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Abstract

Background Living with a child with a long-term condition can

result in challenges above usual parenting because of illness-

specific demands. A critical evaluation of research exploring par-

ents’ experiences of living with a child with a long-term condition

is timely because international health policy advocates that

patients with long-term conditions become active collaborators in

care decisions.

Methods A rapid structured review was undertaken (January 1999

–December 2009) in accordance with the United Kingdom Centre

for Reviews and Dissemination guidance. Three data bases (MED-

LINE, CINAHL, PSYCINFO) were searched and also hand

searching of the Journal of Advanced Nursing and Child: Care,

Health and Development. Primary research studies written in Eng-

lish language describing parents’ experiences of living with a child

with a long-term condition were included. Thematic analysis un-

derpinned data synthesis. Quality appraisal involved assessing each

study against predetermined criteria.

Results Thirty-four studies met the inclusion criteria. The impact of

living with a child with a long-term condition related to dealing with

immediate concerns following the child’s diagnosis and responding

to the challenges of integrating the child’s needs into family life. Par-

ents’ perceived they are not always supported in their quest for

information and forming effective relationships with health-care

professionals can be stressful. Although having ultimate responsibil-

ity for their child’s health can be overwhelming, parents developed

considerable expertise in managing their child’s condition.

Conclusion Parents’ accounts suggest they not always supported in

their role as manager for their child’s long-term condition and

their expertise, and contribution to care is not always valued.
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Introduction

Living with a child with a long-term condition

can result in challenges above usual parenting

responsibilities because of illness-specific

demands such as maintaining treatment and care

regimes, social and financial constraints, and

maintaining family relationships.1 Two distinct

areas of research have evolved in relation to

exploring the impact of living with a child with a

long-term condition.2 First, studies that have

focussed on identifying the factors that might

account for variations in the families’ responses

to the child’s illness. Second, studies describing

the experiences and perceptions of living with a

child with a long-term condition. Findings from

studies investigating the impact on parents and

family life in households with a child with a

long-term condition are equivocal, with good

and poor adjustment reported.3–6 A range of

variables such as stress, family functioning and

adaptation have been investigated in an attempt

to understand the variations in families’

responses to living with a child with a long-term

condition.5–7 Fewer family stressors and effective

stress-coping strategies are associated with better

family functioning and adjustment to living with

a child with a long-term condition.7 These

explanatory studies provide valuable informa-

tion about the variables that contribute to par-

ents’ adaptation and coping, but do not reveal

what it is really like for parents living with a

child with a long-term condition.8–10

Studies exploring parents’ perspectives of

how their child’s illness is integrated within

family life, and the contextual factors that influ-

ence their responses to illness episodes can

assist health professionals to develop care pack-

ages and services that more closely meet the

child and family’s needs. Consequently, there

has been an increase in research exploring par-

ents’ perspectives and experiences of living with

a child with a long-term condition.2,8–11 Knowl-

edge about parents’ experiences of living with a

child with long-term condition has the potential

to assist health professionals support parents in

their role as care manager for their child’s con-

dition meets parents’ needs. A critical appraisal

of studies that have explored parents’ experi-

ences of living with a child with a long-term

condition is timely because international health

policy advocates that patients with long-term

conditions become active collaborators in care

decisions.12–14 In the context of children, effec-

tive collaboration involves health professionals

understanding parents’ unique knowledge of

their child and valuing their experiences of

managing their child’s condition.

Aim

This study presents a rapid structured review of

research that has explored parents’ experiences

and perceptions of living with a child with a

long-term condition. The specific objective was

to describe and summarize parents’ accounts of

living with a child with a long-term condition.

Review design and methods

A rapid structured review was employed to

investigate parents’ experiences of living with a

child with a long-term condition using system-

atic methods. Rapid structured reviews are

used to summarize and synthesis research find-

ings within the constraints of a given timetable

and resources and differ from systematic review

in relation to the extensiveness of the literature

search and methods used to undertake the

analysis.15,16 Rapid structured reviews are

appropriate to identify future research priori-

ties or, as in the case of the review presented in

this study, to contextualize empirical studies

prior to undertaking research in a related area.

The methods used to conduct the review were

informed by guidance for undertaking system-

atic reviews developed by the United Kingdom

Centre for Reviews and Dissemination.16 Pri-

mary research studies were included or

excluded based on the following criteria:

Inclusion criteria

1. Studies of parents, guardians, foster parents

or carers living with a child with a long-

term condition;
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2. Studies concerned with parents’ experiences

or perceptions or beliefs about living with a

child with a long-term condition, which

could relate to the child’s health, education

or social care needs;

3. Studies about parents’ management and

decisions relating to the child’s long-term

condition;

4. Studies published in the English language.

Exclusion criteria

1. Studies about children with learning disabil-

ities due to the heterogeneity of the cause of

the disability;

2. Studies with an exclusive focus on children

with terminal conditions because the anxiety

and anticipatory grief that parents experi-

ence is likely to dominate their narrative;

3. Review articles and individual case studies.

Long-term conditions were defined as health

conditions that are permanent and impact on

the child’s growth and development, necessitat-

ing on-going health, social and/or educational

support for the child and family.17–19

Search methods

Studies were identified by searching three

health and social sciences data bases, MED-

LINE, CINAHL and PSYCINFO, which rou-

tinely index qualitative studies and include a

wide range of subject matter.16 A 10 year per-

iod, January 1999–December 2009, was chosen

because studies within this period are more

likely to reflect contemporary health policy

within developed countries, which has a greater

emphasis on parent–professional collaboration

in relation to the management of long-term

conditions in children. An illustration of the

search strategy, using PsycINFO as the exam-

ple, is presented in Table 1.

Additional techniques were employed to

reduce sampling bias and offset the imperfec-

tions associated with the indexing of qualitative

studies20: hand searching all volumes of the

Journal of Advanced Nursing and Child: Care,

Health and Development from 2004 to 2009;

grey literature was identified by searching SI-

GLE, conference proceedings and via e-mail

correspondence with child health researchers;

bibliographies of key papers were reviewed to

identify additional studies.

Article selection bias was reduced by follow-

ing the stages recommended within the CRD

review guidance.16 The electronic data base

searches yielded a total of 356 records; each

title was examined by JS to establish if the

study related to the focus of the review. Sev-

enty titles related to the review focus; the

abstract of these titles were assessed to estab-

lish if the study met the inclusion criteria. Any

uncertainties about the inclusion or exclusion

Table 1 Example of search strategy

PsycINFO data base via OvidSP host system: January 1999–

December 2009

1 (parent* or mother* or father* or famil* or guardian*

or carer* or foster*).mp. [mp = title, original title,

abstract, name of substance word, subject heading

word, unique identifier]

2 ((long-term or long term or chronic or disabling or long-

standing or long standing) adj (disease or illness or

condition*)) [mp = title, original title, abstract, name

of substance word, subject heading word, unique

identifier]

3 Complex needs

4 Medically fragile

5 2 or 3 or 4

6 (child* or paediatric or pediatric or daughter or son).

mp. [mp = title, original title, abstract, name of

substance word, subject heading word, unique

identifier]

7 1 and 5 and 6

8 (experience* or perception* or view* or thought* or

attitude* or perspective*).mp. [mp = title, original

title, abstract, name of substance word, subject

heading word, unique identifier]

9 ((parent* or mother* or father* or famil* or guardian*

or carer* or foster*) adj2 (experience* or perception*

or view* or thought* or attitude* or perspective*s)).

mp. [mp = title, original title, abstract, name of

substance word, subject heading word, unique

identifier]

10 7 and 9

11 Limit 9 to year “1999–2009”

12 Limit 10 to “childhood or adolescence”

13 Limit 12 to “English language”

14 Limit 13 to “empirical study”
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of studies were discussed with FC and HB.

Following abstract screening and review of the

full papers 19 studies were included. A further

six papers were identified from the hand

search, six identified from references of

included papers and three from personal corre-

spondence, resulting in 34 studies being

included in the review (Fig. 1).

Quality appraisal

Quality appraisal involved assessing each study

against predetermined criteria using an appro-

priate tool; Critical Appraisal Skills Pro-

gramme (CASP) qualitative tool,21 and the

Health Care Practice Research and Develop-

ment Unit evaluation tools for quantitative

studies22 and mixed methods studies.23

Data synthesis

Integrative data synthesis based on the princi-

ples of thematic analysis underpinned data

analysis because the primary objective of the

review was to describe and summarize parents’

accounts of living with a child with a long-term

condition.24 Data synthesis followed the stages

of thematic analysis advocated by Braun and

Clark.25 After reading, each paper codes (units

of data) were generated from each of the

reviewed studies. Units of data related to cate-

gories, themes, concepts and metaphors used

to describe the study findings. Codes were sum-

marized and recorded on a data extraction

form to identify patterns across studies. Similar

codes were grouped together into broad cate-

gories. New categories were developed or exist-

ing categories modified as new insights became

apparent until a coherent account emerged.

Bias was reduced by on-going refinement of

categories and discussions between all three

authors. An example of the stages described,

using the categories labelled grief and chronic

sorrow, is presented in Table 2.

Results

Thirty four studies were included in the review.

Characteristics in relation to the geographical

location of the studies, study settings and

Titles identified and screened
n = 356

Excluded
n = 286

Abstracts screened 
n = 70

Excluded
n = 36

Full copies retrieved and assessed for eligibility
n = 34

Excluded n = 15
Condition not health related n = 3
Not parent experiences n = 1
Removal of duplicates n = 11

Studies that met the inclusion criteria
n = 19

Included n =15
Hand search n = 6
Reference lists n = 6
Personal contacts n = 3

Studies included in the review n = 34

Figure 1 Flow chart of study selection process.
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sample size are presented in Table 3. Analytical

methods and key findings are presented in

Table 4. Across studies, a range of family

members participated including mothers,

fathers, foster parents and grandparents. How-

ever, in the 11 studies where both parents par-

ticipated, fathers represented less than a third

of the sample (Table 3). Consequently, the

review primarily reflects mothers’ experiences

of living with a child with a long-term condi-

tion. Participant details in relation to age, eth-

nicity, education, income or social class were

provided in 16 of the 34 studies; parents’ ages

ranged from 20 to 60 years, and they were pre-

dominately from educated, white middle class

backgrounds (Table 3). Children’s ages ranged

from 1 month to 21 years (Table 3). Diabetes,

asthma and juvenile arthritis were the most

commonly represented conditions. Fourteen

studies did not report the health condition of

the children but were included because the

child required long-term health interventions

such as gastrostomy feeding, intravenous medi-

cation, tracheotomy care and home ventilation

(Table 3).

Twenty-seven studies were based on qualita-

tive methods, five studies employed mixed

methods and two studies employed quantitative

methods (Table 5). Interviewing was the most

frequent data collection method, and a range

of analytical strategies were employed

(Table 5).

Summary of the quality appraisal assessment

The research designs and methods chosen were

appropriate to gain in-depth insights of par-

ents’ perceptions of living with a child with a

long-term condition. In some studies, there was

a lack of consistency between the underpinning

theoretical perspectives adopted and the

research methods used to undertake the study.

For example, a study underpinned by

grounded theory used the framework approach

to analyse data rather than the constant com-

parison method more commonly associated

with grounded theory.31 Overall the analytical

procedures and strategies employed to enhance

the studies’ credibility were poorly described.

Findings

Despite the variability in the quality of the stud-

ies, there were similarities across findings. Three

themes emerged from the synthesis of study find-

ings: ‘parental impact’, ‘illness management’

and ‘social context’. Each theme had associated

subcategories; some categories were associated

with parents’ initial response to the child’s diag-

nosis and others evolved over time (Table 6).

Parental impact

Parents’ experienced a range of emotions such

as confusion, disbelief, anxiety, turmoil and a

Table 2 Developing categories and themes from coded data

Author Codes Categories Theme

Monsen30 Initial reactions such as disbelief and confusion were

replaced by worrying about the child

Grief Parent Impact

Maltby et al.29 Fear and anxiety about the impact of the condition for the

child were accompanied by the loss of the image of ‘the healthy child’

George et al.27 Grief was related to feelings of shock, anger, fear, guilt,

denial and were associated with uncertainty of the impact

of the condition for the family

Johnson28 Mothers lived in the present to meet the child’s needs but

re-lived the past as grieving continued

Chronic sorrow

George et al.27 Chronic grief resulted in on-going sadness which increased as

the condition progressed

Bowes et al.26 Revisiting the diagnosis suggested parents’ grief in relation

to the child’s diagnosis is on-going
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loss of identity following their child’s diagno-

sis.26,28,29,31,34,37,47,55,57 These emotions often

dissipated as parents accepted the reality of the

situation and focussed on meeting their child’s

needs.26,31 For some parents, a more enduring

grief commonly referred to as ‘chronic sorrow’

evolved.26,28,31,34 Chronic sorrow resulted in an

inability to retain and assimilate information,34

continually searching for reasons for their

child’s long-term condition26,28,34 and feelings

of self-blame.26,28,31

Adaptation and coping was identified as a

salient feature of living with a child with a

long-term condition. Parent’s adjustment

appeared to be a dynamic process because of

on-going changes in their child’s condition and

stage of development, balanced with varying

family needs.40,46,57 Over time most parents

adapted and coped with living with a child

with a long-term condition.29,44,58 Parents

gained control of the situation by focussing on

their child’s achievements,28,59 performing car-

ing routines which strengthened parent–child
attachment52,57 and becoming more flexible in

relation to care and treatment regimes.33,52,57

However, some parents described being physi-

cally and emotionally overburdened which

manifested as chronic fatigue,39,49,59 frustra-

tion37,52 and feeling emotionally chal-

lenged.43,52,56 Parents of children with complex

needs found the burden of care particularly

challenging because of the physical demands

and lack of support when continuous care pro-

vision was required to meet their child’s daily

living activities.39,43,49

Caring roles often dominated parenting roles

because of the need to provide on-going care

to the child.43,56 Care-giving burdens and a

lack of effective support systems resulted in

parents potentially becoming isolated with few

social outlets.39 Mothers’ experienced the great-

est role change because they were more likely

to assume the role of main carer, which

impacted on their career aspirations.39,59

Fathers’ perceived their role as family provider

and protector was challenged because of

money pressures and claiming financial bene-

fits38,41 and a loss of control because of relyingT
a
b
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on others to support the family.57 In contrast,

living with a child with a long-term condition

provided opportunities for personal develop-

ment such as improved communication25,59 and

organizational skills.53,59

Illness management

A significant feature of living with a child with

a long-term condition related to providing

medical and nursing interventions. To take

control of their child’s condition, parents

needed: knowledge of the condition and treat-

ments33,51; to learn from illness episodes and to

use these experiences to identify and respond

to subsequent illness symptoms in their

child33,53; and to develop effective relationships

with health professionals.32,36 Parents wanted

information about: the disease and treat-

ments32,34; accessing services and support net-

works27,53; and strategies that would help them

cope.51 Parents described difficulties in obtain-

ing information and many were dissatisfied

with the information provided by health pro-

fessionals particularly at the time of initial

diagnosis.27,31,36,53,55 Barriers to effective

information provision included: the overuse of

medical jargon31; insufficient, inaccurate and

unclear information27,51,55; information being

given quickly with little opportunity for

discussion27,51; and inappropriate timing of

information.29

For some families, care-giving formed a sig-

nificant part of parenting their child above

usual parenting tasks.30,34,39,43,52,54,58 Conse-

quently, parents developed considerable exper-

tise in managing their child’s condition and

wanted to work collaboratively and share

responsibility for their child’s care with health

professionals.32 They expected care to be nego-

tiated35 and to be involved in care decisions26

but did not necessarily want sole responsibility

for such decisions.32 Parents’ satisfaction with

their relationships with health professionals

was variable and they identified communicating

with professionals as stressful.31,35,52 Relation-

ships built on mutual respect and trust endured

over time and provided a consistent supportT
a
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mechanism once developed.31 Relationships

were poor when parents felt undervalued for

example being labelled as ‘non-compliant’ if

decisions about their child’s care did not con-

form to professionals’ perspectives.32,35,48,51

Social context

Family life was disrupted because of the unpre-

dictability of the child’s condition such as the

frequency of acute hospital admissions33,54 and

having to accompany the child for therapies

and clinic appointments.34,39,43,52,54 To manage

these disruptions, one parent responded to the

needs of the child with a long-term condition,

whilst the other met the siblings’ needs.52,57

Although working as two ‘subunits’ hindered

attempts at maintaining normality,52 there were

positive aspects to this disruption.56 For exam-

ple, family cohesion strengthened because of

having to effectively communicate about shar-

ing care-giving and family tasks on a daily

basis.36,39,56 Regardless of the child’s diagnosis

parents strove to create a normal family envi-

ronment, which was more likely to be achieved

if parents had a positive view of living with

their child with a long-term condition,34,37

shared responsibility for caring routines38,39,52

and were proactive in managing their child’s

condition.34

Family relationships were strained, regard-

less of the child’s condition, and parents’ per-

ceived living with a child with a long-term

condition placed them at risk of marital break-

downs.38,42,52 The main barrier to maintaining

family cohesion was the time needed to meet

care-giving commitments resulting in parents

having limited opportunities to spend time

Table 5 Research approach and methods (n = 34)

Research approach Quantitative survey Mixed methods

Qualitative approaches

Phenomenology Generic Grounded theory Other1

Number of studies 2 5 11 7 5 4

Data collection Interview Self-report questionnaire Focus group Observation

Number of studies 24 (+42) 7 2 1

Data analysis

Statistical

analysis Phenomenon Ground. theory

Frame work

approach

Content

analysis Thematic analysis Not stated

Number of studies 7 9 5 (+13) 4 3 (+13) 2 (+23) 4 (+23)

1Ethnography, feminist perspectives, narrative enquiry, naturalistic enquiry.
2Studies used interviewing along with other data collection methods.
3Studies used more than one method of data analysis.

Table 6 Parents’ experiences of living with their child with

a long-term condition: immediate concerns and on-going

challenges

Theme

Immediate

concerns On-going challenges

Parental

impact

Making sense

of the condition

Grief and loss

Chronic sorrow

Adapting and

coping

Physical and

emotional

overburden

Illness

management

Learning about

the condition

Monitoring

symptoms

and responding to

changes in the

child’s condition

Interacting with

health

professionals

Mastering technical

aspects of care

Collaborating and

working in

partnership with

health
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alone.56,59 Different approaches to managing

the child’s condition also created family ten-

sions.44,52 In contrast, some studies reported

parents’ relationships were strengthened, this

being attributed to a mutual commitment to

meeting their child’s needs and recognition of

the care burdens placed on the child’s main

carer.38,52 Establishing social support networks

were important aspects of coping with the

child’s condition.45,53 Information about the

availability of support groups and specialist

networks happened by chance rather than

being provided as an integral part of care

delivery.53

Discussion

Changes in policy and service delivery within

western societies have meant that the care of

children with long-term conditions is delivered

primarily at home.39,60 Consequently, parents

of children with a long-term condition have no

choice in mastering complex care and treat-

ments because they are an integral part of their

child’s life.32,34,41 The review found that a sig-

nificant feature of living with a child with a

long-term condition, regardless of the diagno-

sis, related to managing the child’s condition.

Mastering complex care regimes appeared to

develop through experience, resulting in par-

ents developing considerable expertise in the

management of their child’s condi-

tion.27,32,34,35,37,40,43,48,51,53,61–63 The process of

developing expertise was described as blending

knowledge and skill acquisition with experien-

tial knowledge to adapt to changes in the

child’s condition.32,34,43 Through realizing the

detailed knowledge of their child and child’s

condition, parents begin to trust their own

judgements when identifying and responding to

illness symptoms in their child, and if necessary

challenge health professionals’ assessments and

decisions.37 Professionals rely on parents to

provide health-care interventions for their chil-

dren and to recognize changes in their child’s

condition. Yet, parents’ perceive their expertise

and contribution to care is not always val-

ued.26,35 The challenge for health professionals

is to integrate parents’ expertise with their clin-

ical knowledge to improve a joint understand-

ing of the child’s condition and develop

effective treatment and care plans.

One of the catalysts for developing the

expertise to manage their child’s condition was

a desire to secure appropriate services to meet

their child’s needs.35,37 Service provision often

lacked coordination and was not always

responsive to meeting the child’s needs.27,34,43

The review highlighted a gap in the evidence

relating to how services have responded to sup-

port parents’ role in relation to managing their

child’s long-term condition. Whilst parents rec-

ognized their commitment to their children,

with or without a long-term condition, they

perceived it was expected they would take on

the additional responsibility of meeting their

child’s health, development and physical needs

in addition to everyday parenting.32,40–42 The

amount of nursing and medical care required

was significant for some children, yet there

appeared to be a lack of support for parents in

relation to their role as caregiver. One explana-

tion for this lack of support could be that the

focus of health-care delivery is dominated by

prescribing treatments and care plans rather

than developing interventions to support par-

ents in their role as care manager of their

child’s long-term condition.64 Poor coordina-

tion of services could be the consequence of

shifting the responsibility for home care pro-

grammes to parents without a reciprocal shift

in resources or considering the best way to sup-

port parents in their role as the primary care

giver. In addition involving parents, young

people and children in future service panning

and developing outcome measures to obtain

information about the impact of services may

ensure services meet the needs of the family in

the future.65

The shift in responsibility for the day-to-day

care decisions from the health professional to

the family requires professionals to move from

a position of care prescriber to one of collabo-

rator, working in partnership with parents.

This mirrors more generally the broad consen-

sus amongst policy and practice communities
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that health professionals should enable patients

to be involved in decisions about their own

health care.66,67 This review identified parents’

satisfaction with their relationship with health

professionals was variable, compounded by

poor communication and lack of information,

which hindered working in partnership with

health professionals.27,35,36,52,53,55,66 Developing

effective parent–professional relationships has

been described as an evolving process that is

initially professionally dominated but through

time moves to one of collaboration.68 The find-

ings review suggests health professional have

difficulty operationalizing a model of collabo-

ration; although parent–professional interac-

tions take place, they may or may not be

collaborative in nature. Effective collaboration

involves enabling parents to express their opin-

ions using active listening and responding to

parents’ concerns, building rapport with par-

ents, valuing parents’ knowledge and experi-

ences with effective information exchange and

mutual care planning.27,31,32,36,51,63 Although

effective communication is a core professional

skill and a pre-request for engaging effectively

with patients,69 professionals may not be

equipped to meet the learning, information and

support needs of parents.64,70 Research explor-

ing ways to support the learning70 and infor-

mation needs of expert parents71 has potential

to assist health professionals develop interven-

tions and strategies to meet parents’ needs as

the care manager of their child’s long-term

condition.

Change in one member of the family, such

as ill health, impacts on all family members

disrupting the equilibrium of the family sys-

tem.7,12 Families are inherently resilient and

when faced with adversity and work together

to regain stability.5,72 Consequently, there is an

emergence of research exploring the role of the

family in the management of the child’s long-

term condition.73,74 However, as the review

findings identified study designs appear to

favour the recruitment of mothers (Table 3);

fathers, and other family members, remain

under-represented when study participants

include a range of family members.35,37,39,46

Yet, fathers’ involvement in the care and man-

agement of their child’s long-term condition

can impact positively on the child’s well-being

and family functioning.75 In addition, although

parents are primary care givers, there is

increased recognition of the role of the child,

older siblings and extended family in the man-

agement of the child’s condition. The challenge

to researchers is to ensure study designs,

recruitment and data collection strategies are

not biased towards recruiting mothers.

Review limitations

The review has several limitations. First, as this

was a rapid review, all relevant studies may

not have been captured. Undertaking a system-

atic review, where a wider range of data bases

would be searched, may have generated addi-

tional studies. Second, techniques associated

with integrative data synthesis such as meta-

ethnography may have resulted in a greater

theoretical depth to the analysis.24 The third

limitation relates to the heterogeneity of study

approaches. Although similarities existed

across studies, parents’ accounts of disease spe-

cific challenges may not have been captured.

Future research directions

Several gaps in the research relating to expert

parents managing the care of their child with a

long-term condition were identified. First, the

reason for the reported lack of collaborative

working between parents and health profes-

sionals are unclear. Second, there is a paucity

of research exploring and evaluating strategies

to support expert parents in their role as care

manger. Longitudinal research exploring how

parents develop the expertise to manage their

child’s condition could identify ways to best

support parents. Third, although there is an

increase in studies about fathers’ perspectives

of living with a child with a long-term condi-

tion, as identified in a recently publish review

of fathers’ narratives of their contribution to

their child’s health care,75 participants of stud-

ies focusing on long-term condition in children
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remain biased towards mothers. In addition,

research participants are dominated by those

from white, educated, middle class back-

grounds. The methods for undertaking research

about experiences of living with a child with a

long-term condition are dominated by under-

taking face-to-face interviews to elicit partici-

pants’ accounts. Alternative data collecting

strategies may appeal to a wider population.

For example, greater integration of social

media platforms and web-based research activi-

ties to collect data alongside more traditional

methods such as interviewing may capture the

views of participants who may feel intimidated

by an individual face-to-face interview, wish to

remain anonymous, have time constraints and

those who engage in social networking activi-

ties as a means of interacting with society.

Conclusion

The review brings together findings from

research about parents’ experiences of living

with a child with a child with a long-term con-

dition, which was dominated by developing the

skills to manage their child’s condition. How-

ever, parents’ accounts suggest difficulties in

securing the support, in terms of resources and

information, to meet their needs as the child’s

main carer. Through skills acquisition and

experience parents’ develop considerable exper-

tise in managing their child’s long-term condi-

tion and want to work in partnership with

health professionals. However, parents’ per-

ceive their expertise is not always valued, and

they are seldom included in decisions about

their child’s treatment. As the complexity of

care delivered in the home environment contin-

ues to increase, understanding how parents

develop the expertise to manage their child’s

condition may ensure parents receive the

appropriate support to develop their role as

the expert parent.
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