because all chronic patients have many tasks
and challenges in common.* As a logical consequence,
differences in experiences and preferences related to the
chronic conditions themselves cannot be accounted for. Also,
the nonresponse rate was fairly high for both the interview
study and the questionnaire, while only a small number of
adolescents attended the disco party, implying that the results
may not be representative for the total population. Because
girls and those with more extensive hospital experience were
over-represented in the survey and among the peer research
participants, this may have affected the outcomes.

Conclusion

Young people with chronic conditions are able and willing
to express their views on the perceived quality of health care
services provided to them. They have a strong preference
for providers who are technically competent, honest, and
straightforward. The older they are, the more concerned they
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are about providers focusing on them rather than on their
parents and treating them like an adult. Adolescents grow
out of pediatric care, and wish that the pediatric environment
and staff attitudes would be less child-centered and more
age-appropriate. Different needs according to gender, age,
and educational level should also be acknowledged. Health
care professionals should be aware of preferences, inquire
into them, and adjust their communication style accordingly.
This may strengthen adolescents’ competencies on their road
to adulthood and help build positive, trusting relationships
between professionals and their adolescent patients, which is
a prerequisite of shared responsibility for treatment.
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