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Background: When suffering from cystic fibrosis (CF), a number of problems may arise during
adolescence; for example, poor adherence. The problems may be attributed to the adolescent
being insufficiently prepared for adult life. Research on different ways of parenting adolescents
with CF and the influence of different parenting styles on the adolescents’ adherence to treat-
ment is still limited.

Aim: The aim of this study was to identify the types of parental support that adolescents and
young adults with CF want and find helpful in terms of preparing them for adult life.
Methods: Sixteen Danish adolescents with CF, aged 14-25, participated in the study. Two
focus group interviews were carried out, one for 14—18-year-olds and one for 19-25-year-olds.
Individual interviews were conducted, with three subjects. Using interpretive description strategy,
a secondary analysis of the interview data was conducted.

Results: The adolescents and young adults wanted their parents educated about the adolescent
experience. They wanted their parents to learn a pedagogical parenting style, to learn to trust
them, and to learn to gradually transfer responsibility for their medical treatment. Additionally,
the adolescents noted that meeting other parents may be beneficial for the parents.
Conclusion: The findings of this study suggest that adolescents and young adults with CF want
their parents to be educated about how to handle adolescents with CF and thereby sufficiently
prepare them for adult life.

Keywords: chronic illness, parenting style, qualitative research, patient preferences, interpretive
description

Introduction

Cystic fibrosis (CF) is the most common hereditary and life-shortening disease in
Caucasians, affecting approximately 1 in 4700 people in the Danish population. Most
patients develop chronic pulmonary disease that is characterized by airway obstruc-
tion and the formation of bronchial mucus that leads to repeated airway infections
and reduced lung function over time. The majority of patients with CF also have a
severe reduction of the extrinsic function of the pancreas, resulting in malabsorption
and malnutrition. Treatment is time-consuming and consists of airway clearance treat-
ments, aerosolized medications, enzymes, special diets, and antibiotics.

A number of problems arise during the transition from childhood to adulthood in
terms of the treatment and care of CF. In adolescence, there is often a considerable
reduction in lung function,'? as well as delayed growth?® and reduction in quality of life,*
especially when lung function deteriorates.> Further, adherence to treatment decreases
during adolescence.®’ These problems can partly be attributed to the adolescent being
insufficiently prepared for adult life.®
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Preparing adolescents with CF for adult life can be a
complex and challenging task for the parents and for the
health professionals. Adolescents may have different prefer-
ences, aims, and priorities from those of their parents and the
health professionals.

The present study is based on the secondary analysis of
interview data from adolescents and young adults with CF
collected in the context of a larger study with the overall
rationale to gather information about the health care services
that according to adolescents with CF and their parents can
best prepare the adolescents for adult life; the intention
being to improve future health care services and hopefully
prevent a decrease in major disease-related physiological and
quality-of-life parameters among the adolescents.

At first, the data were used to develop questionnaires for
adolescents with CF with the aim of getting general knowl-
edge of which health services can support the adolescents
on their way to adult life. Accordingly, the key questions
from the interview guide solicited broad opinions on the
need for support from health care professionals (Figure 1).
However, during the first analysis of the adolescent data,
the parent-adolescent relationship emerged as an ongoing
and prominent theme. This emerging theme indicated that
the parent—adolescent relationship is significant for these
patients with respect to their preparation for adult life. CF
health professionals often note that parents of CF patients
worry that their adolescents value parties and being with
their friends more than taking care of their health. Thus,
there seemed to be a mismatch between the adolescents’ and
the parents’ mutual expectations. Studies about parenting
adolescents with chronic diseases have been carried out, but
research about the adolescent’s own perspective on this topic
is very limited, particularly in the area of CF. Therefore, the

authors of this paper conducted a secondary analysis of the
same interview data to identify which kind of parental support
adolescents and young adults with CF highlight as beneficial
in their preparation for adult life. Prior to the secondary data
analysis the literature was consulted.

Parent—adolescent relationship

During the last few decades, studies of normative adolescent
development have increased, and there has been a growing
interest in parent—adolescent relationships. The literature
suggests that relationships with parents remain the most
influential of all adolescent relationships.® Accordingly,
different ways of parenting have been studied. Authoritative
parenting, originally described by Baumrind,'® is warm and
involved, but also firm and consistent in terms of establish-
ing and enforcing guidelines, limits, and developmentally
appropriate expectations.!' Authoritative parenting is a ben-
eficial parenting style in that adolescents from authoritative
homes achieve more in school, report less depression, score
higher on self-esteem measures, and are less likely to engage
in antisocial behavior.'? Taking these positive outcomes in
normative adolescent development into consideration, it is
surprising that there are few studies that address parental
support and parenting styles for adolescents with CF.

In areview of chronic illness during adolescence, parents
were found to be the best allies in helping adolescents with
their disease and guiding them through treatment,"* and a
study of chronically ill adolescents found that support from
parents, physicians, and friends seemed to predict good
adherence with health regimens.!* Hence, parental involve-
ment in the adolescent’s disease management seems to be
important. An American study showed that adolescents
with chronic diseases who spent more of their treatment

Key questions:

transition into adult life?

everyday life?

1. What can the CF center do to support the adolescent with CF in the successful

2. How can the CF center support the adolescent in managing the disease in

1. Counseling — eg, give good advice?
2. Support — eg, make agreements?
3. What can the CF center do to help the adolescent achieve a balance between
adhering responsibly to treatment and detaching from the parents?
1. Counseling — eg, give good advice?
2. Support — eg, make agreements?
4. What can the CF center do to help the adolescent concerning risky behavior such
as, eg, smoking, alcohol use, and sex?
1. Counseling — eg, give good advice?
2. Support — eg, make agreements?
5. What can the CF center do for the adolescent in terms of the parents?

Figure | Key questions from the interview guide.
Abbreviation: CF, cystic fibrosis.
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time supervised by parents, particularly mothers, had better
adherence,” and likewise, a review on the role of parental
involvement in diabetes management suggested that a pre-
mature withdrawal of parental involvement is associated
with poor diabetes outcomes, whereas continued parental
support and monitoring is associated with better outcomes
among adolescents.'® Furthermore, a study of adolescents
with type 1 diabetes reported that a supportive and emotion-
ally warm parenting style (authoritative parenting style)
promoted improved quality of life."” However, a study on
sickle-cell disorder and thalassemia found that adolescents
often feel that parents are so concerned about the illness that
they focus on the illness at the expense of the adolescent as
an individual person.'®

Research in adolescents with CF has presented the same
picture. A more positive family relationship was found to
associate with better adherence to airway clearance treat-
ments and aerosolized medication,' and a questionnaire sur-
vey found that family relationships including conflict have a
significant impact on the young people’s psychological func-
tioning and adjustment.?® Furthermore, nonsupportive behav-
iors from family members, particularly parental nagging, was
found to predict psychological maladjustment.?!

Summing up, parenting chronically ill adolescents may
lead to conflict in the parent—adolescent relationship, which
may lead to adherence problems and thereby to poorer out-
comes. On the other hand, parents are also the adolescent’s
best support for handling their chronic disease. In order to
clarify CF-specific concerns, the present study aimed to
determine what kind of parental support adolescents with
CF want and find beneficial in terms of preparing them for
adult life. To the authors’ knowledge, this is the first study
within the area of CF about the adolescents’ perspectives on
their parents’ parenting styles.

Table | Characteristics of the participants

Material and methods

Sample

For the primary study, a purposeful sample of 16 patients
with CF between the ages of 14 and 25 years were invited
to participate in the study. This age group was chosen as the
authors thought the young adults could contribute experience
from their recently expired adolescence. Patients infected with
the bacteria Burkholderia cepacia, Achromobacter, or multire-
sistant Pseudomonas aeruginosa were not invited to participate
according to the Danish guidelines for CF infection control.

The adolescent and young adult patients are for conve-
nience named adolescents throughout this paper. All patients
were recruited from one of two Danish CF centers.

For a purposeful, maximum variation sample, an equal dis-
tribution with regards to sex, age, living at home, and disease
severity measured by lung function (forced expiratory volume
in 1 second) was sought (Table 1). Three of the adolescents
lived with a partner, but none of them had children. These data
were extracted from the Danish Cystic Fibrosis Registry.

Data collection
Two focus-group interviews were conducted in November
2008: one for 14—18-year-olds and one for 19-25-year-olds
and lasted on average | hour and 40 minutes. Focus-group
interviews are a method of improving our understanding
of how people feel, think, and act in relation to a subject.
Participants are encouraged to discuss attitudes, without
demanding that they reach consensus, and emphasizing that
there are no right and wrong answers. This makes it possible
for participants in the interaction to express opinions, atti-
tudes, and to some extent, behavior, which would otherwise
be left unsaid or taken for granted.

Three individual interviews were performed because the
three patients were ill the day that the focus group interview

Characteristics Focus group

Focus group

Individual Total number of

14-18 years 19-25 years interviews (3) participants, n (%)

Sex

Men 6 2 | 9 (56)

Women | 4 2 7 (44)
Age

14-18 years 7 | 8 (50)

19-25 years 6 2 8 (50)
Disease severity

FEV,% = 70 5 6 11 (69)

FEV % < 70 2 0 5@3l)
Living at home

Yes 6 | | 8 (50)

No | 5 2 8 (50)

Abbreviation: FEV , forced expiratory volume in | second.
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was conducted; these interviews lasted on average 25 minutes.
These three patients were severely ill, and it was therefore
important to interview them for the purpose of maximal
variation. Using multiple data sources, eg, focus-group and
individual interview, is in line with interpretive description
recommendations.??> An interview guide was used that was
based on a review of the literature and consultation with
CF clinicians and clinical nursing experts (Figure 1). A few
introducing questions were asked before the key questions,
and likewise, a few recapitulating and closing questions were
asked in the end of the interviews. The moderator ensured
that all the topics in the interview guide were discussed.

The first author of this study conducted the individual
interviews and acted as the moderator for the focus-group
interviews, with an observer present. The interviews were
recorded on audiotape and transcribed verbatim. All data
collection was performed prior to both the primary and the
secondary analysis. The sampling and both of the analyses
were conducted by the same research group.

Although the interview guide was primarily designed to
obtain information about the adolescents’ preferences to the
health care system, the guide also contained questions about
their parents (Figure 1). In addition to information on sup-
port from the health professionals, the interviews revealed
substantial information about the adolescents’ views on
parenting adolescents with CF.

Analysis

The secondary analysis drew on the methodological approach
termed interpretive description, which is a qualitative research
strategy developed by Thorne et al.”* Secondary analysis
involves re-analysis of data previously collected and with a
new research question. Thorne suggests five different types of
secondary analyses.** A combination of analytic expansion and
retrospective interpretation was found to be the most feasible
for the purpose of the present study. In analytic expansion the
researchers conduct a secondary interpretation of their own
database to answer new or extended questions, and in the
retrospective interpretation they tap into an existing database
in order to develop themes that emerged but were not fully
analyzed in the primary study. According to Thorne, a sec-
ondary analysis is an option, because very often the primary
analysis has only captured part of the full context. However,
concordance between the aim of the primary and the second-
ary analyses is required.”? The authors of this present paper
found that this requirement was met in this present study.
Interpretive description does not present strict guidelines but
rather draws on elements from social science traditions such

as phenomenology, grounded theory, and ethnography. The
strategy enables the detection of themes and patterns in the
subjective perceptions of the participants, and through inter-
pretive description, transforms these into clinically relevant
information.?? The overall idea of the interpretive description
strategy used here was to gain a better understanding of the
adolescents’ preferences in terms of parental support.

Data analysis was performed by the first author, with
assistance from the third author. Differences between the
focus groups and the individual interviews were explored,
as it could be imagined that being in groups might make the
adolescents keener about criticizing their parents, but no such
differences were found. Additionally, differences between
interviews with the older and the younger participants were
explored, but no differences were found except that some of
the older ones did not experience problems anymore, but they
still had a clear memory of them. As the abovementioned
considerations did not seem to give rise to any problems, it
was decided to analyze the two focus groups and the three
individual interviews in the same analytic process, which
was an iterative, inductive, and interpretive process. First,
the researchers listened to the recorded interviews and read
the transcripts several times to become familiar with the con-
tent of the interviews. Second, with parenting as a tentative
scaffold, each transcript was broadly coded. Third, common-
alities and differences in and between the participants were
explored, and codes were organized into a system of themes
and patterns that were faithful to the empirical data. This
analytic process resulted in an interpretive description of the
kind of parental support wanted by adolescents with CF.

Ethical considerations

Prior to the interviews, the participants were informed both
orally and in writing about the purpose of the interview
(qualitative in-depth analyses as well as development of
questionnaires), and written consent was obtained from the
adolescents and, when needed, their parents. The study was
registered with the Danish Data Agency Board. According
to Danish law, no particular ethical permission is needed to
conduct a study that does not include biomedical aspects.

Results

The adolescents demonstrated a good understanding of the
challenges facing their parents, and they realized the great
responsibility of rearing an adolescent with CF. Despite this,
the adolescents thought their parents needed recommenda-
tions about how to best guide their adolescents with CF in
an appropriate and productive way.

submit your manuscript

566

Dove

Patient Preference and Adherence 201 |:5


www.dovepress.com
www.dovepress.com
www.dovepress.com

Dove

Parenting adolescents with cystic fibrosis

Opverall, the adolescents noted that their parents had some
difficulty parenting. They indicated that their parents needed
education about how to handle adolescents with CF, and they
suggested specific topics that needed to be covered by such
education. According to the adolescents, the parents needed to
learn a pedagogical parenting style, to learn to trust the adoles-
cents, and to learn how to gradually hand over responsibility
for disease treatment. Additionally, the adolescents noted that
meeting other parents may be beneficial for the parents. Most
of the adolescents expected their parents to welcome such an
educational intervention and to benefit from it.

The younger adolescents were the keenest to suggest
education for their parents, but most of the older adolescents
also supported this idea. One exception was a male (23 years)
who did not want his parents to change anything about their
parenting style. This adolescent reported that his parents were
helpful without being dictative or controlling, and that they
had gradually trusted him to take his medical treatment.

A pedagogical parenting style

The adolescents wanted to engage in a dialog with their
parents about their treatment. The adolescents needed reasons
and explanations about their treatments. They did not listen to
their parents when they were told, without explanation, that
they must perform their treatment. Many adolescents felt that
their parents were rigid and only wanted things done their
own way. In contrast, the adolescents wished to have more
open discussions and wished that the treatment process was
more cooperative. Being treated as if they were younger than
they actually were made the adolescents react inappropriately,
eg, denying and hiding adherence problems.

The parents’ constant focus on the disease also frustrated
the adolescents. They wished their parents would forget
about the disease now and then and treat them as a regular
adolescent. Younger adolescents in particular often found
their parents annoying because of the constant reminders
regarding medical treatment. A 15-year-old boy said:

If T had got a coin every time my mother or father said,
“Did you remember to take your treatment?”” I would be a

millionaire today.

The older adolescents demonstrated more understanding
of their parents’ numerous reminders but still felt that their
parents needed guidance.

Trust
The adolescents reported that parents often checked whether
they had taken their medication. Some adolescents found it

humiliating, and the younger ones occasionally reacted by being
defiant and uncooperative. The older adolescents had often
found a way to tell their parents to mind their own business, but
they remembered being annoyed when they were younger.

My father wanted to control, to control things. So when I
was going to take over, we had many discussions, because he
would not let me, yes, he wanted to, but then he got anxious,

if I could, if I was mature enough [female, 22 years].

According to the adolescents, trust is a very important com-
ponent in transferring the responsibility for medical care.

Responsibility

All of the adolescents were aware that one day they would
have to take on responsibility for their disease and its treat-
ment. Therefore it was very important to them that the
responsibility was handed over while they were still living
at home with their parents, and they wanted their parents to
learn how to do this. In particular, the adolescents suggested
that their parents should involve them at an early age in mak-
ing decisions about treatment and health care. This should
occur via mutual information exchange and discussion. Some
adolescents suggested that the CF center should guide parents
in handing over responsibility and, at the same time, guide
the adolescent in taking responsibility.

Tell them [the parents] that they should try for just one week
and then see how it is. To ignore the disease for a week and
then see if you [the adolescent] can handle it. And if you

cannot, then they can interfere [male, 15 years].

According to the adolescents, parents who fail to involve
their child in decisions concerning treatment and health care
risk making their adolescent feel that their treatment and health
care is none of their concern; this may cause them to continue
to leave the responsibility for treatment with the parents.

I do not feel I take the treatment when they [the parents]
constantly say blow etc. It is as if they are my masters and they

take the treatment just through my body [male, 14 years]

Although the adolescents wanted their parents to transfer
responsibility, they also admitted their own laziness and
reluctance to take on the responsibility.

Meeting other parents and adolescents

The adolescents suggested that parents should be able to
receive education about parenting adolescents at the CF
center. They thought that being educated in groups with other
parents would be useful and give the parents the opportunity
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to exchange accounts of their experiences. One adolescent
(male, 23 years), however, did not feel that his parents would
benefit from meeting other parents, but advanced the view-
point that other parents might benefit from meeting them.
As mentioned previously, this adolescent did not want his
parents to change their parenting style.

The adolescents also suggested that parents should meet
older adolescent patients with CF who could tell them about
the challenges of being young with CF and advise them on
how to create a productive, cooperative relationship with
their adolescent.

Discussion

The aim of this study was to determine what kind of parental
support adolescents with CF want and find helpful in terms
of preparing them for adult life.

The study provided information about adolescents’
preferences for helpful parental support. They suggested
an educational program for parents of adolescents with
CF. Such a program is clearly in line with Steinberg’s
recommendations.?® Steinberg, who has conducted a great
deal of research on normative adolescent development, sug-
gests a systematic, multifaceted, and ongoing public health
campaign to educate parents about adolescence. She claims
that parents need basic information about normative devel-
opmental changes in adolescence and about the principles of
effective parenting during the adolescent years; they also need
some understanding of how they and their family change dur-
ing the adolescent period. Taking this into account, it seems
even more important for parents of adolescents with CF to
know about parenting, as the consequences of poor parenting
may be crucial for the adolescents with CF.

In this present study, the adolescents suggested that a
pedagogical parenting style, transferring responsibility and
trust, should be topics in the parents’ educational program.
While they did not question their parents’ motives, the ado-
lescents sometimes felt scolded by them, feeling that they
were not trusted by their parents and, at the same time, were
too tightly controlled by them. The adolescents did not con-
sider this to be part of a pedagogical parenting style and, as
suggested by Kyngis and Barlow,* these perceptions might
sometimes lead to lies about their self-care as a mechanism
to make life more tolerable.

The adolescents sometimes felt they were treated as being
younger than they were. Parallels can be drawn to Atkin’s
findings in that most of his study participants experienced
similar “infantilization” and resented the consequences
of this “overprotection” in their lives and relationships.'®

In addition, the findings of this present study are substantiated
in the World Health Organization’s (WHO?s) paper on ado-
lescents with a chronic condition, which says that the par-
ents of chronically ill adolescents tend to overprotect their
chronically ill children.”” In Atkin’s study,'® adolescents also
complained that their parents sometimes saw only the illness
and not them. This is consistent with the findings of this pres-
ent study, which revealed the adolescents’ frustrations about
their parents’ constant focus on the disease.

Progressive gain of autonomy through ongoing assess-
ment and negotiation was important to the adolescents in
this study. Steinberg claims that when children reach ado-
lescence, it is important for parents to encourage and permit
their adolescents to develop their own opinions and beliefs.?
Even though Steinberg’s research addresses adolescents in
the general population, these findings may also be true for
chronically ill adolescents. In addition, the WHO paper on
adolescents who have a chronic condition suggests that their
individuation processes should be mirrored by progressive
distancing on the part of the parents.?’ A study of adolescents
with chronic diseases asserts that in terms of their child’s
health care, the parents should gradually relinquish the
“doer” role and simultaneously take on the “mentor” role.?
The findings of this present study revealed that according to
the adolescents this does not always happen, so according
to the adolescents it seems as if the parents need additional
support or education in handling adolescents with CF. These
findings resonate with other research on adolescents with
CF that suggest that it should be recognized that some par-
ents may need assistance in learning how to support their
adolescents.” Furthermore, another study on adolescents
with CF found that parental nagging was a strong predictor of
psychological adjustment and suggested that clinicians need
to monitor adolescents’ concerns regarding their parents’ care
behavior and, where appropriate, offer mediation.?! On the
other hand, as premature withdrawal of parental involvement
may be associated with poor outcomes and adherence, !>
it is important that the parents balance involvement and
relinquishment.

The adolescents in this present study suggested edu-
cating the parents in groups, as they thought their parents
could benefit from being with other parents who face similar
challenges. This is supported by the research of Kratz et al,*
who found that connecting with peers and cultivating rela-
tionships with those in similar situations was helpful and
motivating. The findings of this present study, however,
also revealed that according to the adolescents, some parents
might not require education about parenting.

submit your manuscript

568

Dove

Patient Preference and Adherence 201 |:5


www.dovepress.com
www.dovepress.com
www.dovepress.com

Dove

Parenting adolescents with cystic fibrosis

Previous research has indicated that chronically ill
adolescents may not be sufficiently prepared for adult life.®
According to the adolescents in this present study, it seems as
if the parents are not sufficiently prepared for their children’s
adolescence and transition to adulthood. This may be the
case for most parents, but for the parents of adolescents with
CF in particular, it may be crucial for the adolescents that
their parents know how to support them and hand over the
responsibility for the disease and the treatment. It may be a
future task for the health professionals to support the parents
in letting the adolescent gradually take on the responsibility
for the treatment.

Study limitations

The interpretive description of the parents’ needs for educa-
tion presented in this article is solely based on the adolescent
perspective. In order to capture the very complex issue of
how to support the transition from child to adult life with CF,
the parents’ and the health professionals’ perspectives are
important too. Future research is needed to find out whether
education is required from the parents’ perspectives as well as
the health professionals’ assessment of the need and benefit
of such an educational program for CF parents.

The interpretive description is based on data from inter-
views with Danish adolescents with CF. From an interna-
tional perspective, we cannot exclude the possibility that
adolescent viewpoints might vary in different family cultures
and structures. Further, only adolescents affiliated to one of
the two Danish CF centers were invited to participate in the
interviews, and almost all the participants had attended a CF
school — a patient education program, which may have made
it easier for the adolescents to get the idea of educating the
parents.’! Although the authors of this paper do not claim
that this description is the one and only interpretation of
the data, they do believe it reflects common thoughts about
parenting from young CF patients. The enhancement of
credibility was guided by interpretive description evaluation
criteria, including epistemological integrity, representative
credibility, analytical logic, and interpretive authority,? and
by recommendations regarding rigor of the process and the
credibility of the product in secondary analyses.*? Thus, the
findings contribute a piece to the puzzle of what kind of
parental support may prepare the adolescents sufficiently
for adult life.

Conclusion
Preparing adolescents with CF for adult life is a crucial and
challenging task. In this study, the adolescents’ opinions

about parenting CF adolescents are documented and
interpreted, suggesting that the parents need guidance on
how to parent and how to hand over the responsibility for
the disease and the treatment. In future efforts to support
adolescent patients with CF in their transition from child to
adult, the elaboration of the patient perspective should be
aligned with the perspectives of the parents and the health
professionals.
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