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Abstract

Abstract

The National Service Framework for Children, Young People and Maternity Services,
standard three, highlighted the importance of a young person’s family in their care. It
was advocated that health care professionals approach young people and their parents as
partners. The aim of this thesis was to describe the nature of partnerships between
young people and their parents in the management of asthma or diabetes, from the

perspective of young people and their parents.

Young people with asthma (aged 8 to 12 years) or diabetes (aged 8 to 15 years) were
identified from GP surgery records and invited to participate in a home interview.
Semi-structured interviews were conducted with parents and a topic guide used to
interview young people. Quality of life (PedsQL) asthma or diabetes modules were

completed by young people and their parents as proxy respondents.

Forty-three young people with asthma and their parents and twenty-six young people
with diabetes and their parents participated in the research. Partnerships were generally
harmonious and characterised by a joint approach to the management of the condition,
sharing of tasks and discussion of the condition and its management. Young people and
their parents, in both parts of the study, identified problems with condition management
in schools. Young people’s and parents’ experiences of consultations with health care
professionals were also reported. Measurement of the quality of life of young people
with asthma and diabetes identified differences between quality of life as reported by
young people compared to reported by parent proxy respondents. The findings of this
thesis provide health care professionals with an insight into the management of asthma

and diabetes within the context of partnerships between young people and their parents.
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Chapter 1 Introduction

Chapter 1  Introduction

The opening section of this chapter provides an introduction to the subject of this thesis
and the definition of key terms used. The following sections of chapter one comprise a
background literature review. Section 1.2 presents literature relating to young people’s
experiences of chronic conditions. Section 1.3 relates to research regarding parents’
experiences of a young person’s chronic condition. Section 1.4 examines literature
related to both young people and their parents experiences of chronic conditions.
Research relating to partnerships between spouses in the management of diabetes is
outlined in section 1.5. Section 1.6 describes research regarding the management of
chronic conditions in schools. In section 1.7 research concerning health care
professionals, young people and parents is examined. Section 1.8 presents literature
regarding information used and the desire for information by young people and their
parents. Section 1.9 documents the measurement of quality of life in children with
chronic conditions. Government policies in relation to children, asthma and diabetes are
documented in section 1.0. The aims and objectives of the main study are documented

in section 1.11. The chapter concludes with a summary.

1.1 Introduction

This thesis concerns partnerships between young people and their parents in the
management of asthma and diabetes. Section 1.1 provides an overview of the study

presented in this thesis, rationale for this research and definition of key terms.

1.1.1 Overview of this thesis

The thesis examines in depth the experiences of young people and their parents in the
management of asthma and diabetes, from the perspective of both young people and
their parents. The aims and objectives of this research evolved from a review of the

current literature and Government policy related to young people and chronic
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Chapter 1 Introduction

conditions. This review and the aims and objectives of the thesis are documented in
chapter one of this thesis. Chapter two details the methods used in this research. A
qualitative approach was taken and in depth interviews were conducted with young
people and their parents. A quantitative research tool to measure the quality of life of
young people with asthma and diabetes was also tested. Chapter three reports the
sample characteristics and response rates of the study sample. The results of qualitative
interviews with young people with asthma and their parents are described in chapter
four. Chapter five documents the results of qualitative interviews with young people
with diabetes and their parents. Chapter six presents the testing of the quality of life
tool with both young people with asthma and diabetes, and their parents. The final
chapter of this thesis, chapter seven discusses the implications of the findings of this

research.

1.1.2 Rationale for the research presented in this thesis

Asthma and diabetes are common conditions amongst young people. It is estimated that
in the UK one in eight children have asthma (National Asthma Campaign, 2001) and
between one and two in every 1000 children have diabetes (Diabetes UK, 2002). Young
people with these chronic conditions take frequent medication and are required to
manage their condition on a daily basis; being aware of triggers to the condition and
wheezing in the case of asthma and monitoring food intake and blood glucose levels if

the young person has diabetes.

Although these young people visit health care professionals to monitor their condition
little is known about their experience of managing their condition or the role of parents
in the management of asthma or diabetes. For health care professionals to provide the
necessary assistance and support to young people and their parents it is vital that they
understand the day to day experience of living with these conditions. The National
Service Framework for Children, Young People and Maternity Services (Department of

Health, 2004) has also highlighted the importance of health care professionals
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Chapter 1 Introduction

supporting a young person’s family in their care. Health care professionals, who work
with both young people and their parents, need to understand the role of each party in
the management of a young person’s asthma or diabetes, in order to appropriately
provide help and support. This thesis focuses upon the nature of partnerships between
young people and their parents in the management of these conditions and the shared
responsibility between them. Also examined are how partnerships between young
people and parents may change with the increasing age of the young person or number
of years since diagnosis. In-depth interviews were used to gain an in-depth knowledge

of the experiences of young people with asthma and diabetes and those of their parents.

With the time and resources available to health care professionals it is not always
possible to gain an in-depth insight into a young persons condition from a single
consultation. Therefore it is necessary to develop simple, effective tools which can
determine the extent to which a young person’s condition impacts upon their life. A
frequent measurement of the impact of a disease on an individual’s life is the
measurement of quality of life (see section 1.9 for more detail regarding quality of life).
Although used extensively with adults, as yet the measurement of quality of life in
young people is in its infancy. This thesis aimed to validate the use of a quality of life

measure for young people with asthma and diabetes.

The specific aims and objectives of this research were developed from a review of
existing literature, Government policy and pilot work and are documented in the final
section of this chapter (see section 1.11).

1.1.3 Definition of terms used throughout this thesis

Throughout this thesis a number of specific terms are referred to and section 1.1.3

defines each of these.
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Chapter 1 Introduction

1.1.3.1 Partnership

The term partnership is used to describe different styles of cooperation, sharing of
responsibilities and discussion regarding the management of the condition. The use of
the term does not necessarily indicate harmony and might include young people and

parents working together and experiencing conflict within the partnership.

1.1.3.2 Young people

The term young people has been used to describe those children, aged eight to fifteen
years, interviewed in this research. Use of the term was selected as it was felt to be

more respectful to participants than the terms ‘child’, ‘teenager’ or ‘adolescent’.

1.1.3.3 Parent

Parents and guardians were invited to take part in this research, as all respondents were

parents of young people the term parent has been used throughout this thesis.

1.1.3.4 Management

The term management has been used to describe all aspects of managing the condition,
this encompasses the management of medication for the condition but also of lifestyle

factors such as diet or exercise.

1.1.3.5 Responsibility

Responsibility refers to the person who is in charge of ensuring specific tasks of
condition management are performed, for example ensuring continuous supplies of
medication or administering injections of insulin. The following sections of this chapter

review previous research relevant to the subject of this thesis.
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1.2 Young people’s experiences of a chronic condition

Section 1.2 concerns research which has focused exclusively upon the experiences of
young people with chronic conditions and has not taken into account the views of

parents.

Research by Gabe, Bury and Ramsay (2002) examined the social impact on a young
person of managing a chronic condition. Young people aged 11 to 16 years with asthma
were recruited from twelve GP surgeries. Screening of young people to monitor the
severity of their asthma was conducted with the use of the International Study of
Asthma Allergies in Childhood (ISAAC) questionnaire, sent to young people and
parents with an invitation to participate in the research. In-depth interviews (n=55) were
conducted with young people with moderate to severe asthma, as determined with use of
the ISAAC questionnaire. Young people were interviewed regarding their experiences
of living with asthma. They described how the symptoms of asthma affected their lives
both at school and when at home. Within the school environment some young people
experienced problems taking part in sports. Other young people felt that asthma was so
common amongst peers that it was an accepted and normal part of school life. Within
the home young people described their avoidance of triggers to the condition, how they
managed the symptoms of their asthma and described their use of different types of
medication. Young people frequently mentioned peers, parents and teachers as
providing them with assistance in the management of the condition. Gabe, Bury and
Ramsay (2002) noted the contrast between young people’s descriptions of management
of asthma at home, which appeared to give young people little anxiety, and their
descriptions of asthma at school in which they reported anxiety and distress. The large
sample of young people (n=55) interviewed and the in-depth approach are strengths of
this research. The use of robust methodological and sampling procedures gives
confidence in the reliability and generalizability of findings to other young people with

moderate or severe asthma.
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The experiences of young people with asthma have also been explored by Pradel,
Hartzema and Bush (2001) who examined their knowledge, perceptions and autonomy
in the management of asthma. Purposive sampling was used to recruit children (aged 7
or 12 years) from two asthma clinics in an American hospital. Pradel, Hartzema and
Bush (2001) noted that subjects were selected as they were identified as ‘information
rich cases’ which would best address the issues of relevance to the research. Inclusion
criteria for children (n=32) were moderate or severe asthma defined as: children having
daily symptoms of asthma, at least one symptom a week during nighttime and using
daily medication. Interviews were conducted in children’s homes, visited on two
occasions and two types of interviews were conducted. At the first visit a drawing
interview took place, this was an unstructured interview in which the child was asked to
draw a picture of the last time he/she was sick. The child was not directed to focus on
an asthma episode, if the child did not draw an episode associated with their asthma they
were asked for a drawing of an asthma episode at the second visit. The researcher
interviewed the child as they drew the picture with use of open questions, interviews
were audio-recorded. If the child had drawn an asthma episode on the first visit, at the
second visit they were asked to draw a picture of a non-asthma episode. The ‘asthma
figurative process’ interview took place at the second visit of the researcher. Children
were asked to describe to the researcher the process of an asthma attack, the symptoms
they experienced and what was done before and during an asthma attack. To aid
discussion the child was presented with a piece of paper on which was a horizontal line,
a point on the line represented the time at which the child had an asthma attack. The
researcher then discussed with the child going back from the asthma attack point in time
to before the onset of symptoms, the researcher then went forward to ask the child to
explain what action was taken when the child experienced symptoms and had an asthma

attack.

Analysis of the drawing interview (n=31; 1 interview was not audio-recorded) was
conducted from the interview recordings, transcribed verbatim. Content analysis of

transcripts was conducted to extract pre-defined themes. Children’s comments on a
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specific theme were then compared by age group. The asthma figurative process
interview (n=30; 2 respondents withdrew) was coded and the frequency of children’s
answers about symptoms and asthma management recorded and compared by age group.
Triangulation was used and the findings of both interviews compared using a qualitative
approach. From analysis of the drawing interview Pradel, Hartzema and Bush (2001)
noted that the majority of children (55%) attributed the cause of an asthma attack as
physical activity. Other triggers identified by children included outdoor temperature,
changes in weather, pets, dust mites, pollens, dust, smoke and being unwell. Children
did not appear familiar with the medication needed when they were having an asthma
attack, only six children (n=31) specifically mentioned the medication which they
needed to take when having an asthma attack. Only one child (aged 12 years) made a
distinction between the use of preventer and reliever medication. Where children did
refer to medication they tended to do so with slang terms (such as ‘puffer’) or with
reference to the colour or shape of the medication. From the figurative process
interview, younger children (aged 7 years) did not recognise early signs of deterioration
of their condition, as older children (aged 12 years) did. Several (66%) older children
expressed concern that their asthma medication did not always work. Results from both
interview data indicated that most younger children (aged 7 years) reported their parents
made the decision for them to use asthma medication during an asthma attack. Older
children (aged 12 years) themselves often made the decision to use medication during an
attack. The role of parents, particularly mothers, in the management of asthma was
frequently reported by both age groups. Pradel, Hartzema and Bush (2001) concluded
that the different age groups demonstrated different behaviours in response to an asthma
episode and as children matured they became more active participants in the treatment
of their asthma. A strength of this research is use of young people as respondents and
the in-depth view obtained of the experiences of young people. A limitation of this
study is the use of purposive sampling, findings cannot be generalized to other young

people with asthma.
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Research into young people with thalassaemia major (Atkin and Ahmad, 2000)
provided an in-depth view of the management of a severe condition within the family
unit. Semi-structured interviews were conducted with young people (n=25) aged 10 to
19 years. Young people were identified through health care professional records in six
geographical areas. In five areas all known cases of thalassemia were identified and in
one area random sampling was used to establish the required number of young people.
Young people were interviewed twice over a six-month period. This work provided an
account of how chelation therapy, treatment for thalassaemia major, was managed by
young people within the context of the family situation. Control of the condition was
negotiated between carer and young person. The research identified reasons for non-
compliance with chelation therapy amongst young people, despite their parents
involvement in their treatment. Atkin and Ahmad (2000) demonstrated the importance
of the role of the family unit in the management of the condition, in monitoring the
health of the young person and assisting with the technological equipment needed to
treat the condition while the young person was asleep. The in-depth nature of this work,
use of two interviews and comprehensive sampling method provides confidence in the

application of research findings beyond the study sample.

Kyngis (2004) examined the support network of adolescents with a chronic disease.
Adolescents (aged 13 to 17 years) with a chronic disease (asthma, epilepsy, juvenile
rheumatoid arthritis or insulin-dependent diabetes) were identified from the Finnish
Social Insurance register, randomly selected and sent a questionnaire about their
condition and support from family, friends and health care professionals. The findings
of the questionnaire are not reported in this paper, however it included an invitation for
the adolescent to take part in a qualitative interview. Of the 1061 adolescents that
returned the questionnaire 264 agreed to be interviewed, of whom 40 were randomly
selected. The interviews explored the adolescents everyday life and experiences of a
chronic disease and their support network. Data were analysed through the use of
content analysis, from the interviews six main categories of support network were

identified. As found in the work by Atkin and Ahmad (2000), family were reported by
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adolescents as the most important part of their support network. Kyngés (2004) noted
that adolescents referred to parents in two distinct ways. The first group described open
discussions with parents about their disease and other health issues and perceived their
parents as having a natural interest in their well being and how they coped with daily
life. In the second group adolescents described their parents as focussing on asking
them questions about their condition and making sure that they had taken care of
themselves. Adolescents in the second group perceived their parents were not interested
in their disease and answered questions with what they thought their parents would want
to hear, rather than the truth. This group of adolescents saw parents as nevertheless
important members of their support network as they provided financial support and a
home in which the adolescent lived. Other members of their support network identified
by adolescents were peers, both those with or without the chronic disease, health care
professionals, teachers, technology (such as chat rooms on the internet) and pets. Use of
in-depth interviews with adolescents provides a comprehensive picture of their support

networks. Use of a self-selecting sample limits the generalizability of research findings.

Much research which has relied solely on young people as participants has examined
young people’s compliance with medication. The literature reviewed frequently
commented that health care professionals viewed adolescence as a time during which
the management of chronic conditions was problematic. One reason for poor control of
chronic conditions at this time has been attributed to young people’s poor compliance
with medication. Jonasson et al (1999) examined compliance in children (n=63) aged

7 to 16 years with mild asthma. Findings indicated that children aged younger than nine
years demonstrated significantly better compliance with medication than those aged

10 to 16 years. Coutts, Gibson and Paton (1992) monitored compliance in children
(n=14), aged 9 to 14 years, with use of a device attached to their inhaler, young people
were unaware of being monitored. Under use of asthma medication was reported in
55% of study days. Poor compliance was linked with prescribed frequency of
medication; children with a twice daily regimen achieved 71% compliance compared to

18% in children with a four times daily regimen. Studies of young people with diabetes
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have also reported poor compliance. Morris et al (1997) assessed the association
between prescribed insulin and the amount dispensed from pharmacies in participants
(n=89) aged younger than 30 years (mean age 16 years). Sixty-four percent of
participants had an adherence index suggestive of a missed dose of insulin and 28% of
respondents obtained less insulin that their prescribed dose during the study period,
indicating poor compliance. Research by Kyngés (2000), conducted in Finland, explored
compliance from the perspective of young people. Questionnaires were administered to
adolescents (aged 13 to 17 years) with five chronic conditions, including asthma and
diabetes. Sixty percent of adolescents placed themselves in the category of satisfactory
compliance, 23% indicated that they fully complied with their health regimen and 17%
reported poor compliance. Although studies have indicated poor compliance amongst
young people, little research has explored in detail the management of chronic

conditions by young people and their parents.

Although discussion of the concept of compliance was widely addressed in the literature
in reference to young people, the concept of concordance was largely absent. Sanz
(2003) highlighted considerations that need to be addressed in relation to concordance
with young people; the involvement of the parent in the process, the extent to which
young people should be involved in decisions about their care, whether health care
professionals should focus on the provision of information for parents or young people,
at what age should children be addressed directly about their illness and what should be

done when parents’ and young people’s views do not coincide.

Within the study of adults with chronic conditions much attention has been paid to the
affect of a chronic condition on a person’s life and self-identity. Several models of
chronic illness have been developed which have outlined how the experience of chronic
illness disrupts the lives of adult sufferers. As a result of their chronic condition adults
have to make adaptations to their lives to accommodate the limitations imposed by their
chronic condition or its treatment. The onset of a chronic condition in adulthood has

also been shown to impact not only on the physical well-being of the individual, but also
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to affect their self-image and their sense of self-worth (Charmaz, 1983). Within the
study of children with chronic conditions reference to models of chronic illness have
been absent. There has been limited examination of the impact of a chronic condition
on the self-identity of young people, although suggestions of a possible heightened
awareness of self have led to concern of an increased prevalence of eating disorders

amongst some young people.

Research by Jones et al (2000) explored the prevalence of eating disorders in
adolescents with diabetes. Adolescents (n=356) aged 12 to 19 years were selected from
diabetes clinics and schools in three cities in Canada. The sample included adolescent
females with type 1 diabetes and those without. The response rate was 84% from the
sample of adolescents with diabetes and 74% from other adolescents. Participants
completed a self-report package, which included items to identify eating disorders. The
study’s findings identified that adolescents with diabetes were 2.4 times more likely
than their peers to have an eating disorder. The author did not comment on the
completion of the measures in different environments, diabetes clinic or school.
However the large number of adolescents surveyed (n=356) and wide area from which

respondents were recruited indicates generalizability of the findings.

In summary, section 1.2 has reviewed studies which have examined the experiences of
chronic conditions from solely the perspective of young people. Research by Atkin and
Ahmad (2000), Pradel, Hartzema and Bush (2001) and Kyngés (2004) identified the
important role of parents in their support of young people with a chronic condition.

However, no research has examined the nature of this help and support.

1.3 Parents’ experiences of a young person’s chronic condition

Section 1.3 presents literature concerned with the role of parents in the management of

their son’s/daughter’s chronic condition and considers research which has examined

exclusively parents’ views and not those of young people.
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Much research with parents of young people with chronic conditions has reported the
burden of caring for a young person with a chronic condition on the parent. Rydstrom et
al (2004) examined the impact of caring for a young person with a chronic condition on
the parent. Rydstrom et al’s (2004) research, conducted in Sweden, examined the
views of mothers (n=17) of children aged 6 to 16 years with moderate to severe asthma,
two mothers were interviewed twice. Mothers were selected for participation in the
research by an allergy nurse in a hospital. In depth interviews were conducted to
examine the impact of dealing with a chronically ill child on the family and the well-
being of family members. A constant comparative method (Strauss and Corbin, 1990)
guided analysis. Mothers reported being accessible for the child with asthma, as the
unpredictable nature of the condition meant they had to be constantly available. Asa
result the mother was less available for other family members, a factor which mothers
felt other family members did not understand. In outlining the methodological approach
to this research the author reported that two parents were interviewed twice but did not
explain the reasons for this or how such data were dealt with. Lack of information
regarding this point and the use of selective sampling limits the generalizability of the

study findings.

Research conducted in Canada by Azar and Solomon (2001) examined the ways of
coping adopted by parents (n=60) of children aged 8 to 11 years with diabetes. Parents
were recruited through the Juvenile Diabetic Foundation and adverts in local
newspapers and children’s hospitals. During a home interview parents were
administered with the Ways of Coping Questionnaire to assess the coping strategies of
parents of young people with diabetes. The coping strategies of mothers (n=30) and
fathers (n=30) were compared. Mothers were found to be more involved in the
management of their child’s diabetes, with fathers distancing themselves from the child
and their condition. In this comprehensive study the large sample size (n=60) was a
positive feature, yet the use of a self selecting sample indicates respondents had a
particular interest in the condition, questioning the application of findings to a wider

population.
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Coping in mothers and fathers of children with diabetes in the UK has been examined
by Eiser et al (1993). Questionnaires were sent to 107 parents (62 mothers and 45
fathers) to determine their confidence in coping with their child’s diabetes. Parents
were recruited through an advert in a newsletter of the British Diabetic Association,
parents were requested to contact the researcher if they were willing to participate in the
research. One hundred and eighty-four parents contacted the researcher and were sent
questionnaires, 107 questionnaires were returned. Questionnaires obtained demographic
data and contained four sections related to aspects of parental coping. The first set of
questions focused on the parents confidence in managing their child and their illness (9
items rated on a five point scale, 1=not at all confident, S=very confident indeed), the
second section concerned parents perception of the extent to which the child’s diabetes
affected their school achievement, sports, ability to go out alone, age appropriate
independence, relationships with friends and teachers and self care (rated on a five point
scale 1=not at all, S5=very much indeed). The third section contained 33 items (adapted
by the authors from McCubbin et al, 1983) to examine the extent to which parents found
coping with an illness was helped by three factors; family, social support and medical
care. The final scale contained 36 items from the parent behaviour inventory, created by
the University of Iowa, to establish parent behaviours in relation to involvement, limit
setting, responsiveness, reasoning guidance and intimacy. Children completed two
measures, an adaptation of the diabetes self-efficacy scale (Grossman, Brink and
Hauser, 1987) altered by the authors (22 items, responses on a 5 point scale, 1=I am very
sure I cannot do that, 5=1 am very sure I can do that’) and the health locus of control
measure, 30 items rated ‘true’, ‘false’ or ‘don’t know’. Children’s measures were not
analysed in relation to the child’s experience of diabetes, but rather in relation to the

parents measures of coping.

Parents who returned the questionnaire had children aged 9 to 15 years. For mothers,
the longer time since diagnosis the less helpful they reported medical support to be. In
fathers, the longer time since diagnosis the less confident they perceived themselves to

be in managing their child’s diabetes. Mothers who identified themselves as more
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confident rated themselves as less warm and intimate towards their child, the converse
was true with fathers. Those fathers who indicated more confidence in the questionnaire
reported greater intimacy with their child. Differences in coping between mothers and
fathers, who indicated from their questionnaire they were confident with managing their
child and their diabetes were also identified. Confident mothers indicated that support
from the family was important and coping by doing things (autonomy) or gaining
medical knowledge was less helpful. In contrast to this, confident fathers rated medical
knowledge as important but found support from other family members as less helpful.
Eiser et al (1993) hypothesised that parents’ confidence would be related to children’s
scores of efficacy in diabetes management and locus of control, as confident parents
would provide good role models. Contrary to the expectations of the author, no
association was found between parent’s confidence and children’s efficacy beliefs. In
cases where parents responses indicated that they rated family coping as helpful the
child had a lower self-efficacy score, the less they were able to perform diabetes tasks.
Mothers who rated medical knowledge as more helpful had children with higher self-
efficacy scores. Eiser et al (1993) concluded that parent’s attitudes towards diabetes and
coping abilities might affect their child’s locus of control beliefs and diabetes efficacy.
The large study sample is a strength of this research, as is the inclusion of measures
completed by children to examine the influence of parental coping on the beliefs and
behaviours of children. Limitations of this research include the self-selecting sample

which limits the application of findings beyond the study sample.

Ganong, Doty and Gayer (2003) focused upon the experiences of coping with a child
with cystic fibrosis (CF) by divorced mothers. In-depth interviews were conducted in
America by registered nurses with expertise in CF. Mothers were recruited to take part
in this research through a non randomised method with use of medical records and a
telephone call made to them by the researcher. Divorced mothers (n=13), some of whom
had remarried or were cohabiting at the time of interview, with a child with CF (aged 5
to 18 years) were interviewed within the clinic setting. Mothers reported a close bond

with their child with CF and maintained constant vigilance in the treatment of their
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child’s condition. Despite enjoying this closeness, mothers also reported feeling
overwhelmed by their sole responsibility for their child’s condition, financial issues and
managing the household without another adult. All mothers felt that their
son’s/daughter’s diagnosis of CF had directly led to, or contributed to, the break up of
their marriage. Ganong, Doty and Gayer (2003) noted that the breakdown in the
parents’ relationship further distanced the father from the child with CF and led to an
even greater closeness between the mother and her child. This research also identified
problems when fathers re-marry and a further family environment is formed. Mothers
described going to great lengths to ensure their ex-spouse’s new partner understood the
severity of their child’s condition. This research provided a comprehensive insight into
the views of mothers who were divorced and their experience of having a son/daughter
with CF. The length of interviews, two to two and a half hours, an in-depth approach to
data collection, was a strength of this research. The use of three researchers and a
constant comparison method in the analysis ot data provided confidence in the
management and analysis of data. The author does not comment on the nurse
conducting the interviews, or state if the nurse was involved in the child’s care. Use of
a non-randomised method to sample parents suggests limits to the application of these

findings to a wider group.

Other studies have focused upon parent’s experiences of managing their
son’s/daughter’s chronic condition. Research by @stergaard (1998) conducted in
Denmark, involved qualitative interviews with parents (n=20) of thirty children with
asthma aged 2 to 15 years, recruited from an outpatient asthma clinic. Data were
collected with the use of semi-structured interviews which aimed to describe parent’s
perspectives of their child’s asthma. The majority of parents reported being able to
recognise patterns of asthma in their child and were alert to signs of worsening of their
child’s condition. Parents felt that they could understand and monitor their child’s
asthma better than the doctor. Interviews with parents enabled their views to be
documented in detail. This study was conducted in Copenhagen where differences in

family culture and health care provision suggest caution in generalizing findings to the
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UK, although a lack of research conducted in the UK into the experiences of parents of
the management of asthma, merits examination of this research in relation to the issues.
A lack of sampling strategy information provided by the author was a weakness of this

paper which reports parents were selected strategically but gives no further information

regarding how this process was conducted.

Research by Peterson-Sweeney et al (2003), conducted in America, also concerned
parents’ perceptions of their child’s asthma. Nurses conducted semi-structured face to
face interviews, with use of open questions, with mothers (n=18) of children aged 2 to
18 years. Parents were recruited through the use of purposive sampling in the hospital
setting. Eight themes emerged in relation to asthma management; the parent knowing
the child best, trial and error in the management of asthma, partnerships with health care
professionals , the need for more information, negotiating responsibility, hassles and
worries, preferences with medication administration and the benefits of medication
outweighing the side effects. Findings indicated that mothers controlled asthma
management, the administration of medication, visits to health care professionals and
communication with schools and day care centres. In most cases fathers were not
involved in the management of the condition. Parents assumed the primary role of
initiating or changing asthma medication and reported using trial and error as a way to
gauge the correct medication for their son/daughter. A third of parents indicated distrust
of the health care professionals involved in their child’s care and six parents (n=18)
commented that they disagreed with the health care professional regarding medication
prescribed for their child. Parents described how the negotiation of responsibility for
asthma occurred as children reached school aged years, before this time the parent was
in sole control of the treatment regimen. Half of parents reported power struggles with
adolescents regarding issues of responsibility. The extensive nature of in-depth
interviews covering a broad range of issues gives strength to this research. However,
the use of purposive sampling and the small sample size limits the application of these

findings to other young people with asthma.
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Parental involvement in the management of chronic conditions has been explored in the
USA with adolescents with type 1 diabetes. Hanna and Guthrie (2003) recruited 31
parents of adolescents (aged 11 to 18 years) with type 1 diabetes from diabetes clinics.
Parents completed four self-administered instruments while waiting for a clinic
appointment, or were administered the items over the telephone. The Parental
Involvement in Performance of Diabetes Management Checklist was formulated by the
authors to include 34 items related to daily diabetes management (such as insulin
administration) and non-daily role of diabetes management (such as obtaining supplies
of medication). Answers were coded as ‘parents involved’ (either parent did item or
both parent and adolescent did item) or ‘not involved’ (either adolescent did the role
alone or nobody did the role). Items were summed for total diabetes management
performance score. The second measure, the Parental Involvement in Decision Making
for Diabetes Management Checklist contained the same 34 items as the previous
instrument, this time parents were asked who made decisions about each item, rather
than who performed the tasks. Again, responses were coded as ‘parent involved’ or ‘not
involved’, items were summed. Parents also completed the Communication Amount for
and Communication Agreement About Diabetes Management Checklist, this again
contained the same 34 items, parents were asked to answer ‘yes’ or ‘no’ in relation to if
they talked with the adolescent about each of the diabetes management tasks, they were
then asked to indicate ‘yes’ or ‘no’ to whether they and their adolescent agreed about
each of the tasks. Finally, parents completed the Parental Support for Diabetes
Management Checklist containing the same 34 items. Parents were asked if they tried to
help their adolescent with each of the management tasks and were asked to indicate
‘yes’ or ‘no’ for each statement, again items were summed. Results indicated that there
was a high degree of parental involvement in performance, decision making,
communication and support for diabetes management. The mean scores for parental
involvement in performance of diabetes management tasks decreased from early to
middle to late adolescence. Mean scores for parental involvement in communication,
support and decision making in diabetes management decreased from early to mid

adolescence and then increased from middle to late adolescence. Use of a Kruskal
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Wallis test indicated no significant differences in parental involvement for different
stages of adolescence. The research of Hanna and Guthrie (2003) provides an insight
into the management of diabetes by parents and young people. The small study sample

for a quantitative approach, is a weaknesses of the research.

In summary, section 1.3 has revealed a focus in the literature upon the impact of caring
for a young person with a chronic condition on their parent. Few studies, @stergaard
(1998) and Peterson-Sweeney et al (2003), have explored parent’s views of the
management of chronic conditions. Only the research of Hanna and Guthrie (2003) was
identified which documented the involvement of parents in tasks associated with the
management of their son’s/daughter’s chronic condition. Only the work of Eiser et al

(1993) has examined the roles of parents in the UK.

1.4 Research concerning young people’s and parents’ experiences of chronic

conditions

Section 1.4 examines literature identified from the search processes which referred to

the roles of both young people and parents in management of a chronic condition.

Research by Williams (2000a, 2000b) has examined the gendered roles in the
management of chronic conditions from the perspectives of both parents and young
people. Williams’ (2000a, 2000b) research involved interviewing twenty young people
with asthma and twenty with diabetes, and their parents. Young people aged 15 to18
years were included in the research. Participants were recruited through a number of
methods hospitals, GP surgeries, snowball sampling and from an advert in a Diabetes
UK publication. This review considers two papers from the work of Williams (2000a,

2000b).

Williams’ (2000a) paper focused on how social constructions of masculinities and

femininities affected how teenagers adapted to living with asthma or diabetes and drew
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attention to different reactions to the use of medication and the management of chronic
conditions between boys and girls. The interviews revealed a gendered approach to the
management of chronic conditions. Girls appeared to show greater adaptation to their
condition and were able to incorporate managing their condition and medication into
their everyday lives and identities. In contrast to this, boys made efforts to reject their
condition as part of their self-identity and attempted to not reveal their condition to

others and conceal the presence of their asthma or diabetes.

A further paper by Williams (2000b) described gender differences between the roles
mothers reported performing for sons compared to those mothers reported performing
for daughters. The article focused on the involvement of mothers in their son’s chronic
condition and described the role of mothers in assisting sons to minimise the impact of
their condition on their lives. This role was described by Williams (2000b) as that of an
‘alert assistant’, constantly alert to the needs of their sons and taking steps to assist them
in minimising the impact of their condition on their lives. Williams (2000b) identified
roles performed by mothers were muting the etfects of the illness, absorbing emotions
for their sons, mediating for their sons and liaising between the family world and outside
worlds, such as with schools. Williams (2000b) noted that sons were often unaware of
the work performed by their mothers in relation to assisting with how their condition
was perceived by others and that this role was not present in the mothers of daughters

with chronic conditions.

In-depth interviews in both these studies (Williams 2000a, 2000b) with a number of
young people (n=40) and parents (n=40) provides a robust background for such in-depth
research into the role of gender. The use of interviews with both parents and young
people provides a detailed account of views from the perspectives of young people and
their parents. The recruitment of some young people and parents through the use of
snowball sampling and adverts in publications for those with diabetes suggests

limitations of the study findings beyond the study sample.






























































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































