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Most of the self-management literature has focu
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ABSTRACT

• The concept of self-management is based on the notion that 
it will improve wellbeing and strengthen self-determination 
and participation in health care, while reducing health care 
utilisation and health costs.

• Increasing self-management is a desirable goal for the 
15%–20% of children and adolescents who have a significant 
ongoing health care need related to a chronic health 
condition.

• Promoting self-management in young people with 
chronic illness can be difficult for parents and health care 
practitioners.

• Doctors can help parents recognise the potentially 
competing aspects of the parenting role — protecting 
young people’s health while supporting their growing 
independence and autonomy. Optimal care may or may 
not be achievable, depending on a young person’s level 
of development.

• As children mature through adolescence, they increasingly 
want their own voice to be heard, as well as the right to privacy 
and confidentiality in health care consultations.

• As well as listening to parents and supporting their roles, 
doctors should see young people alone for part of the 
consultation, taking a psychosocial history and carefully 
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maintaining confidentiality.
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 gnition of the growing burden of chronic illness has led to

alth policy responses, both globally1-4 and in Australia,
reasingly referring to self-management.5-7 However, the

term “self-management” means different things to different peo-
ple.8,9 On the one hand, it can mean simply living with a chronic
illness in ways that allow a person to “get on with life” as much as
possible. On the other, it can refer to a set of medical constructs

om the health
reatment regi-
based on the
elf-determina-
g health care

sed on older
populations, in which the burden and costs of chronic illness and
disability are increasingly evident. However, chronic illness, disab-
ility, developmental delay and behaviour problems are also preva-
lent in children and adolescents. Although there is no consistent
definition of either “chronic illness” or “disability” in paediatrics,
existing definitions have included the concepts of (a) having
particular service needs; (b) carrying a diagnosis of a specific
physical or mental condition; and (c) exhibiting specified func-
tional deficits.10 Children with “special health care needs” have
been defined as those who “have or are at increased risk for a
chronic physical, developmental, behavioural, or emotional condi-
tion and who also require health and related services of a type
beyond that required by children generally”.10,11 Using this defini-
tion, 15%–20% of children and adolescents have a significant
ongoing health care need related to a chronic health condition.11

Chronic illness can affect adolescents in myriad ways. In
addition to the demands of complex treatment regimens, chronic
illness can affect the rate of young people’s growth and develop-
ment, their appearance, identity, mental health, relationships with
peers, and engagement with education and employment.12

Chronic illness in children and adolescents can also profoundly
affect family function, sibling experiences and marital relation-
ships. Supporting adolescents with chronic illness can be espe-
cially challenging for parents and health professionals alike. In
comparison with younger children, who generally acquiesce to
parental requests around health, young people no longer automat-
ically do what they are told. As adolescents mature, they learn to
become more engaged in self-care. Here we consider the useful-
ness of the concept of self-management in caring for adolescents

with chronic illness and how this might differ from efforts to
promote self-management in adults.

Adolescent development and self-management
Adolescent development is commonly conceptualised in terms of
physical, cognitive and psychosocial maturation. It is not simply
chronologically determined: the timing of puberty is a key deter-
minant of the trajectory of physical development, and psychosocial
development is strongly influenced by social engagement with
families and peers. Passage through adolescence is characterised by
increasing capacity for abstract thought, which enables young
people to contemplate future possibilities or events not personally
experienced and increases their ability to defer immediate gratifi-
cation for perceived future benefit.

However, as parents of adolescents with chronic illness know
only too well, even young people with more advanced cognitive
capacities remain primarily oriented to the present. In comparison
with adults, young people (including those with chronic illness)
are less influenced by longer-term health risks.13 This can pose
difficulties when the aim of much daily treatment is to limit future
complications.
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Current thinking about self-management of chronic illness
assumes that the person with chronic illness is an autonomous
adult. But young people do not magically develop the capacity for
self-management on their 18th or 21st birthdays. Rather, as
children mature, they variably develop the knowledge, attitudes
and life skills that underpin engagement with chronic illness self-
management practices. How then can health professionals balance
supporting parental involvement while promoting the engagement
of young people with self-management, and how can parents
balance vigilance and monitoring of young people’s health-related
behaviours while supporting their development of greater auton-
omy and independence? And what of the attitudes and behaviours
of young people themselves?

What we know about young people and chronic illness

Medical perspectives

Three concepts have surfaced within the medical literature in
relation to chronic illness and adolescence. The first is the notion
of adherence to treatment regimens. Parents are held account-able
for the adherence behaviours of their teenagers with chronic
illness, yet at the same time, adolescents are expected to take
increasing responsibility for their own behaviours, including dis-
ease management. This can be a major source of tension between
young people and their parents. The adherence literature explicitly
views better adherence as a route to better health outcomes,14 with
little appreciation that adolescents with the best disease control
can also be those with the poorest psychological adjustment.15

While there is support for a partnership model between doctor
and patient as a route to better adherence in adults,16 a central
partnership for young people with chronic illness is the relation-
ship between them and their parents. However, neither medical
nor parental partnerships have been sufficiently explored in
relation to how this might promote better adherence with chronic
illness management in young people.

The second concept is the notion of transition from paediatric to
adult health care settings for young people with special health care
needs, especially those with chronic illnesses requiring continuing
specialist services. This concept is well developed in terms of
advocating for policy shifts to produce closer links between child
and adult health care providers and services in order to promote
greater continuity of health care.17-19 The notion of transition is
implicitly based on an understanding of adolescent development
and the dynamic relationships between young people, parents and
health professionals.20 Engagement with appropriate health profes-
sionals or services within the adult sector is viewed as the means of
enhancing the capacity of young people to take greater responsibil-
ity for managing their health.

The third concept is the practice of developmentally appropriate
health care, a key principle underpinning the practice of adoles-
cent medicine. Within this rubric lie a set of clinical practices
oriented to concomitantly achieving better developmental and
health outcomes for young people.21 A simple example of these
practices is addressing clinical questions to a young adolescent
rather than his or her accompanying parent. While this may be
misconstrued as ignoring parental roles and responsibilities, the
practice of adolescent medicine is one that daily tries to balance
the sometimes competing perspectives of both young people and
parents. We believe that this need for balance lies at the heart of

what constitutes self-management for adolescents with chronic
illness.

Parent perspectives
When patients are younger children, the dominant interaction in
the clinical setting is between the doctor and the parents. Notwith-
standing the validity of the parental role in protection, advocacy
and support, there are increasing calls for clinicians to pay more
attention to children’s voices.22,23 As children mature through
adolescence, there is even greater likelihood of tension about
whose voice needs to be heard in the health consultation.

Parents of adolescents continue to be legally responsible for
their children, while being expected to promote their independ-
ence and autonomy. For parents of young people with chronic
illness, the difficulty lies in how to maintain a supervisory role
while supporting young people’s emerging ability to independently
manage their health. There can be tension about how this is played
out on a day-to-day basis in the home (Box 1).15,24 Parents may
feel accused of being overprotective when, from their perspective,
they are simply fulfilling their parental obligations.

Young people’s perspectives
Only recently have young people’s views about preferences in
health care been sought. For example, health care satisfaction
surveys have long used parents as the proxy patient respondent for
both children and adolescents.25 Calls for greater attention to
young people’s voices coincide with the views of young people
themselves, who report they often feel left out of consultations, in
which the discussion commonly focuses on parent issues and
perspectives.26,27 From early adolescence, young people with
chronic disease report wanting greater engagement with health
professionals, which includes wanting to see doctors alone for at
least part of the consultation and wanting more confidentiality in
health care.28,29

Young people report significant psychosocial impacts of chronic
illness in adolescence.30 Olsson et al identified that negotiating
relationships with peers is a central aspect of managing chronic
illness in adolescence, as are young people’s emotional responses
to chronic illness, their acceptance of illness and their efforts to
find meaning out of having a chronic illness (Box 2).30

Towards self-care
The development of self-management practices for adolescents
with chronic illness requires active engagement of both young
people and their parents, with attention to the psychosocial world
of the young person. Poor family relationships and low levels of

1  Different views about medication

Doctor: So how have you found the new asthma preventer, Michelle?

Michelle (a 14-year-old): Well, I suppose it’s been OK.

Michelle’s mother: But some things haven’t changed, doctor. I still 
have to remind her to take it all the time . . .

Doctor: How often are you reminding her?

Michelle (interjecting): She nags me all the time! “Clean up your 
room, take your medication . . .”

Michelle’s mother (interjecting): But if I didn’t remind you, you 
wouldn’t take any . . . ◆
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parental support are associated with poorer adherence with treat-
ment regimens,31 while high levels of family functioning and
family support are associated with better treatment adherence,
even in the 18–22-years age bracket.15 While engagement in self-
management will not necessarily result in good adherence (which
is known to reflect many different variables), it is a good start, as
poor understanding and poor commitment to treatment regimens
are known barriers to adherence.

There are, however, several areas that require further explora-
tion. Firstly, we know surprisingly little about what constitutes
self-management in adolescents with chronic illness. For example,
we do not know at what age young people generally take on more
responsibility for the different components of self-management,
such as taking medication, booking appointments or seeking
health care when they become acutely unwell. Furthermore, we do
not know how the type or severity of the chronic illness or the
nature of the treatment regimen alter the age of acquisition of
various self-management practices. Little is known about rates of
participation in health-risk behaviours in this group. While we
might intuitively believe that young people will be less likely to
engage in behaviours that have a greater attributable risk (eg,

smoking in young people who have diabetes), there is little
evidence that this is so, and there are few models about how best
to intervene.

We also need more information to guide parents. Some styles of
parental interaction are perceived as unhelpful by adolescents with
chronic illness (such as parents being overly strict or controlling or
giving a lot of negative feedback), while others (such as parents
trying to work in partnership with their child and giving positive
feedback)24 are viewed more positively. However, there is little
research about how parent behaviour can either facilitate or hinder
the emerging capacity for self-care in adolescents with chronic
illness, and thus, whether more effective parenting styles can be
learnt.

We do know that styles of doctor–patient interaction can
influence how adults engage with medical knowledge.32 Recognis-
ing this fact has made doctors more aware of the effectiveness of
patient-centred practice as a means of improving health outcomes
for patients with chronic illness.33 A critical tenet of such patient-
centred practice is the partnering between doctors and patients.
However, a key question for adolescent health is how partnerships
are formed between adolescents with chronic illness, parents and
doctors and whether these partnerships can improve health out-
comes by improving self-management practices in adolescents
with chronic illness.

Consistent with the principles of adolescent medicine, we
suggest an important method to achieve this is by using clinical
approaches that build on an understanding of adolescent develop-
ment. In addition to listening to parents and supporting their
roles, this would also mean seeing young people alone for part of
the consultation, taking a psychosocial history, and carefully
maintaining confidentiality (Box 3).21

Implementing these evidence-based approaches is possible,35

but there are no formulas for how best to achieve this in practice.
Rather, this approach provides a framework for practice in which
doctors attempt to balance the needs of both young people and
their parents in working towards adolescent self-management. At
times, immediate health priorities will need to be balanced against
the need to support young people’s emerging autonomy and
growing capacity to manage their chronic illness.

An obvious example is the arena of adherence with treatment
regimens. Understandable concerns about poor adherence in
adolescents often result in protective parent behaviours, such as
constant reminders to young people to take their medication.
While parents hope the reminders will promote better adherence,
their prompts are often interpreted by young people as unwar-
ranted “nagging” (Boxes 1,3). The developmental approach to
these competing views provides an understanding that young
people learn by doing, which at times means learning from their
mistakes. Doctors can help parents recognise the potentially
competing aspects of the parenting role — namely, protecting
young people’s health while supporting their growing independ-
ence and autonomy. The developmental approach provides a
potential framework for doctors to contend with such issues by
ensuring that both young people’s and parents’ voices are heard,
and heard by each other.

Participation in community-based support groups is a common
strategy for promoting self-management in adults with chronic
illness.3,36 Peer support groups are also highly rated by young
people with chronic illness, who particularly value the social
support of other young people in the group and the opportunities

2  Young people’s descriptions of managing chronic 
medical conditions in adolescence*

“With my diabetes, if I have a healthy diet and do all the right things, 
I will feel better in myself and make myself better . . . I can help 
myself along the way.” (17-year-old female)

“[My management is] probably medium right now. Not the best it 
could be, but not the lowest either. I get sick of doing all the things 
that I have to do — it also gets boring.” (15-year-old male)

“I’m managing well, but I feel that I don’t have any social life at all.” 
(17-year-old female)

“I really have only got one friend that I can talk to because he has 
the same thing as me.” (17-year-old female).

“I tell my friends [about my illness] . . . but I don’t like to tell 
everybody because they might want to say ‘you can’t do this, you’d 
better do that, or I feel sorry for you’ . . . I really hate it when people 
do that. It is really annoying.” (13-year-old female).

“I’d probably like to be an astronomer or an archaeologist. But you 
have to get really good [marks] with them and I don’t think that I 
would cope in the VCE year and all that. I don’t think I would get 
to school enough to do all that.” (16-year-old male).

“It is different now, because I am not as anxious, because I am 
starting to get used to having [asthma]. If I have an asthma attack 
I know what to do. I am not as anxious as I was.” (15-year-old male).

“. . . whenever I had [epileptic fits], I would get angry all the time, 
frustrated.”(16-year-old male).

“I feel depressed at times, just about the condition. That causes 
other feelings like relationships . . . not having a girlfriend, which 
is probably because of my height.” (25-year-old male).

“I feel confident that I can do what I want to do.” (15-year-old 
female).

“I think it might come down to accepting [chronic illness], accepting 
that you have got it and dealing with it when it comes up and trying 
to work your way around it.” (25-year-old female).

“I feel that now I am here, regardless of how I got here, I feel I can 
make myself have a purpose. I can create a purpose.” (21-year-old 
female).

* From Olson et al.30 ◆
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for wider participation.36 Despite the prevalence of chronic illness
and disability in young people, relatively few peer support groups
have been specifically developed for them. In some instances, such
as when the number of young people with certain chronic diseases
is relatively small, it would be beneficial to promote peer support
groups that are not “disease specific”. Rather, the core premise
underpinning such peer support groups is that young people with
chronic illnesses share many problems in common. Models for
such groups have been developed and successfully put into
practice.37 In addition to face-to-face support, young people can
also benefit from “virtual” groups, such as online chat rooms or
more formal programs for young people with chronic illness.
Schools are a suitable site for health promotion around self-
management practices, and school-based programs have been
shown to improve health and life outcomes in young people with
chronic illness.38 As with clinical interventions, successful pro-
grams are based on a strong understanding of adolescent develop-
ment, youth participation and promotion of self-management
practices.

Conclusion

Although there has been little research on self-management prac-
tices in young people with chronic illness and disability, we believe
the concept is salient for this group and builds on existing
frameworks of adherence, transition to adult health care and
developmentally appropriate health care. There is no set recipe for
practice. Rather, doctors who manage young people with chronic
illness are urged to consider how they can promote better self-
management practices. Doctors need to work towards effective
partnerships with adolescents as well as parents. Like parents, we
need to temper our frustration with adolescents who do not
practise effective self-management with the understanding that
optimal self-care (as defined by the doctor or parent) may or may
not be achievable given a young person’s level of development.

The challenge for doctors is to maintain awareness of adolescent
development in our interactions with young people with chronic
illness and their parents so that, in time, these young people
become their own best advocates.
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