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By Antoinette Maria Menezes

This thesis provides an account of a qualitative study that set out to understand more
about the needs and experiences of children affected by life limiting conditions and their
families. Participants included eleven children, their parents and siblings from ten families
(39 participants in all).

The theoretical approach is drawn towards interpretism and constructionism. Case study
provided the overarching strategy and aspects of the design were drawn from Grounded
Theory. The methods combined participant obsetvation, interviews and an invitation for
young participants, especially, to use their own artwork and photographs to help them
explain their day-to-day experiences.

Findings are presented initially through five conceptual cases (all based on the life stories
of mote than one child). The study identified recurring ‘moments of realisation’ in the
children’s life stories and revealed that these were the times when families recognised the
threat to the child’s life most clearly and needed to communicate with each other but
struggled to do so. It is hoped that the conceptual cases and the concept of ‘moments of
realisation’ will provide professionals with new ways to think about the needs and
experiences of life limited children and their families. This concept challenges notions
about ‘one moment’ to talk to the child about the life limiting nature of their illness and
the somewhat linear notions of illness and dying trajectoty.

Participants in the research used a range of indirect topics to talk about the child’s illness
and dying through the research process. These are used to suggest new ideas for helping
life limited children and their families to talk to each other about the child’s illness and 1t’s

consequences.

The findings suggest that children affected by life limiting conditions gradually integrate

information about their illness and short life expectancy into their sense of self and their
own life story. The children challenged concepts of biographical disruption because they
demonstrated such capacity to incorporate the illness into their life stories and live life to

the full.
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Introduction

Research problem and rationale for the study

This thesis describes research that focused on the experiences of eleven children (from
ten families) diagnosed with conditions predicted to limit their life expectancy to
childhood or only eatly adult years. Parents and siblings from these ten families were also
vital contributors and there were 39 participants in total. Hardly any research to date has

examined the child and family’s perception of this rare but overwhelming experience.

The purpose of this study was to hear from ‘life-limited” children about their day-to-day
encountets and to bring the stoties of the children and their families side-by-side. The
aim was to understand more about the child’s perspective as the member of a family and

in the context of family life.

What faces life limited children and their families is the stark prospect of the child’s death
at some unknown point in the future. The path ahead may have little or no light on it
(given the rare nature of some children’s medical diagnoses). Deterioration in the child’s
health can follow many pattetns but is likely to be protracted and may include survival
from one or many critical episodes. The time from diagnosis to the child’s death may
span many years and yet little is known about the needs and experiences of the child and
family members or how their needs might be met. Where services to support children
with life limiting conditions and their families do exist, the networks of provision and
communication ate complicated and most are funded by the voluntary sector. As a result

families often cope alone, pethaps for many years, with all the emotional, social and

financial costs that this entails.

Study aims

In broad terms this study aimed to further understanding about the experiences of
children living with life-limiting conditions and the experiences of their families; to
uncover more about the nature of this experience, as it is perceived internally (by the
children and their families) and how outsiders interpret and respond to this rare (not just

unusual) situation. The following questions arose:
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How do families face the dilemma of whether or how to be open about the
life limiting nature of the child’s condition within the family?

What is the impact of having a life limiting condition on a child’s developing
sense of self?

Do children who are unable to communicate verbally have active and/or
passive roles in shaping their identities?

What are the cutrent roles of suppott services such as children’s hospices?
What are the challenges and opportunities for developing support that
matches the needs of life limited children and their families more closely?

11 -



Chapter One

1 Background and context

11 Theoretical approach

The experience of life limiting illness from the point of view of affected children has not
been researched and is not well understood. I approached the research questions from
the stance of interpretism and social constructionism for a number of reasons. The
tesearch questions presupposed the ability of children to represent themselves through
tesearch. It was presumed that this might be achieved by meeting the children and their
families, in the general contexts of their lives (in their own homes and schools), hearing
from them in their own words (whete they could communicate verbally) or by being
present, obsetving and participating in events from their daily lives and sharing their

encounters.

From the interpretive petspective knowledge is not objective, inherent and waiting to be
discovered but constructed by people who are constantly interpreting, developing ideas
and meanings and passing them on or re-evaluating and reconstructing new concepts.
Interpretists tend to view knowledge as subjective, assuming that understanding is drawn
from experience and personal perceptions. Therefore, if the epistemological stance of the
researcher is based on the notion that knowledge is generated through a complex
partnership between subjects and objects to construct social meaning, which is personal
and unique to individuals, then the researcher will tend to seek involvement with those
who participate in their research, valuing the uniqueness of each participant and

differences within the group as much as any similanties.

Max Weber’s theoty that society was shaped by individual reactions to it suggests that
people make and alter social order. Constructionism is an extension of this theory,
arguing that all social phenomena are ‘constructed’. They do not exist without recognition
and response, so that by anothet society they may not be constructed as real or could be
interpreted differently (Motrall, 2001). Burr (2000) described four principles of the social

constructionist approach:
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1. A critical stance towards the idea that the nature of the world can only be
uncovered by observation and measurement (positivism).

2. An acceptance that we understand the world in ways that are relative to time and
place, that are historically and culturally specific.

3. An acceptance that knowledge is constructed through social interactions,
especially language. That language is a pre-condition of thought not just an
expression of it.

4. The understanding that socially constructed theories tend to invite response.

Social constructionists bind truth and knowledge to petspective, supposing that meaning
is related to context. Social constructionists place emphasis not on individuals
constructing meaning in isolation but rather on the collective processes of
communication and language, social interaction and all aspects of social context
(environmental, historical and cultural). From the view of social constructionism
predominant ideas come from language and communication between people and are
most powerful in context and might be meaningless or less influential at a different place

or time.

People construct knowledge together and research guided by social constructionism
might set out to understand more about the way social groups construct meaning around
notions such as ‘childhood’ or ‘lllness’ and ‘death in childhood’. The balance of power in
social construction is important because inevitably some social groups have greater
influence than others. Involving children in social constructionist research might also
reveal how children (who have a relatively less powerful place in society than adults)
might choose to represent themselves and their lives and reveal how children might
construct their own meanings about ideas such as ‘childhood’, ‘llness’ or ‘death and dying
in childhood’.

This research was embedded in interpretism and social constructionism because it set out
to understand the subjective interpretations of participants (children with life limiting
conditions and their families). The aim of the design was to create a framework for the

children, their families and myself to work in partnership. This was intended to be a joint
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venture in which my own function was to keep the children and families focused on the

aims of the study.

1.2 A personal account

Within qualitative research it is acknowledged that the identity, values and beliefs of the
researcher cannot be entirely eliminated from the research process. Therefore in contrast
to the ambitions of the positivistic approach, the interpretist attempts to explore their
subjective position or at least bring it to the fore. Some years ago I was senior staff nurse
on a ward for people with respiratory problems. Many of the patients were young people
with cystic fibrosis who wete admitted on repeated occasions. One Monday afternoon I
returned to work after my weekend off and was confronted by a teenage girl who
suffered from cystic fibrosis. She demanded, ‘Where were you all weekend?’ I resented
her tone and the implication of her question, did she think I didn’t deserve a break ... 1
asked, “Why?’

She explained, ‘I was admitted on Friday and there was no room for me here so I got put
on another ward. No one knew me. I was really sick and they all thought I was dying so
they put me in a side room, out of the way. All weekend no one came in unless they had
to.” I sat next to her not knowing what to say except ‘Sorry’. She looked at me for a time
and then put her hand on my shoulder, ‘I just needed people I knew. I knew I might die
and I didn’t want to be alone. The nurses didn’t know what to say to me ... so they said
nothing, unless they had to ‘do things’ like sort out the drip ...” She was 16 and she died
within months.

This moment stayed with me for many years. At the time I felt inadequate and frustrated
with the system that I was part of but felt powetless to change. I was left with questions
about how setvices and individuals might respond better to the needs of young people
who may only have a shott time to live. This brief moment with a dying 16-year-old girl
began my journey to this research. There were many steps along the path including an
MSc study in which I explored the experiences of parents whose children suffered brain
injury after cardiac surgery. However I did not yet have the courage to talk to the children
directly. Over the next two or three years, being part of a new and emerging children’s

hospice setvice and undertaking training in ‘How to involve children in research’ (held at
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York University), developed in me a belief that children are insightful about their own

lives and can actively participate in research.

I began this research as a nurse concerned about the experiences of an adolescent in my
care. I acknowledge that being part of a children’s hospice service has inspired my
approach to this research and permitted me contact with a group of children and families
who would be difficult to recruit any other way. Since each child and their family require
a package of care, children’s hospices are part of a broader network of palliative care
services for children. Therefore I have sought to understand more about the needs and
experiences of life limited children and their families, not from the perspective of one
service but through the children and families’ explanations of their own lives, and day-to-

day experiences.

I decided at the outset of the study to be open with parents that I was the primary carer
for a close family member, above all in case I had to cancel planned visits with the
children. Most patents just accepted my simple explanation and told me to just let them
know. Two mothers and one adolescent asked who I cared for and enquired about my
mother whenever we met. Although the stoties of some families mirrored my own
experiences | did not discuss this with participants in case it changed the focus of their
interviews from their own priorities to mine. I had access to an independent counsellor
throughout the study and he provided me with invaluable support for all personal and
professional issues that atose. I also used a reflective diary to capture and explore my own

experience of the study.

At the start of the study I wortied whether any child would confide in me at all. My
natural instinct was to be playful with children. Although I have no children of my own,
the children of family and friends are people whose company I enjoy and we have lots of
fun together. Being a ‘researcher’ trying to work with children was different and
uncomfortable for me to begin with. However I made an early entry in my reflective diary
to make no judgements about work with the first child until our third meeting. This was

good advice to myself.
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1.3 Defining terms
In 1993 it was suggested that understanding about needs and care requirements for
children with life limiting conditions could be held back by the absence of agreed

definitions for even the most basic tetms - for example, ‘child’ (Sutherland et al, 1993).

In keeping with other relevant policy and service development guidelines, children will be
defined here, as young people from birth to 18 years of age (ACT and RCPCH, 2003;
British Government, 1989). The children at the centre of this research represent a
complex group who suffer from a wide range of medical conditions all with different

incidence patterns, symptoms and consequences.

“A clear understanding of the client group is required since children in need of palliative care are
likely 1o cross other classifications used by health (for example, children with disabilities or long-
term illness) social services (for excample, children with special needs) and education (for example,

children with special educational needs).” (ACT and RCPCH, 2003 p11)

There is little consistency within the emerging literature about how to refer to children
living with shortened life expectancy over months or years (Crossley et al, 1994). An early
analysis of the work of a children’s hospice (Burne et al, 1984) described the children’s
conditions as: terminal illness; progressive and incurable; and vety severe handicap. In the
last decade authors have sometimes defined this group of children as life threatened and
likely to die prematurely from non-malignant disease (Lenton et al, 2001) or as children
with neurodegenerative life threatening illnesses (Steele, 2000). Others (Nash, 1998; While
et al, 1996a) refer instead to children suffering from life limiting conditions who are likely
to die in childhood (before the age of 19). Some efforts have been made to disentangle
the differences between ‘life threatening’ and ‘life limiting’ conditions. Sutherland et al
(1993) suggested that life threatening conditions are those for which medical cure may be
possible but life limiting conditions are those for which no curative treatment currently
exists. However Lenton et al (2001) found little distinction between use of these terms
and argued that individuals can oscillate between chronic illness or disability which

becomes a threat to their lives, especially at times of acute exacerbation.
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In terms of general language, the word ‘threatened’ indicates ominous signs of a source of
harm or danger. It is interesting to note that the opposite of threatened is reassured.
Anything that is threatening is intimidating and imperils the individual under threat,
however the outcome of threat is never certain. When authors write about children with
‘life threatening’ conditions they indicate an illness that places the child’s life in jeopardy
but might be cured. Frequently potential treatment is expressed in language reserved for
combat (for example, ‘battle’, brave fight’, ‘not giving in’) implying an active role for the
‘threatened’ and their ‘allies” (Dixon-Woods et al, 2003). These notions are common in
the general media and can be found in medical literature (Davies et al, 2004; Dixon-
Woods et al, 2003).

In everyday use the wotd ‘limited’ is more complex. It refers to bounded phenomena,
restricted in some way ot having a parameter (boundary or edge). The opposite of limited
is limitless or infinite. In referring to medical diagnoses as ‘life limiting’ it appears that
reference is made to the unexpected and untimely border around the child’s life
expectancy; a life that is likely to be shortened but often with immense uncertainty about
when. The language of ‘conflict’ is not so evident in the media or medical literature
pethaps because the ‘fight’ seems futile when cure is doubtful. We might resist a threat

but a boundary is inevitable, even if it is invisible for a time.

From a social constructionist perspective, language is relevant because it plays a role in
the wider construction of meaning. What does it mean socially to hear that a child is %ife
limited’ or a group of children suffer from ‘life threatening illness’» What do these terms
mean to the children and families? How do setvices build systems of support for life
limited’ children and their families?

ACT and RCPCH (2003) take ‘life limiting conditions’ as the overarching term and

delineate it into four broad groups:

a. Life threatening conditions for which curative treatment may be feasible but
can fail for example, Cancer.
b. Conditions where there may be long petiods of intensive treatment but

premature death is still possible for example, Muscular dystrophy
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c. Progressive conditions without curative treatment options, where treatment is
palliative but may extend over many years for example, Batten’s Disease.

d. Conditions with severe neurological disability, which may cause weakness and
susceptibility to health complications for example, severe multiple disabilities
following brain or spinal cord injury.

(ACT and RCPCH, 1997 p7)

The terminology used throughout this thesis follows that given by ACT and RCPCH,
(1997). ‘Life limiting’ is used as the overarching term for conditions that shorten the life
expectancy of affected children. However, terms used by other authors are drawn into
the literature review so that the essence of original research is not diluted and to maintain

the integrity of the review.

14 Epidemiological data

Information about the number of children suffering from life limiting conditions is
fragmented and uncertain, still failing to clarify what Baum (1994) called ‘the magnitude
of the problem’. Broadly deaths in childhood can be divided into those which are sudden
- for example from road traffic accidents, and those which are not immediate but
inevitable - for example, from Batten’s Disease (Baum, 1994). Difference between these
equally devastating experiences, lies in the cumulative pressures on families of facing this
prospect on a day-to-day basis and pethaps in opportunities for the child and their family
to prepare and to be supported in this process. Mortality rates are available in the UK
(British Government, 2003) but only show the number of children who die at any given
time. They do not account for children living with conditions that limit their life

expectancy.

In a series of epidemiological studies based on the medical records of children with
‘complex chronic conditions’ who died in Washington, Feudtner and colleagues
(Feudtner et al. 2002; Feudtner, Christakis, and Connell 2000; Feudtner, DiGiuseppe, and
Neff 2003; Feudtner, Silveira, and Christakis 2002) illustrated where these children died
and the complexity of their needs. The authors classified nine major categories of
complex chronic conditions: cardiovascular, neuromuscular, malignancy, respiratory,

renal, metabolic, gastrointestinal, haematologic/immunologic, and other
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congenital/genetic conditions. It was found that children who died of complex chronic
conditions suffered from multiple medical conditions and 44% had a diagnosis
representing one major category, 13% had diagnoses representing two major categories
and 4% had diagnoses representing three or more major categories (Feudtner et al, 2002).
Feudtner, DiGiuseppe, and Neff (2003) found that unlike infants, children and young
adults who died of chronic conditions other than leukemia lived outside of the hospital
for most of the last year of their life and were more likely to die at home (Feudtner et al,
2002). Despite arguing for a non-categorical approach to the development of support,
Feudtner et al (2002) also highlighted the need for flexibility so that individual differences

would still be catered for.

In the UK While et al., (1996a) listed the many conditions that limit life expectancy in
childhood. However, prevalence data existed for very few of the more common
conditions - for example, cancer and duchenne’s muscular dystrophy (ACT and RCPCH,
2003). Some conditions ate so rare that there may be only one affected child in this
countty or across the world. Even if robust information about prevalence were available,
issues telated to life expectancy would still be complicated, often depending on the
vulnerability or vigour of each child. Therefore the exact number of children in the UK
with life-limiting conditions is not known and the issues are complex. Figures tend to
converge on 10 per 10,000 children aged 0-19 per annum (ACT and RCPCH, 2003) and
it is estitated that there are between 15-20,000 children in the UK with conditions that
mean they will not live to reach adulthood, (ACH, 2000).

Lenton et al (2001) described motbidity in 93 children suffering from non-malignant life
threatening conditions. It was found that of the children assessed most suffered from
multiple disabilities: 64% had problems with mobility; 57% had problems with
manipulation and hand function; 45% had some difficulty expressing or understanding
spoken language; 33% had hearing impairments; and 25% suffered visual impairment.
This study illustrates that many children suffering from life limiting conditions have
complex physical needs and require constant and complete care. Others suffer
progtessive detetioration, so that skills and abilities dissipate whilst care needs increase.
Some of the children are able to attend mainstream schools whilst others have learning

difficulties and require individual educational support. Children across this wide range of
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needs and ages need to be represented in research to set in motion the process of
capturing information that reflects this varied group. Then evolution of services catering
for these children and their families can begin to be based on evidence that reflects the

extent of their diversity.

15 Service provision

Thornes (1990) described the key findings of the working party on the ‘care of dying
children and their families’ set up by the National Association of Health Authorities
(NAHA), the King’s Fund and British Paediatric Association in 1987. The distinct needs
of life limited children were not clear and the word ‘hospice’ seemed to generate a
misconception amongst the general public of children dying of cancer who needed

facilities like those provided for adults (Thormes, 1990).

In 1996/97 the Department of Health commissioned the studies of While et al (1996a &
b — both studies ate desctibed in detail in the appended Table of Evidence) and an
evaluation of the pilot project programme for children with life threatening illnesses
(DoH, 1998). Recommendations included: better coordination of care in each district;
inclusion of children’s community nurses and social wotkers in palliative care teams; and
opportunities for children and families to have respite breaks. Goldman (1994) argued
that support available at that time was inadequate and distributed unevenly. Noting that
much of the available support was provided by charities, Goldman (1994) urged Health
Authotities to give priority and identify funding to fill the gaps in provision of palliative

care for children.

“Palliative care for children and young people with life limiting conditions is an active and total
approach to care, embracing physical, emotional, social and spiritual elements. 1t focuses on
quality of life for the child and support for the family and includes the management of distressing
symptoms, provision of respite and care through death and bereavement. It is provided for
children for whom curative treatment is no longer the main focus of care and may extend over

many years.” (ACT and RCPC, 2003 p6)

Palliative care for children is described (ACT and RCPCH, 2003) as special in the

following ways:
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e Fewer children than adults die

e Death in childhood can be caused by many extremely rare conditions

e  Children may need palliative care for a few days, months or many years

e  Many of the illnesses are familial and genetic counselling may be needed

e  Care should include the whole family who are all affected by the child’s illness

e DPhysical, emotional and cognitive development is reflected in children’s
communication skills and the ways that they understand their illness and death

e  Play is vital to children and education is a legal entitlement

Care for life limited children and their families is inter-disciplinary and combines elements
of statutory and voluntary sector provision. In the community, palliative care for children
necessitates partnership and collaboration between paediatricians, community children’s
nurses, children’s hospices, social workers, psychologists, occupational therapists,
physiotherapists and speech and language therapists (ACT and RCPCH, 2003). It is
argued therefore that,

“Well co-ordinated support between specialist centres and local teams is needed to prevent families
Jeeling isolated.” (ACT and RCPCH, 2003 p10)

The first children’s hospice in the wotld was opened in Oxford (Helen House) in 1982.
To date 32 children’s hospices have opened across England, Wales, Scotland and
Notthem Ireland, and ten more are planned. Children’s hospices are independently run
charity funded bodies. Children’s hospices operate on various models, sometimes
providing community based care as well as opportunities for children and families to take
respite breaks at purpose built facilities. Care and support is available from the moment
of diagnosis to the child’s death and for the family through bereavement.

Stein et al (1989) examined family perceptions of the care provided by one children’s
hospice using semi-structured interviews and self-report questionnaires. It was found that
parents often self referred to the hospice and valued the non-hospital environment, the

emotional suppott and time to talk with staff. Families valued staff experience especially
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if their child had a rare condition (Stein et al, 1989). Symptom control was important.
Although parents had reservations about exposure of their child to other sick and dying
children, they found it helpful to meet other families with similar experiences to their
own (Stein et al, 1989). Support for the whole family including siblings was very

important to the families studied.

An independent evaluation of a children’s hospice (Phillips and Burt, 1999) found that at
first the idea of referral to a children’s hospice concerned some families who feared it
signified that their child was dying. The researchers called for better information at a
national level. Phillips and Burt (1999) interviewed 28 children and family members.
Young people highlighted that hospice services provided for them sometimes failed to
offer written information for children or young people of any age and argued that this
was an important consideration (Phillips and Burt, 1999). The researchers included
childten who communicated non-verbally by involving individuals who knew the children
well (usually patrents) and showing the children photographs of the hospice and staff to
observe their reactions to simple questions. It was suggested that with extra time and
expetience more might have been done to include these children and understand their

expetiences (Phillips and Burt, 1999).

A sutvey of caters whose children were refetred to a community based palliative care
service included the administration of questionnaires at referral and six months later
(Hotrocks, Somerset, and Salisbury 2003). The results demonstrated that before using the
service nearly half the children were rated by their main carer as experiencing
considerable distress. Perceived problems were frequently due to emotional or practical
care needs rather than the child’s physical illness. Carers reported that their information
needs, and the child’s needs for nursing care improved with support from the service.
Distress ratings reduced slightly after families began to use the service but there was no

decrease in needs for equipment or respite (Horrocks, Somerset, and Salisbury 2003).

The study of Robinson and Jackson (1999) provided a description of children's hospice
use and provision. The average age of the children was 9.7 years and one fifth had
severely limited life expectancy. One third of families were lone parents and 12% came

from minority ethnic backgrounds. Families were said to value the facilities, environment
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and care provided. For one third of families the hospice was their only source of respite
and the others used one other facility. On average children stayed at the hospice for 20
days/year. The researchers were critical of the lack of planned activities for children with
multiple impairments on the three days they spent at four children’s hospices (Robinson

and Jackson, 1999).

Notably absent from most of these studies ate the voices of the children using the
services. Article 12 of the United Nations Convention on the Rights of the Child (1989)
states that children have a right to be consulted on matters of concern to themselves.
Article 23 states that a mentally or physically disabled child should enjoy a full and decent
life, in conditions that ensure dignity, promote self-reliance and facilitate the child’s active

participation in the community.

1.6  Structure of the thesis

Chapter two describes a review of the literature, beginning with an introduction that
explotes the theoretical implications of involving life limited children in research.
Particular attention is paid to selected theoties of child development relevant to:
petsonality and identity development, children’s developing understanding of death,
potential for the growth of all children through social interactions, and the complex social
systems within which children live. Although theoties of child development provide
structures for understanding how most children change as they grow, it is argued that

they fail to account for differences in individuals.

The literature review illustrates how little tesearch is available to uncover what it is like to
live and grow up as a child affected by a condition that limits life expectancy to childhood
(from the child’s point of view). Available studies tended to focus on the experience of
cancer in childhood but rarely included the child’s perspective of living with shortened

life expectancy over months or years.
Children suffering from the wide range of life limiting conditions, particularly those with

complex disabilities and communication difficulties are barely represented. The voices of

life limited children and their families about their day-to-day experiences are largely
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missing from research. Finding ways to hear from this group with mixed skills and

abilities might provide insights relevant to studies of other vulnerable social groups.

The three central arguments of the teview are firstly, that experience may enhance
children’s concepts of death in spite of their chronological age and therefore be very
relevant to our understanding of dying children. Secondly, children suffering from life
limiting conditions need information about their diagnosis, treatment and prognosis.
However, there is limited evidence based advice for adults about how to communicate
with children about their own dying and virtually no advice about whether, when or how
to raise these topics with children who may have months or yeats to live. Thirdly, the
review suggests that the child’s illness impacts on the whole family and families manage
by understanding and reacting to overarching patterns in the child’s illness. Therefore,
families want professionals to understand the wider picture of their lives, although the

importance of including whole families is rarely considered in research design.

Chapter three describes the methodology, highlighting some key issues about involving
children in research from the current ethical debates to consideration for the links
between children and their families. Special attention is paid to the inclusion of children
who communicate non-vetbally. It is suggested that the challenge for researchers is to
find ways to include all children with experiences relevant to the research question, from

the youngest to the most disabled.

Case study was adopted as the overarching strategy and the design draws on grounded
theoty methodology. A case study approach is considered pertinent to the investigation
of people centred problems, focusing on contemporary phenomenon in real-life context,
when the boundaries between phenomenon and context are not clearly evident. Yin
(1994) argued that the distinguishing strength of case study is the opportunity it offers to
include a wide range of evidence. The case (unit of analysis) here was the child affected
by a life limiting condition and their family. Grounded theory (Glaser and Strauss, 1995)
provided the rationale for choice of cases (sampling), data (information collected because
of its relevance to the reseatch question), data gathering processes and analysis

techniques.
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Essentially data were collected through topic-guided interviews, participant observation
and participants (particularly the children and their siblings) were invited to use their own
artwork, photographs or video (either from the family collection or specifically taken for
the research) to help them explain about their day-to-day experiences. The objective was
to encourage the children to find ways to represent themselves and their experiences,
whilst using the research role to keep participants focused on the subject under

investigation.

Chapter four introduces the reader to the life stories of life limited children and their
families through a series of five conceptual cases and begins to reveal that, although being
affected by a life limiting illness is not one experience, there were common recurring

patterns within the life stoties of participating children.

In chapter five the theoretical concept I have called ‘moments of realisation’ is introduced
and discussed in detail. Concepts of trajectory in relation to the life stories of children
taking part in this research are also explored. The chapter dllustrates how some aspects of
the theoretical concept of trajectory might be helpful to understand the course of life
limiting illness in childhood but also explores some of the problematic aspects of the

somewhat linear nature of the concept of trajectory in compatrison to the complexity of

the course of life limiting childhood illness.

Chapter six examines communication and awareness amongst the children and their
families. It reveals how the subject of the child’s life limiting illness was managed in
smaller less direct topics (probably unconsciously) by the children and families, the role of
personal and shared experiences for life limited children and their families, and how

participants described the wider context of the lives.

Chapter seven focuses on the voices and experiences of the children. It explores the idea
of the child’s developing sense of self and how the illness was constructed and explained

by the children and families. In this chapter I also explore how families worked to know

and represent the children who were less able to represent themselves.
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Chapter eight draws together ideas from the findings of the study especially for
facilitating talk between children and families when the child is affected by a life limiting
illness.
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Chapter Two

2 Literature review

2.1 Search strategy and challenges

The purpose of this review was to highlight what is known about the needs and
experiences of life limited children and their families especially from the child’s point of
view. Literature about children with limited life expectancy and their families is scant and
fragmented (Cooley et al, 2000; Corr and Corr, 1988; Gold, 1997; Sheldon and Speck,
2002). The range and variation even within a single diagnosis means that using diagnosis
as a category for searching the literature only identifies information about selected groups
not the wider population of life limited children and their families. In addition, children
who are affected by conditions that limit their life expectancy have a range of physical,
developmental and emotional needs and the multi-agency, multi-disciplinary nature of

support required further complicates the task of finding relevant studies.

2.3  Searches and search terms

Searches included available literature from about 1960 to 2007, using the bibliographic
databases listed below. Reference lists from key papers were examined for further sources
to follow-up. Discussion with professionals and colleagues generated additional sources
of information, some of it ‘grey literature’ including unpublished works. Databases
seatched included: Southampton University Web Cat; Bids IBSS; Medline and Cinahl.
The same terms were applied to the Department of Health POINT Site and internet sites
for key journals including: Death Studies; Children and Society; Disability and Society.

The following search terms were used and combined with the words child, children,
adolescence and paediatrics (or ‘pediatrics’): life limiting condition; life threatening illness;
end of life; dying; terminal illness; chronic life threatening illness; neurological illness;
non-malignant condition; limited life expectancy; death; degenerative illness; disability;
cancer; malignancy; oncology; severe disability; child’s perspective and cancer; child’s

petspective and chronic illness; child’s perspective; child and research participant; families
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and qualitative research; palliative care (limited to English language and reviews); hospice

and respite.

2.2 Inclusion and exclusion criteria of papers for critical review

The review includes studies concentrating on the experiences of children and families
where the children had life limiting conditions. Studies focusing on the experiences of
dying children or family memories of caring for a child who died were also included. A
table of research evidence is appended and includes all the studies identified by the
literature search in alphabetical order by the surname of the first author. Selected studies
are reviewed. A separate table of key discussion papers is also appended. This table
includes discussion from the literature about involving vulnerable children in research
and debate about the issue of talking to children about death. This table is included
because much of the literature related to this study exists in the form of debate rather

than research. Selected papers are referred to in the review.

Studies examining the expetiences of ‘disabled’ children or children suffering from
‘chronic illness’ were excluded if the paper did not indicate any threat to the children’s life
expectancy. Studies of bereaved families were also excluded where the focus was on the
experience of gtief, because this research is about living with the threat of death rather
than its consequences. Studies investigating the medical records of children who died are
included in the Table of Evidence but not in the review. Whilst the information is
valuable it does not come from the child and family’s perspective. Authors discussing
issues of communication with life limited or dying children are cited in the review to
illustrate current debates on talking to children about death and summarised in the
appended Table of Discussion Papers. This table is included because much of the
literature comes from practitioners who have experience of working with life limited and

dying children although the papers do not describe original research.

The review begins with an introduction to four developmental theories debating whether
and how they apply to research involving vulnerable children. The review then explores;
Concepts of dying and illness trajectory; Awateness and communication about dying;

What is know about the experiences of dying children and their families; children with
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malignant illness and their families; and children with life limiting conditions and their
families.

2.3 Theoretical and developmental issues

This section describes the theoretical context for involving life limited children in
research. The aim is to create a backdrop for the literature review and for the research
methodology described in the following chapters. Four theories of child development are

focused on because:

e DPsychosocial theory (Erikson) focused on personality development through a
series of eight ctises and has influenced much thinking about how identity
emetges, especially during adolescence

e Cognitive development theory (Piaget) has influenced the development of health,
social and educational systems of support for children in the United Kingdom
and influenced accounts about how children come to understand death and dying

e Socio-cultural theory (Vygotsky) paid attention to the development and
experiences of children with complex needs

e Ecological systems theory (Bronfenbrenner) is frequently referred to and used by

researchers investigating the experiences of children.

2.3.1 Personality and identity development

The psychoanalysts put forward a series of possible signposts to help us understand more
about the general path of human personality development. Whilst these theories highlight
milestones Thomas (1992) argued that they failed to reflect personality development in all
its variety and complexity. Freud has been criticized for his emphasis on the role of sexual
desires and libido, for his focus on the male experience and for his lack of attention to

the separate and different experience of females (Thomas 1992; Berk, 2002).

Accepting the criticism that much of Freud’s Theory was based on adults with neurosis
Erik Erikson sought to understand more about the development of healthy personality.
Unlike Freud, Erikson did study children ditectly, those of normal development and
others described as ‘disturbed’” (Miller 2002). Erikson desctibed a series of ctisis for

personality development that he suggested, followed a basic pattern (Thomas 1992).
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Although he described these phases as genetically determined Erikson (1963) also
highlighted the potential for modification of these eight basic crises through the influence

of environmental and cultural factors.

The first crisis, ‘trust versus basic mistrust (0-1 year)’ - Erikson proposed that experiences
related to the dependability of people’s behaviour forms the foundation of the child’s
trust or mistrust in the first year of life, which they build on for the rest of their lives. The
second ctisis, ‘Autonomy versus shame and doubt’ (2-3 years) - Erikson’s premise was
that as the child gained control of the retention and excretion of bodily wastes they also
develop a sense of personal power and control, which leads to a sense of autonomy and
awareness of personal abilities. The third crisis, ‘Initiative versus guilt’ (3-6 years) -
Erikson described this conflict as the inner struggle between feelings of guilt and initiative
ot self confidence (Thomas 1992).

The fourth crisis ‘Industry versus infetiority’ (7-12 years or so) - At this stage the child is
said to focus their attention on play with peers. During adolescence young people face
physical, social and emotional change. Young people are said to feel uncertain of
themselves and the reactions of others. As a defence they can loose their individuality for
a time, grouping together and adopting the ‘uniform’ and ‘language’ of the group and
being intolerant of outsiders. In searching for themselves they can come into conflict
with parents, other adults and siblings. Erikson’s theory holds that young people who
develop through the fifth crisis, ‘Identity repudiation versus identity diffusion’ (12-18 or
s0) - come to value and understand their individuality and place in society. Those who do

not he suggests continue to show signs of immaturity and intolerance through later life.

Erikson went on to desctibe psychosocial development through early, middle and later
adult life. The sixth crisis facing people in early adult years is willingness and ability to
offer sexual and intellectual intimacy to a companion of the opposite sex ‘Intimacy and
solidarity versus isolation.” People who have failed to develop this ability are described as
more likely to retreat into self absorption. The seventh crisis, ‘Generativity versus self-
absorption’ (middle adulthood) relates to adults who devote their attention to meeting the
needs of their family. The final or eighth crisis ‘Integrity versus despair’ (late adulthood),
is the stage of life when in Erikson’s view the person with healthy personality
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development can demonstrate a detached concern for life itself, in the face of death and

confronted by the end of life.

Taking Erikson’s ‘Autonomy verses shame and doubt’ - we might reflect on the role of
feeding difficulties in children born with disabilities or in those who develop eating
problems due to illness. What are the consequences for a child who never gains
continence ot looses this skill? At the stages when children are thought to gain from
social contact with peets or develop self-esteem from adult praise what are the
consequences of limited opportunities for play, learning and social contact as a result of
life limiting conditions? If it is part of ‘normal’ development that young people turn to
the development of intimate and sexual relationships we might consider the extent to
which adults communicate with young people who may die in early adult years about
their dreams and desires for loving sexual relationships. Does a child suffering from a
condition that limits their life expectancy to childhood ever face Erikson’s ‘Integrity
versus despait’ ctisis and can they emerge with the kind of wisdom and maturity

Erikson’s model reserves for old age or late adulthood?

Erikson suggested a model for understanding identity development especially during
adolescence in healthy children. James (1993) studied the identities and self-concepts of
children with a range of illnesses and disabilities and found that accounts could be
mapped in two directions: one towards some notion of normality, the other towards
concepts of difference. In one set of families James (1993) found that parents and
professionals agreed with classifications of the child as different but essentially belonging
to the category of ‘normal children’. James argued that this group affirmed variety in
childhood. James (1993) also revealed competing definitions of the child between parents
and professionals where parents rejected professional concepts of the child and worked
to form alternative identities on the child’s behalf. Similarly Caevale (2007) found that
families of children requiting mechanical ventilation at home, could create a protective
capsule at home for the child’s identity formation through the control of information to

the child and to others about the child.

James (1993) connected these findings to Goffman’s (1990) ideas about stigma and the
concept that stigma arises from social relationships rather then intrinsic qualities of

patticular individuals. It was found that the child’s self awareness was drawn partly from
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cultural factors that contributed to his/her recognition of the significance of differences
and similarities between themselves and other children. James (1993) suggested that
children’s experiences of feeling ‘different’ in a range of social contexts led them to

develop and refine their sense of self and other.

2.3.2 Cognitive development, disability and understanding death

Jean Piaget, a Swiss cognitive theotist (1896-1980) paid attention to cognitive
development. He developed theories that set out to explain how children come to know
what they know. The central theme of Piaget’s theory was that adaptation (changes in the
person’s understanding and ability to apply what they have learned) is based on the
achievement of balance and stability (equilibrium) as a consequence of interactions
between the organism and environment (Smith, Cowie, and Blades, 1988). This is the
process by which the child makes meaning out of objects, beliefs, ideas or events in their
wortld. Piaget’s theory suggests that children move through four broad stages of cognitive
development each characterized by distinct ways of thinking linked to chronological age.
He called these stages sensorimotor, preoperational, concrete operational and formal
operational. The stage concept is important because it means that the child’s ability to
learn and develop is dependent upon and limited by the stage they have reached at that
time (Piaget, 1976).

Various researchers have asked whether cognitive development theory has any
application for children with complex needs. Lewis (1987) highlighted that much research
had focused on children with specific sensory impairments like blindness or deafness to
ask about the relationship between particular aspects of the child’s cognitive development
and absence or impairment of vision or hearing (Detheridge, 2000; Lewis, 1987; Siegler,
1998). Lewis (1987) pointed to the complexity of the ‘group’ of children suffering from
motor disabilities whose abilities and needs can be so varied and individual. Authors
indicate that even when children are studied because they share a specific impairment like
blindness there can still be significant differences in the ways that they develop
(Detheridge, 2000; Lewis, 1987). In discussing Piaget’s thesis that the child’s actions on
their environment lead to development, Lewis (1987) indicated that even with very
minimal abilities, restricted environmental and social opportunities cognitive

development can still occut, albeit through different routes.
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Davis, Watson and Cunningham-Butley (2000) linked Piagetian ideas about the ‘natural’
development of children with medicalisation of the lives of disabled children,

“Both notions pathologize children who do not achieve universal standardized developmental
Largets and identify disability with impairment. They also show little awareness of the possibility
that these concepts are socially and culturally defined. As a consequence, academic research has
been preoccupied with differentiating children on the basis of their impairments, ‘measuring
children’s bodies and minds against physical and cognitive norms’ and providing advice from a
medical and developmental perspective abont good practice for working with children with specific
impairments.” (Davis, Watson, and Cunningham-Burley, 2000 p205)

Baylies (2002) highlighted how problematic representation of children with severe
disabilities and their families is within notions of human development, particularly where
the child suffers from cognitive impairment and communication difficulties. Baylies
(2002) referred to concepts of what constitutes a good life and ideals of human
development, arguing that those who seem to lack a basic level of capability should not
be treated as peripheral or unimportant and she goes on to outline how we cannot
sidestep the body and ignore what it is or is not capable of — but urges us to sttive to

ground our notions of capability in terms of humanity.

“Conceptual tools that truly take account of impairments, and do not treat them as special cases,
abnormalities or exceptions deserving of care, compassion or pity, can broaden our notions of

what it is to be human.” (Baylies, 2002 p737)

Classical theories exist about how children come to understand concepts of death and
dying in stages. To understand how children develop ideas about death and dying many
researchers have utilized Piaget’s theoties to examine the relationship between the child’s
stage of cognitive development and concepts of death (Mahon et al, 1999). Classically,
authors describe three stages (Carey, 1985; Oltjenbruns, 2001).

The first stage: children aged five years and under are said to assimilate the

notion of death with the concept of sleep, departure and separation. At this stage

_33-



children feel sorrow at the sad departure but do not comprehend the finality of
death and separation or the cessation of biological function. They are also
thought to have little or no clear insight into the mechanisms by which illness or

injury can result in death.

The second stage: children over the age of five and below the age of nine are
thought to have a ‘transitional’ undetstanding of death. They recognise the finality
of death and that once a person has died they no longer exist. They are thought
to attribute death to external causes but do not conceptualise the biological

consequences.

The third stage: children above the age of nine have been able to describe death
in terms of the cessation of biological functions within the body. In reviewing the
literature Stuber (1996) argued that age was known to influence children’s
perceptions of a variety of events and that younger children are likely to be less
sophisticated in their concepts of death and dying. However, Matthews (1994)
pointed out the majority of children who had taken part in such studies had little
direct experience of death. The role of the child’s personal experience in forming
concepts of death and dying is suggested to be especially important if the group

of children to be studied have personal and particular experiences of:

Their own illness and possible eatly death
Death of peers through cate settings
Death within their immediate family unit
Exposure to war or social violence

Education and cultural approaches to death

(Mahon et al, 1999)

Judd (1995) suggested that children above the age of six, with actual experience are likely

to have a more developed understanding of death for their age than classical accounts

would suggest.
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2.3.3  Social development and disability

Piaget set out to understand more about child development through observation of the
child’s activities in isolation. In contrast Vygotsky felt that cognitive function and
development could not be undetstood outside of the social processes on which it is
based. Lev Vygotsky (1896-1934), a Russian psychologist who died young, developed
Sociocultural Theory. His works were unknown in the west until they began to be
translated in the 1960s, long after his death (Smith, Cowie, and Blades, 1988).
Sociocultural theory stresses the role of interpersonal processes and the role of society in
providing a framework within which the child’s construction of meaning develops
(Reiber, 1997). Within this framework people who are more knowledgeable initiate
children into their social and cultural worlds. In some ways Vygotsky’s ideas go further
then Piaget’s to highlight the active role of the child themselves as well as those around
him/her — in that they embrace the child’s potential for growth through collaboration
with others. Vygostky’s theory holds that language begins as a tool for regulating action

and communicating needs and becomes a tool for thought.

Vygotsky’s emphasis on the role of language as central to development of new skills and
ways of thinking raises interesting questions about the development of children who are
unable to communicate verbally. He argued for increased understanding of every child’s
potential for development and need for support through: social enlightenment; increased
quantity and quality of interactions and communications with adults; opportunities for
relationships with peers, groups as well as individuals; and full use of what Vygotsky
called “psychological tools” (Rieber and Carton, 1993). By tools he was said to mean all
available systems for communication; in the 1930s this may have included lip reading and
Braille. In this the 21st Centuty we have access to so many other systems of symbols, and
electronic means to help accommodate each child’s unique needs and ways of

communicating (Detheridge, 2000; Gindis, 1995).

Vygosky conceptualised disability as ‘primary’ or ‘secondary’ and a consequence of the
interplay between the two. He referred to biological or organic impairment as the
‘primary defect’ and the reactions of society, social restrictions and implications for social
interaction for the child as ‘secondary defects’. So the child’s disability elicits a social

reaction to the child, which in turn limits their opportunities for social interaction and
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impacts on their development, generally in negative rather then positive ways. Vygotsky
was critical of the ways in which disabled children are so often referred to in terms of
their disabilities ot negative qualities rather then their abilities or potential (Rieber and
Carton, 1993). In many ways Vygotsky’s ideas seem to have been ahead of their ime but
similar ideas are beginning to re-emerge through other paths such as social

constructionism.

2.34 Ecological systems theory: research implications

Urie Bronfenbrenner, an Ametrican psychologist created an holistic understanding of the
contextual influences on child development. Ecological systems theory describes a
complex system of relationships through many different environments that affect the
child’s development (Bronfenbrenner, 1979). The central element - the microsystem -
emphasised the patterns of activities, roles and interpersonal relationships experienced by
the developing person in a given face-to-face setting; the child’s home is one example,
their school another. The mesosystem is used to understand the connecting relationships
between microsystems. The exosystem tefers to social systems in which the child does
not normally participate but influence their experiences. Bronfennbrener’s hypothesis
was that the person’s development is profoundly affected by events occurring in settings
in which the person is not present. The macrosystem represents the cultural values, laws,
customs and resources, which define how the child’s needs are prioritised and met at the
inner levels. Bronfenbrenner refered to the temporal dimensions of his model as the
chronosystem (chrono — refers to chronological influences or changes over time).
Ecological systems theoty does not view environmental factors as static but ever
changing, to be understood in terms of the timings of changes for the child as well as the

types of changes that might occur.

Michael et al (1987) argued that ecological systems theory provides a useful framework
for research that seeks to understand more about the impact of childhood cancer on the
child and their families. This is proposed because ‘children do not exist in isolation’, also
as 2 means of understanding interactions between the child, family, and other social
contexts like school. Michael et al (1987) argued that changes in cancer treatment have
increased the number of children suffering from cancer who survive but with cancer as a

chronic life threat. Ecological systems theory then provides a possible structure for

_36-



understanding the complex social consequences of cancer and implications of treatment
over a prolonged period of time. However, Mayall (1996 p44) highlighted how
Bronfenbrenner’s model of layered environments can just become a backdrop to a
positivist framework in research rather than ‘components of an agency-structure
interaction’. Teo (1997) reflecting on Bronfenbrenner’s contribution suggested that the
interesting questions related to the complexity of representing and elaborating these
interconnections between individuals and society. “To understand the subject as a
developing subject in a developing society opens new horizons for the work of

developmental psychologists.” (Teo, 1997) P201. Llewellyn and Hogan (2000) argued,

“Most research in physical disability is cross-sectional and the young person is seen to exist in an
environment that is a fixed entity, observed only at a single point in time and presumed to

remain constant.” (Llewellyn and Hogan, 2000 P160)

Llewellyn and Hogan (2000) suggested that ecological systems theory provides a structure
for understanding more about the many and complex factors that influence the
development of all children including those with disabilities, by encouraging researchers
to explore in more detail the environments and settings in which the child participates,
the influence of interactions and relationships within and between these settings and the
influence of other settings in which the child does not take part but can still impact on

their daily lives.

This section focused on four child development theories (Erikson’s, Piaget’s, Vygotsky’s

and Bronfenbrenner’s) specifically because they have influenced

a) Ideas about personality and identity development, especially during
adolescence

b) Development of systems of support for children and shaped classical
accounts about children’s understanding of death and dying

¢) Included reference to the experiences and development of children with
complex needs

d) Design of research involving children to include a wider understanding

about the complex environments within which children live.
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This introduction to the literature review highlights the opportunity to understand more
about children with limited life expectancy by posing a seties of questions about the place
of such children in dominant theories of developmental psychology. It is argued that as a
group they ate largely missing or at least their experiences are not accounted for but if
included might enhance concepts of ‘difference’ in humanity. How do these children face
questions about interpersonal and sexual relationships? How do they cope with the
hurdles of adolescence with the prospect that their own life may be near to an end? As a
society do we share these questions with these children or do we leave them to face their
questions alone, in the hope that they may be too young to comprehend what is
happening to them? What networks of support exist and how do they interact in positive
and negative ways to influence the daily lives of these children and their families? How
can we recognise the potential of all children and embrace them within our concepts of

humanity? What can we learn with them, about them, and about ourselves?

2.4  Concepts of dying and illness trajectory

The concept of ‘dying trajectoty’ emerged from the studies of Bamey Glaser and Anselm
Strauss (1968) who studied dying adults and children in American hospitals and generated
a theory based on the idea that ‘certainty’ and ‘time’ yield four types of death

expectations:

e Certain death at a known time
e Certain death at an unknown time
e  Uncertain death but a known time when the question will be resolved

e Uncertain death and unknown time when the question will be resolved

Certain death at an unknown time was highlighted as especially difficult for all involved

because no one could be certain when death would come.
Glaser and Strauss (1965) suggested that dying trajectories have two properties: duration

and shape and the way these properties are perceived by all those involved. The following

‘critical junctures’ of the dying trajectory were identified:
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1. The person is defined as dying

2. Medical staff, the family and perhaps the person themselves, make preparation
for the person’s death

At some point death seems inevitable

Dying may take hours, days or weeks

The last hours of life

The ‘death watch’

Death

A

The authors argued that when ‘critical junctures’ occurred as anticipated, everyone was
prepared and the infrastructure of suppott systems worked alongside the dying trajectory
(Glaser and Strauss, 1965). However when ‘critical junctures’ occurred ‘off schedule’,
everyone was caught off guard, so that individuals and systems of support were
unprepared. Copp (1999) examined theoretical concepts of illness trajectory in a study
that explored the experiences of dying patients and nurses in an adult hospice. A
theoretical model based on readiness to die was formed and it was found that participants
often referred to the body of the dying person as a separate entity from the self. This
study suggested four modes of dying:

1. Person ready, body not ready
Person ready, body ready

Person not ready, body ready

S T

Person not ready, body not ready

It was argued that the body should form part of any theory of dying alongside the
perspective of the dying person; consequences of approach to awareness of dying; as well
as certainty and time to death (Copp, 1999). Cohen (1995) highlighted the role of
uncertainty for families of children diagnosed with life threatening conditions:

“There is also support in the data for the emergent thesis that sustained uncertainty is a source of

family stress that is perceived by some parents as a greater threat to family life than the diagnosis
of a potentially fatal illness.” (Cohen, 1995 p47)
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The concept of certain death at an unknown time was applied to children with
neurodegenerative life-threatening illness by Steele (2000). Steele (2000) suggested that
families caring for life threatened childten who took patt in her study entered a social
process that she called ‘navigating uncharted territory’. The model included four
dimensions: entering unfamiliar territory, shifting priorities, creating meaning, and
holding the fort. Steele (2000) found that families were able to maintain family life
through petiods of relative stability in the child’s state of health but felt as if they were
falling down to the next plateau at each moment of crisis, such as any decline in the

child’s physical health or the need for new equipment.

In terms of illness trajectory The (2002) found, when communicating, doctors and
patients tended to maintain control by focusing on short term treatment options, rather
than the long term trajectory and ultimate poor prognosis associated with small cell lung
cancer. This study indicated that, given the hopeless prospect of lung cancer, medical
professionals and patients found control, stability and purpose in the structure of
immediate treatment tegimes and hope based on short-term improvements as a result of

treatment.

2.5 Awareness and communication about dying
Glaser and Strauss (1965) suggested that people interact in vatious ways to maintain
social order when someone is dying. They desctibed four situations between the dying

person and ‘others’ of what they called awareness contexts.

e Closed awareness — the situation where the dying person does not recognise his

impending death even though others do.

o Suspicion awareness — the situation where the patient suspects what others know

(that he is dying) and seeks to confirm or refute his suspicions

e Mutual pretence awareness — the situation where everyone knows the person is

dying, but each pretends that they are not aware in order to protect the other

o Open awateness — the situation where the dying person and others know they are

dying and act on this awareness relatively openly.
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Closed contexts of awareness were said to complicate care of the dying but were
contributed to by vatious factors including — for example, the fact that many lay people
did not recognise signs of impending death and that families tended not to tell the person
they were dying. Closed awareness contexts wete said to become unstable and a change
in any of the contributing factors could lead to a change in context awareness. It was
argued that this transition could be managed smoothly and easily or be abrupt and
sudden. Suspicion awareness contexts were found to be extremely unstable because the
greater the suspicion the greater the efforts required to avoid the person’s efforts to ‘“find
out the truth.” Mutual pretence was said to give those involved a sense of relief in some
respects, however the stresses and strains of maintaining mutual pretence soon emerged.
The context of open awareness was said to create situations where death and dying could
be explored by the dying person, family and professionals in relatively open ways.
However, open awareness did not eliminate complexity and awareness of their own dying
did not necessarily mean that people understood how long they had to live, or that they
had any insights into the dying process. The study has been mnfluential and led to a

general shift in care settings towards talking about their death with people who are dying.

2.6 Dying children and families

The review only rettieved two studies that explored the experiences of dying children
from the child’s perspective (Bertoia, 1993; Bluebond-Langner, 1980). Myra Bluebond-
Langner (1980) in her seminal work ‘The Private Worlds of Dying Children’ studied
awareness and communication in children dying from leukemia. Specifically investigating
how the children came to know they wete dying when no-one told them and how they

concealed their insights from parents and carers, she argued that,

“The children’s acquisition of information about their world and their place in it is best
understood as a socialization process, and that their decision not to reveal their awareness reflects
their knowledge of the order to which they have been socialized, of how it is acceptable to die in
this society.” (Bluebond-Langner, 1980 pix)

This ethnographic study was conducted at a large American teaching hospital (Bluebond-

Langner, 1980). Thirty-two children, aged three to nine years, wete ‘major informants of

the study’ and eighteen were ‘primary informants’. The researcher observed and
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conversed with the children in the paediatric unit exploring their interactions with herself

and ‘others’. A modified form of play therapy was used, which allowed the children to

reflect on their own behaviour without undergoing direct questioning. Bluebond-Langer

(1980) suggested that the children she studied gained information about their illness in

five stages after diagnosis:

AR o B S

“It” is a serious illness

Names of drugs and side effects

Purposes of treatments and procedures

Disease as a series of relapses and remissions (- death)

Disease as a seties of relapses and remissions (+ death)

It was noted that experience was ctitical to the children’s transition through the stages but

that ‘stages’ wete not fixed or age dependent. Experiences arose from symptoms of the

disease and opportunities at the treatment centre to assimilate personal experiences with

observation of other childtren with the same disease (Bluebond-Langner, 1980). As the

children passed through the five stages of information acquisition it was also found that

they passed through five stages of self-concept from being a well child to:

Seriously ill — in which the children explained their new status of ‘seriously ill
child’ at the beginning of every encounter and offered as supporting evidence
either stories of changes in the reactions of ‘others’ or physical evidence on their
own bodies like wounds. At later stages this ‘exhibition of wounds’ was reserved

for the first encounter with new people.

Seriously ill and will get better — transition to this stage occurred with the
experience of remission and a few rapid recoveries from minor symptoms that
the children linked to medication. At stage two children and their parents spent
time gathering information about drug therapy. The children particularly sought
confirmation that the drugs would make them ‘better’ and their hopes increased

with the passage of time.
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Always ill and will get better — the children did not pass to stage three until the
first relapse. At this point the children were aware that other people, especially
parents, reacted as they had at the time of diagnosis. They began to doubt the
reliability of information from adults and preferred to seek answers from peers.
The children seemed to conclude from a second remission that one could get sick

repeatedly but would always recover.

Always ill and will never get better — the feeling that they would get better
faded for the children with further relapses, complications from drugs, and life

changes such as never being able to go to school.

Dying (terminally ill) — Only children at stage four passed to stage five on
hearing that another child with leukemia had died. Children at stage five took up
sedentary activities; play and drawing themes frequently related to death and
disease. Reflecting on storybooks the children tended to focus on ‘death, disease

or violence’ even when these were not central to the story.

The children discovered their prognosis whether told by adults or not and interpreted

their illness differently over time, from acute to fatal. The children used clues from their

environment to evaluate their state of health and in the later stages of their illness the

children made links between being ‘in hospital’ and dying. The researcher described how

the children revealed their awareness that they were dying. Disclosure was preceded and

followed by 2 period of silence, announced out of the general context of other activities

and tended to give the statements a ‘dramatic’ and ‘inappropriate’ ait, ‘conversations that

came out of nowhere’ (Bluebond-Langner, 1980 p189):

The children mentioned an individual who had died or someone in danger of
dying

The children attempted to establish the cause of death by asking a question or
announcing their own theoties and observing the person’s reaction

The children compared the deceased to themselves.
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The children were found to be active playets in their social worlds, initiating, interpreting
and maintaining social order. The children protected others by concealing knowledge of
their own dying, in some cases they maintained this pretence until they died. By assuming
the role of innocent, vulnerable, unaware child they facilitated the other person’s (parent

ot professional) place in the reciprocal role (care giver, guardian, and protector).

Bluebond-Langner (1980) used an ethnographic design and spent long periods of time
with each child at the treatment centre but no time was spent with the children in their
own homes or between treatments. It is interesting that the children only conceived of
themselves as a dying child towards the end of their illness. The study provides insights
into the child’s sources of information and active role in disclosing or withholding
knowledge of their dying but does not illuminate the process of communication between
the child and professionals caring for them (Bluebond-Langner, 1980). Parents and
siblings did not participate in the study and therefore the study provides little ot no
insight into the perspectives of family members. This was a study of children dying from
leukemia that was conducted many yeats ago; treatment patterns and prognosis have

changed.

In a case study of a nine-yeat-old gitl dying of leukemia it was found that the child’s
drawings could be matched to Bluebond-Langner’s stages of awareness in dying children
(Bertoia, 1993). Parents of the child expressed the idea that their daughter had an intuitive
awareness of her own dying that was outside the stages described by Bluebond-Langner
(1980). These notions were compared to ideas expressed by Kubler-Ross (1983) that
children often have a ‘spiritual’ awateness of their dying which they might express

through three levels of communication:

1. Verbal
2. Symbolic verbal (stories or poems)

3. Non-verbal symbolic language (play or drawings).

Bertoia (1993) argued that the model proposed by Bluebond-Langner did not include the
‘inner or spiritual’ experience of the child, which it was argued might be preconscious and

expressed in the non-verbal symbolic language of children’s drawings. However, Spinetta



et al (1981) referred to analysis of children’s drawings from the psychoanalytic
perspective and cautioned against ‘over interpretation’ of drawings as an expression of

‘inner’ or ‘hidden’ feelings.

There was little or no research found on the subject of how to communicate with
children about their own death. One sutvey of 449 parents of children who died of
cancer asked whether parents talked about death with their terminally ill child (Kreicbergs
et al.,, 2004). It was found that 27% of the parents reported speaking with their child
about death and none expressed any regrets about these conversations. Of the patents
who spoke to their child about dying 25% reported using the word ‘death’. Parents
initiated the conversation when they sensed that their child was aware they were dying,
which in most cases occutred in the last month of life. Mothers tended to report
spending more time with their sick child than fathers and were more likely to express
regret about not talking to their child about death and dying. Although the study findings
are valuable, the survey methods used did not allow the researchers to explore how the
patents talked about death with their dying children in any detail. How did parents find
the moment to raise the subject of the child’s dying? What language did they use? How

did the children react? These issues were not explored.

Care of a dying five year old boy is described by Faulkner (1997) who argued that
terminally ill children are usually aware of their own dying. Guidelines were offered to
help adults respond to the ‘natural curiosity’ of dying children:

To be flexible and straight forward

Recognise the importance of non-verbal communication
Allow communication but don’t force it

Respond when children try to initiate conversation

Be specific and literal in explanations of death

A S o A

Give the child a sense of being loved and missed and a sense of accomplishment
in their lives
7. Empower and involve children as much as possible in decisions around their care

and dying
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There is still a tendency to focus on questions about whether dying children or their
siblings can understand death and dying. However there is a lot of debate in the literature
based on the experience of people working closely with dying children which suggests,
depending on age, stage of development and personal experience, children are likely to be
aware of their own dying and can express their level of understanding given support and
opportunities (Adams and Deveau, 1995; Bluebond-Langner, 1980; Davies, 2002; Doka,
1995; Hockley, 2000; Judd, 1995; Matthews, 1994). Although dying children have not
been well represented in research, available information suggests that experience of the
disease, interventions and personal observations (especially of others with the same
diagnosis) may be as influential as age and development in forming children’s concepts of

death and dying.

Other research identified for this review focused on the experiences and perceptions of
families of dying children. The 57 beteaved Japanese mothers who took part in open-
ended qualitative interviews as part of the study conducted by Saiki-Craighill (2002) talked
about finding their own identity through the role of caring for their dying child, and were
said to be redefining themselves from the moment of diagnosis. In a much eatlier study
Samaniego et al (1977) compated the expetiences of 21 children with life-threatening
illness (seven), children with non-life threatening illness (seven) and healthy controls
(seven). It was found that the greater the severity of the child’s illness the more the
mothers would focus on the child’s physical needs and treatment. Participating children
with life threatening illness reported wanting mote ‘affection’ but this need was unlikely
to be voiced and was therefore missed. In contrast the children with non-life threatening
illnesses reported wanting control and independence and this was thought to be 2
reaction against the extra dependency on patents imposed by their illness. Davies (2005)
revealed how mothers needed time, space and privacy with their dying child and with the
child’s body after death. Theses studies provide some valuable insights into the dying
child’s personal perspectives and interactions between the child and their mother but no

wider picture of the experience for whole families.
Overall, fathers were pootly represented in research but a grounded theory approach was

used to study eight bereaved fathers whose children had suffered from cancer (five),

spinal muscular atrophy (two) and Tay Sachs disease (one) (Davies et al, 2004). The
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researchers used the metaphor of ‘battling the dragon’ to describe the father’s
experiences; uncertainty, responsibility and daily disruption described as ‘living in the
dragon’s shadow’. It was found that only the fathers whose children had died of cancer
described times of ‘hope for the child’s survival’. In contrast, the fathers whose children
suffered from other life limiting conditions knew from the moment of diagnosis that
their children would ultimately die in childhood. However, they did hope for alleviation
of suffering and increased length of life for their children. This study was important
because fathers tended to be pootly represented in research investigating the experiences
of life limited children and their families. It would appear that parents experience similar
emotions but might react differently when they are caring for a dying child. However,
studies that focused on mothers or fathers provide no picture of families’ day-to-day

experiences or interactions with each other and outsiders.

In a UK based study, While, Citrone and Cornish (1996b) used unstructured interviews
to explore the experiences of 44 bereaved families whose children died of non-malignant
diseases. Parents were critical of support based only on the child’s needs that failed to see
the needs of the whole family. The findings of another grounded theory study of eight
families caring at home for children with ‘prolonged terminal illness’ (also described as
neurodegenerative life threatening illness) are described in two papers (Steele, 2000 and
Steele, 2002). Parents found that professionals sometimes failed to see the ‘whole picture’
of their life as a family, focusing instead on ‘ctisis-induced interactions’. Parents
questioned advice if it was only based on immediate problems and the child’s normal
‘state of health’ was not considered or where cumulative pressures on the whole family

were not taken into account.

Many of the parents gained confidence in their own place as ‘experts’ in the care of their
child and sought to increase their knowledge by accessing information through a range of
sources — for example, the internet, international experts on their child’s condition,
conferences, and other parents with a child who suffered from the same condition
(Steele, 2002). Information became a pivotal factor in parents developing confidence and
led to more assertive interactions that were not always met with enthusiasm or even co-
operation by professionals. Steele (2002) suggested that, despite the family centred care

philosophy promoted in many paediatric care settings, all too often clinical practice
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maintained the imbalance of power between health care providers and those who needed
their services. It was argued that families struggled to find help and then to co-ordinate it
in a way that left them feeling in control. The study provided information about
communication between parents of terminally ill children and professionals, highlighting
tensions and challenges on both sides. It would seem that parents want professionals to
be aware of the wider picture of their lives in the context of caring for a dying child, not
just the child’s condition in isolated interactions. Communication within the family and

the child’s expetiences were not described.

2.7 Children with malignant illness and families

It has been suggested that children with cancer experience less anxiety if they are
informed about their diagnosis and treatment eatly. A mixed method approach (described
in the Table of Evidence) was used to explore communication in families of 82 children
diagnosed with cancer (van Veldhuizen and Last, 1991). Attempts by patents to control
the flow of information were often futile and children discovered their diagnosis from
peers or siblings. Children who wete not informed about their diagnosis often assumed
the worst and participating children wanted to control the frequency and content of
discussions about the illness with their parents. It was suggested that communication
reduced uncertainty and increased the children’s sense of control. The children tended to
talk in their own time and used ‘hints’ which parents and carers needed to notice in order

to respond.

In one account of practice, Jankovic et al (1994) described how 50 children, aged six to
fifteen years, wete told they had leukemia without their parents present. The physician
used slides and the idea of a garden with flowers and weeds to explain leukemia to the
child. The children were then invited to explain their diagnosis to their parents to initiate
family discussion. A series of follow up questions by professionals was used to check the
children’s level of understanding over time (methods and results are described in the
Table of Evidence). The authors compared the poor understanding of the youngest
participants to stages of cognitive development but suggested that all of the children and
families valued the process and doctor’s efforts to talk to the children directly about their

diagnosis (Jankovic et al, 1994).
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Young et al (2003) highlighted the communication needs of thirteen young people (aged
8-17 years) suffering from cancer. Like Bluebond-Langner (1980) they found that links
between age and preference for communication were not straightforward. Some of the
youngest children wanted detailed information about their condition and treatment whilst
older participants wanted only ‘basic’ or essential information. The study raised questions
about the social position of children and participants themselves described complex
issues about the importance of age, maturity, dependency, vulnerability and competence
in relation to communication. For example, parents took on executive roles to manage
what their children were told, which both facilitated and limited communication with the

young people themselves, Young et al (2003) highlighted how,

“The young people saw themselves as occupying a marginal position in consnltations, and some

thonght that their priorities were of little interest to medicine.” (Young et al, 2003 p3)

The study highlighted how young people are at times afforded little or no voice in health
care settings and illustrated that not only do they (the young people themselves)
understand their social position as ‘different’ to that of adults, they actively manage the
impact of this on their own needs. For example, the young people participating in the
study of Young et al (2003) were aware that they were not given the same information
offered to their parents and dealt with this by accepting it as a shield from difficult
information, or by seeking answers from carefully selected individuals who they felt

would tell them the ‘truth’.

In the context of increased optimism for treatment from childhood cancer accompanied
by prolonged uncertainty, researchers have investigated how children respond to
undergoing (Stewart, 2003) and completing cancer treatment (Haase and Rostad, 1994) -
these studies are described in detail in the Table of Evidence. Haase and Rostad (1994)
found that completion of cancer treatment had two faces: ‘hope with celebration’ and
‘uncertainty with fear’. The children’s uncertainty was linked to their experiences, the
‘cyclical’ nature of treatment and fears that the disease would recur. Stewart (2003) found
that the children very quickly gained familiarity with cancer treatment and represented
themselves as ‘seasoned veterans’. Although the children participating in the study of

Stewart (2003) could describe many unpredictable aspects of suffering from cancer and
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the process of undergoing treatment, they focused on the ordinary and routine of their
lives. Bossert and Martinson (1990) studied children with cancer and suggested that
changes in treatment meant that children and families faced years of uncertainty about

on-going treatment and the final outcome.

Children’s perceptions of vatious aspects of health care provision were investigated in a
study undertaken by Horstman and Bradding (2002). This study found that the children
with cancer wanted professionals to talk to them directly about their diagnosis, treatment
and prognosis and highlighted humour as an essential skill for professionals
communicating with children. In common with other studies Haase and Rostad (1994)
and Stewart (2003) interviewed the children once. Studies based on one meeting between
the children and researcher raise questions about whether repeated contact would have
influenced the results. Beresford (1997) discussed the ‘nature of the research encounter’
and described how some children are more relaxed with a researcher they meet more
then once. It is suggested that, even when research only allows for one meeting with the
children who participate, the tesearcher should take part of the beginning of the session
to build rapport with the children (Beresford, 1997).

Education plays a central role in the lives of most children and time at school can be
disrupted by illness. A three year study was conducted to investigate how children with
cancer function in school (Deasy-Spinetta,1981). Teachers reported on behavioural
questionnaires that children with cancer tended to struggle academically and wete absent
more often then other children, due to their illness and treatment (Deasy-Spinetta, 1981).
The teachers also expressed ideas that children with cancer did not articulate negative ot
positive emotions and would ‘retain a self-protective posture’ in interactions. Based on
the reports of teachers this study provides no information from the point of view of
children with cancer about their expetiences of school. In a quantitative study the self-
esteem of 13 school age children with leukemia was assessed and compared with the self-
esteem of 50 school age children in a control group (Mullis, Mullis, and Kerchoff, 1992).
The children with leukemia only had lower self-esteem scores than the control group in
terms of their school and academic performances. The researchers argued therefore that
children with malignant illness need transitional educational support following their

diagnosis and treatment. Focusing on cancer treatment and school performance these
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studies provide information about single aspects of life for children with cancer however
they fail to illustrate the child’s array of daily expetiences in the context of family life. Use
of psychometric measures (Mullis et al, 1992) or proxy informants (Deasy-Spinetta, 1981)

did not allow the researchers to hear from the children in their own words.

Research exploring the experiences of families caring for children with malignant
conditions has used a range of methodologies. In a longitudinal qualitative study
Woodgate and Degner (2003 and 2004) set out to understand the experience of
childhood cancer from the child and family’s perspective. It was found that support from
within the family was vital and maintained not only each person’s ‘sense of spirit’ but had
a central role in keeping the family unit together. Woodgate and Degner (2004) proposed
that interrelationships existed between the child’s symptoms of cancer and the ‘family’s
way of being in the world’. The more the child’s symptoms intruded on family life the

harder it was to maintain daily life and live with the notion of a healthy child.

Biogtaphical disruption is a concept described by Bury (1982) who argued that chronic
illness forced affected individuals to confront pain, suffering and death which are
normally only considered as vague possibilities or things that affect other people. It was
suggested that chronic illness brings the structures and taken for granted knowledge of
everyday life into doubt, leading to a fundamental re-examination of the person’s life and
beliefs about themselves. Catricaburu and Pierret (1995) found that HIV positive men
reconstructed their individual and collective identities incorporating past identities and
providing reinforcement of biography. Levealahti et al (2006) studied people with
inoperable lung cancer and suggested that alongside biographical disruption there was an
alternative or parallel process, which they called ‘biographical continuity’ allowing for
integration of various aspects of the individuals past and present lives. They argued for
consideration of disruption and continuity to be considered on a continuum rather then

as separate entities.

Mothers participating in the study of Young et al (2002) were said to experience
biographical disruption as soon as they noticed something was wrong with their child and
this increased with the medical diagnosis. The child’s illness impacted on the mother’s

sense of self, social identity and life roles. The threat to their child’s life put everyday roles
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and concerns under a new light and brought with it for the mothers what the authors
called an ‘obligation of proximity’ to the child. Social depictions of children with cancer
may not match with families’ expetiences. Accounts of childhood cancer in newspapers
were compared with the accounts of 20 mothers and three fathers of children with cancer
in the study of Dixon-Woods, Seale, Young, Findlay, and Heney (2003). It was found that
newspaper accounts tended to eulogize children with cancer; constructing them as
courageous, stoical and inspirational. In the same reports parents were described as
‘battling the disease’. Howevet, parents of children with cancer reported that their
children were not always uncomplaining or cheerful. The parents who took part in this
study generally felt unable to voice theit situation or give real accounts of their child’s

reaction to their cancer and experienced role strain as a result.

Siblings of children with cancer have been found to experience behaviour problems. In a
quantitative study Batrera, Fleming and Khan (2004) found that 47 siblings of children
with cancer experiencing ‘behaviour problems’ reported fewer difficulties when they
perceived that they had good access to social support. In addition Kroll and Jacobs
(1995) found a negative correlation between self-esteem and duration of illness, or drawn
out deaths for siblings. Siblings participating in the study of Rollins (1990) used drawing
and talking to express concerns related to their brother’s or sister’s cancer and treatment
but they also took the opportunity to highlight other stresses within the family. Siblings
of children suffering from cancer expetienced social isolation and complained that
patents were ‘over protective’ of ill siblings but had fears about confronting negative
feelings within the family (Cairns et al, 1979; Rollins, 1990). Open communication,
involvement with caring and mourning ate said to have positive effects on the self-esteem
of siblings (Barnatd et al, 2003; Kroll and Jacobs, 1995) but will not always reduce the
risks of behaviour disturbance, particularly with younger children who may have no other
way to communicate their distress effectively (Kroll and Jacobs, 1995). Siblings of
children with malignant illnesses have needs that should be comprehended so that
understanding can shape support. Hearing the stories of siblings alongside the voices of
other family members might reveal more about the impact of childhood cancer on whole

families.
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2.8 Children with life limiting conditions and families

The needs and experiences of children suffering from life limiting conditions were the
subjects of seven studies, many of the studies focused on groups of children with the
same diagnosis. In a phenomenological study of nine children and young people (aged 7-
15) who had undergone liver transplant, Wise (2002) asked, “What meaning do children
give to this extraordinary experience?” And ‘What meanings do children discover in their
everyday lives after transplantation?” Wise (2002) described how young participants
focused on the reactions of others to physical signs of their illness, especially peers and
Wise (2002) connected this with notions of the ‘sick body’ upstaging the developing self.
The participants were articulate and understanding about the misunderstandings of
others, stating for example that peets could not be expected to understand about the
expetience of liver transplant because they would not understand either if ‘it hadn’t
happened’ to them. The young people described their distress at being close to other very
ill children whilst staying in hospital. The thitd theme included descriptions of surgical
pain and pain from routine recurring procedures like blood tests and the young people
made distinctions themselves, describing how they had to get used to certain things
because they would face them all their lives. Like Bluebond-Langner (1980), Wise (2002)
found that children consciously took on protective roles for others not sharing every
detail of their illness with parents. They described themselves as healthy and normal,
recognising the potential bariers to concepts of normal - for example, physical signs of
their illness or surgery but balancing these real or petceived obstacles with everyday life,

including school, social life and relationships with peers.

“Concentrating their energy on their lives as normal children allows them to minimise problems
and live life 1o the fullest. The recipients learn to reconcile aspects of their lives outside
mainstream childbood activities and discover a new reality from these divergent worlds.” (Wise,

2002 p87)

Psychological adaptation of children who had undergone liver transplant was assessed in
a case control study (Walker et al, 1999). The participants included: 18 children post liver
transplant, 18 children with asthma (described as a chronic illness), and 18 children who
had undergone non-life threatening surgery. The acute threat to life from a liver

transplant contributed to development of post traumatic stress symptoms in the severe
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range in 11% of the focus group, in the moderate range in 11%, and in the mild range in
56%. It was suggested that the combination of acute life threat (from liver
transplantation) and chronic life threat (from the child’s underlying disease) lead to more

symptoms of post traumatic stress than if children were exposed to one or other.

Reseatchers have examined how children can be knowledgeable and accepting of the
consequences of chronic life threatening illness. Earle (2006) found that children
requiring mechanical ventilation at night could engage in everyday activities and
compartmentalise the technology as something not central to their lives. The beliefs and
attitudes of ten asthmatic children (aged 9-12 years) about management of their illness
were studied using grounded theory (Iteland, 1997). It was found that the children’s
concetns to establish normality had some positive aspects but also led them to accept
sub-optimal control of their illness in certain circumstances. The qualitative approaches
used by Wise (2002) and Ireland (1997) revealed that children can describe potential
‘barriers to concepts of normal’ imposed by life limiting conditions and still focus their
efforts on establishing and portraying ‘normal’ aspects of their lives. Rigorous design is
difficult to assess in qualitative research. One consideration is the extent to which the
researcher provides explicit detail about methodology and strategies used, so thatin a
broad sense the methodology could be reproduced. Ireland (1997) and Wise (2003)
provided detailed accounts of their methods of working with the children who
patticipated in each study. Ireland (1997) discussed how internal consistency within data
collected for the study was examined and refers to ‘authenticity’ whilst Wise (2002) used
the term ‘credibility’. Techniques included using questions to encourage the children to
talk in detail and discussing the interview after it was over, giving the children

opportunities to question or confirm what was said (seeking a form of respondent

validation).

The psychological functioning, cognitive and social development of children affected by
life limiting conditions has been studied through quantitative methods. Straker and
Kuttner (1980) compared psychological functioning in ten adolescents (aged 12-16 years)
who had cystic fibrosis with a matched control group. The results revealed no significant
differences between the two groups. Another quantitative study evaluated the impact of

thalassaemia major on the psychological functioning and social behaviour of adolescents
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(Zani, Di Palma, and Vullo, 1995). The results demonstrated normal psychological and
social development in the study participants and the young people with thalassaemia
major did better then their peets in scores for self-esteem, self description and functional
coping strategies. The cognitive and psychosocial outcome of 16 children on long-term
peritoneal dialysis was investigated in a quantitative study using validated and
standardised psychometric assessments Madden et al (2003). The results demonstrated
that 67% of the children’s scores fell within the average range but 50% of their
psychosocial adjustment scotes fell within the borderline for abnormal. Howevet, the
authors argued the results revealed that children with end stage renal failure experienced
better developmental outcomes than had been the case in the past (Madden et al, 2003).
In a study using Q method (described in the Table of Evidence) of 35 adolescents with
end stage renal disease, Snethen et al (2001) described four themes illustrating the
children’s perceptions of their illness expetience: 1 normalisation, 2 illness intrusion and
battier to normalcy, 3 illness management patent focused, and 4 illness management self
focused. Like Madden et al (2003), Snethen, Broome, Bartels and Warady (2001) argued
that young people had mote positive views of living with end stage renal disease then

previously described in the literature.

The studies reviewed indicate that life limiting conditions do not necessarily imply
negative psychosocial outcomes for affected children. The quantitative methods used by
Madden et al (2003); Snethen, Broome, Battels and Warady (2001); Zani, Di Palma, and
Vallo (1995); Straker and Kuttner (1980) and Walker et al (1999) were previously tested
through other research adding validity, standardization and generalisability to the results.
However, the measures used did not allow fot open-ended interview with the young
participants and therefore these studies did not illustrate the young people’s personal

experiences of living day-by-day with conditions that limited their life expectancy.

Research suggests that hearing their child has a life limiting medical diagnosis is a critical
moment even when parents already have fears. Cohen (1995) examined pre-diagnostic
reactions of parents to cues that their child was ill until the point of medical diagnosis
using a grounded theoty approach. Initially it was found that parents reacting to subtle
symptoms found explanations grounded in ‘normal parenting’ experiences. When the

child’s symptoms could no longer be explained in lay terms’ the parents sought medical
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help. Cohen (1995) discovered that the period between parents seeking medical help and
getting a diagnosis for their child varied from a few days to three years. It was suggested
that for those parents who had a prolonged wait the ‘diagnosis’ brought with it a sense of
relief, even though the news was bad, because it brought some degree of ‘certainty’
(Cohen, 1995; Woolley et al, 1989). In their discussion of the emotional consequences for
families when children are diagnosed with serious medical conditions, Freemand, Copley
and Bodensteiner (1987) suggested that ‘medical diagnosis’ is a point of impact for
families. Even if they already had fears, it is still an emotional shock. Parents expressed a
range of emotional reactions including shock, guilt especially if the condition was

genetically inherited, and anxiety especially about ‘putting on a brave face for the child’

(While et al, 1996a).

Discussing the potential emotional impact on families of children with life limiting
conditions Stuber (1996) argued that the life changes brought by the disease and
treatment can have consequences for the child, individual family members and the family
unit. Mediating factors linked to the different responses of individuals and families are
described as a) those that come from the person and b) those that are outside of the
individual (Stuber, 1996). Internal factors include personal characteristics, like age, and
relate to the way that people respond to problematic life events. External factors consist
of social support and other socio-environmental factors. Families were said to focus on
the present but framed by themes of separation and loss. Sourkes (1987) suggested that
for families of children with a life limiting condition ‘time can no longer be taken for
granted’ and is therefore experienced differently. The disease is said to ‘shatter the orderly
and predictable unfolding of time’. Sourkes (1987) argued that for people of any age life-
threatening illness brings feelings of loss’ from the moment of diagnosis through all

stages of the illness to death: loss of control; loss of identity; and loss of relationships.

The impact on parents and siblings of cating for children with cystic fibrosis was
investigated by Bluebond-Langner (1996) who argued that the impact of a child's chronic
life threatening illness on parents and siblings could only be understood through
exploration of 'the fabric of family life'. She found, from the moment of diagnosis
families worked to contain the 'intrusion’ of the illness into their lives for as long as they

could. Parents were said to use strategies as follows:
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1. Routinization of cystic fibrosis treatment related tasks
Compartmentalization of information about the child's condition
Avoidance of reminders of cystic fibrosis and its consequences
Redefinition of normal

Reassessment of priorities

AN

Reconceptualization of the future

Siblings based their reactions on evaluation of the responses of parents and affected
children. Siblings and parents used 'the natural history of the child's illness' to locate
events in their own lives and retelling of life and everyday events. The study did not
include the children affected by cystic fibrosis and therefote no pictute of whole family
interaction is provided. The ‘natural history of the illness’ included the idea that ‘turning
points’ in the child’s illness were marked by social and emotional changes in the family as
well as the child’s state of health. Bluebond-Langner (2000) identified the following six
periods of the natural history of the child’s illness:

1. Time of diagnosis through to the first annual examination

2. Time from the first annual examination to the first major exacerbation requiring
admission to hospital

3. Recovery from the first exacerbation to a time when admissions to hospital
become more frequent and unpredictable

4. Development and increase in complications to discussion with the physician that
the disease had advanced

5. Increased detetioration through to the conference where the physician told the
parents that the child was terminally ill

6. Terminal illness through to death

Although these ‘periods in the natural history of the child’s illness’ illustrate the course of
cystic fibrosis and the impact on siblings and parents, the stages or phases described are
also defined through systems of support — for example, routine and emergency

admissions to hospital. This suggests that for families the trajectory of cystic fibrosis was
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aligned with critical changes in the child’s state of health alongside the medical system of

response.

A qualitative exploration of the whole families’ experiences and support needs when
caring for two or more severely disabled children revealed that families wanted
professionals to understand what family life was like on a daily basis (Tozet, 1999).
Parents were especially critical of professionals who ust talked” or meetings assessed to
be no mote than ‘talk shops’. In the 24 families studied the children’s needs necessitated
at least two carers and this was reflected in unemployment of both parents. Parents
struggled to protect siblings from the responsibilities of caring but were forced to rely on

theit help at times (Tozer, 1999).

Repeated studies have suggested that the child’s health on one day was less significant
then the overall prognosis and illness ‘pattern’ on parental adjustment (Dolgin et al, 1990;
Tozer, 1999 and Mastroyannopoulou et al, 1997) methods and results are described in the
Table of evidence. Children participating in the study of Dolgin et al (1990) were grouped
as those with chronic life threatening illness, chronic non-life threatening iliness, and 2
healthy control group. Parents of children with chronic life threatening illness wete most
likely to use management strategies that responded to the child’s overall state of health
(illness course, prognosis, physical impairment and time since diagnosis) rather then their

diagnosis.

Research focusing on the specific experiences of fathets of children suffering from life
limiting conditions is very limited. The study of Davies et al (2004) has already been
discussed. In a qualitative study McGrath and Huff (2003) used open-ended interviews
and thematic analysis to examine the experiences of four fathers whose children were
undergoing treatment for leukemia. The fathers participating in the study of McGrath
and Huff (2003) expressed painful emotions but indicated that they did not often show
their feelings. They felt that their partners gained strength from the belief their husband
was ‘in control’. The fathers managed their own turmoil by ‘taking time out’, working
harder or crying alone. Like mothers of seriously ill children in other studies, the fathers
re-evaluated their life and career goals and expressed special concern about the separation

of family members during treatment, patticularly for siblings.
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Psychological function of ten healthy siblings of children with chronic life threatening
illness was investigated by Stewart et al. (1992). The participants were siblings of children
using a children’s hospice. Methods are described in the Table of Evidence. Participating
siblings reported feeling negative about mothers being less involved with social activities
and fathers being less involved with the extended family. Six of the ten siblings were very
involved with caring for their brother or sister and the study revealed that siblings tended

to accept their own roles when their brother of sister had a life threatening illness.

2.9 Summary

Concepts of dying trajectory originate from the work of Glaser and Strauss (1965).
Within non-categorical research, concepts of ‘trajectory’ tend to describe the course of
chronic illness in terms of short and long term consequences for sufferers over time.
Thereforte researchers describing illness trajectory commonly speak about periods of
stability or decline as well as referring to certainty and uncertainty about the likely
moment of dying. The review highlighted that concepts of illness and dying trajectory
have been applied to children affected by life limiting conditions (Steele, 2000; and
Bluebond-Langner, 2000). In both studies the accounts of affected children wete not
included. Copp (1999) argued that the perspective of the ‘il or dying’ person should be
central to any theoretical model of ‘trajectory’ and suggested that the person’s body is
generally overlooked in theoretical concepts of illness trajectory. This is interesting

because the child’s body is almost always overlooked in theories of child development.

Children with malignant illness (Stewatt, 2003) and children suffering from other life
limiting conditions (Ireland, 1997; Wise, 2002) have been able to describe many uncertain
aspects of their disease and treatment through research. Yet they focus on the ‘routine
and ordinary’ aspects of their lives as ‘normal’ children and work to establish ‘normality
(Ireland, 1997; Stewart, 2003; Wise, 2002). These studies were based on one meeting
between the children and researcher. It is not clear whether repeated contact would have

influenced what the children shared and therefore impacted on the results.

Research suggests that children with life limiting conditions need a range of information
(Bluebond-Langner, 1980; Decker, Phillips, and Haase, 2004; Horstman and Bradding,
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2002) and want parents and professionals to talk to them (Young et al, 2003). Parents of
children with cancer are advised that their children fare best when they are kept informed
about their diagnosis, treatment and prognosis (van Veldhuizen and Last, 1991).
However, available research provides vety little detail about how professionals and
patents should communicate with terminally ill children about death. There is virtually no
advice about whether or how to talk to a child with limited life expectancy (who may live

for many yeats) about their diagnosis, prognosis and death.

Available information indicates that when children suffer from malignant illness and
other life limiting conditions the whole family is affected and interrelationships might
exist between the child’s illness and family function (Gravelle, 1997, Woodgate and
Degner, 2003). Furthermore individual family members experience distuption to their
own life stories (Young et al, 2002). Other studies demonstrate that parents of: children
suffering from malignant illness and other life limiting conditions manage by focusing on
the child’s general state of health and iliness patterns (Dolgin et al, 1990;
Mastroyannopoulou et al, 1997; Tozer, 1999) rather than short term fluctuations ot the
child’s diagnosis. This indicates pethaps why parents want professionals to see the wider
picture of their family life (Steele, 2002; Tozer, 1999; While, Citrone, and Cotnish, 1996a).

The review indicates that caring for a child suffering from a life limiting condition can
generate extreme emotions in patents; requires effort upon effort for the whole family to
adjust and then readjust to changes in the child’s medical condition; has consequences
that affect each individual in the family; and that families want professionals to look at a

mote comprehensive picture of their lives.

Children living with malignant illnesses and their families have patticipated in research.
Although reseatch is argued to be vital for advocacy at all levels, there is limited empirical
research about the expetiences of children with life limiting conditions and calls for more
sophisticated research design. Children suffering from the wide range of medical
conditions that can limit life expectancy to childhood, particularly those with complex
disabilities and communication difficulties, are barely represented. The voices of life

limited children and their families about day-to-day expetiences are largely missing.
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In the context of changing patterns of childhood deaths and survival from once fatal
medical conditions, many children face prolonged uncertainty combined with profound
needs. Straker and Kuttner (1980) highlighted that studies of children with life limiting
conditions tend to focus on the acute or terminal stage but rarely investigate the child’s
experience of chronic life threat over long petiods of time. The population of life limited
children and their families is not cleatly defined and their needs and experiences are not
well understood. The review did not identify any study of the day-to-day experiences of

children who suffer from life limiting conditions and their families from the child and
family’s perspective.
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Chapter Three

3 Methods

3.1 Aims
The purpose of this study was to understand more about the needs and experiences of
life-limited children, some of whom were unable to communicate verbally. The aims of

the study were stated in the introduction and are restated here for the reader:

1. How do families face the dilemma of whether or how to be open about the life
limiting nature of the child’s condition within the family?

2. What is the impact of having a life limiting condition on a child’s developing
sense of self?

3. Do children who are unable to communicate verbally have active and/or passive
roles in shaping their identities?

4. What are the current roles of support services like children’s hospices? What are
the challenges and opportunities for developing support that matches the needs
of life limited children and their families more closely?

A user involvement strategy was incorporated into the development of this design. The
study was developed in collaboration with two bereaved parents supported by a
children’s hospice service (not the host children’s hospice) over a number of years. These

parents reflected on their experiences and said,
"Our experience of ‘service providers’ ... was that they had very little conception of our situation
and were governed not only by statutory infrastructures but by a mind-set that felt that they knew

best, and not the parents. They listened but did not truly hear.”

They confirmed the need for and appropriateness of the methods selected for this study.
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3.2 Ethical and methodological implications

3.21 Stage of development and the role of experience

Staged and continuous approaches to development argue respectively that children
develop in quantifiable steps or slowly and continuously over time. Erikson and Piaget
emphasised the stages of child development correlated with chronological age, so that
one could identify definite or measurable differences between children at different stages
of development in chronological age groups. In contrast Vygotsky’s theoties call attention
to more gradual changes over time. Miller (2002) stated that Bandura considered
attention to ‘stages’ as ‘counterproductive’ because it draws awareness away from

individuals with all their differences.

In exploring the idea of continuous change and development throughout life, Sugarman
(2000) used the metaphor of a rivet, ‘having a force and momentum of its own but being
shaped by the terrain over and through which it flows and the notion that development
described in terms of achieving ‘norms’ carried with it the implication that people
develop best when they attain similar ‘standards’. Burman (1999) highlighted how
developmental theories, which focused on milestones of normal development, tended to
marginalize children with complex needs and their families, arguing that they created

worty, competition and compatisons amongst parents,

“Development thus becomes an obstacle race, a set af hoops to jump through, with cultural kudos
accorded to the most advanced, and the real or imagined penalties of professional intervention or

stigmatisation if progress is delayed.” (Burman, 1999 P58)

3.2.2 Differences and power: child and adult research participants

The western construction of childhood in which children are defined as ‘different’, ‘other’
and ‘dependent’ (James and Prout, 2001) has led researchers to focus on information
from adults about children. Recently children’s views have been sought directly. This
move was mobilised by the UN Convention on the Rights of the Child, ratified by the
British Government in 1991, and in particular Article 12, which refers to the right of the

child to express themselves on all matters of concern to them (Alderson 2000). Mayall
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(2002) argued that if we are to understand how society functions, children’s accounts are
as vital as the narratives of adults, because they represent an important social group that
exist within different social cultures. Those who study the sociology of childhood take an
analytical approach to assumptions about differences between children and adults based
on developmental accounts (Holt, 1975; James and Prout, 2001; Mayall, 2002). It 1s
suggested that children might be ‘different’ to adults but are not lesser persons and that
difference does not equate to incompetence (Alderson, 2000; James and Prout, 2001).
Greene and Hogan (2005) urged researchets to remain open to understanding how the
needs of child and adult research participants are distinct and diverse in some respects

and similar in othets.

Undoubtedly there are dissimilarities between children and adults, young children and
adolescents. Hill (2005) delineated differences of ability and ‘power’ in terms of social
place and influence. It is argued that ability is so varied even amongst children of the
same chronological age that it can almost never be assumed for individual children. Much
is written about the issues of ‘power’ and ‘status’ in social roles. One primary concetn
about involving children in research is the relatively powetless position of children in
society (Alderson, 2004; Holt, 1975; Robinson and Kellet, 2004). Mayall (1996) argued
that social otder consistently and routinely places children in positions where they ate
unable to make their own concerns count. Children might not be used to being asked
about their experiences or having their views valued. Therefore because of their usual
place in society children might try to answer even ‘nonsense’ questions (Greene and Hill,
2005) be swayed by the opinions of patents or try to please adults. Howevet, as Hill
(2005) points out, adults who take part in research can also feel lost ot powerless,

influenced by how they interpret the status and language of the researcher.

There is a tisk of tokenism in research that talks about including children but fails to truly
take account of their contributions. Greene and Hill (2005) contended that differences
between the abilities of children and adults to participate in research should not be

assumed, but they suggested,
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“The researcher must be open to the use of methods that are suited to children’s level of

understanding, knowledge, interests and particular location in the social world.” (Greene and

Hill, 2005 p8)

There is a sizeable and growing body of literature debating approaches for involving
children in research (Coyne, 1998; Fine and Sandstrom, 1988; Greene and Hill, 2005;
Grieg and Taylor, 1999; Lewis and Lindsay, 2000; Mohan et al, 1996). Fine and
Sandstrom (1988) offer a detailed exploration of different techniques for participant

observation by analysis of various projects and through children of different age groups.

The first approach described how tesearchers tried to become like the children they
studied through child-like behaviour and reactions that are more charactetistic of children
than of adults. Whilst valuing this concept as one worthy of exploration Fine and
Standstrom (1988) questioned the ease and ability with which adult researchers could
‘become’ like the children that they sought to understand. Other researchers have worked
alongside children but made every effort to avoid reacting or interacting with the children
so that they aim eventually to become almost invisible to the children. This approach was
often thwarted by children who were curious about the presence of the adult (researcher)
in their midst. The final approach desctibed was one in which researchers aimed to
collaborate with the children being studied, to establish a special role with the children,
one in which the researcher was accepted or even guided by the children. Researchers
using this approach aimed to remain alongside children rather then trying to ‘become one

of them’ but also failed to respond always as an adult might.

In exploring methods that ‘work’ for children of different ages and abilities, researchers
have created methods that include opportunities for children to draw (Arizpe and Styles,
2003; Bertoia, 1993; Bossert and Martinson, 1990; Lange-Kuttner and Thomas, 1995;
Rollins, 1990). The draw and write technique was developed by Williams, Wetton, and
Moon (1989), to explore the petceptions, explanations and views of ptimary school
children (aged 4-8 years) about what ‘makes you healthy and keeps you healthy’. This
method has been widely used particularly in health education research (Collins,
McWhirter, and Wetton, 1998; Gabhainn and Kelleher, 2002; Horstman and Bradding
2002; McWhirter et al, 2000; Oakley et al, 1995). One valuable aspect of the technique 1s
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the standardised instructions, which aim to ensure consistency in the process of data
collection. The original study did not seek to analyse the children’s drawings. Later
researchers have sought methods for analysing the children’s drawings at least by
cataloguing the items included (Horstman and Bradding, 2002). Backett-Milburn and
McKie (1999) were critical of the ‘draw and write technique’ for potentially failing to
appreciate the social context and wotld of the child and the complex nature of the
development of drawing skills in children. However Williams, Wetton and Moon (1989)
were explicit that the process was developed for large scale research into younger

children’s perceptions about a specific topic not their general experiences.

The movement to hear from children about their own experiences raises many interesting
questions about how children’s voices are used in research (Davis, 1998). Davis (1998)

identified three different approaches:

1. To hear from children about ‘childhood’ assuming one homogenous voice about
childhood as a culture different to adulthood.

2. To understand the common meanings and behaviours of groups of children with
some shared characteristic - for example, race, replacing illustrations of
‘childhood’ with representations of the common aspects of groups of children’s
lives.

3. To understand the complexity of culture and difference, exploring many
meanings and voices of children, to understand how they construct relations and

have relations constructed for them.

3.2.3 Inclusion of children with communication difficulties
Grieg and Taylor (1999) used the tetm ‘very special children’ to refer to children with
particular abilities or needs but they argued,

“Tf we accept the special status of all children within society we must also recognise that there are
many children who, for a variety of reasons, must be considered to be very special. These children
differ from their peers because, for excample, they are exceptionally gifted or because of a physical
or psychological dysfunction or because they are particularly vulnerable. These children have been,

and are, the focus of a great deal of research activity which aims to discover why they are different,
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and the effects of their difference in terms of their present and future development. What we

should emphasise here is that their rights and our responsibilities as researchers and professionals

remain at least the same as for all children.” (Grieg and Taylor, 1999 p4)

Until recently researchers have tended to rely on insights from parents about their
children’s experiences; this is especially true of disabled children (Robinson and Stalker,
1999; Connors and Stalker, 2003). Ward (1997) concluded that children with complex
needs and/or communication difficulties are often not consulted and this is a failing in
terms of their fundamental human rights. Children with complex needs and multiple
disabilities represent a special challenge for researchers because they may require an
innovative and flexible approach to facilitate theit inclusion (Lewis and Kellett, 2004;
Ward, 1997). On the one hand they are vulnerable and consideration is required for their
protection, on the other hand where they have relevant experiences it is important that

they have oppottunities to take part in research.

Cooper (1999) suggested that, although it is important to understand what it is like to
grow up with a long-term illness from the child’s point of view, information is limited.

Other authors make two impotrtant points:

“The voice of disabled children themselves is largely absent from disabled childhood research ...”
(Robinson and Stalke, 1999 p20)

“t is still rare for research fo take a broader approach, asking children about their wider iife
excperiences and aspirations.” (Connors and Stalker, 2003 p19)

In an ethnographic study that set out to understand more about the expetiences of
children with multiple impairments attending a special school in Davis, Watson, and
Cunningham-Burley (2000) worked with children who communicated vetbally and non-
verbally. The difficulties of working with children who communicate non-vetbally are
described and the researcher talks of forming a hierarchy in his mind largely based on his
own ease of communication with children who could say or sign ‘yes’ or ‘no’ to his
questions (Davis, Watson, and Cunningham-Burley, 2000). The researcher then sought

ways to communicate with the children whose language was more difficult for him to
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interpret (at least at first) for example, children who used sounds and gestures or other
non-verbal cues. In daily contact with the children the researcher learned how to relate
with children he had initially doubted were capable of social interaction. The study
highlighted that the children who communicated non-verbally were just as likely as other
research participants to withhold information until they felt ready to reveal more about

themselves (Davis, Watson, and Cunningham-Burley, 2000 p210).

In a study that took a more quantitative approach to understanding the self-perceptions
of children with Down’s Syndrome, Begley (2000) used pictures and a grid (The Pictorial
Scale for Perceived Competence and Acceptance and The School Situations Grid). The
researcher chose these tools because they required simple explanation, limited verbal
response but relied instead on visual stimuli and manipulation of the pictures. Begley
(2000) recognised and tried to reduce the imbalance of power between herself and the
children with Down’s Syndrome. The children wete asked whether they wanted to take
part in the study in private (away from their teacher); given time to complete the task at
their own pace; and told they could refuse to participate or withdraw at any time.
However, Begley (2000) argued that use of forced choice instruments’ limited insights
into the children’s self concepts because there was no way to tell whether children chose
pictures because they preferred them to the alternative or whether the predetermined
categories were perceived by the children as especially relevant to themselves. Davis,
Watson and Cunningham-Burley (2000) found that they did not need to create or employ
any ‘special research tools for communication’ with the children. However, time and
repeated contact were both vital for the researcher to learn the children’s languages (ways

of communicating) and for the children to get to know the researcher.

3.24 Understanding children in context
To understand the child in a social context the family is central and inextricable, because
children experience and participate in the social wotld, both within and outside their

family, which is generally their most enduring social structure (Barnard et al., 2003).
This section can only raise the concept of family in relation to this study, not outline the

major theoretical approaches. Family is a surprisingly complex social concept to illustrate,

despite the fact that we ate all linked to a family in one way or another. White and Klein
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(2002) provided a detailed analysis of several dominant theoretical approaches and

suggested four typical characteristics of the social group ‘“family™:

e Families tend to have longer lasting connections then other social groups

e Families include people from more than one generation

e TFamily members are connected by biological, legal and unofficial relationships

e Families consist of small groups of individuals, closely connected and living
together and extend to include others associated by ‘blood, marriage ot

adoption’.

These characteristics are no more than helpful indications of the concept of ‘family’. In
the real world families can include two ot single parents, complex structures and ‘step’
relationships, any number of children as well as, fostered or adopted children. Ultimately
families take on many forms but we ate all connected to a family by birth, whether the
links are sustained or temporary. There are probably timeless connections between ideas
of childhood and family (Aries, 1973) and it is a fact of life that we are born helpless and
dependent on ‘others’ for our sutvival (Holt, 1975). Therefore, it becomes somewhat
artificial to separate individuals from the context in which they are embedded for the
purposes of research, especially when trying to understand the day-to-day experiences of
children.

Symbolic interaction and systems theory suggest that families have rules, goals and roles.
If each role in a family has rules (undetstood by the whole family) then each person has at
least some expectations of ‘other’ family members. Families have access to and use an
array of recourses to maintain equilibrium, rules and roles (White and Klein, 2002).
Within systems theory ‘family’ is understood as an organic structure consisting of
component parts that operate both independently and as part of the whole. Critical to
understanding families in terms of systems theory is the idea that families are separate
from their environment, but influence and are influenced by many contexts in which they
are embedded (White and Klein 2002). Separateness and boundaries are inter-related.
Families tend to live within physical boundaries (the home) and children, by and large,
spend much of their lives at home or within other physical boundaries ostensibly for their

development, protection or ‘well being’ (for example, schools, hospitals and hospices).
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However, not all boundaries are physical and might be reflected in the ways that families

maintain privacy or are open to ‘outsiders’.

3.2.5 The question: perceptions or experiences

Finding ways to include child research participants is (like all research) influenced by the
research question. Investigating children’s perceptions (thoughts and ideas) about a given
topic requires a different approach to studies that seek to explore and understand about
children’s life experiences. Greene and Hill (2005) offered a considered debate about the
nature of ‘experience’ and highlighted that one aspect of expetience is the extent to which
the subject is conscious of being affected by events. They asked therefore whether
preverbal children could be said to have experiences that they are unable to report on

(Greene and Hill, 2005) but go on to offer the following thoughts:

“Eixperience is about interpretation, on the part of the self to the self (as in reflexive mental
processes) and on the part of the self to others (as in attempts to communicate experience) and,
Jurther, on the part of others as they attempt to understand the original experience.” (Greene and
Hill, 2005 p5)

This suggests that expetience is multifaceted and has some aspects that will be
inaccessible to outsiders, either because the subject is unable to articulate their
interpretations or chooses not to. An aspect not mentioned by Greene and Hill (2005) is
that communication is also multifaceted and might be non-verbal. It would seem that
researching the experiences of ‘others’ is complex and in the end our understandings will
be inadequate but one might argue that these issues are common to all research and

therefore no reason not to try (Greene and Hill 2005).

3.2.6 Central ethical issues of involving children in research

Authors exploring ‘ethics in research involving children’ implicitly and explicitly allude to
differences between the needs and rights of children and adults implying there are
particular ethical issues for research involving children. However, Alderson and Goodey
(1996) argued that:
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“Any extra complications in research with children are common to other ‘minority’ groups. The
main complications do not arise from children’s inabilities or misperceptions, but from the

positions ascribed to children in late twentieth-century Western societies.”

It is likely that ethical questions emetge from the tension between social desires to protect
children and moves in social research to heat from children about their needs and

experiences. Morrow and Richatds (1996) described the essential dilemma like this:

“In everyday social life, we (as adults, parents, or researchers) tend not to be respectful of
children’s views and opinions, and the challenge is to develop research strategies that are fair and

respectful to the subjects of our research.” (Morrow and Richards, 1996)

Alderson (2004) highlighted how standards for involving children as research patticipants
have evolved over the last three decades, in line with changes in national policy. In
Alderson’s view (2004), researchets who recognise ethical principles as vital components
to all aspects of research design are better able to provide flexible methods for listening
to the thoughts and experiences of child participants. Whatever the research question,
theoretical stance, or methodology adopted, all reseatchers who include child participants

in their studies have to consider the following:

e How they will find and recruit children to the study
®  Ways to inform children about the aims of the study and their rights to decline

to participate or withdraw at any stage without giving a reason
e Any risks of potential harm or distress to children who take part

e How they will maintain privacy and anonymity for participants.

These questions apply to all research but the practicalities may require special

consideration pertaining to the involvement of children.

3.2.6.1 _Access
Generally adults like parents/guardians, teachers and social or health care workers are the
first point of contact for researchers interested in the experiences of children. ‘Adult

gatekeepers’ are bound to take steps to protect the children they care for. It is common
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practice to offer adults, with responsibilities for children, information about research aims
and plans before seeking their approval to approach children about participation in
research (Greene and Hogan, 2005). Alderson (2004) and others have pointed out that
adults taking care of children can provide invaluable support to children who do not want
to take part in research but might also overpower, silence or exclude children who might
otherwise have been willing and capable research participants. In addition, organisations
offering support to children and their families are likely to require police checks for all

those coming into contact with the children they care for including researchers.

3.2.6.2  Gifts, information and consent

There is some debate in the literature about whether children taking part in research
should be rewarded in some way (for example, with money vouchers or gifts). The
dilemmas raised by researchers are whether such ‘payments’ might tempt children to
participate in research, when they might otherwise have declined. If young research
participants are to be ‘paid’ for their roles then decisions have to be made about the form
of ‘payment’, as well as the process of giving the reward. Debates exist about whether

children should know in advance if they will be rewarded for their role in research.

It is widely recognised that children being invited to take part in research need
information about the aims of the study, the process of patticipation and what taking part
will mean for them in practical terms. Increasingly, ethics committees request that
separate information leaflets be made available for children being invited to take part in
studies - for example, for children in various age groups. All children are different and
children in chronological age groups may have different needs in terms of written or
spoken explanation. Ultimately, simple, clear written information is more likely to be
understood by all participants (children and adults) and can more easily be read and
explained to young children or children with learning difficulties (Alderson, 2004).

Children have a right to decline to participate in research or withdraw without giving a
reason. In practice, children may not feel able to make these choices or vocalise their
unwillingness to participate in research, particularly if parents or other supporting adults
are enthusiastic. The issue of children’s consent to take part in research is of central

ethical concern. The child’s age alone is not always a good indicator of competence or
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likely comprehension of even the most careful explanation. Alderson (2004) advocated an
‘opt-in’ rather then an ‘opt-out’ approach and that researchers check with children at
vatious points during the research process that they are still prepared to continue, and be
aware that children may reveal their discomfort non-verbally. More recently some authors
(Kunin, 1997) have argued that researchers should ask children for their general assent
(agreement or willingness) rather than consent (authority or permission that assumes
comprehension) to participate in research. Children with cognitive impairment may not
be able to comprehend a simple explanation and give their consent or even assent to
participate in research. To involve these children, researchers will ultimately be reliant on
consent for their participation from parents or main carers. However, children with
cognitive impairment may communicate their discomfort with some aspect of the
research process non-verbally, telying on family/the researcher to understand and react.
Children’s consent raises complex questions for which there are no clear-cut answers but
awareness of potential difficulties increases opportunities for debate at the level of

individual studies and more widely.

3.2.6.3  Possible barm and distress

Although social research of the kind conducted hete does not pose any physical or life
threatening risks to the children who participate, Alderson (2004) argued that social
research could ‘worry’, ‘embarrass’, or ‘betray’ children by fostering false hopes or

inaccurate reporting.

There are potential benefits and risks in adopting these approaches. Alderson (2004)
described the risks,

“The ethical risks of greater participation are that, if children contribute and reveal far more
about themselves than they intended, they might later feel greater regret, shame or anger if
researchers produce disrespectful reports. Adult researchers still hold the power to interpret and
write reports.” (Alderson, 2004 p100)

On the positive side, children who feel that their contribution to research is valued and

appreciated, or who expetience choice and control in actively participating, are likely to
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enjoy the process and might gain some sense of achievement that will affirm their self-

esteem.

3.2.6.4  Privacy and confidentiality
Hill (2005) identified three elements of privacy and confidentiality in relation to research
with children:

1. Public confidentiality — not identifying participants in reports or presentations

2. Social network confidentiality — keeping information the child shares with the
researcher ptivate even from other family members

3. ‘Third party breach of privacy — where individuals reveal personal information

about other family members. (Hill, 2005 p75)

It is usual practice in research to use pseudonyms for participants. However, some

research participants might request to have their own names used. Children in particular
might not realise the potential consequences of being named in reports or presentations.
As Hill (2005) pointed out, adult views about the best interests of children taking part in

research tend to take precedence over the wishes of individuals to be identified by name.

Other data could also lead to identification of participants - for example, drawings,
photographs and video; or details vety particular to individuals - for example, the
disclosure of complex step relationships within families. Hill (2005) recommended that:

“Whenever there is doubt, it may be necessary to omit or disguise certain details of a situation so

that the persons involved are not identified.” (Hill, 2005)

Researchers sometimes invite children to take photographs or draw pictures that illustrate
their experiences or perceptions. Use of iage in this way raises many questions about
‘ptivacy’ and anonymity. A child’s drawing could be recognised by other family members
and photographs of individuals are almost certain to reveal the identity of participants to
those who know them. In a study of children’s perceptions of their home towns, Motrow

(2001) decided only to use photographs of places as research data (not people). On the
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other hand, in exploring disabled children’s access to leisure facilities, Murray (2002)
argued that ‘photography’ and ‘artwork’ provided the best means by which,

“the excperiences of people unable to articulate with langnage in any of its many shapes and forms
could be directly conveyed to the reader.” (Murray, 2002 p7-8)

In creating her report Murray (2002) decided to include only those images that portrayed
study participants in positive ways and restrict analysis to what is desctibed as ‘a simple,
straightforward level. Emmison and Smith (2000) discussed the differences between
‘artwork’ and photography and pointed out that the photograph which is a realistic
representation can lead to litigation even from subjects who change their minds at the
time of publication. Emmison and Smith (2000) took the position that use of visual data
in research rarely depends on readers having opportunities to scrutinise images of the
phenomena under investigation for themselves. Emmison and Smith (2000) rely instead
on description and carefully selected images. Arizpe and Styles (2003) investigated how
children make sense of picture books in which the text or pictures alone would not tell
the story and found that children conduct a thorough and detailed visual examination to
bring the two things together. Arizpe and Styles (2003) took information about the way
that children inspected images and applied the same style of analysis to drawings created
by the children participating in the study. Their descriptions are so rich that one hardly

needs to see the image as well, although selected drawings are reproduced in the report.

This section has argued that the concepts of childhood and family are so closely aligned
that research considering children in the context of their lives should take account of and
include links between the child and their family. Theoties of family suggest that families
have goals, functions, rules and roles and that children actively work within these
boundatries to sustain family life and protect family members (White and Klein, 2002).
The section has examined the ethical debates, challenges and opportunities for involving
children in research, even those with complex disabilities and communication difficulties.
It is argued that the challenge for researchers is to find methods and approaches that are
flexible enough to include all children where they have experiences that are relevant to
the research question (Alderson, 2000; Beresford, 1997; Clark and Moss, 2001; Fine and
Sandstrom, 1988; Ward, 1997).
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3.3 Design: case study approach

Case study provided the overarching approach for the study and grounded theory shaped
the methodology. The research aimed to understand complicated, intricate and sensitive
experiences, which for many families extend over years, from the moment of diagnosis to
the child’s death and beyond it through beteavement. Therefore the study design set out
to capture pictures of this experience through a series of case studies, with children of
different ages with different prognoses and by looking in detail at the expetiences of
individual families. The most approptiate number of cases (children and their families)
that would offer the widest insight was not clear, due to the complex nature of the

subject.

Grounded theory (Glaser and Strauss, 1995) provided the sampling strategy, guided the
process of data collection and data analysis scheme. The basic objective of grounded
theoty is the development of theories from social research (context based field research)
that are closely linked to (grounded in) the data, participants and context being studied
(Glaser and Strauss, 1995). Ways of working with the children and adults who
paticipated were drawn from classical methods of participant obsetvation combined with
interactive methods drawn from education research, especially the Mosaic Apptoach

(Clark and Moss, 2001).

The conceptual framework of the study is illustrated in Figure 1, which describes links
between the study design and ecological systems theory, as well as links to key themes
drawn from the literature review. Figure 2, provides a visual overview of the design of
the research in the form of a ‘Mind Map.” This illustrates how the study was framed and
bounded. The intetpretist and constructionist approach to the study is desctibed in the
introduction. With this approach in mind the primary aim of the design was to create a
structure for hearing from children and families in their own words, to listen to the
experiences and intetpretations of participants as well as obsetving and interpreting

interactions between the children and family members.
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Case study design afforded the opportunity for triangulation (examining the case from a
variety of perspectives and sources of evidence). This is reported to have distinct
advantages over other methods when phenomena are examined contemporaneously in
real life contexts where the researcher has little or no control over events (Yin, 1989). Yin
(1989) argued that the first and most important step in designing any study is to identify
the type of question being asked. It is argued that case study design is most appropriate to

‘How’ and ‘Why’ questions that set out to explore active links over time (Yin, 1989).

33.1 Generalisation

Case study research is often criticised for the failure to follow ‘scientific’ procedutes.
Positivists might argue that case studies relying on qualitative data and interpretive analysis
tend to result in descriptive accounts, which lack calculated assessment and evaluation
(Denscombe, 2000). If the case is unique or very particular then evaluation might have
limited value. Most widely discussed is the issue of whether information drawn from a
single case or only a few cases can have any general application. However, Stake (1995)
maintained that valuable insight could come through complete and detailed study of the
particular.

“Tt startles us 1o find our own perplexities in the lives of others.”(Stake, 1995 p7)

Stake (1995) proposed that case studies generate a form of ‘naturalistic generalisation’
from which the reader gains an understanding of the case specifically because of the detail
and depth of description. In this way, case studies allow others to see wotlds they are not

part of and would never see except through the researcher.

“Naturalistic generalizations develop within a person as a product of experience. They derive
from a tacit knowledge of how things are, why they are, how people feel about them, and how
things are likely to be later or in other places with which this person is familiar. They seldom take
the form of predictions but lead regularly to expectations. They guide action, in fact they are
inseparable from action. These generalizations may become verbalized, passing from tacit
knowledge to prepositional; but they have not yet passed the empirical and logical tests that
characterize formal (scholarly, scientific) generalizations.” (Stake, 2000 p22)
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3.3.2  Unit of analysis

Much is discussed about the unit of analysis in case study research. According to Yin
(1994) the case (unit of analysis) can be an individual, group or community, event or
phenomenon. Stake (1995) described how eatly educational ethnographers first defined
the case as a bounded system; an object rather then a process. If we merge the ideas of
Yin and Stake we might say that the case is a system of connected parts functioning as a
whole (Stake 1995) but where the boundaries between the system and its context are
unclear (Yin 1994). In this study the case was defined as a life-limited child embedded
within their family. The aim was to understand the perceptions and experiences of the
child as an individual, and to frame that understanding with insights from their various
family members as well as those of the family as a unit. Each case was unique and
represented a different set of social and demographic circumstances contributing to our
understanding of the situation in its widest context. The explanations of children and
families (where the child has limited life expectancy) about personal, social, historical and
political contexts based on day-to-day experiences are at the heart of the research, because
expetiences from the child and family’s point of view were not evident in the existing

literature.

3.3.3 One or many cases

Stake’s (1995) guidance about selecting cases was to identify one typical or atypical case
that could provide information about the system being studied. However there was no
way to determine which child and family might represent ‘a typical case’ or even if the
experiences of one child and family would overlap with the experiences of any others

without bringing their stories side by side. So a multiple case study design was adopted.

Case study is not necessarily about representation through sampling strategies and it
would be irrelevant to seek a sample large enough to inform us about the wider
population (Stake, 1995; Yin, 1994). Yin (1994) argued for what he called ‘replication
logic’, suggesting that in multiple case designs each case should be selected because it is

predicted to yield similar or contrasting results. Stake, however, maintained,

“Balance and variety are important; opportunity to learn is of primary importance.” (Stake,
1995 p6)
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3.4 Case selection strategy

The principles of grounded theory were used for sampling, so that it was part of the
process of research to recruit new cases until extra data seemed to add no new themes and
in general to confirm the on-going analysis. This is what Strauss (1987) called the point of
‘theoretical saturation’. Putting balance, variety and opportunities to learn centrally, the
selection of cases was therefore based on two characteristics that would be inherent in

each and every case: the child’s age and the child’s prognosis.

Age and prognosis are critetia that appear repeatedly in definitions of life limiting iliness in
childhood (ACT and RCPCH, 1997; While et al, 1996; and Nash, 1998) and therefore
they wete primary to the sampling strategy employed. The priority was to try to include
three to five children from each of the following groups: young children (aged 2-6 years);
children (aged 7-11 yeats); and adolescents (aged 12-16 years). Within this group of nine
to fifteen children, the study aimed to offer equal representation for children whose

prognosis could be described as follows:

€) Where cure may be possible but can fail or where the child is susceptible
to complications

f) Conditions where life expectancy is anticipated to be shortened (from
what is known about the child’s diagnosis)

g) Progtessive/degenerative disease resulting in shortened life expectancy.

In this way, each case would also take account of at least two significant points of
comparison with other similar cases, both within the study, and outside it. The sampling
strategy actively sought to accommodate diversity through inclusion of families from

different ethnic and socio-economic groups.

It was proposed that informants would be deliberately included to enable exploration of
the subject in depth and in its widest context. The most appropriate number of children
and families that would offer the widest insight was not clear at the outset, due to the

complex nature of the subject, so at various points the data was examined for saturation

or repeated themes and the need/feasibility to include further cases was reviewed.
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However, an initial sample of nine families was recruited from those supported by the
host children’s hospice. A minimum of nine cases was required to cover both selection
criteria and it was estimated that 15 cases might be the maximum feasible within the

resources and time scale of the study (see Table 1).

Table 1 Selection criteria and minimum number of cases required

Prognostic groups Age groups

Total cases by
2-6 years 7-11 years  12-16 years ~ prognostic groups
a) Where cure may be possible
but can fail or where the childis v/ v v 3
susceptible to complications

b) Conditions where life
expectancy is anticipated to be v v v 3
shortened (from what is known

about the child’s diagnosis)

¢) Progressive/degenerative

disease resulting in shortened life v/ v v 3
expectancy

Total number of cases by age
groups 3 3 3 9

Grand total 9

3.5 Ways of working

Clark and Moss (2001) offered a framework for ‘listening’ to the experiences of young
children. The ‘Mosaic Approach’ was used in a study exploring the views of young
children about their daily lives in a nursery school: a framework, which they suggested
acknowledged the roles of children and adults as ‘co-constructors of meaning’ (Clatk and
Moss, 2001).

The mosaic approach as described by Clark and Moss (2001) has two phases. The first
involves ‘children and adults gathering together documentation’ and the second includes
‘piecing together information for dialogue, reflection and interpretation’. The mosaic

approach describes a series of activities that generate the documents for phase one:

1. Observation of the children by the researcher /key worker
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2. Child conferencing or talking to the children about predetermined themes

3. Uses of cameras, mapping and tours by the children to illustrate their perspectives
about predetermined themes

4. Interviews with parents

5. Interviews with key workers

These activities generate ‘pieces of the mosaic’ brought together in phase two for
discussion and analysis by the children, parents, key wotkers and researcher. Talks take
place on a one to one basis and in groups. Dynamic aspects of the mosaic approach
suggested collaborative ways of working with children participating in research. Most of
the children who patticipated in the study of Clark and Moss (2001) were three or four
years old but the same apptoach was adopted for a toddler by involving her sibling as the
photographer. This illustrated the potential for using this framework with children of
various ages and abilities and the potential role of siblings as advocates. Drawn from the
work of Clark and Moss (2001) was the idea of including various visual tools for the
children to represent their own perspectives. The mosaic approach provides a specific
framework, within which the children are invited to respond to questions - for example,
what are your favourite places in the nursery? However, because my research was about
discovering how children and families represent themselves and their own lives in various
contexts, it was decided that participants should choose their own ways of working.
Anticipating that each child and family (case) would be unique the aim was to know them
better, guided by their preferences for styles of working. The ambition was that the study’s
structure would arise from the ‘boundedness’ of design and focus on the aims and
questions (see Figures 1 and 2). Within this structure, central themes were kept simple,
especially to encourage the children to tepresent themselves in their own ways: ‘what is it

like being you?’ and ‘what are your everyday experiences?”’

3.5.1 Participant observation

Participant observation originates from the anthropological tradition in which the
researcher is part of and participates in the events being studied, witnessing first hand the
people, culture and events of interest (Yin, 1994). This investigation used participant
observation to embrace the ideas, opinions and perceptions of all the individuals involved;

the setting and environment of care; the ethos and rationale related to each event; and
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outcomes as perceived by the individuals involved. One potential problem with
participant obsetvation is the possibility of researcher bias. In this instance I had never
played a role in the direct provision of care and was already a daily observer, accepted by

staff from the host children’s hospice and community team before the study began.

The purpose of participant observation in this study was to be present for petiods of time
with the child and their family during episodes of their daily lives. I was participating in
and part of the events, listening, watching and talking to the people involved. The
objective was to take note of the setting, environment, events and interactions with the

child and their family, as well as their responses.

Community based observations might be in the family home ot other settings - for
example, an outpatient appointment or other hospital visit. These would require the co-
operation and suppott of professionals from other agencies, as well as the child and their
family. The children and families studied here were participating in many different settings
and social situations as part of their daily lives. Holliday (2002) stated, “It is often helpful
to think of a social setting as a kind of place.” It seemed useful to separate ‘core social
settings’ from ‘social situations that may be more peripheral to this study’ (see Figure 2:
Mind Map framing the study). Children generally spend the majority of their time at home
(the place where they live) and it is central to their lives and to their family unit. The
child’s home therefore was the cote social setting fot each case. Children have special
needs for learning and development and the place where regular play and education takes
place was another core setting. Children suffering from life limiting conditions have
contact with specia]ist/ experts in health and social care agencies and these people created
two more core social settings. Holliday’s (2002) reference to ‘a kind of place’ is useful here
because, for some children, education/play, health care and respite or social care might

come to them at their own home.

Respite and social care are broad terms used to describe many different forms of support
and may in the end have to be defined in relation to each particular case. For example
some children attend a regular after school club and they might describe this as a break or
respite for themselves. Core settings for the child embedded in their family were identified

as listed below:
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e Home
¢ Education/Play centre
e  Child’s regular hospital/health care setting

e Child’s regular respite/social cate setting

However, for any child one-off events have a place in their lives and these types of social
situations had to be considered on an individual basis. For instance, a child’s school play
may not seem central to this research question. However, if, for example, the child has for
the first time been asked to participate in a school play, the family may feel that this
particular event is a defining moment about outsiders’ response to their child and it would
then become a core social setting in terms of its relevance to a specific case. Social
situations that might occur, but may be mote petipheral to this study and understanding

the day-to-day experiences of life-limited children and their families, included:

e Visits to relatives

e Visits to friends

e  One-off or very temporary respite solutions
e After school event

e Play/holiday event

e Social outing

3.5.2 Children and siblings: plans for working

The complexity of the group required methods and a flexible approach that could be
adapted to suit the individual needs of all the children, from the youngest, to the most
profoundly disabled. To develop the best approach for each child and their family, my
skills as researcher were combined with those of people who knew the children well. The
aim was to create opportunities to discuss with families - for example, where they would
feel most comfortable to be interviewed, whether the children wanted parents or siblings

present, as well as details about the process of tape recording particular interviews.
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Before meeting the children, I talked to parents about whether /how they explained the
life threatening nature of the illness to their affected child and any siblings. This provided
me with a baseline understanding about whether or how each family talked about issues of
death and dying and shaped work with the children. Personal preferences, attention span
and health of each child dictated how I worked with the children and their siblings. The
objective was to learn more about the children’s ideas, experiences and interpretation of
events and interactions in their wotlds; not to bring them any agenda through this
research but to discover more about the issues that they were already with and chose to

share.

In an effort to redress the imbalance of power between myself (the adult researcher) and
the children who participated, I invited the children and young people to create artwork
based on the topic guide themes. The things that they created were used to facilitate
discussion. I prepared some creative ideas - for example, the children might write 2 poem
or make a picture diary. I also collected 2 seties of books to share with the children
covering topics like ‘my home’, ‘my family’ and ‘going to hospital’ (an annotated list is
appended). I hoped that visual methods would be more like everyday adult-child
interactions, and therefore offer the children a chance for control and involvement at a

level that was familiar to them determined by their personal preferences.

Before gathering any information from the children with profound disabilities, and
especially those who communicated non-vetbally, the first step was to learn about their
communication styles and skills through observation, especially to understand how others
interacted with and understood the child (Detheridge, 2000). Direct communication with
those children unable to communicate verbally was through a family member who could

help to interpret and confirm whether I had formed an accurate impression.

Inclusion of siblings was central to the holistic approach. Siblings were asked to help me
understand about 'being me and having a brother or sister called ..." and 'my day or my
week'. The siblings who participated in this study were encouraged to interpret these
themes for themselves, within their own and their family’s existing styles of
coping/construction of meaning related to the affected child's diagnosis and prognosis.

However, taking part in this research could lead siblings to raise questions about the issues
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that they face on a daily basis. Therefore I worked closely with the family and their senior
care team member from the host children’s hospice to support the children and siblings

throughout the study and to identify extra support if it was required.

3.5.3 The role of ethics

In June 2002, the proposal was submitted to The South West Surrey Local Research
Ethics Committee for consideration. Initially the committee was unable to approve the
study at that meeting but raised a series of comments and questions to help begin the
process of review and redesign (an outline is appended). In December 2002 I attended 2
committee meeting of The South West Surrey Local Research Ethics Committee with the
Director of Care from the host children’s hospice and my academic supervisor. This
facilitated further discussion in person and was very constructive from all points of view.

Ethics approval was given for this research at the committee’s next meeting.

3.6 Pilotstudy

The research techniques and methods were piloted to see how the procedures for data
collection worked in practice; the length of time required; the type and volume of material
collected and the feasibility of analysis. Yin (1994) reported that pilot studies are important
because they can help to refine the methods and questions and may even provide some
conceptual clarification for the research design. Therefore the object of the pilot phase
was not to study one or two cases in detail, what Yin (1994) called a ‘dress rehearsal’, but
rather to ask two or three families of life-limited childten to help me explore the overall
feasibility of the research plans. For example, to review the participant information sheets
and interview guides; take part in an interview; agree to a period of participant observation
at a venue of their choice; or take part in a general discussion about the plans. The
children in these families were invited to help test some of the creative ideas to see
whether this was a process that they enjoyed and if it facilitated discussion with me. The
pilot study also created opportunities for me to practise general observation of the events

and interactions sutrounding this work with the children.
3.6.1 Selection and recruitment for the pilot study

Yin (1994) pointed out that participants for the pilot study can be chosen for several

reasons unrelated to the final selection criteria. In this instance children and families were
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identified who might be congenial, accessible and open to the development of a less

structured relationship with me (Yin, 1994). They were recruited on this basis.

In July 2003 team leaders from the host children’s hospice selected five children and
families to approach about participating in this pilot study. Three agreed to participate in
the pilot study. The fourth family expressed such a commitment to raising awareness
about caring for a child with a life-limiting condition that I invited them to participate in
the main study. The fifth family expressed enthusiasm to participate but ultimately school
holidays ended, house renovation took over and this family was not able to take part in
the pilot. Table 1 is appended and provides a summary of the pilot study, participants,
tasks undertaken and lessons learned. Table 2 (Visually linked to the Pilot Study Table:
Analysis of Pilot Data, which is appended, by colour coded highlights) illustrates analysis
of pilot data related to the conceptual framework of the research design and summatises

implications for data collection procedures.
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Table 2 Analysis of pilot data

Colour Themes Data collection review of procedures
code
Yellow Successes and failures of placing the Work with the child first; negotiate at

children’s voices at the heart of the pilot
study

The vital place for parents and their
own story

The vital place of siblings and the value
of their contribution

Children (child and siblings) as capable
research participants

General points for the researcher to
learn from

least some time alone with me for the
children; wotk through a seties of
sessions, offering different activities
(topics) and choice for the child; aim to
build enough of a relationship to draw
out the child’s experiences; don’t judge
the child’s agenda too soon; let the child
represent themselves through their
artwork

Inherent in existing proposal and
confirmed by the pilot study

Inherent in existing proposal but aim to
value the important role and
contribution of siblings with them; let
the siblings represent themselves
through the artwork

Inherent in the existing proposal and
confirmed by the pilot study

A broader repertoire of open questions;
be aware of non-verbal communication

for all the children.

3.6.2

Implications for conceptual framework and data collection

Pilot study participants shared many perceptions and experiences that would probably be

central to the actual research and at times it would have been easy to lose the specific

focus of the pilot and begin along the path towards the aims of the main study. Howevet,

the purpose was to explote the implications for the conceptual design of the study and

proposed data collection plans (Yin, 1994). In many ways this is an artificial separation of

issues and procedures that in practice were inextricably woven together. The pilot study

confirmed essential aspects of the existing conceptual framework and provided subtle

clarifications that are described below. Across the families participating in the pilot study

there were common themes, which are discussed.

Overall the ‘artwork’ helped the children and me to get to know each other and relax in

each othet’s company. No child used the artwork or books enough for me to assess
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whether they might help children to communicate with me about complex issues. Time
was limited and because I only met each child once there was no opportunity to nurture a
trusting relationship with me. No child helping with the pilot study shared much in depth,
but I was not asking them to. The pilot study did not test the process and methods in this
respect but confirmed to me that work with the first family (case) participating in the main
study would provide opportunities to explore the depth required to draw out the essence

of the child’s expetience.

3.6.3 The central place of the child

It is complex to keep children at the centre of tesearch, perhaps especially problematic
when they participate alongside parents and other family members. I found that parents
instinctively adopted a centre stage position and I tended to collaborate with them ... so
together we shaped the role of the children and siblings who patticipated in the pilot
study. Of these, Fred was only given choices that fitted with the indirect role requested for
him by his parents and constructed by myself. In contrast, the parents of Ryan suggested
that the voices of the child and his siblings would only be heard through one-to-one
interaction with me. Carol was interesting because in some ways her central place was
established through the time and close attention required for communication at any level.
Nonetheless, it became clear that Carol had experiences and opinions that could be made
audible through participation in research. For example, when I asked whether she liked to
be at the hospice she said ‘yes’ looking at me quizzically and when 1 asked about het
favourite thing she said ‘Daddy, home’ and grinned at me (like many people Carol most
enjoys being at home with her family). However, pethaps Martha, Primzanna’s mother,

highlighted one of the key issues when she said:

“Maybe they [children] are not used to being asked but it might be important to try and let them

!q)]?”

It might be useful to add maybe we [social science researchers] are not yet used to asking

children about their insights and experiences but it is important we learn how.

All the children who assisted with this pilot study were able to make valuable

contributions. They all had relevant experiences and opinions that they began to share.
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The children taking part in the pilot study were not restricted so much by their ages, skills,
abilities or disabilities as they were by the limitations placed around their roles by adults
and by time constraints. I concluded that if children were to have a central role in this

tesearch then the design and methods of working would have to emphasize this place.

To achieve this I planned to:

e Begin by offering children and parents an honest explanation of the aims of the
research in terms that fit with their current understanding and hopes;

e Increase my repertoire of general questions for the children and consciously try to
ask open questions rather then closed ones;

e Review interview proposals so I could give families a clearer idea of how many
sessions I would need to have with the children, the length and focus of each
session.

e Take more notice of non-verbal communication because it was fundamental to
communication with all the children who took patt in the pilot study;

¢ Be aware that every child is different and some may need more time than others
to develop a trusting relationship with me;

e Be aware that taking part in this research may uncover things for children and

patents that are uncomfortable.

I hoped that subtle adjustment of data collection procedures would reinforce the central
place of the children. As a result of the pilot study, I decided that initial discussions with
parents should aim to ensure that they understood the aims of the research and likely
process, gain consent to approach their children, hear how they explain the child’s
condition to the child and any siblings, request permission to work with the affected child
first and to negotiate at least some time for the child to wotk alone with me where
possible. The aim was to underline the central place of the child from the outset and

embed it in the process of working with each family.

3.6.4 The vital place of parents and siblings
In every case, parents began to share information about their child and their own story

that underlined how important their place would be in this study. Seven siblings from
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three families assisted with this pilot study. Although the precise nature of their
contribution varied, it was very clear across cases that siblings would be vital to the
research. Parents and siblings already had essential roles in the existing proposal and no
major review was proposed. However, I was able to value the important contribution of

siblings with them, to ensure that they did not feel on the edges of the project.

3.7 The main study

3.7.1 Recruiting families

Care staff from the host children’s hospice (referred to as care team members from now
on) hold weekly review meetings, attended by a mixture of community and hospice based
staff. I attended these meetings on an ad-hoc basis especially to discuss issues of

recruitment. Members of the care team identified potential participants.

A member of the care team, well known to the family, made the initial approach to tell
them about this research and ask whether they would like to meet me. Initial approaches
to families were made during routine hotne visits ot by telephone. No approach was made
to children in the family about this project without parental agreement. The same member
of the care team introduced me to the family on a joint home visit or during a family visit
to the children’s hospice. The letter of invitation was given in person (not posted) and
discussed at this first meeting. I explained the aims of the research to parents and we
discussed their questions and fears, especially those related to letting their children
participate. I provided copies of the information sheets designed for themselves and their
children, to keep and read through. With their permission I contacted the family in two or
three days to find out what they had decided. Some parents declined the three days
‘thinking space’ and decided at this first meeting that they were happy to participate and

gave me permission and written consent to approach their child or children.

3.7.2 Sample
Seniot members of the care team were given a blank sampling frame (see table 3 below)
and asked to identify children and families who fit the primary selection criteria, of age

groups and prognostic categories, in any order.
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Table 3 Sampling frame

Prognostic groups Age groups

2-6 years 7-11 years  12-16 years
a) Where cure may be possible but can fail or where
the child is susceptible to complications

b) Conditions where life expectancy is anticipated to
be shortened (from what is known about the child’s
diagnosis)

c) Progressive/degenerative disease resulting in
shortened life expectancy

Over the first six to eight months of the study a total of nine children in eight families
were recruited. All of the families who were apptoached about the research agreed to
participate. Within this initial group of nine, age and prognosis wete the ptimary selection
criteria. Secondary aims were to include children who communicated verbally and non-
vetbally, as well as a cross section of families from different ethnic groups. At that point I
asked members of the care team to try to increase the sample to 12 and make it their
primary aim to include children who could communicate verbally because they were under
represented in the first phase of recruitment. Four more families were identified to
approach about the research. One of these families had two children affected by the same
life limiting condition. Four of the five potential child participants communicated verbally
and the fifth child was learning British Sign Language (BSL). Two families agreed to take
part. In the third case the mother said she would discuss the idea with her husband and
contact the cate team member if they decided to meet me for further information. They
did not mention the research again and this was accepted as a negative response. The
fourth family was approached on a visit to the hospice. The mother invited me to outline
the aims of the research to her teenage son and he expressed interest but had reservations
about creating artwork. His mother phoned the next week to say they had decided not to
participate. In summary one child who communicated verbally and one child learning BSL

were rectuited to the study at this final stage in the sampling process.
Overall eleven children affected by life limiting conditions and their families participated

in this research. Siblings and parents were essential contributors and there were 39

participants in total. Table 4 describes the number of participants by family membership.
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Teenage brothers in two families refused to participate or meet me, an older brother in
another family was away at university and two fathers were not available at the time of my

visits to the family home because of work commitments.

Table 4 Participating family members

Family No Declined to Unavailable at the time of
members participating participate fieldwork

Children 11 0 0

Brothers 3 2 1

Sisters 8 0 0

Mothers 10 0 0

Fathers 7 0 2

Totals 39 2 3

Tables 5 provides the sampling frame completed with details of participating children. All
names ate false and linked to the conceptual cases presented in chapter four. Individual
children are denoted by the use of a letter. These names and identifying letters are used

now for consistency and in an effort to obscutre real identities.

Table 5 Sample frame showing participating children

Prognostic groups Age groups Total
2-6 years 7-11 years 12-18 years

) Where cure may be possible but can Leonora i) Jagger e) Marcus j)

fail or where the child is susceptible to Imogen d) 4

complications

b) Conditions where life expectancy 1s Reuben a) Reuben b) Daphne h) 3
anticipated to be shortened (from what 1s
known about the child’s diagnosis)

c) Progressive/degenerative disease Jagger £) Jagger g) Imogen ¢) 4
resulting in shortened life expectancy Marcus k)
4 3 4 11

3.7.3 Consent as an on-going process

Participants were identified and recruited by senior members of the care team. In each
case it was explained that no child or family had to take part in this study and that they
could withdraw at any stage without having to give a reason. Parents were asked for
wiitten consent to participate in the study and permission to approach their

child/children. Cohen et al (2000) stress the necessity to provide children with a clear
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explanation of the proposed study and a real and legitimate opportunity to say they do not

want to take part.

I asked participating parents how they explained the illness to their child and any siblings,
any particular words or language they used with the children and how they coped with
day-to-day issues as well as any crisis or changes in the child’s health. This understanding
helped to frame my work with the children in each individual family. I began (with the
first three families recruited to the main study) by keeping initial discussions with the
parents to these subjects only, avoiding fuller interviews with them because I wanted to
place the children at the forefront of the study even in the process of working. All of the
parents responded positively to the notion of putting the children’s voices first. This way
of working was successful in that it focused attention on the children in each family.
However, one risk of working this way was that I could start my discussion with a child
from too general a position, failing to draw on their particular experiences and engage
their interest and participation. This happened with Reuben a) who initially offered short
answers to all my best efforts to get into the subject of being in hospital, until his mother
began to sit in on our discussions and work alongside me. She had an ability to comment
on specific personal expetiences for Reuber a) who then offered more detail based on what
he could remember and I was able to create quiet spaces for us to listen to his reactions.
Whilst I remained committed to the principle of hearing from the children first and
offering them some time alone with me, I also learned to be more flexible in my approach
and I would listen to parents’ stories about their child’s experiences if they were offered at

the first meeting and take particulars with me to the child’s interview.

Every effort was made to ensure that the children and their siblings understood the
project and their right to refuse/withdraw at any stage. This continuous reflection and
review of consent was part of a collaborative approach, which I sought to adopt. I began
by explaining the project in simple terms for the young children (aged 4-6). For example,
‘Helping with this project means that I will be talking to everyone in your family about
what it is like for you and them that you have X’ (naming their condition, using a family
word where necessary). I would like to talk to you first.” For older children and young
people (aged 7-18) I began with the words in their information sheet, both naming their

condition and referring to it as a condition that ‘is difficult to treat or cure’. I offered them
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the information sheet and we either decided to read it together or I left them to read it in
their own time and decide whether to take part or not. The children who communicated
non-verbally had a range of cognitive abilities and ways to express their interest, ranging
from showing no comprehension or interest to looking intently at the information sheet,
having listened to my explanation. For example, the mother of Imggen d) gave her a simple
signed explanation of the project, I showed her the information sheet and she pointed to

the picture of children drawing and signed the question ‘Painting about me?’

Ward (1997) suggested it might be helpful for children to practise initiating 2 break ot
withdrawal from the study. I used various prompts with each child beginning with the
question, ‘How will you let me know if you have had enough?’ or ‘Let’s pretend that you
don’t want to do this project any mote.” In practice each child chose a slightly different
approach. Reuben a) found the tape recorder fascinating and would run off with it at every
opportunity. I tried letting Reuben a) hear his own voice played back and encouraging him
to ust hold the tape recorder for me’ but his fascination with the ‘new device’ began to
be disruptive. As a result in this case I began to be discrete with the tape recorder but
occasionally sought consent from Rexben a) to continue ‘Do you want to stop talking for
now?’ He seemed very able to make the decision, replying for example, “Yes, let’s do stuff
now” or “Talk more, I can remember”. Reuben b) began each session by asking, “Shall I
set-up the tape for you?” During the session she would hold the tape recorder keeping her
finger on the ‘off’ button but never electing to press it. Imggen ¢) said, “Well it will sound
odd if T start saying I want to stop so I'll just give you the thumbs up sign.” We practised
this process and Imagen ¢) decided that would be the best way to end the session if she

wanted to. Again she never chose to terminate our discussions.

At the start of each session I also rechecked that the children understood the research
aims and their right to withdraw. On the whole this was greeted with a giggle or a sigh,
‘Oh I know, we did that before - remember!” In practice I found with the children and
their siblings that consent to continue was subtle. When the subject of our discussion
became intense or difficult for the children, I saw signs of fidgeting, extra swallowing or
tears in their eyes. At these moments most of the children created a break for themselves
by changing the subject rather then ending our discussion. I might be treated to an

anecdote from the day at school or shown a new or favoutite toy, but generally the breaks
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created by the children contained humour or an element of fun. Frequently at these
moments the children also moved around physically within the room or in their position.
The children initiated these breaks and controlled the length and outcome - for example,
they might change the subject momentarily and return to the initial topic, or take a longer
break but still return to the initial subject but they rarely terminated the session. I tried to
acknowledge their emotion by describing it. For example, ‘It looks like this makes you sad,
shall we stop?” Sometimes we agreed to work on a piece of artwork at these times. In
most cases the children were able to guide me and continue. Some of the siblings had
special needs of their own and the brother of Rexben a) did not seem able to create these
breaks himself, he became quiet and inaudible so I created breaks for him. I learned to
keep some ‘fun’ questions with me for any child who ran into this problem. For example,
I would ask ‘Supposing you won lots of money what would you spend it on.” The childten
surprised me in their ability to take the offer of fun and still return to the subject

themselves.

Consent to take part and continue was especially complex with the children who
communicated non-verbally. For instance Imogen d) would ignore my questions when she
did not want to discuss a particular subject and was especially skilled at turning things into
a joke or game. Marous j) would simply turn his head away from me when he tired of my
presence. Three of the children who communicated non-verbally were just as interested in
the tape recorder as those who communicated verbally. Inggen d) asked about it in sign and
her father explained. Imogen d) quickly learned to tumn it off and would giggle at my feigned
distress. Jagger g) and Jagger /) took the tape recorder whilst I was trying to interview othet
family members and I left them time to examine it. When Jagger g) had finished he
dropped it on the floor and wandered off to play. Jagger f) handed it back and ignored it

after that.

3.7.4 Participant observation

I invited families to suggest ‘places’ for this process to take place, and they all began with
their own homes: ‘Well he is here more then anywhere else’. They also suggested other
locations for specific reasons: ‘We are going on a day out — that might be important for
you to see how we go out with all his needs!” Other specific environments included the

hospice, and school. The children were not always party to these suggestions but many
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gained control at the point of meeting. For example, the sister of Jagger ¢) bad expressed
great interest in participating but sat looking disinterested when I arrived at the family
home for our first session together. When I asked whether she had changed her mind
about helping with the study she said ‘Well no, but I'm too tired to talk much because it’s
Friday.” We agreed that I should visit on another day of the week and on that occasion I

was greeted warmly and we began our discussion with enthusiasm almost instantly.

In all cases I was made welcome and came to feel like an extended family member in
many homes. Becoming ‘like a friend’ and developing a mutual respect with children and
families made my role a complex balancing act. On the one hand I was with them to do a
ob,” on the other we were spending time getting fond of each other. I tried to be honest
with all the families, especially the children that we might not see each other again after
the research process but to honour requests for ‘just one more meeting’ as far as I could.
Whatever my personal feelings, I was aware that I was there to understand the family’s

experiences and get to know them but I would ultimately be moving on.

None of the families highlighted the number of sessions as a problem. Although in each
case parents cancelled visits, all of the families expressed a desire to reschedule my visits
and continue with the research process. The minimum number of visits was two and the
maximum was eight. In families with more then one or two siblings I found it most

effective to work separately with say two children on one visit.

I often found myself sitting on the floor with the children and that just felt like the most
natural way to work together. Sessions with the children lasted 20-30 minutes on average
and I always sought the child’s opinion about ‘how many more sessions we needed to
have together’. Many of the children gave more detailed information after the first
session, some needed only one mote meeting with me, whilst others asked for a third
session. I realised that children and siblings were taking every opportunity to get to know
me and part of that process included observing my interactions with other family
members or ‘going over’ our discussions within the family, ‘Oh yes she told us you did
that drawing together and she told you about the time she was in hospital for months /zhe

mother of Reuben b)]. Siblings sometimes expressed an openness with the child about their
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turn to talk to me, ‘I told Imogen, Toni will be talking to me and we had a chat about it,

she doesn’t mind. She said you told her too.” Imagen ¢) - sister

I used a reflective diary to capture my observations about meetings with families. At times
I found sessions with children and families difficult because of overlaps in my own life. I
found it best to sit down at my own home and hand write notes on my feelings and
observations and I typed these in the next day or two. Often in typing field notes I
recalled extra details and added them as I worked. Field notes became more than a simple
tecord of observations and events: I used them to explote my own feelings and highlight

issues for discussion with my supervisors or counsellor.

3.7.5 Hearing from the children and siblings
I tried to offer each child and their siblings two ot three sessions using the appended

interview guides to begin and steer each session. I would begin by coming back to key
issues from the session before by saying, ‘I was thinking about what you told me last time
...(giving details).” Howevet, I learned not to over-plan my comments or reactions and
began to respond more naturally with each child. I found the children would show signs
of surprise or pleasure at these remembered details, sometimes offering more details or
just smiling at my feedback. In the process of working with each child I found ways to
celebrate their unique or special qualities, with the children where they could obviously
comprehend/respond, or with parents for children who seemed less able to
comprehend/respond; ‘that was very wise that you knew where to go for help’; ‘you
sound like a good sister/brother ot friend to have’; ‘she is beautiful, I would like to cuddle
her’; ‘he is fun to be with’. Where parents wanted feedback on my thoughts about their
children I found these useful places to begin, I explained that the detail of children’s
discussions with me wete confidential, which all of the parents accepted, only asking ‘do
you think they need to talk more’ or ‘can you help us talk more openly ot recommend

someone to help us talk more openly as a family’.

I found that the children (unlike the adult participants) were not really waiting to share
their story, in fact I think it took some by surprise that I should even be asking. I don’t
mean that they had nothing to say. In fact once they were sure that I was interested and

listening they requested further sessions, in which they concentrated on our discussions
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rather then any art work. I found the children tended to offer much shorter answers than
adults even to open questions. I found four techniques useful in getting the children to

expand, I would:

1) Use projection by making the question indirect, for example, ‘What do you think
this little boy in the story would think of ...?’

2) Describe my undetstanding of their brief reply in two or three sentences and
invariably they would have more to say, given my simplistic comprehension;

3) Offer multiple-choice answers to some questions and we discussed their choice of
answer together;

4) Leave a brief moment of silence to see if the children had more to add (for the
children I adopted the habit of counting to three or four slowly in my mind whilst

avoiding eye contact for 2 moment; in contrast I might count to eight or ten for

adults).

Vital to the process of working with all the children was time. We took time to get to
know each other and I learned from and about the children over the course of out
sessions. In turn the children became more relaxed and open with me over the time we
worked together. Much of this developing mutual trust seemed to grow from my presence
with the families in their own homes. I observed children watching me interacting with
other family members, especially parents. To illustrate, the brother of Reuben a), present
but silent when his parents spoke openly about the life limiting condition affecting Rexber
a), followed their example by talking candidly at our second meeting. He confided that he
listened to ‘Mum and Dad talking to me’ and felt ‘better” about sharing his own feelings.

He did not mirror what he had heard but expressed his personal feelings and opinions.

Time with the children who communicated non-verbally and their families was just as
essential. In one case I gained the best insights from a visit to the child’s school; in a
different setting, with other people, I saw Marcus j) in a new light. Siblings often acted as
advocates. The sister of Jagger ¢) told me that I did not really know her brother and I asked
for her assistance. After some consideration she offered to make a video of her brother’s
day, if I could provide a camcorder and tape. She certainly showed me how much I had
failed to see.
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All of the children and families took up the idea of using more visual methods for our
work together. Each child chose their own ways of working and had preferences for
creating artwork by - for example, using photographs ot drawings. In the case of Imagen ¢)
I assumed because of the level of her visual impairment that she would prefer art materials
to feel - for example, modelling clay. I was wrong and she decided to draw. I learned not
to make assumptions, just to ask. On the whole I found that simple art materials were
sufficient for most of the children and where they wanted more than coloured pencils,
paper or the digital camera they asked me ‘Can you bring me a blue pen next time? I need
it for this writing bit’. Although I talked to the children in terms of us ‘working together’
on artwork my contributions were only the materials, one or two ideas and
encouragement with the process. I did not draw on the child’s work, unless they asked me
- to for example, ‘how do you draw a house?’ — which I always responded to on a separate
sheet of paper, so they could choose to copy the general idea for themselves. Occasionally
I was asked for spellings. We collaborated but I tried never to take over. I made a decision
that the children would represent themselves in any way they chose through the artwork,
unditected and without unsolicited contributions from siblings, parents or me. For the
children who preferred to use photographs, I found it best for us to look at printed copies
of their work rather then trying to gather round the laptop screen, with the added
temptation of ‘playing with the keyboard’

Drawings and photographs might have been used to illustrate particular concepts or
experiences. Inadvertently children illustrating everyday experiences would comment in
ways that opened up new subjects. For example, Rewben b) announced ‘I know I'll draw me
in bed, but ’'m not sick and I’'m not in hospital’. Others seemed to just find it relaxing to
‘draw’ whilst we talked - ‘Oh that’s just a pattern’ /Imogen ¢)J; ‘It’s nothing, just a picture’
[Reuben a)]. Listening to my aims and ideas for working, the mother of Reuber a) used
family photographs to illustrate vatious aspects of his life. She provided these as prompts
for my work with the children. I went on to include this idea for other families, some of

whom used their own family photos in their work with me.

Some children created art before our sessions and then talked to me about their work,

whilst others preferred to be creative whilst we talked. Some children used a mixture of
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these approaches. My role was to keep the children focused on the subject of the research,
whatever their creative inclinations. I cannot offer generalisations about creative ideas and
for instance children of particular ages. As a group the participating children did not
favour one idea above the others - for example, the digital camera was no more or less
popular then drawing. The children each had their own particular styles of working and

made individual choices.

The children seemed to enjoy the choice of artwork ideas, photography, use of the
Dictaphone or reading together, but ultimately I had to offer them a clear and honest
explanation of what we were doing together. The creative ideas were fun to some, a sense
of achievement to others or just a bore but ultimately the children decided whether to
communicate with me or not and I think the primary role of the artwork was to help us
‘get to know each other’. Some children used drawings or photos to show what might
have been difficult for them to articulate. For example, Imogen ¢) who has learning
difficulties took a beautiful series of photographs using the light reflected on her window
to illustrate that she is “going to ‘Nevetland’ with Peter”. These will be explored in the

findings section.

Six of the affected children were unable to create artwork or take part in discussion of
choices. I found siblings and others willing to take on this role: for instance a care team
member took photographs to illustrate when Leonora z) visited the hospice; and Marcus j)’s
teacher provided copies of his schoolwork (sctibed on his behalf by classroom assistants).
She also encouraged me to photograph communication aids that worked or did not wotk

for Marcus j). She said,

We tried this one, but it didn’t tell us more then he can already let us know with a glance or a

Jacial expression. I expect you need to know that.”
For children who communicated non-verbally, visual materials gathered by siblings or

others tended to trigger further discussions within the family about the child, helping me

to know them all better.
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In working with the first two or three families I learned to be prepared for the
unexpected, because, despite all plans, families can be in chaos, the child or sibling you
thought was going to talk to you may be upset for some personal reason or have gone off
to play with a friend. On the other hand, the child or sibling who seemed unable to focus
on the subject of the research might openup unexpectedly. I have come to think that as
adults we are rarely as in control as we assume we are. Even the youngest participants in
this study realised what I was focusing on and all the children made decisions about what
they would share, when and to what extent. I was never rejected except in the hospice
where there were infinitely more interesting things to do and I was told by one child, T'm
going to find George now because we are going to play on play station but you can come

and see me at home, ring my mum OKYV

In addition to choices about artwork, I aimed to give the children and their siblings some
control over the location of our interviews. Some older siblings chose to meet me away
from the family home - for example, in a local coffee bar or their place of wotk. The
children and younger siblings tended to have less flexibility and on the whole I had to
meet them at home, the hospice or their school but this was more often a consequence of
where they happened to be on the dates available to us. In these cases I tried to give them
a choice within the building, if I could - for example, “‘Which room shall we talk n?’ Some
selected private rooms whilst others chose the family lounge and asked for other family
members to leave us to talk, and families were generous in their reactions to these kinds of

requests.

3.7.6 Hearing from the parents

The aim was to elicit information from parents about their child’s life and day-to-day
experiences of the family with the child, using the appended interview guides. Parents
were also offered the opportunity to gather and contribute visual material including
photographs ot their own drawings to illustrate their personal insights and to use these as
a trigger for discussion with me. Many mothers listened to this idea and used family
photographs to help illustrate family life, including ctitical moments or changes in the
child’s condition. Use of existing family photographs in this way became a helpful trigger
for discussion. I would work with the individual to understand the meaning and intention

from the person’s own perspective. It was hoped that this method of contribution might
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appeal to some of the fathers in particular, who are frequently pootly represented in
qualitative studies. In practice the seven fathers who participated in this study all chose to
just talk’.

3.7.7 People providing support

The initial plan was to invite each family to identify two individuals who provided them
with the support which best met their needs, so they could be invited to take part in one
semi-structured interview using the relevant topic guide. However, working with the first
family to participate in the study illustrated the quantity and quality of information
available from the family alone and I decided that to invite comment from people outside
the immediate family would add little to the child’s story and might only setve to dilute the
child’s voice. For these reasons I did not approach families for contact with those who

provided ‘the best sources of support’.

3.7.8 Relevant documents

In each case a variety of different documents could further understanding and be usefully
included - for example, case notes held at the host hospice with the permission of parents,
correspondence or documents written by children and families themselves. Participants
suggested documents and the children and families highlighted different documents as
relevant. For example, Imogen ¢) had been featured in the church magazine and she shared

this with me, we sat and read it together and discussed the way she was portrayed.

3.79 On-going review of data

Within this study I aimed to make review integral to the on-going process of gatheting
data and confirming its meaning with the subjects of all ages. I worked in partnership with
the children, young people and their families. Together we discussed and agreed for
example, which creative techniques to use, when tape recording or field notes would be
used as a record of each session. Given the slow process of the research and the pressure
on families participating in this study, I intend to send families a thank you card when the
findings are available, which offers them the chance to send for a simple summary of the
findings if they would like to.
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3.7.10 Thanking the children and moving on

I decided not to offer remuneration to the children working with me. I simply explained
the study as described under ‘Consent as an on-going process’ and asked if they wanted to
participate ot not. I wanted their commitment to the aims not to be coloured by any
anticipated payment. However, given their enthusiasm, invaluable assistance, input and
joyful company, I found it difficult to end my time with families and move on without a
backward glance. Therefore, to matk our time together I found a gift for each child and
their siblings that I hoped they would enjoy, based on what I had discovered about their
interests and hobbies. These gifts were given on my last visit to the family home. It was a

pleasure for me to seek out gifts for each child and eased my moving on from families.

3.8 Data management and storage

It is difficult to maintain anonymity for the children and their families. All names have
been changed. Throughout the course of data collection I used one set of false names for
participants and labelled all data accordingly. At the end of data collection I changed to a
second set of false names linked to conceptual cases (presented later) so that real families,
raw data and the thesis use different names and I hope it will be difficult to link
individuals to the final report. As already mentioned, some families included stepparents
or step relationships between siblings and these will not be examined in detail to maintain
anonymity. To further obscure the identity of individual families I have added ot
subtracted one year from the ages of certain siblings. All raw data was stored in a locked
metal filing cabinet at the hospice. Only an administrator and myself knew the location of
the key, but she did not have any reason to use it. My own code-book of false names and

reflective diaty are stored separately in a locked drawer.

3.9 Data analysis

3.9.1 Analysis of case study data
Analysis of case study data is inevitably complicated by the range and quantity of
information gathered. For this reason Yin (1994) maintained that the case study researcher

must have a general analytic strategy:
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“The ultimate goal is to treat the evidence fairly, fo produce compelling analytic conclusions, and

to rule out alternative interpretations.” (Yin, 1994 p103)
Yin (1994) described four analytical techniques that he argued were especially relevant to case studies:

e Pattern matching, to compate actual patterns in research data with predicted ones

e Explanation building, to explain a phenomenon and where possible to dllustrate
‘causal links’

e Time series analysis, looking for patterns in data over time

e Program logic models, to explore the data for ‘repeated cause and effect

sequences of events’ that are somehow connected

Yin (1994) argued that within multiple case study design the researcher should give
priority to analysis of each case before conducting cross case analysis. The central
question of this research was: what are the day-to-day experiences of children suffering
from life limiting conditions and their families? This ‘case’ was explored with eleven
children in ten different families. However, it is important to remember, although real
accounts are represented the ‘case’ is theoretical. The purpose of analysis in this
investigation is to find a way to understand and illustrate more about the ‘case’ but not

expose individual families.

In terms of using Yin’s (1994) techniques for analysis there were two problems. Firstly
data was not collected over time, which ruled out ‘time seties analysis” and ‘program logic
models’. Secondly the literature review did not yield any specific patterns to compare the
data against, making ‘pattern matching’ unworkable. The exception is the study of |
Bluebond-Langer (1980), which pottrayed a possible ‘pattern’ for understanding more
about the way that children come to know that they are dying. Whilst this might be very

relevant to part of the study, it would fail to illustrate the whole case.

Explanation building is a process that Yin (1994) himself suggested was similar to the
hypothesis generating process described by Glaser and Strauss (1995). Glaser and Strauss

(1995) provide a more comprehensive desctiption of the process for grounded theory
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analysis than Yin (1994) provided for explanation analysis. Grounded theory (Glaser and
Strauss, 1995) provided the sampling strategy for this research and guided the process of
data collection within each case. Therefore grounded theoty was also applied to analysis

of the research data collected for this study.

The function of multiple case study analysis is to develop a detailed picture of the area of
research through focus on each of the cases studied, in turn, before looking across and
between cases. Therefore the first stage was to analyse the information about each case
through focus on three levels: the child, individual family members and the family as a
unit. Data for analysis constituted field notes and other relevant documents; visual
materials with related dialogue and interview transcripts. Participants explained visual

material and I reflected on individual explanations in light of the collective.

3.9.2 Grounded theory analysis

The goal of grounded theory is to generate hypotheses that account for patterns of
behaviour, relevant or problematic to the participants (Glaser and Strauss, 1995). Patterns
of behaviour include social processes and interactions. Coding is the process of finding
and labelling theoretical or conceptual categoties and subcategories in the data. A category
becomes a conceptual element of a theoty that has properties or elements within it.
Categories and properties represent ideas drawn from analysis of the data. Strauss (2003)

suggests that researchers should code for:

e Conditions
¢ Interactions among the actors
e Strategies and tactics

e Consequences.

Core categories are central elements of emerging theories. Core categories account for
most of the variation in patterns of behaviour and, once a core category emerges or is
suspected, all categories and subcategories ate related to the core and each other. Through
the coding process the researcher is constantly asking what category, propetty of a

category, or emerging theory does this happening represent? (Strauss, 2003).

-107 -



The process for collecting and analysing data suggested by Grounded Theory uses the
principal of ‘theoretical sampling’. Theotetical sampling requires that the researcher collect
code and analyse data alongside the process of deciding what and where to collect more
data in order to develop the emerging theory (Glaser and Strauss, 1995). Theoretical
saturation occurs when further analysis only confirms what is already understood about a

category and adds nothing new.

“Theoretical sampling means seeking pertinent data to develop your emerging theory. The main
purpose of theoretical sampling is fo elaborate and refine the categories constituting your theory.
You conduct theoretical sampling by sampling to develop the properties of your category or

categories until mo new properties emerge.” Charmaz, 2006, p96

3.9.3 Analysis of each case

Data analysis began within each separate case. I used theoretical sampling within each case
by comparison over and again of information from individuals and ‘within family stories’
until no new categoties emerged from each participant or the family as a unit. Grounded
theory methods were used to identify and index conceptual categories based on phrases or
recurring descriptions of incidents or phenomena. The data related to each case was
repeatedly re-examined to add as many categories and sub-categoties as necessary to
reflect all the concepts and relationships within the data as accurately as possible. This
large number of categories was refined into core categories for further exploration and
theory generation. Triangulation was used to look at patterns across various sources of
evidence from several perspectives for breadth and depth of information, in order to build
an image that valued all contributions, accepting that children and adults report from their

different points of view.

I analysed data from each case using a computer software package, called Atlas.ti version
5. Atlas.t vetsion 5 was designed specifically for grounded theory analysis and allows for
coding of text and images or parts of images. The software does provide a means for
condensing codes into themes, which I tried but in the end I found that I think best with
paper and my own handwritten notes. However I did use a combination of handwritten
notes and the computer software, which helped me catalogue excetpts from the raw data

that illustrated the concepts I was developing. I also found the function for memo writing
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provided within Atlas.ti very helpful for making instant notes about thoughts as I

explored data on screen and I used these memos later to expand ideas further.

For each case I ended up with key points about the way that the family members told the
child’s story and how the child talked about themselves alongside main themes talked
about by the whole family.

3.9.4 Analysis of multiple cases

The aim was to achieve cross case analysis (analysis of multiple cases rather then analysis
of many interviews on the same subject). Inevitably I took categories and core categories
from one case to the next, looking for similar themes, contradictory information and new
categories. Analysis went on to look for patterns across and between cases. The aim was
to draw on analysis of each case and generate a theory to account for patterns of

behaviours across cases.

I took my analysis of each separate case and looked for overlaps with other cases in terms
of the way the child’s story was explained by the child and family and themes explored by
participants. I found that although all the children had different medical diagnoses there
were quite a few overlaps in the way the ‘trajectory’ of the child’s illness was described. To
provide one example: for some children their deterioration was linked to acute phases of
the illness but for others decline was slow and over long periods of time. I took these
overlaps in stoties and created five conceptual cases based on overlapping aspects of the
childten’s life stories. I also tried to incorporate within conceptual cases some unique
aspects pethaps only relevant to one or two participating children. The conceptual cases
were therefore the result of cross case analysis and wiitten to introduce the reader to the
types of children and families I met and to reveal some of their expetiences without

exposing the identity of individual children and their families.

3.9.5 Presentation of the findings

The aim of grounded theoty is to generate a theory embedded in the study data, which
accounts for variations in patterns of behaviour in relation to concepts that are
problematic to those studied. When the theory generated is primarily relevant to a specific

problem or research question it is said to be substantive. If, however, a theory can be
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generated which is conceptual and thetefore applicable to a wider issue it is said to be

formal (Glaser and Strauss, 1995).

The findings are presented as follows: the children and families are introduced through a
series of conceptual cases. The case presentations are followed by a chapter that draws out
and describes in detail the concept of recurring ‘moments of realisation’ in the unfolding
life stories of life limited children. The next chapter explores how children and families
talked about the subject of the child’s life limiting illness and the influence of experience
and social context on family communication. The following chapter examines the impact
of the life limiting illness on the child’s developing sense of self and identity as presented
by their family.

Although I have included descriptive data about the children’s artwork in this report, I
have chosen not to reproduce any of the images. When ethics approval was given for the
study it was suggested that consent for use of children’s artwork should be confined to the
specific images to be reproduced in the thesis or oral reports, rather then a general
consent to use all of the artwork created for the study for presentations. This could not be
done until decisions were made about which artwork was most reflective of the research
questions and findings. Over the three year period since the study began, all of the
children and families have faced many changes and it seemed inappropriate, given the
range of their needs, to approach families facing bereavement and other life changes for a
second round of consent to reproduce children’s artwork or photographs, especially when

I was able to describe the few relevant images in words.

3.10 Summary

This chapter restated the aims of the study and presented a design to meet these aims.
Considerations raised by the ethics committee were described and addressed within the
design of the study. Detail is provided of the pilot study that clarified the conceptual
framework and data collection procedures. Accounts of procedures for the main study are
detailed. Specifically I have tried to illustrate ‘what I learned from working with the
children and their siblings’ to make the methods reproducible and to share my insights

with other researchers wishing to work with children. I have explained why grounded
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theoty was chosen for data analysis above those methods described for case study analysis

and described data analysis within and across cases.
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Chapter Four

4 Case presentations

It is impossible to describe the pain and ultimate isolation of families caring for life limited
children; in the end they face the loss of their own child in ways that ‘outsiders’ can never
comprehend. All I can do is try to show you some of their practical and emotional day-to-
day struggles in the way that these problems were constructed for me by the children,
siblings and parents that I worked with. Daily hurdles were innumerable and I witnessed

more difficulties than any family articulated.

4.1 The children and their families

I met ten families caring for eleven children affected by a range of life limiting conditions.
All of the children had physical and emotional needs beyond the needs of the average
child. All of the families were devoted and loving and faced the toll of extra daily demands
on each family member and the family unit without complaint and often with a great deal
of humour. In all cases family members were protective of the child, emphasising skills

and positive personal qualities.

The children suffered from a variety of life limiting conditions and their stories are
illustrated through a series of conceptual cases. The children ranged in age from four to
eighteen years. There was a mixture of children who communicated vetbally and non-
verbally in the three age groups (2-6 years, 7-11 years and 12-17 years). Of the children
who communicated non-verbally, one was learning British Sign Language (BSL) but had a
limited vocabulary, and others used a combination of eye contact, facial exptessions,
gestures and sounds. For these children I relied on my own observations and the
interpretations and stories of family members. A member of staff from the hospice who
was fluent in BSL, helped me to communicate with Imggen d) supported by her father and

mother.

All ten mothers took part in the research. In all cases I had contact with mothers first.
Mothers worried about the child and talked openly to me about fears for the child’s life
but they were at different stages in their experiences with the child and their thoughts
reflected this.
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“But there again I mean 1 think a few months ago it was mentioned briefly that families would
have a memory book if anything happened and 1 thought like gloss over it’ obvionsly we don’t
need to talk about that now and hopefully never will and I just remember thinking like memory

book, I need a memory house.”” Reuben a) - mother

They also had concerns for siblings and the whole family. Many mothers were trying to
balance meeting the individual needs of all family members and were left feeling torn
apart. Mothers also talked about changes in their relationship with their husbands and the
near impossibility of spending any time together as a couple. There were seven fathers
who took patt in the study. Initially many of the fathers took a reserved stance, letting
their wives do the talking. However, in all cases they agreed to one-to-one meetings with
me and talked at length. They shared their wives’ painful emotions and had fears about

the child’s death. Many fathers who participated also expressed fears for siblings.

There were six brothers in the families who took part in the study. One brother was away
at university. In two cases older adolescent brothers refused to participate. One told his
mother that the family did not discuss the child’s illness with each other and should not be
talking to an outsidet. The mother acknowledged that this was a true reflection of the
family’s communication strategy. However, she wanted to know if her son needed to talk
but didn’t know how to ask him. Three brothers aged ten to twelve took part in the
research, two of the three had mild learning difficulties (ADHD and dyslexia). These three
boys used initial time with me to talk about themselves and their own experiences but
would make statements linking their own experiences to those of their sibling. A brother
articulated how his own needs are even less visible than the child’s, constructing the idea

that a scar would at least demonstrate that Something was wrong’ to other people.

“Ud love to have a scar! Because then pegple can see what is wrong with you and that can be guite
c00l” he added “not one like his though that is horrible.”
Renben b) - brother (aged 12)

All eight sisters from the participating families took part in the research: four were
younger aged two, four, eight and thirteen. The other four wete in their mid twenties. The
three youngest sisters talked mostly about playing with their sibling or everyday

interactions. Their statements about their sibling’s illnesses were limited and reflected
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uncertainties. The thirteen year old did lots of work to help me understand her brother
Jagger €). The four sisters in their mid twenties gave insights into how siblings react as
they grow up with responsibilities for caring and one said that when your ‘sister’ is ill for 2

long petiod of time you realise early on that you only have two choices,

“Accept it and adjust or rebel.”

Imaogen ) - sister.

4.2 Conceptual cases: unfolding life stories

I have created a series of conceptual cases to illustrate more about the life stories of
participating children, without revealing real individuals. All of the conceptual cases are
based on combined stories from two ot mote families and some children and their
families contributed to more then one conceptual case. Single and multiple case analysis
revealed that the children’s life stoties (as told by the children and or their family
members) followed a range of similar patterns — for example the life limiting illness
emerged at birth or later in childhood and were structured around critical moments or
changes in the child’s state of health caused by the life limiting illness. The conceptual case
have been created by using information about the similarities and differences in the
patterns of participants life stories and to highlight critical moments for families when the
life limiting nature of the illness became evident — a concept I have called ‘moments of
realisation’. The conceptual cases provide an introduction to how life limiting illness can
emerge and impact on children and their families. The theoretical concept ‘moments of
realisation’ — emerges in these stories but is explored in more detail in the following

chapter.

Despite the wide range of medical conditions and variety of physical, emotional and social
needs of children affected by life limiting conditions, the conceptual cases highlighted
how common elements in the life stories of the children and families who took part in this
research formed similar patterns. Therefore, the conceptual cases suggested models for
understanding the unfolding impact of the child’s illness on whole families. Models
suggested by the conceptual cases do not describe the entire course of life limiting illness
from diagnosis to death but offer a series of complex and multidimensional ‘portraits’ that

illustrate mote then the linear passing of time.
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I have used the conceptual label — ‘moments of realisation’ to highlight times of crisis for
the children and their families when the threat to the child’s life became especially clear to
families. These moments ebbed and flowed throughout the child’s life in different and
often unpredictable pattetns. The conceptual cases serve dual purposes. Firstly they
provide windows into the lives of life limited children and their families and secondly they
begin to suggest the concept of ‘moments of realisation’, which may be useful in thinking
about the needs of life limited children and their families.

‘Moments of realisation’ formed similar patterns across multiple cases and although, as
Table 6 shows, ‘moments of realisation’ were not always exclusive to the cases used to
create each conceptual case, I did try to combine cases where the children’s life stories
wete most similar. Table 6 reveals how ‘moments of realisation’ appeared across actual
cases, which are shown across the top of the table combining names drawn from the
conceptual cases with a letter to denote real individuals. A v indicates where specific
‘moments of realisation’ wete used to create the named conceptual case. A M indicates
although particular ‘moments of realisation’ were relevant to a real case they were not

used within the named conceptual case.
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4.3 Reuben

4.3.1 Early diagnosis and life threatening surgery
The life stoties of two children were used to create the conceptual case Reuben. Table 7
provides information about the children’s age groups, ability to communicate, number of

siblings and the process of research with the families.

Table 7 Reuben: information about contributing children and families

Case Child’s age  Child’s No of Time with ~ Meetings Ways of
group communication siblings family and settings  working

Reuben  2-6 years Verbal 3 4 months 8 Home Talking

a) Drawing
Books
Family photos
Taking family
photos
Writing
Spider chart
Story and
identity
described by
family
Participant

Total 8 observation

Reuben  7-11years  Verbal 3 2months 2 Home Talking
b) 3 Hospice Drawing
1 School Books
1Work My news poster
Presentation re
visiting hospice
Photos of visit
to hospice
Story and
identity
described by
family
Participant
Total 7 observation

Reuben was born with the severe form of a rare condition that can affect different otgans
of the body, causing complex heart defects and liver disease in the case of Reuben.

Reuben had undergone various operations on his heart that were palliative rather then
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curative and a liver transplant. Reuben had slight developmental delay caused by his
condition. At the time of the study Reuben was six years old and lived with his parents,
brother aged 12 (who suffered from Attention Deficit Hyperactivity Disorder ADHD)
and sister aged four. Reuben’s older sister (aged 19) had recently left home and was living
in a flat in the next village. Reuben’s father worked shifts as a security guard. The family
lived in a four bedroom semi-detached house in a semi-rural area close to a small town.

The house was always immaculate whenever I visited.

Reuben’s mother described how she went for a routine prenatal scan when she was
pregnant with Reuben and had no idea what news she was about to hear or any reason to
fear. In the words of the radiographer this mother felt her unborn child move from the
status of ‘your baby boy to ‘the foetus’ as she was told that the baby’s heart looked ‘awfu/’ This
kind of unanticipated shock was reflected in the stories of other parents, for example in
one family, where blood tests were proof of no problem for one child and evidence of life

limiting illness for another.

Having been thrown into a nightmare, Reuben’s parents quickly found that very little was
known about their son’s diagnosis. Ptinted information provided at the time of Reuben’s
birth covered such a wide range of scenatios about how children with his diagnosis might
progress that even when supported by careful explanation it left the parents more
bewildered than informed. Reuben’s father felt that having a diagnosis provided a label for
accessing support services, although little was known about the condition. When Reuben’s
family telephoned the General Practitioner for support the doctor said she had not heard
of the condition but told them, ‘“By tbe time you get here I will”. When they attended for their
appointment three days later the doctor produced paper copies of information she had
found on the Internet and Reuben’s father said, “We went snap!” The diagnosis was so rare
that the parents and doctor were reliant on the same source of information. It seemed
from other cases that the combination of Internet technology and paucity of information
about so many life limiting childhood illnesses can combine to create these moments
when families and physicians have equal access to knowledge. Perhaps these were
moments when authority between doctors and ‘patients’ was equivalent but sadly

everyone was depending on a small pool of information.
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Reuben underwent two operations on his heart as a baby and by the age of three surgeons
suggested that he needed a liver transplant. Reuben’s whole family underwent an
assessment to decide whether Reuben should go on the waiting list for a liver transplant.
Reuben’s father described how he and his wife went on different emotional journeys
during the assessment week. However, they came to the same conclusion, that a liver
transplant would give Reuben his only chance of a better quality of life. Reuben had little
to say about his liver transplant except that he did remember having it. However, his
mother doubted this because he was only three at the time. Reuben’s mother felt that he
muddled up all the various trips to hospital, for blood tests, check ups and major surgery.
It was difficult to tell because Reuben only talked about his illness in terms of it being part
of his life through events that he described as routine - for example, ‘T’ been to hospital
hundreds of times”. Reuben and all members of his family talked about the need for repeated
major surgety. His parents disagreed about further operations and Reuben and his siblings
had not been told that Reuben was suffering chronic rejection following his liver

transplant or that the consultants had mixed ideas about further heart surgery.

All members of Reuben’s family had theit own personal needs. For example, Reuben’s
father had asthma and his brother suffered from ADHD, but Reuben’s needs generally
demanded immediate attention. Reuben’s mother suggested it would be simpler not to
plan ahead but she loved all her children and wanted Reuben and his siblings to enjoy a
range of experiences. Each child went to at least two after school activities, one for
themselves and the other with their siblings. However, this was in the context of repeated
planned and emergency hospital visits for Reuben. Reuben’s parents said that daily life for
their family was a sort of tight ropewalk in limbo’. The life limiting nature of Reuben’s
illness and constant threat to his life placed the whole family in an intermediate place

where even the simple details of everyday life could not be taken for granted.

Reuben’s sister (aged 19) felt that compated to other siblings of seriously ill children her
parents made sute that she and her brother (aged 12) took on hardly any extra
responsibilities in terms of caring for Reuben. However, she felt that her parents had high

expectations for her to achieve things that would be out of reach for Reuben.

Reuben’s family talked about how Reuben’s needs and their family’s needs were

misunderstood because Reuben looked relatively well. The feeling of being misunderstood
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socially and professionally because the child looked so ‘normal’ was unique to the two
cases used to construct this conceptual case. These were judgements arising from the
hidden nature of the child’s illness. This was especially painful to family members for
whom the child’s frailty was all too clear. Other children and families who participated felt
judged because they looked ‘different’.

In this conceptual case, Reuben’s family experienced moments when other people - even
professionals in hospices - failed to understand Reuben’s needs and his parents
occasionally felt they had to justify their family’s needs for respite even to hospice
services. The family did value the supportt provided by hospices but struggled with social
ideas about meanings of the word ‘hospice’ and notions that using a hospice meant the
child was dying, or that the family was in some way losing hope by accepting referral to a

hospice.

Predominant themes of the life stories of children used to construct the conceptual case
Reuben were the diagnosis of a life limiting illness prenatally or within the first few
months of life. Families who were anticipating the atrival of a ‘normal’ healthy baby were
faced with the stark prospect of caring for a newborn baby who they were told would
only survive the first few years of life. Families talked about the pain of getting ‘close’ to
the child and seeing the child develop but knowing they would not live into adulthood.
One mother likened their family life to %ving on death row’. The threat to the child’s life was
immediate and on-going but the children were given extra time with repeated majot but
palliative surgery and this was the second central theme for children and families
illustrated through the story of Reuben. Although surgety brought hope for relief of
symptoms and better quality of life for the child and extra time to live, it did not represent
cure for any of the children taking part in this research. In terms of time, these children
outlived all early medical expectations but the length of their lives could still not be

determined.
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44 Imogen

4.41 Childhood illness and acute loss of abilities
The conceptual case Imogen is based on the life stories of two children and Table 8:
provides details of these children and work with their families.

Table 8 Imogen: information about contributing children and families

Case Child’s age  Child’s No of Time with  Meetings Ways of working
group communication  siblings  family and settings
Imogenc) 12-18years Verbal 2 3 months 5 Home Talking

1 Hospice  Dictaphone

1 Coffee Drawing

bar Poems
Clay modelling
Family photos
Chuzch newsletter
Story and identity
described by
family
Participant

Total 7 observation

Imogend)  2-6 years British Sign 0 2 months 4 Home BSL translator
Language (BSL) 1 Day out and video of

from sessions

hospice Books
Talking
Story and identity
explained by
family
Participant

Total 5 observation

When I met Imogen she was 14 years old and lived with her parents and older sister (aged
24). The family home was a new council house, purpose built for a disabled person and
their family. Imogen’s mother originated from Africa and her father from the United
Kingdom. I was at her home talking to her father when Imogen arrived back from school
and we were introduced. She was full of gossip and chat about her day and we all giggled
lots as soon as she was through the door. Throughout our work together Imogen was
always keen to tease me and could turn most things into a joke or a game. I was
astonished when I listened to the tape recording of our first session to find that Imogen’s

laugh was almost inaudible. It shocked me because we laughed together so much and I
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never noticed how weak her voice was; a sign of her physical frailty that I missed. I
listened over and over to see if it was just a fault in the recording but when I sat down to
think about it I realised that Imogen was both consciously and effortlessly a strong
presence. Imogen was a person who wanted you to know who she was beyond her
disabilities and who made every effort not to talk about her differences. Alongside this she

had a natural ability to draw you in so that you barely noticed her fragility, initially.

When Imogen was eight she caught what seemed to be a virus affecting many of her
school friends. Imogen and her friends had headaches, high temperatures, vomiting and
diarthoea. Imogen’s peers at school recovered from the early symptoms in two or three
days. However for Imogen and her family this was the beginning of a serious illness,
which over the course of the following year left her unable to walk or see. The family
made repeated trips to the general practitioner and tried all the recommended treatments.
After several weeks like this Imogen’s patents took het to the accident and emergency
units at their local hospital in desperation there Imogen’s parents felt as if care
professionals did not take their daughter’s condition seriously and that their feats were
unheard. Even though Imogen was admitted to the children’s ward, her parents were met

with what they referred to as ‘omplacency’ and ‘no sense of nrgency’

Imogen’s parents like othets reported a pivotal moment when one professional finally
challenged the status quo. A nurse on the morning shift arrived to find Imogen covered in
sweat and demanded of the night staff What is going on?’ In this moment the child’s illness
seemed to be defined as critical in medical terms and this was apparent to the parents in
the sudden response of professionals. Imogen’s mother described how the consultant was
called and suddenly she said it was, ‘@nti-this drip anti-that drip!’ Imogen’s parents observed

that on occasions professionals only ‘hear’ and respond to each other.

Imogen and her family were told that the condition she was suffering from was normally
found in adults and was rare in minority ethnic groups. In many ways she was an
exceptional case. Imogen’s parents were told that her condition was one that was being
studied but definitive information was limited. Imogen’s father said their first question
was s if genetic?’ but the doctors were unable to give him a clear answer and only talked

about indications that the disease might have genetic patterns.
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When I met Imogen’s family they talked about her medical care as if the best was being
done for her. However Imogen’s parents wete ctitical of the lack of community based
support available to them from social setvices. Imogen’s mother said that overall she felt
she had to fight for ‘every goddamn thing’ and that information about services was of poor

quality and not readily available to parents.

Imogen and her family barely made any reference to the prospect that she might lead a
short life. Imogen’s illness left her unable to walk or see and in her own accounts altered
the identity she had previously begun to develop. Imogen was successful in athletics and it
frustrated her that her physical education lessons consisted of ‘strezching’ and ‘messing about’
with a sound ball. Much latet in our work together Imogen revealed that her worst
moment was when she learned that she would probably not walk again; in that moment
she lost her identity as an ‘athletic gold medal winner.” Imogen made very little reference
to her loss of vision except to tell me that it is called %isual impairment’ and she could see
light as well as using all her senses to take in her surroundings. Again she referred to
positive support for people with visual impairment - for example, facilities at the local
cinema, which enabled her to listen to descriptions of the film and enjoy time out with her
friends.

In terms of day-to-day living Imogen felt that, apart from her parents, her best source of
support was her sister who was helping with Imogen’s care on a daily basis. Imogen’s
sister said that for her, helping with Imogen’s care felt natural especially to begin with.
However, six yeats on, Imogen’s sister admitted that she had to adapt and miss out on
some expetiences that would have been part of her teens and early twenties. Imogen’s
sister struggled with the pain of loving her sister and being aware of all the opportunities
Imogen had also lost. Imogen’s parents struggled with similar painful emotions and her
father illustrated their agony when he said that Imogen’s spitit had returned after the initial
illness, but she was ‘a different kind of lovely’.

Central to the life stories of the childten and families contributing to the conceptual case
of Imogen was the fact that the life limiting illness did not materialize until after the first
five or ten years of the child’s life. The children contributing to this story were developing
‘normally’ until the onset of their illness but the child who was emerging disappeared or

changed forever with the onset of the illness. The immediate threat to the child’s life came
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with the acute onset of the illness but was tied to intense uncertainty about whether the
child would sutvive the acute phase of the illness. Families talked about the terror of
suddenly facing the possible death of a child who had previously seemed healthy.
Following the child’s survival from the acute phase of the illness, families were initially
greatly relieved but realised over time that the child had residual loss of motor skills or

suffered permanent sensory impairments, such as loss of hearing or vision.

With the passage of one year and then many years the children whose stories have been
combined in the conceptual case of Imogen seemed, in their families” accounts, to have
passed the critical stage of the illness. Where their overall state of health and abilities did
not decline any further, families stopped talking about the threat to the child’s life. These
children and families focused in the longer term on getting support for the child’s on-
going physical needs in terms of - for example, house adaptations and equipment.
Although these children used the hospice setvice, neither the children nor family
members made any reference to the child’s frailty or vulnerability beyond obvious
disabilities. The child’s life expectancy was not central to the stories of these families and it
was as if the threat to the child’s life was confined to the acute phase of the illness. This
was, however, challenged by recurring symptoms and future acute episodes of the illness,
at which times the family members became less certain about the stability of the child’s

state of health and whether they might still die young.
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4.5 Daphne and Leonora

4.5.1

Questions of inheritance, crisis and survival

The life stoties of four children from three families were used to construct the conceptual

case Daphne and Leonora and information about these four children is provided in Table

9.

Table 9: Daphne and Leonota: information about contributing children and families

Case Child’sage  Child’s No of Time with ~ Meetings and ~ Ways of
group communication  siblings  family settings working
Daphneh) 12-18years  Verbal 3 4 months 5 Home Talking
1 Telephone  Photos
Interview Drawing
Books
My news poster
Story and
identity
described by
family
Total 6 Participant
observation
Leonoras)  2-6 years Non-verbal 0 2 months 1 Home Story and
1 Hospice identity
1 Work place  explained by
family
Photos of visit
to hospice by
care team
member and
Total 4 researcher
Participant
observation
Jagger g) 7-11 years Non-verbal 2 4months 4 Home Story and
1 Hospice identity
1 Family day  explained by
out family
1 Coffee bar  Participant
Total 7 observation
Marcusk)  12-18 years  Non-verbal 2 4 months 4 Home Story and
1 Hospice identity
1 Family day explained by
out family
1 Coffee bar  Participant
Total 7 observation
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Leonora, aged four and Daphne, aged 17 were sisters affected by the same rare inherited
life limiting condition. The condition affects children differently and Leonora had a more
severe form of the disease then her older sister. Leonora was unable to communicate
verbally and her family described het. Daphne who had learning difficulties and
developmental delay was able to speak for herself. Daphne and Leonora lived with their
patents and brother aged 14. Their brother decided not to take part in the research. Their
sister aged 24 had always taken a lead role in caring for Daphne and Leonora. Although
their sister had moved to a flat near the family home, she was a daily visitor and continued
to help with caring for Daphne and Leonora. Daphne had a room of her own downstairs
and the house had no adaptations when I met the family. Their father worked as a

business consultant and their mother cared for the children.

When Daphne was born her mother felt that the medical and nursing team struggled to
find a way to explain to the family that something was wrong. Looking back, Daphne’s
mother felt that the doctors were hoping she or her husband would notice signs of her
disability themselves and ask questions. However Daphne’s mother explained, ‘We are
simple peaple and we was very young.”’ Daphne’s father said that eventually a specialist nurse

arrived with an information leaflet and told them that their baby had an ‘@bnormality’

As Daphne grew up it became clear that she did not have a severe form of the medical
condition. Het mothet found that although Daphne was slow to walk and talk, she
needed hardly any mote attention than her older sister. Their son was born with no
problems and then Daphne’s mother unexpectedly fell pregnant again. A prenatal scan
revealed that the baby was affected by the same medical condition Daphne had and a
doctor asked the parents whether they wanted to terminate the pregnancy. When Leonora
was born it was immediately clear that she had a mote severe form of the condition than
Daphne and her mother said, ‘We seemed to live in ICU for months. Almost at the same time

Daphne took worse and we were travelling back and forth to the hospital all the time.’

Their father expressed his love and dilemma through the notion that what families need is
not just the child’s diagnosis but some idea of potential long-term consequences for the
whole family. However he was aware of the difficulties for medical and allied

professionals who have to impart this kind of information.
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Their parents went on to describe the many moments when Daphne and Leonora had
come close to death. Daphne and Leonora had both experienced and survived many
critical episodes caused by their medical condition. Their father explained that he felt he
had lost Leonora many times and found it more and more painful to get close to her,
knowing that she could still die or be close to death again. He had made the decision to
focus his attention on work, a lonely and difficult choice to make. Their mother coped

day-to-day by focusing her attention on the child with the most needs for care.

Daphne and I met three times and she decided that I should write down what she told me
about her life as we worked together. Daphne described herself and her life in her own
words. Like all of the young people who could speak to me, Daphne began with the
things that were most important to her; she was a seventeen-year-old student with a
boyfriend. Her descriptions of visits to the hospital highlighted that she had lots of
experience and medical knowledge linked to her experiences despite her developmental
delay - for example, she had a simple understanding about the heart and circulation of
blood through the body. In terms of her expetiences Daphne explained that being in
hospital was quite often boring but ambulances were frightening. Daphne dreamt of one
day having her own family and becoming a nurse when she would tell sick children what
was happening to them. Daphne’s mother was aware of Daphne’s longing for some

independence from the family but was unable to find ways to support her wishes.

Daphne and Leonora’s father was especially concerned about the impact of day-to-day
care for Daphne and Leonora on their brother and sister. He felt that they had been
sidelined at times and regretted that theit older sister was so involved in caring for
Daphne and Leonora that she seemed to have no life of her own. Daphne and Leonota’s
older sister was very reserved with me in the family home although she had expressed an
interest in participating in the research. Eventually she asked me to telephone her one
evening in her own flat, which I did. Whilst their sister was able to express some eatly
memories of resentment towards het siblings, she had become a primary carer and said
this was because of her own genuine interest in people with special needs and not solely

related to caring for her sisters.

Where the child’s condition was inherited or familial this overwhelmed the accounts of

parents contributing to the conceptual cases of Leonora and Daphne. In these cases the
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moment of diagnosis was described but the primary theme for parents was not just the
fact of the medical diagnosis but the personal struggle of facing issues related to the
genetically inherited natute of the child’s illness. No child or sibling made any reference to
the fact that the child’s life limiting illness was inherited nor did older siblings talk about
the implications for them of having their own children in the future. However, parents
expressed feelings of personal guilt, responsibility and blame, even though they had no
way of knowing that their child would inherit a life limiting illness. Parents’ fears also
extended to siblings and future generations of children who might also inherit the same
condition. The issue of inheritance was not linked to time in the accounts of parents.
Although patrents talked about the moment they were given the child’s diagnosis as a
specific event in time, issues related to the inherited nature of the child’s condition
pervaded many themes and was not confined to one account of the moment of hearing

that the illness was genetically linked.

To some degtee all of the children taking patt in the research had faced more then one
critical episode in their illness. However for some children these phases of the illness
brought a decline in health, deterioration of skills or loss of abilities but not the immediate
and repeated threat to the child’s life faced by the children and families contributing to
this conceptual case. These families were forced to confront the fact that the child could
die at any moment on many occasions but paradoxically repeated past experience told
them that the child could be remarkably resilient because they had survived so many
moments of ‘neatly dying’. Therefore certainty and uncertainty about the child’s survival
fluctuated amongst families facing this aspect of the child’s life limiting illness and fears

were pervasive.
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4.6 Jagger

4.6.1 Slow deterioration and no diagnosis

The life stoties of three children contribute to the conceptual case ‘Jagger’ and Table 10

provides details of these children and work with their families.

Table 10: Jagger: information about contributing children and families

Case

Child’s

communication

No of
siblings

Child’s age

group family

Time with  Meetings and

settings

Ways of
working

Jagger e)

Jagger f)

Jagger g)

7-11 years  Non-verbal 1 5 months

2-6 years Non-verbal 0 3 months

7-11 years ~ Non-verbal 2 4 months

5 Home

Total 5

2 Home

Total 2

4 Home

1 Hospice

1 Family day
out

1 Coffee bar
Total 7

Story and
identity
explained by
family

Mind map
Famuily photos
Family video
Talking
Taking photos
Magnetic
poems

Poster

Video by sister
Participant
observation

Story and
identity
explained by
family
Talking
Drawing
Participant
observation

Story and
identity
explained by
family
Participant
observation

When I met Jagger he was nine years old. He lived with his mother, sister aged 12 and

little brother aged two. The house was a small council property in a street of identical

houses. The paint was peeling off the door and inside was always chaotic and muddled.

The house had been adapted for Jagger with the addition of a downstairs bedroom and

-129 -



overhead hoists. Jagger’s mother told me once that in an ideal world she would be a
minimalist, laughing when I smiled at her, she said, Wel/I know ... I do know!” Jaggert’s
mother said she felt it was important to take part in my research, to share their
expetiences and maybe help other families. She also wanted to give Jagger’s sister the
chance to talk about her own stoty in private with me and get a chance to really say what
it was like for her that her brother had disabilities. These aims were common to other
families who participated in the research. Jagger’s mother used family photographs and
video to illustrate his story to me. Her daughter sat next to me to listen and look. Jagger
sat with us in his usual seat on the sofa opposite the television. Occasionally Jagger would
vocalise and move his arms and legs. Jagger responded most to his family. His mother and

sister went to him many times talking to him and kissing him.

When Jagger was born his mother’s only concern about him being premature was that he
was tiny ... @ bag of sugar.’ She talked of developmental delay but distinguished this from
disability. Jagger developed normally until he was three years old and then a series of long
lasting epileptic seizutes left him with profound disabilities. Jagger’s underlying medical
condition was undiagnosed. Jagget’s mother began with a series of family photographs
showing Jagger’s first three years of life. He looked animated, playful and as if he were
growing and developing new skills. Aware that the three of us were absorbed in the
moment of celebrating Jagger’s eatly life, development and achievements, Jagger’s mother
paused and prepared us both for what came next. Closing the photograph album for a
moment, Jagget’s mother paused and told me to get ready for a shock. She turned the
page and there was a photograph of Jagger sitting in a chair with suppott straps around his
waist. His head was slumped forward and it could easily have been a different child.
Jagger’s mother explained that at the age of three Jagger started to have major epileptic
seizures. All the medical tests were negative and over four or five months Jagger lost all of

the skills he had gamned.

Jagger’s mother struggled to find wotds to desctibe the changes in his abilities referring
instead to more photographs in which Jagger looked like the same almost lifeless child in a
series of different locations. She had lost the child who was, Jeve/gping lovely’ and in his
place was her vulnerable nine-year-old son with hardly any more skills then 2 newbomn
child. Jagget’s mother couldn’t find photographs to illustrate their daily life. Day-to-day

Jagger’s mother felt that his care needs were her responsibility, even though she and her
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daughter struggled to cope with the number and range of professional carers who, breezed
in and breeged ont.” Not only did she refer to responsibility for all of Jagger’s basic physical
needs, she expressed the burden and guilt of constantly having to assess whether changes
in Jagget’s epilepsy or respiratory problems required further effort from herself or medical
attention. Jagger’s family did not want more ‘carers’ involved in their lives they needed

individuals who could somehow meet their needs as a family.

Jagger’s mother explained that she rarely asked for help and in the first year or two after
his condition detetiorated she was afraid that one or all of her children might be taken

into care. Jagger’s mother was a lone parent caring for two other children beside Jagger.

Parents in families with more then one child expressed this practical and emotional
dilemma of how to ptiorities and respond to the needs of all their children in a variety of
ways. This might be common to all families with two or more children but for the families
who took part in this study the needs of one child (the child affected by a life limiting
condition) frequently outweighed the needs of siblings. Finding a recent photograph of
Jagger and his sister looking into each other’s eyes and smiling, Jagger’s mother talked

about losing her son and how she now looks for little moments to treasure.

The story of Jagger illustrates that not all families caring for a child they have been told
has a limited life expectancy ever know the child’s medical diagnosis. The children and
families contributing to this conceptual case focused on the child’s early development,
which did not follow developmental norms but was constructed by parents and older
siblings as satisfactory given the child’s disabilities or fire for him’. At some point in the
child’s life story, however, detetioration emetged through loss of developmental
achievements: He lost everything he could have done before.’ This was through neurological
damage in the cases of study participants. Although parents were told that the child would
die young, they had no certainty about how changes might appear or when they might
atise. These parents hoped that 2 name for their child’s medical condition would provide
them with some evidence or at least the chance to seek out facts that would illuminate
something about the likely path ahead for the child and family. Families contributing to
the conceptual case of Jagger expressed some doubts about the life limiting nature of the

child’s illness given that the medical diagnosis remained unnamed.
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4.7 Marcus

471 When dying is the natural next step

The conceptual case ‘Marcus’ represents the stories of two children whose parents had

been told their child would be unlikely to live for more then one or two years at the most.

Table 11 provides information about the children and their families.

Table 11: Marcus: information about conttibuting children and families

Case Child’s age ~ Child’s No of Time with  Meetings ~ Ways of
group communication  siblings  family and wotking
settings
Marcusk)  12-18years  Non-verbal 2 4 months 4 Home Stoty and
1 Hospice  identity
1 Family explained by
day out family
1 Coffee Participant
bar observation
Total 7
Marcus j) 12-18 years ~ Non-verbal 1 6 months 4 Home Story and
1 School identity
explained by
family
School wotk
teacher
School
communication
aids photo
researcher
Participant
Total 5 observation

When I met Marcus he was unable to move purposefully or independently, he was unable

to communicate verbally, he often looked exhausted and barely made eye contact. I also

met Marcus on a family day out and at school and found that on more energetic days

Marcus could communicate his basic likes and dislikes. Marcus’ father made the point that

most professionals interact with children like Marcus in one setting for short periods of

time, which can make it difficult to see the whole person, as their family see them. When 1

met Marcus he was 17 years old. He lived alone with his parents and was their only child.

Marcus’ family chose not to use images or family photographs to illustrate his story or
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their experiences with him, instead they encouraged me to meet Marcus in a couple of

different settings.

Marcus was born with profound disabilities making him prone to severe epileptic seizures
and respiratory infections. Marcus’ mother talked about being a mother for the first time,
the uncertainty of suspecting that something was wrong with her child and the pain of
facing the truth. In her account she fluctuated between the young first time mother who
she was, longing to feel that her child was developing and Doing everything he should have been
doing’ and the woman she has become, who looks back and knows that Marcus had

problems that were difficult to face from the moment he was born.

In the two years before I met Marcus his mother explained that his deterioration in health
had been mostly gradual and difficult to see at close hand. Then a doctor told Marcus’
parents what they were intuitively aware of but had not heard put into words, that their
son would probably only live another year or two. Marcus’ mother said that at first it was
like someone ‘peaking the unspeakable’ but having watched Marcus’ condition deteriorate
over the months his mother began to feel she could see 2 moment when dying would be

almost the natural next step.

Marcus’ parents barely commented on his condition when I was in their home and
Matcus was cleatly having a bad day. He might be asleep on the sofa or sitting motionless
in his wheelchair with his head down. They talked about who Marcus was on a good day,
his changing needs and how they wanted to ensure that he enjoyed every moment
through a range of expetiences. This focus had become the meaning of his mother’s own
life. However Marcus’ mother also knew that a time could come when she might no
longer have the physical or emotional resoutces to face all the ever-increasing challenges
of caring for Marcus. Matcus’ mother talked of getting the support they needed as a
family %he devious way’ she said they did not shout, they went to people in positions of
power and sought their assistance, ability or influence. However Marcus’ mother also
expressed the idea that she would sometimes like to scream and force professionals to

think about life from het son’s perspective or stand in her shoes.

Marcus’ parents were at different emotional places in terms of facing the news that he had

only got a short time to live. Their ability to talk about his death was in stark contrast to
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each other. Marcus” mother talked a lot about her son’s death but there was still evidence
i her account that she was no more ready then her husband to accept that Marcus’ would
die, until she felt that letting him go would be the last and best thing she could do for him.
She talked of Marcus teaching her what life was about. Marcus’ father communicated very
differently to his wife. He did not want to talk about what he called, %hbis death thing’
Marcus’ father summarised the views of other parents (not just other fathers) when he
said, T think about my child dying every waking moment but I can’t see how talking about it helps.’
Marcus’ mother like other partners waited for the moment when her husband was ready
to talk. Marcus’ father told me how his experience and memory of his mother’s death
were linked to her care at an adult hospice. Whilst that support was good and he could see
that the facilities at the children’s hospice were good ... ‘Jegp down inside’ he was not ready

to face Marcus’ death.

The dominant theme of parents and siblings who had been told that the child probably
only had a year ot two to live was the child’s short length of life and opportunities for
them all to experience life to the full. In both cases the children’s mothers talked and
explored the notion that the child would die, when the moment of the child’s dying would
come, what symptoms the child might suffer and how they and other family members
might react. The fathers on the other hand spoke about the fact that the child would die
but did not explore their personal fears, stating the idea that talking was not helpful and
would not change what they knew was going to happen. These families were certain that
their child would die relatively soon but did not define the child as a dying person at the
time of the study. Therefore I cannot be certain when the moment of certainty about a

child’s dying atrives for families.
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Chapter Five

5 Theoretical concept: ‘Moments of realisation’

5.1 A developing child at the centre

In every case, children, parents and siblings placed the child’s skills, abilities and
personality at the heart of their work with me (in talk, drawings, photographs and in
settings chosen for participant observation). This was especially true in families where the
children wete less able to represent themselves. Where I could not hear directly from the
child, parents and siblings focused their efforts on helping me to know the child as a
unique person with likes, dislikes, personality traits and skills, no matter how small or
invisible to outsiders. Development of the child’s abilities and individuality was integral to
every interaction between the child, siblings, parents and myself. The course of the life
limiting illness shaped the developing child: it impacted on their life, understanding of
themselves and how they presented themselves to others. To have any understanding of
life limiting illness and the impact on the child and their family, one must always

remember that children are developing human beings.

5.2 Questions of inheritance, diagnosis and prognosis

Almost all of the participating patents began their accounts of the child’s illness with the
moment of diagnosis or the moment they were told that even though a diagnosis could
not be made the child was unlikely to live into adulthood because of relentless
deterioration ot because they had become particularly frail and would be susceptible to

complications like pneumonia.

The conceptual cases illustrate how diagnosis was prenatal or soon after birth in some
cases [Reuben a), Reuben b), Jagger f), Daphne b), Leonora 1) and Marcus j)]; came later in the
child’s life for example after a prolonged illness followed by investigation of symptoms
over time [Imagen ¢) and Imogen d)] and where no diagnosis was ever reached [Jagger ¢), Jagger
&) and Marcus k)]. The child and family’s interpretation of the illness was deeply affected by

the moment of diagnosis in relation to time in the child’s life.

Where diagnosis came befote or soon after birth, parents talked as if the future they had

anticipated for their child suddenly vanished from view, at the moment of hearing the

-135-



child would not live into adulthood. Often it seemed that the dissipation of parents’ hopes
for their child’s life were tied to the words of professionals. In these moments unborn or
newly born babies no longer represented parents’ aspirations and hopes for the future but
they wete still children with immediate needs. In their accounts of eatly diagnosis, parents
quickly shifted from the shock of diagnosis to focus on the child as a person, whose life
might be short, but a child who was valued by their family.

No child mentioned having an unnamed illness. Parents who had been told their child was
life limited, although the undetlying condition was undiagnosed, sought a name for the
threat imposed on their child’s life. Parents cating for children with no diagnosis
expressed uncertainty about the child’s prognosis, expressing the idea that the two things
were generally tied together and questioning the certainty of medical staff that the child
would lead a short life. Whete the child had complex disabilities and their cognition was
difficult to assess, parents with no name for the child’s medical condition described the
child’s life story including the concept that the child might lead a short life and searched
for facts and evidence that would either confirm of dispute this notion. Where the child
was cognitively able and their disabilities were confined to one or two aspects of motor
skills and/or some level or sensoty impairment, families rarely talked about the anticipated
threat to the child’s life, if they had no name for the underlying medical condition and

especially where the child’s general state of health seemed to become stable over time.

Beyond the profound shock of hearing that their child’s life expectancy was limited

parents talked about diagnosis in different ways:

1. Medical diagnosis as little more then a label with no information attached, used by
support setvices for assessing who was eligible for support; in this way diagnosis
facilitated access to support.

2. Whete the child had no diagnosis parents hoped not only for a medical name for
the child’s condition but that it would clarify the path ahead

3. The idea that families need a long term picture about caring for a life limited child
(something more then diagnosis).

Hearing 2 medical diagnosis or a doctor say that their child’s illness would limit their life
expectancy to childhood began all family stories about the unfolding of the impact of the
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life limiting illness, even where parents suspected that the child was seriously ill but felt
unable to make their fears heard. Whilst parents and siblings talked about the moment
they heard the child’s diagnosis from the doctor (in the case of parents) ot from parents
(in the case of siblings), the children rarely mentioned any moment of diagnosis. Whilst
the children talked about the consequences of their illness for themselves and their
families and named their condition or used family words to refer to their illness, none of

them related the moment they first heard about their illness.

Alongside the ‘diagnosis’ (whether there was one or not) was the issue of the child’s
‘prognosis’; uncertain in terms of time for all the participating families (no-one knew when
the children might die: they might live for months or even years). In two cases
information sent to the hospice by medical consultants after the study was complete,
suggested that improvements in the child’s health status meant they were expected to live
into adulthood and therefore no longer met the hospice ctiteria for support. In a third
case the young person reached her eighteenth birthday and support services including the
hospice had to work towards finding transition support for her through residential care
and adult services. No patents used the word ‘prognosis’ but they talked about the
uncertainty of how long the child might live, the child’s repeated survival from critical

episodes ot even ambiguity at the moment when the child had seemed very close to death.

Most participating parents made reference to questions about whether the child’s
condition was inherited or not. Parents expressed fears and painful emotions principally
tied to feelings of guilt. Howevert, although parents described discussions about genetically
inherited disorders with medical staff, it did not seem in any case to be a separate moment
in the coutse of the child’s illness but integral to questions and fears linked to the moment
of diagnosis. This was so whether answers about questions of inheritance came soon or
were ambiguous. Figure 3 illustrates the interplay between questions of inheritance,

iagnosis, prognosis, time and the child’s uncertain future.
diagn prognosis, time and the child’ futu
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Diagnosis at some fixed point in time

Time ¢

Prognosis indicating an uncertain future --------

Questions of inhertitance pervading family life

Figure 3 Questions of inheritance, diagnosis and prognosis

5.3 Acute loss of abilities

Invariably the sudden loss of skills or impairment - for example, loss of hearing, vision or
mobility - emerged after critical illness. Children and families talking about acute loss of
skills always aligned these points in the child’s life story with time. In some cases acute
loss of skills was linked to the start of the child’s illness but could also be a consequence
of critical episodes in which the child’s state of health suddenly declined due to - for

example, haemorrhage, or extension of brain and or neurological damage.

Acute changes brought certainty about the threat to the child’s life to the children and
their families. The child’s physical frailty, previously less visible (especially for children
who were desctibed by their families as chatismatic in some way) intruded on the child’s
and family’s sense of the child as a person and brought realisation of the life limiting
nature of the child’s illness. However, where acute loss of abilities and skills was followed
by months or years where the child’s condition remained unchanged, time faded

perceptions of the immediate threat to the child’s life amongst the child and their family.

Acute loss of abilities and skills were therefore always linked to particular events in time.
Children and families talked about the moment of realisation that the child’s abilities had
changed suddenly, but they also reflected back on changes that had occurred months or
yeats before, as if the absence of any further change was a positive sign. Passing of time in
this way made the threat to the child’s life ambiguous to families, regardless of how
complex the child’s needs or disabilities.

Whilst sudden loss of skills or abilities was central to the child’s life story as explained by
family members, they were themed as temporary disruptions, encapsulated by children
and families as events that had happened in the past but supported by evidence that the
moment of immediate threat to the child’s life had passed. Figure 4 illustrates how the
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threat to the child’s life was clarified at times when the life limiting illness caused acute

loss of abilities but seemed to fade in between these episodes.

Clear threat to child’s life Clear threat to child’s life

< g
Moment of threat passes

« -

Moment of threat passes

Acute loss of abilities Acute loss of abilities

Questions about whether the child will live or die at times of acute change fading
overtime until the next acute phase

Figure 4 Acute loss of abilities

5.4 Slow deterioration

Where families desctibed slow detetioration in the child’s state of health [Jagger ¢), Jagger ),
Jagger g), Marcus j) and Marcus k)] parents talked of not seeing the changes themselves but
eventually having changes pointed out by medical staff, allied professionals or members of

their extended family.

Slow detetioration in a child’s state of health was revealed in physical changes - for
example, gradual loss of weight, subtle changes in motor skills and increasing length or
severity of seizures: changes that were very difficult for parents to see at close hand when
they had to focus day-to-day on meeting the child’s care needs. Individuals who were not
responsible for the child’s daily care therefore noticed changes that emerged slowly, partly
because they saw the child infrequently. Parents described enormous pain and guilt at not
having noticed changes in the child’s health themselves. Despite all the care and love they
gave the child, parents blamed themselves when they failed to see changes in their child’s
body that were in effect invisible moment to moment, but revealed slow deterioration the

moment they were noticed.

More than any other element of the child’s unfolding story, slow deterioration was a
theme desctibed by patents rather than children or their siblings. Parents faced with the
realisation that their child’s condition had detetiorated, looked back over long periods of
trying to meet all the child’s needs and wondered why they had not been able to see what

they were witness too. This realisation of changes in the child’s body over prolonged
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periods of time clarified the threat to the child’s life as immediately as acute changes when
others described them to parents. In some ways parental accounts of slow changes in the
child’s health seemed to generate greater feelings of helplessness in parents, because the
disease was revealed as relentless. In these moments parents knew that whatever they did,
the course of the child’s illness would lead to an eatly death. Slow detetioration was
revealed through physical changes in the child’s body. Parents confronted with the fact
that their child’s health had declined over time talked about when the child would die in
contrast to parents faced with the immediate threat of acute changes who talked about
whether the child would die. Slow deterioration in the child’s condition seemed to make
it clear to parents that the child’s life expectancy was indeed limited. However, parents
differentiated the notion of a shortened life expectancy from the concept of dying. Figure
5 illustrates how slow deterioration in the child’s condition revealed the relentless course

of the illness and made the threat to the child’s life very clear.

Slow deterioration noﬁced, revealing relentless course of the child’s life limiting illness

Questions about when the child would die

Figure 5: Slow deterioration

5.5 Life threatening surgery

A minority of children who participated in this study faced repeated major life threatening
sutgery - for example, open heatt surgery or organ transplant /Reuben a), and Reuben b)].
Therefore as an element of the children’s life stories life threatening sutgery’ may only
apply to a small proportion of children. However, where it was relevant to the course of a

child’s illness, life threatening sutgery was a major theme for all family members.

The need for life threatening sutgery could come at any point in the child’s life and arose
more then once for some children. All family membets talked about the child’s surgery in
their own ways: memorties of emotions and experiences were mixed but together provided
very detailed pictures of the time leading up to, during and after major surgery. Within

accounts were elements of how ill the child was before surgery, hopes that surgery would
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somehow ‘fix’ the child and result in cure or at least give the child hope for a prolonged
life. Families faced disappointment when surgery only provided a little improvement,
giving the child a bit longer to live or some improvement in quality of life, although the
underlying condition continued to be life limiting. However, the families I met continued

to hope against hope that the next operation would provide yet greater improvements.

Life threatening surgery represented major events in the child’s life story but was linked to
hopes and aspirations for some improvement in the child’s quality or length of life.
Sutgery was revealed through the child and family’s accounts and through physical scars
on the child’s body. Children with uncertain memories of surgery when they were very
young used their scars as physical evidence of that which they could not articulate. Parents
and siblings used scars to confirm that the child was different and fragile in some ways.
Parents also provided young children with explanations for hidden away scars that might
be seen socially - for example, in the summer or during swimming. These efforts were
confined to simple links to the fact of having had an operation but not to the underlying
diagnosis or the life limiting nature of the child’s llness. Figure 6 illustrates how repeated
life threatening surgery brought hope alongside the threat to the child’s life

Repeated life threatening surgery: - Hope alongside the threat to the child’s life

Time

Questions about tisks and benefits of repeated major surgery from which the child
could die

Figure 6 Life threatening surgery

5.6 The cycle of ctisis and survival

Most children who participated in this study had survived repeated critical episodes in the
course of their life limiting illness /Reuben b), Imogen c), Imogen d), Jagger g), Daphne b), Leonora
2), Marcus j) and Marcus k)].

Children, patents and siblings talked about the fear associated with collapse, haemorrhage,

respiratory distress and memories of ambulances. For children who experienced a cycle of
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crisis and survival the threat to their lives became uncertain to family members, illustrated
by ideas about the child always being able to ‘pull through’ or being ‘strong’ rather than
vulnerable.

Family members who talked about the child’s unexpected survival from many crises,
acknowledged that the child could have died many times. However, they struggled with
their own grief and the emotional pain of facing the ever-present terror that the child
could die at the next moment of crisis, which could come at any time. Parents who talked
about the course of their child’s illness in tetms of a cycle of crisis and survival indicated
that this element of the child’s life story especially, set them apatt from other children and
families in society. Parents were aware that in this society children are expected to reach
adulthood and they were even mote certain that most parents could not begin to

comprehend the experience of caring for a child who ‘almost died’ many times.

Cycles of crisis and survival made the child’s unfolding life story increasingly different
from the life stories of ‘other’ children. Patents and siblings described these episodes for
children who communicated non-vetbally. Children able to speak for themselves had
vague memoties of being intubated and of being rushed to hospital following collapse ot
haemorrhage and linked these memores to times of fear. Figure 7 illustrates that the cycle
of crisis and survival faced by some children led their families to construct the idea that

the child was ‘a sutvivor’.

Crisis Survival Crisis Survival

Questions about the child’s ability to always pull through

Figure 7 The cycle of crisis and survival

5.7 'The child’s life and death
The life expectancy of all the children who participated in the study was unpredictable.

No-one could be sure how many months or years the children would live. Parents who
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participated in this study were overwhelmingly searching for the meaning of life and how
to help their child make the most of their life — even though it would be short. Marcus’
story represents the two childten who seemed more likely to die within a year ot two than
the other children taking part in this study /Mareus j) and Marcus £)]. In caring for these
children their parents and siblings did not struggle with the meaning of death. They
focused on the meaning of the child’s life and made every effort to ensure that every

moment was special for their child.

I did not meet children who were ‘dying’. In this way I have no understanding from the
research about the end of life for children who are affected by life limiting conditions. All
I did get a sense of was that children affected by life limiting conditions and their families
focused on life and living. I do not know when the moment of the child’s dying becomes
clear to families. However, there was a time when families taking part in this study realised
that their child would die within the next year 'or two but still in the context of the child
having time to live. Figure 8 illustrates how families focused on life and living even for

children who they knew would die within a year or two.

Clear threat to the child’s life

Focus on living

Time

Questions about the meaning of life

Figure 8 The child’s life and death

5.8 Summary

To date there has been no research to reveal the long term, day-to-day experience of life
limiting illness in childhood. This study has uncovered common elements (‘moments of
realisation’) in the children’s life stoties regardless of their diagnosis. These common
elements were found to follow similar pattetns across cases using Grounded Theory for
analysis. The conceptual cases presented in chapter four represent a weaving together of
two or more real stories around common elements. To illustrate — merging together two
stories with the emphasis on the elements; an early diagnosis and major surgery created

the conceptual case Reuben. All aspects of the case come from one or other of the real
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stories. The conceptual cases suggest new models for understanding how the life stoties
of life limited children can unfold in similar ways (have ‘moments of realisation’ that

emerge through common patterns). This was despite the wide range of diagnoses.

Overall the conceptual cases illustrate four fundamental points:

1) Being affected by a life limiting condition in childhood is not one experience:
the child’s life story can unfold in different ways but there are common

‘moments of realisation’ in the life stories of life limited children

1) ‘Moments of realisation’ occurred time after time in the child’s unfolding life
story and generated feelings of fear and uncertainty for their child and family

because the threat to the child’s life was made clear at these times

1i1) The threat to the child’s life affected the day-to-day interactions and
experiences of the whole family and each family member

1v) In most cases the child’s life expectancy could not be accurately anticipated
and so the children and families that I met focused on life even when it

became clear that the child had only a year or two to live.

The conceptual cases presented here offer the reader a series of portraits that illustrate the
complex and multidimensional lives of life limited children and their families. The models
suggested by each conceptual case are complex and describe more then the linear impact
of the illness on the child and family. Individual ‘moments of realisation’ in the children’s
unfolding life stories have been explored in detail. The theoretical concept outlined
suggests that over the child’s life time the life limiting illness will create reoccurring
moments when the threat to the child’s life will emerge and become clear to the child and
their family, whether the family talk about it or not.

Presentation of the conceptual cases and exploration of ‘moments of realisation’ begin to
challenge the relevance of linear concepts of dying and illness trajectory over long periods

of time (years) and across the life span of children who continue to grow and develop,
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although they are affected by a life limiting illness; children whose needs are barely
described in the care and dying literature. The models described begin to raise questions
about whether the notion of ‘dying trajectory’ might only be relevant in the last days of
the child’s life. This study has not explored this aspect of life limiting illness in childhood
because all of the participants wete living (not likely to die within days, weeks or even

months).
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Chapter Six

6 Family awareness and communication context
The putpose of this chapter is to explore how children and families managed talk and
awareness about the child’s life limiting illness and to link family awareness and

communication themes to the concept — ‘moments of realisation’.

All the participants recast difficult encounters, painful emotions, troubled relationships
and the absence of practical support in terms of communication about the life limiting
nature of the child’s illness. All the families lived with the pain of knowing that the child
would die in childhood and family members struggled with questions about how to
communicate about the child’s life limiting illness, whilst trying to maintain daily family
life. Awareness and talk about the life limiting natute of the child’s illness were not in
balance and parents faced profound dilemmas about how to be open to the questions of
the children and their siblings. The dilemma for the affected child was created by the
tension between knowing the family approach to communication about their illness and
the need to understand their own life story. Participants tended to divide the subject of
the child’s life limiting illness into three patts, probably largely unconsciously. The chapter
is subdivided into the following themes because they provide a structure for
understanding more about how families tried to manage awareness and talk about the

child’s life limiting illness:

a) The child’s life imiting illness
b) Death in childhood
¢) The child’s dying,

6.1 Family talk: the life limiting illness

Knowing their child was suffering from a life limiting condition generated awareness and
the need for talk but parents did not necessarily have facts, insights or ways to begin
talking about something so deeply painful to themselves and those they wanted to
communicate with but also protect. This can be related to ‘moments of realisation’ —
[Questions of inkeritance, diagnosis and prognosis] — times and questions that generated

uncertainty, fear, guilt and anxiety about how to talk in families of life limited children.
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Many parents felt it was their responsibility to determine what information should be
given to the child, siblings and extended family members - not only for the quality and
quantity of information but for the emotional reactions of each individual. In their efforts
to protect all concerned, parents constantly made complex ‘unconscious decisions’ about
who needed to know about the child’s illness and how much detail they should be offered
ot might cope with.

“Over the years we have found not only are we responsible for talking to Reuben, we are
responsible for what we tell the other children and how worried they wonld be, and we are
responsible for what was told to other family members and how worried they would be. The point
is we didn’t always know the answers to their questions, so we had no way to relieve their siress.
We decided early on to control the flow of information out becanse we were just getting bombarded
with stuff coming back in again and we thought well you know it was just an impossible thing to

do. You can’t just keep answering guestions you don’t know the answer fo.”

Renben a) — father

Parents faced the long-term problem of how to communicate with: each other, the child,
siblings, extended family and friends. In participating families parents tried to take a clear
approach and described decisions that evolved over time, especially about how to talk
with the child about the life limiting nature of the illness. Initially, parents described two

approaches:

7. The family said they talked about the child’s life limiting illness with the child
[Renben a), Imagen ¢), Imogen d), Jagger e), Jagger f), Jagger g), Leonora i), Marcus k) and
Marcus j)

2. The family said they tried to control how the child’s life limiting illness was talked
about with the child
[Reuben b), and Daphne b)].

Parents of children unable to communicate verbally used ‘talk’ as a process for comforting

the chid. The mother of Jagger ) talked to him about his illness as much as the family of
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Imogen ¢) talked with her. However, the communication strategies used by these two
families had different objectives. Jagger /) was aged five, had profound disabilities but had
recently gained some physical skills that his mother was told he would loose again over
the next five years. Jagger /) was unable to vocalise or demonstrate comprehension. Jagger )
was with us when I interviewed his mother. We all sat on the floor to talk and she often

addressed her comments to Jagger /) and they would make eye contact with each other.

1 mean bhe wasn’t the usual age for holding a bottle, you know all them sort of things and bhe
wasn’t sitting up then either, conldn’t sit up either conld you Jagger? That's when they diagnosed
what was wrong and told us it was life himiting. But now I mean be is a completely different little
fella, walking even ... what you can do now bey can’t you mate? Amazing you are! They have
said he will end up in a wheel chasr but you can’t think of that all the time. We just get on with
each day ... don’t we mate? 1 don’t fully understand what be knows but just try to talk o him

like any other little boy ... tell bim what’s wrong, what's going on ... all that!”

Jagger f) with his mother

Parents of children whose comprehension was difficult to assess or who communicated
non-verbally /Tmagen d), Jagger ¢), Jagger f), Jagger g), Leonora i), Marcus k) and Marcus j)] talked
and offered explanations along with physical soothing and cate even though the children’s
ability to understand wotds was uncertain. The mothers of Jagger g) and Leonora i)
explained that regardless of the child’s ability to communicate, as parents they were aware
of their children’s reactions and any signs of discomfort or fear and wanted to offer

comfort and reassurance.

Parents of children who were able to communicate vetbally /Reuben a), Renben b), Imogen ¢)
and Daphne b)] faced a dilemma. Whilst they wanted to try to keep their child informed
about the immediate (short term) effects of the illness, they also wanted to protect the
child from the long-term outlook and the life limiting nature of the illness. These parents
had to respond to the active role of the child in communication about the illness; they
were talking with children able to petceive, assess their own expetiences and ask questions

from their own perspectives.
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In contrast to Jagger f), Imogen c) was an articulate 14 year old and talk within her family
about her illness was largely lead by Imogen herself.

Toni’s field notes from visit to family home of Imogen ¢) to talk to mother

During our discussion Imogen’s mother made the following points to underline the importance of
talking with Imogen about her illness:
7) Imagen was articulate, intelligent and had her own questions about the illness and
the impact it had on her life
7) No-one was more aware of the physical consequences of the illness than Imogen
7) Imogen had experiences related to her illness, such as visits to the hospital or

hospice, where she might be alone or without ber family

Parents had fears and questions about the best ways to talk to children who could
comprehend and were developing. Participating parents wondered how other mothers
and fathers talked to their children about the child’s life limiting illness and parents
searched newspaper and television stoties for clues and ideas. Many parents told me they
were hoping to get ideas from my own work with the children. In the quote below the
mother of Rewben a) used an account of a television programme about a child undergoing

a liver transplant to explore some of her questions about how to talk to Rexber a) about

his illness.

“What 1 found useful on that programme actually the day before was that they showed the little
i, I had forgotten this, they showed the little girl that had the liver transplant a few years
earlier. They said to her um ‘ob you didn’t have a well liver did you?’ and she said ‘no my liver
wasn’t very well’, she is about five or sixc. Her mum said ‘ob what colonr was your liver?’ She
said ‘my liver was green’ and she said ‘what colour is your liver now?’ and she said 9t’s pink’
And I thought they have obvionsly gone into it a lot more than 1 had with Renben because I just
said you had a new liver because your old liver didn’t work properly but they obviously had gone
into the colours of the liver and stuff but I thought ob right, ok I mean it probably doesn’t mean
an awful lot to her but 1 found it quite interesting that people go into it dfferent ways”

Renben a) - mother
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Parents wanted to know if there were ways to let the subject of the child’s illness come up
in everyday conversation. Individual family members discussed their personal fears,
questions and lack of resources in terms of finding ways to be open about the child’s
illness without causing distress to the child. These questions arose regatdless of the child’s

age or the overarching pattern of the child’s unfolding life story.

There were two families who expressly stated that they tried to control how the child’s life
limiting illness was talked about with and/or in front of the child /Rexben b), and Daphne
h)]. Reuben b) was six and Daphne h) was seventeen but she had learning difficulties and her
level of comprehension was probably about that of a six or seven year old. The family of
Reuben b) tried to take overarching control of how his illness was discussed with him
within the family and in settings outside the family home such as school.

Renben b) — Tont’s field notes from visit to child’s school

Renben’s teacher chatted informally with me about the research. He talked about how the other
children ask, ‘What is wrong with Reuben?’ stating that Reuben’s mother had asked for
excplanations 1o be kept very simple. The teacher gave an example of how the other children’s
questions were answered ... “We say ... well you know bis heart doesn’t work properly and that
makes bim tired and a bit grey at times”. Reuben’s teacher said that two children in the class had
gastrostomy tubes and how school staff would explain to the other children, “We might say ...
you know they have lots of bad tasting medicine and so we just give it to them straight into their

tummy because there is lots of it and it tastes bad.”

The teacher felt the children accepted these explanations. 1 asked if be felt the acconnts they were
using wonld continue to be ‘enongh’ for Reuben and the other children and he said, “Well they
are all getting older now and beginning to ask for more information, it was enough while they were
little but I can see a time when they will ask more questions.” He explained that whilst Reuben
was young he didn’t bave lots of questions about his illness. He thought for a while and then

commented, ‘1 think he may begin to have questions soon though.”

The family of Daphne h) said they wanted to control any talk with Daphne b) about her
illness being life limiting. During my time in the family home I noticed that hospital visits
wete discussed but the concept of Daphne b) dying young was not. Although some parents
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stated that the child’s illness was never discussed with and/or in front of the child, it was
tarely so uncomplicated. Inevitably there had to be some talk for example, to explain
medical procedures or changes in the child’s state of health. Participating children and
siblings seemed able to illustrate how family members dealt with the subject of the child’s
life limiting illness. The following quote shows how the sister of Rexben b) constructed the
complex way that their family talked about the child’s life limiting illness even though her
parents had said repeatedly in separate interviews ‘we don’t talk about it (the child’s life limiting

tllness) as a family’.

“My rmaum will tell you, my dad’s lovely and we get comfort off our dad but as far as trying to find
out what was going on with my brother we didn’t ask dad. My mum puts pressure on herself —
No she does, terrible, yes she worries about everybody. Mum is always saying ‘don’t discuss it in
front of Reuben’ or ‘always talk on the computer’ and she is always saying Reuben is here” and
then she will shut the box because he started reading. No, I mean I know Reuben doesn’t know
everything ... he knows he is a special child and he has got things wrong with his heart and stnff
... but I don’t think be actually knows the full story but obviously mum explains 1o bin ... ob
you have got fo go into hospital and have an operation and put dye in_your system’ and what have
you ... so she does explain what'’s bappening but I don’t think she actually explains you know
.. obvionsly ... how dangerous the process is going to be ... or ... what is going to

happen.”
Renben b) - sister (early twenties)

Knowledge of the child’s life limiting illness generated the need amongst family members
to talk, but did not provide patents with information for potential questions. Many
parents searched for ideas about how to talk to the child and their siblings but found little
practical advice. Parents described and tried to take a clear approach to talk about the
illness, especially with the child. Despite the fact that participating parents described two
apparently simple and clear-cut approaches for talk within the family about the child’s life
limiting illness — all participating families talked to the child about the short term
consequences of the illness and related experiences but none of the families talked to the

children about the life limiting nature of the illness.
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6.2 Family talk: the child dying

Although none of the families talked to the child about their shortened life expectancy,
they made separate and different decisions about how to talk to siblings. Parents did talk
with siblings, over the age of five, about the fact that the child would die in childhood. In
three families /[Reuben b) Jagger ¢) and Jagger g)] parents said they were open with siblings that
the child would die young because they had felt uninformed about the terminal illness of
members of their own family in theit youth. In some families parents spoke differently to
siblings of different ages and discussed the changing needs of developing siblings over the
years of the child’s life.

“No, I think it is very hard 1o sit down and say 1o your children this is the way it is. But if you
talk around apenly we find ... if they want to ask something ... they'll ask me. It’s easier for
them becanse they’ve already heard it and it seems to work. I don’t know if it is the right way or
not but it seems to work. My teenage son is different now he keeps everything in and doesn’t really
talk. 1 think, as he has got older he has got aware of life and death. What has happened as well,
although he has always known Daphne has got problems; 1 think when she was in hospital last
time it really brought it home to him. With our youngest it wasn’t quite that bad because she was

with me, she was with me all the time so she saw everything what was going on.”
Daphne b) - mother

These parents were constantly evaluating and re-evaluating the needs of their siblings,
especially the changing needs of their adolescent son. In their descriptions they linked
their son’s changing needs, to his age and experience of a recent critical episode from
which his sister almost died, this can be linked to the concept of ‘moments of realisation’.

The father went on to express his fears about how his son will cope when his sister dies.

“T kept saying to him we have 1o go fo the hospital again tonight mate and it’s like ‘well I really
want to be with my friends’. And then when you get home and say ‘she is very ill today’ be is
Jeeling guilty because he is thinking that might be the last day, he is no different fo other teenagers.
Like, 1 put myself in his place and think I would have been thinking I really want fo be out
tonight. 1 find that children aged six or less just think ‘she is always going 1o be here’, even though
you say ‘Daphne might die tomorrow’ it’s like it doesn’t matter, if doesn’t even stay in our

youngest one’s head but when you say this to a teenager, wouldn’t you say, (asking bis wife), it
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means something. That'’s the way I was looking at i, because I was watching them 1o see their
reactions, I was watching my kids and thinking are they going to get over this? Is my son going

to get over this?”
Daphne bh) — father

Although talk about the child’s illness was not linked to any particular conceptual cases
there were links to ‘moments of realisation’ of unfolding life stoties [“4 cycle of crisis and

acute loss of abilities’, ‘life threatening surgery’ and moments when ‘slow deterioration’ were

suddenly revealed]. At these times the threat to the child’s life was clarified and this raised

survival’,

awareness and created anxiety amongst family members especially about communication.

Siblings had questions from their own perspective that they did not necessarily ask parents
until they were participating in this research. The questions raised by siblings were not
always easy to anticipate, making it essential to hear from participating brothers and sisters
directly. To illustrate, the sister of Jagger ¢) would not talk about his death until our final
meeting. In her mother’s presence she explained that she worried about where her brother
would die, explaining that at one time she had hoped he would die at home, but later she
thought it would be better if Jagger ¢) died at the hospice. She talked about the ‘special
bedrooms’ at the children’s hospice and asked a question, which revealed a lack of

knowledge despite some information,

“Is that ‘special bedroom’ for children who are dying?” Jagger ) - sister (aged 12)

I explained that what they call ‘the special bedrooms’ at the hospice are for children after
they die because they can be kept very cool. She did not ask why. We talked about the fact
that any bedroom might be used by any child with only a short time to live.

“What happens if another child pops into the special bedroom at the same time that Jagger needs
112" Jagger ¢) - sister (aged 12)

We talked about the fact that there are two cold bedrooms for children who had died at
the participating children’s hospice and that a third bedroom could be chilled with an air

conditioning unit if it was needed.
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On the whole participating parents did talk to siblings about the life limiting nature of the
child’s illness, although they did not discuss this with the child. The concept of ‘moments
of realisation’ can be linked to times when awareness of the threat to the child’s life
became more cleat, increasing anxiety about communication. Parents worried about the
changing needs of developing siblings and siblings (aged two to twenty five) had their own
questions about the child’s illness and most of these (aged four to twenty five) talked
about their own fears for the child’s life. Children and siblings outlined family
communication ‘rules’ and described and understood the roles taken on by family
members. Siblings talked about the difficulty of talking with the child about their illness
whilst maintaining the essence of their sibling relationship but no siblings raised any issues

related to their knowing what the child did not know: that the illness was life limiting.

6.3 Child’s questions: death in childhood

Children taking patt in the research who could communicate verbally and who were
cognitively able, raised the subject of death in childhood. Parents or siblings did not raise
this subject. The four participating children who could communicate verbally /Rexber a),
Renben b) Imagen ¢) and Daobne h)] talked about their illness on our second or third meeting
together; two of the four talked about their personal need to talk about their illness /Inggen
¢) and Daphne b)]; three of the four talked about death in childhood [Rexben b), Imogen ¢) and
Daphne h)J; and one of the four talked about her own dying /[Daphne 5]. Children were
awate that sometimes adults did not talk about their illness in order to protect them and in
a reciprocal cycle the young people would then rarely raise the subject either. The next
quote reveals how the child used a television programme to bring up the subject of death
in childhood in our work together. Talking about his favourite soap opera Rexben b)
suddenly fixed his eyes on mine, mote then he did at any time in our discussions, “Did you

see it last week?” 1 explained that I didn’t always watch the programme he was talking about.

“Well one of the men he was going to get married but he said he counldn’t cause be is gay .. .he
only likes boys and conldn’t marry a girl! The baby died and they put bim in a box in the ground
and the dad didn’t know what to do so he got. the teddy and put that in for him.”

Toni -“That sounds sad ... I think I would have been sad ... how did you feel?”
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“Yes sort of ... like the box going in the ground ... but he was dead ... so that was OK , not
really bim ... just bis body ... sort of thing.”

Toni — “Well yes when someone has died it is just the body going in the ground not the person.
But the people who love them will miss them and feel sad ... like that poor dad getting the
teddy.”

Renben smiled at me and 1 asked if they talked about the programme as a family and be said
“No! ... Ob no not that one!”

Reflecting back on an earlier conversation 1 said, “You know you were telling me that if you are
unhappy your dad sometimes lets you bave something sweet to eat and tells you not to worry?

Could you ask bim about that programme.”

“Well dad gives me a little spoon of sugar if I need it ... um delicions! But not like talking

about that ... it doesn’t matter.”
Reuben b) — (aged six)

Reuben b) took my hand, led me to a new spot in the garden and suggested we do some
more work on his ‘newspaper’. When he got to the box labelled When I grow up I will ...°
he said,

‘T got a list but it’s just a list ... I'll leave it blank.” - Reuben b) — (aged six)

It is interesting to note that this is a family in which homosexuality was not a taboo
subject and Rewben b) had an appropriate for his age understanding about the notion that
two men can love each other. However, the subject of death in childhood was taboo in
Reuben’s family: he understood that his parents would struggle to discuss the subject of 2
child’s death and in a cycle of protection he saved his questions for me. Although three of
the four children made some reference to death in childhood, only one related this to

herself and she used the metaphor of ‘Neverland’ drawn from the Peter Pan story.
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Daphne b) — field notes from visit to family home

Daphne created some photographic images using the digital camera and taking photos of the
reflection on a window. She told me this is a picture of Peter Pan who is coming to lake her fo

Neverland,

“T died!” Daphne explained. With her mother’s encouragement she changed this to ‘1 fainted
and fell down”. Several times she confided that she is going to Neverland soon. Again I asked
where that is and she said ‘up in the sky’ I asked how she will get there and she said Peter will
take me.’ I asked is it scary to think of and she said ‘a bit scary in the sky but Peter is my best
boy and nice when you get there, to play with the lost boys.” I asked, ‘A heavenly kind of place?’
and she said Heavenly, yes’. I cannot be sure what this really means to ber, she is very keen on
the Peter Pan film and watches it repeatedly. However she raises the subject in connection with

discussions of her own illness and critical moments in her life, as she did bere.

My field notes reveal how I hesitated and felt uncertain when Daphne b) seemed to be
telling me that she knew she might die young using the Peter Pan story. I was influenced
by her developmental delay and I told myself she might not be ready for more questions.
Looking back I know that I was not ready to ask further questions. Like Reuben b), Dapbne
h) used a film to raise a difficult subject. Later in our work together the mother of Daphne
h) raised the idea that her daughter used television and films to @sk her own questions’ about
death and dying and might be using the Peter Pan story to comfort herself with the idea
that when we die we are not going to be alone. Although the family was not certain that
Daphne b) was using the Peter Pan metaphor to talk about her own dying the subject was
left open. This uncertainty can be linked to ‘moments of realisation’ — [The child’s life and
death]. Although the young person seemed to be asking about her own dying, uncertainty,

fear and the overall focus on life and living hindered the adult response.

Only participating children raised the subject of death in childhood. They used hints,
oblique references and metaphors to leatn more about topics that were not openly
discussed within the family but they were dependent on the reactions and responses of

adults for the subject to become more open.
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6.4 Experiences like and different to peers

In initial meetings the childten described everyday experiences, common to all children.
For a time I considered the idea that the children were giving accounts of themselves as
‘normal’ (like their peers). As the children and I spent more time together they would
introduce one or two experiences related to their illness for example a recent hospital visit
ot respite break at the hospice. Gradually, the children used their time with me to explore
experiences telated to theit illness more and more. The children would move on to
exploring differences between themselves and their peers and slip into using medical
language and revealing their understanding. The children seemed to use the process of the
research to highlight to me, they had expetiences that were ‘ordinary’ (typical of the social
groups that they belonged to) before exploring experiences related to their life limiting
illness, which they knew were unusual. Children and families focused day-to-day on living
but were aware of the ever-present threat to the child’s life, which can again be connected

to the notion of ‘moments of realisation’ — [The child’s life and death].

Families of children less able to represent themselves would also begin with stories about
theit efforts to ensure that their child or children had ‘otdinary experiences’. Parents and
siblings in these families would also emphasise endearing aspects of the child’s personality
like playfulness, humour ot tenacity but the change in emphasis to the consequences and
expetiences derived from the child’s life limiting illness came more quickly than it did with

children who were representing themselves.

Parents prepared young children with simple answers to potential questions from peets
about their illness or its consequences - for example, scars and decreasing mobility or the
inability to participate in day-to-day activities like sports. They also sought to protect
young children from some of the themes between the lines of my own questions. Below is
an illustration of how a mother interjected the simple answers she gave her child to
answer any questions about the scats on his body, before he had time to explore how
children in his school knew things about him that he had not told them. In turn he

tesponded to the comfort and obvious familiarity of their rehearsal.

Toni - Do the children at your school know you have a new liver Rueben?

] think! [Nodding]
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Toni — You think they do? Did you tell them?

Reyben - No

Muns - That'’s why I told you to tell peaple it’s your new liver didn’t 1 darling. . .50 if anyone at
school saw your scar while you were getting changed for PE, so you conld tell them what it

was. . .is that right?
Reuben - Yeah! [smiling]

Mum — Do you remember when we went on holiday and you went in the swimming pool. ..and |
said to you there’s that little gir! looking at your scar? Do you remember. .2 What did 1 say to

you to tell her?
I£’s my new liver!
Renben a) — (aged six)

Simple explanations wete most useful to younger children, older children or children
talking to adults were managing much more complex systems of talk, questions or more
notably silences. The primaty role of the child’s experiences at school was to reveal to
them that they were different to their classmates. Imagen ¢) described how events outside
her home clatified to her that she was different from the person she was before her illness
and different from the other young people in her peer group. Information about the
impact of their illness did not just come to children in the words of other children or

adults but through their expetiences and personal interpretations of events.

“T love school and my favourite subject is maths. I suppose there is one thing ... as I said I nsed
1o be an athlete. You know! I was taking part in competitions and winning gold medals and
trophies. Well 1 still like PE at school but I think the reason I don’t like it as much is that I
can’t do as much as 1 used to. I can do stretches and there is this ball with a jingle it ... so just
mess about with that really. Sometimes 1 get really frustrated and my teacher says well just watch
the others then. 1 do like school I just get a bit frustrated at PE that's alll Sometimes I think my
Jriends get frustrated cause they think ... as well as myself ... why do 1 have to suffer?”

Imagen ¢) — (aged 14)
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Adolescents had greater self-awareness, greater awareness about the underlying
motivations of others, interacted with more people and had more opportunities for
experiences away from their family home. Parents of adolescents made no efforts to
control knowledge and talk about the child’s illness amongst their school peers and
friends. The young person’s peers were sometimes a great source of support and
encouragement but the young person’s parents had concerns about the emotional impact

on other young people.

“Well most of them (school friends) have known Imagen for many years ... they didn’t suddenly
meet a child with disabilities. They always say to her ‘we want you with us ... look after yourself
and listen to the doctors!’ It is encouraging for her that they love her. But then again, one time I

went to the school because she was ill and all the class were in tears ... I thought that was

awful.”
Imogen ¢) — mother

Children of different ages taking patt in the research, who could articulate their thoughts
seemed to have a developing sense that they were different to their peers. Statements by
Reuben a) were confined to relatively simple differences in his overall appearance, for

example,
Toni’s field notes from a session with Reuben a) at his home

Drawing a friend in the middle of a sheet of A4 he added himself about a third of the size of the
first figure in the bottom right of the page. When I commented ‘She looks tall’ ... he said, T bees
small’. Reuben a) — (aged six)

Reuben b) hinted at his awareness of differences between himself and his peers for example
after talking at length about being part of the class and providing a long list of friends’he
announced % just kids at school they are all different to me.” The adolescent [Imogen c)] was
certain about particular differences between her own physical abilities and those of her
classmates and friends. However I sensed that Reuben b) was mote aware of his own
declining strength, pethaps because Imggen ¢f's state of health had remained somewhat
unchanged over the previous six months wheteas Rewben b) had suffered two critical

episodes during the same period.
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The concept of being different to peers was discussed in some families in terms of the
child’s disabilities but not in terms of their illness being life limiting or even in terms of
their physical frailty or vulnerability. The children themselves gave priority to describing
their ordinary experiences in the first encounter with me but it soon became evident that
they were aware that many of their experiences were different to their peers, and that
these experiences were an indication that they were different. Children of various ages
exploted ‘differences’ between themselves at different levels — young children mostly

explored differences in appearance but adolescents explored more complex differences.

6.5 Children’s hospice experiences

Hospice was the one setting where parents and one young person struggled with social
meanings of the word ‘hospice’: the idea that hospice is a place where people go to die.
The referral criteria of the participating children’s hospice meant acceptance that the child
was life limited, which was discussed openly with patents but not with children or young
people. Participating families actively using the hospice services valued the support
provided [Reuben a), Reuben b), Imogen c), Imogen d), Jagger g), Leonora i), Daphne h), Marcus k)
and Marcus j)] but some [Reuben b), Imogen ¢) and Jagger g)] struggled with social notions that
using a hospice meant the child was dying or that the family was in some way losing hope

by accepting referral to a hospice.

“Well I hate the word ‘hospice’ and even a friend said, 'Why are yon taking him there, he is not
dying is he?’ But the point is it is just great for all of us ... just the help and support we need to

keep going. But it’s the word peaple don’t understand and 1 say well no just come and see.”
Renben b) - mother

Children and families recast the meaning of hospice in terms of their personal experiences
of respite and suppott. Imogen ¢) wanted me to understand her initial fears about visiting
the hospice but how she had found a new meaning drawn from her experiences of using

the service.

“Yeah! I heard it was like a hospice ... and I wasn’t really keen on going, canse I thonght
hospices were places where peaple die ... First of all I talked to my mum ... then I remember
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two of the care team came to my house to talk to me. They spoke to me and explained it’s like

respite.”’
Toni - ‘Respite?”

“Yeah! Like a break for me and my family ... that’s alll When 1 went there it was excellent.
There were also two celebrities there that day! And ... it was just excellent ... the way they (the
hospice staff) treated us ... they were mad (langhing)!”

Toni — “Did you meet other children or just celebrities?”

(Both langhing) “1 did meet a cute little boy and a girl who is a year younger then me. We had a
lot in common and she said she is going to marry David Beckbam and 1 said ‘no me!’ She is in a

wheelchair like myself ...”
Toni — 1 see and did she tel] you what was wrong with her?”
‘“We didn’t talk about that ...”

Toni — “So when you were worried about going to the hospice and you were told if was ‘respite’

did you know what that meant really?”

“Not really, no! 1 just tried to make a joke out of it. Like a place where you go and rest and they
bite you! (Grinning). But no now I have been on my own to stay and it is just a place where you

20 and have fun, relax and give your parents a break.”

Imogen ¢) — (aged 14)

Siblings, like the children, focused on the whole on fun and activities at the hospice. In the

following example one sibling told me how he tried to offer his support to another sibling

visiting the children’s hospice. This illustration also underscored how much children and

siblings needed to articulate their feats and worties alongside their ability to recognise and

tespond to the needs of other children and young people.

“You have to talk because the other person might have a way to help and you have 1o get it ont

... I don’t want to keep it in ... But like sometimes children with special needs get dropped off at
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the hospice by their parents and there is nobody else there only other people ... no family! Other
peaple bring the whole family ... I talked to one boy last time we was there and he was really
upset becanse his brother was very ill. I like talking o other peple with the same problem.”

Reuben a) — brother (aged 12)
Renben a) — brother (aged12) Toni’s field notes from visit to the family home

Following on from this conversation we discussed how talking about painful emotions does help
but Reuben’s brother explained that you can’t just talk to anyone. In his experience talking to
friends needed a feeling of trust; that the other person wonld be confidential and respect that you
might just want them fo hear your worries but not necessarily take any actions on your bebalf. He
told me that when you know you can really talk to someone, that indicates they are likely to be

‘very good peaple ... peaple you conld have a joke with as welll’

Hospice was the one social setting linked to ideas about death and dying. Participants
created new meanings based on theit personal experiences of using hospice services. They
used these to explain to ‘others’ why the hospice met their needs and the needs of their
child who was enjoying life — although their life would be short. This focus on living can
again be related to ‘moments of realisation’” — [The child’s life and death]. It was impottant to
all of the participating families that the children’s hospice took the lead from parents
about how to talk with the child about their life limiting illness. This was primarily because
none of the families talked to the children about dying young. Children and siblings met
other children and siblings at the hospice with experiences related to the child’s life
limiting illness; they shared experiences that they could not have explored with peers at

school. Some took the opportunity to talk others chose not to.

6.6 Parents and death of other children
Three mothers and one father talked about the death of other children in care settings and
how the experience of witnessing the grief of other parents highlighted and clarified their

emotional fears about their own bereavement

“One child was in PICU at the same time as Reuben and he didn’t come ont. They conldn’t get

him off the ventilator, he had a liver transplant, liver was working fine no problem but it was the
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bloody ventilator, it was his lungs that gave out and it was just like Sod’s law you kenow be had

gone through the liver transplant fine and it was his bloody lungs.

When he died he was taken obviously down to the morgue and they (the child’s parents) went
home and I actually said I don’s think I can do 11, 1 really don’t think I conld do 1, 1 said 1
don’t think I could leave this hospital without Reuben. That sort of gave me a sort of an insight

to like how you would cling on.

1t’s like how do you ever know that you picked the right time, how do you not sit there and think
what if I had made another decision. Would he be at school now? Would he be langhing? Would
he be playing? Would be be you know ... how do you ever know it is the right time? As I say I
really do think now, I would cling on to all of my children.”

Reuben a) — mother

Overall the subject of their own child dying was almost too painful for many parents to

articulate. However, they found the courage to talk about death of other children. This

seemed to facilitate their own reflections about when their child would die and talk with

me or other families.

“Yeah well all my kids have lived a life. I'm not obsessed with dying but I will talk about it and
Tve been able to talk about it with pegple about their children dying without it becoming too much
of an issue for families. No in fact I talked to one lady about her son dying before he got bad and
we talked about things that she'd never talked to anyone about and I think that heiped her for

when be actually did die.”

Jagger g) - mother

Although none of the children or siblings talked about this particular experience, cleatly

they could also get to know other children in hospital or at the children’s hospice who

might die. Although being witness to the death of other children was distressing to

parents it did give them a way to begin talking and exploring their own emotions in

relation to the fact that their child would also die in childhood. In addition it gave parents

the courage to raise this subject with me and with other parents in the same situation.
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6.7 Feeling ‘professionally’ unheard

Families constructed the idea that professionals communicated differently with each other
than they did with families. Like other parents who participated in the research the mother
of Jagger ¢) talked of feeling unintelligible, “Ox the medical side ... it’s as though they don’t
understand what 1 say.” Feeling unable to make her fears heard, the mother of Jagger ¢)
refused to bring her son home from the hospital but expressed discomfort, frustration
and a sense of finding no other way to make her fears understood. The parents of Imqgen

¢) used the power of language to force professionals to respond to their fears.

“We took her to onr local casualty and they said she was not well but they didn’t have a bed. 1
had to bring her home. You know she got so lean you conld see her heart beating like those
starving children you see on television ... after a couple of days I took her back to the hospital
.1 said to them if you were to come in my house and find my child like this you will accuse me

of child abuse, do something!”
Imogen c) - mother

Participating parents expressed the idea that professionals often heard each other better

than they heard parents.

Describing why he had confidence in the specialist centre, the father of Imqgen d) drew out
the idea that ‘megative news’ can be given to patents in positive ways. Despite the fact that
the doctors at the specialist centre were still unsute of the diagnosis for Imagen d) they were
telling her parents what medical conditions they had ruled out and what other conditions
they were testing fot. The patents of Imogen d) felt that at the specialist centre her
condition was responded to urgently and systematically and they were communicated with

openly.

“Now I make a point of telling staff at the local hospital that she is a patient of Dr X from the
specialist hospital. Like I know it probably sounds ridiculous. But it is the only way I can get
peace of mind. It’s surprising how they listen now we have learned everything from the specialist
hospital and all the prominent doctors you meet up there. It is really surprising how they listen
when you start quoting professors from that hospital. 1'd say it is a bit like living in the army and

saying you ve got a friend who is a General!
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It makes them take you seriously, rather than just assuming that you are some counci/ estate

urbol”

Imagen d) - father

Experience had taught the father of Imoggen d) that he would remain unheard unless he
spoke the 7ight language’. He had learned to give a clear account of his daughter’s condition
and medical history and he made overt references to links with the ‘pecialist centre’and
‘prominent doctors’ in order to reposition his child and himself in the hierarchical world of

the local hospital: %ke living in the army and saying your friend is a general.’

It was implicit in much of what families said about interactions with professionals that
professionals rarely communicated directly with the child about their illness. One child
drew out the notion that he was not meant to hear what professionals said to each other
about him in respite centres and at the hospital. Having made this revelation he would
provide no further detail and left me wondering how he actually perceived my role and
place in the children’s hospice, where we were talking, or did he suddenly wonder whether
we might have been overheard? Only speculation - I learned that sometimes children
taking patrt in research only reveal glimmers of ideas and leave you uncertain of their full

meaning,
Reuben b) ~ field notes from meeting at the children’s hospice

He provided a long list of favourite care staff. I listened and then asked where else he went for
care. He described a charity funded respite centre and so I asked what it was like to visit. He
said, ‘Ob it’s a big house like this one .. .but smaller with a drive. They don’t look after you,
your mum does it.” He thought for a while and then said, Well they look after all of you then
_you just be together but it is not so fun as bere (the children’s hospice). He explained further,
When they come to look after you they have handover’ out there so you don’t listen.’ I asked
what ‘handover’ is and be said, ‘when the nurses tell each other how you are and who s going fo
look after you and all that.’ I asked why be couldn’t listen, he said he would talk to me later and

ran off to find out who bis care team member was for the afternoon.
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Individual family members were critical of the number of professionals involved in their
lives but greatly valued individuals who communicated with the whole family and

recognised the needs of each person.

“Basically when my brother is ill a lot of people get involved: you've got the family doctor, the
hospital, the pharmacy, the ward staff, the hospital care team in casualty and the paramedics.

Then the other side of 1t you've got the respite people and carers. Like at the respite centre there
are two ladies there called Mary and Jean and we have known them so long we call them annty

.. Jike part of the family.
Then you've got the carers who come here ... like I call one of them the Thursday carer.

Then there are carers from the hospice who come now and again ... say when a nice movie comes
out and I want to go and see it then I can’t see it ... one ... because we can’t get Jagger in the
cinema and ... two ... he wonld be too noisy and we would get chucked out. So 1t’s like nice ...

when one of them come to look after Jagger so that we conld go out.

Rebbeca was the very first person that came to us 1 think and I do miss her! Yeab (laughs) but
she done a lot for the whole family if you see what I mean ... like ... me, mum, and Jagger!
Jagger got caring. Mum got time to go out or have rests, and 1 got like someone as a friend really.

After when you get used 1o it you know the different carers come and go.”
Jagger ¢) — sister (aged 14)

Participants were sceptical about the ability of professionals to understand their family life
partly because of fleeting relationships combined with the fact that at many of their worst

times, they were alone with the child.

“Professionals say they want to understand what it’s like day to day but carers breese in ... they
breese out. 1 don’t mean that the way it sounds ... But they are not here when the bottom line is
that Jagger’s fitting really bad or going biue. Not here when we have to bit the nitty gritty where
oo goes everywhere and that’s the nitty gritty stuff about caring! As soon as you are a parent it’s
guilt and as a parent you got to have conrage ... right? Al parents! With Jagger it’s been
learning when I can keep looking after him at home and when we need the hospital. Where 1've
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learned to wait that bit longer ... you miight be more borderline panicky! But if I get it wrong ...

then the guilt.”
Jagger g) — mother

Many parents talked about the difficulties of funding. Getting required equipment was
through a slow and difficult process for children like I eonora ). Funding and resources
were complicated and limited in tetms of transitional care for young people like Daphne b).
Many parents put forward the idea that, although professionals working within one health
ot social care setting seemed to hear each other better than they heard families, ‘agencies’
failed to talk to each other, especially over funding issues, which caused delays in meeting
the needs of children with limited time to live.
“They have these meetings and it is really difficult for parents. They have multidisciplinary
meetings and you must have been to these, social worker there, nurse there, consultant there, me
there, mum there, another nurse, some health visitor there, you bave got a speech langnage
therapist, someone from social services and anyway — the whole lot and you go round the table and
explain who you are and you just take part in this and they just treat you as if you don’t exist, it
is awful there is two of you and they --- gang up on you! Then you have to try and deal with all
these peaple who are not all that helpful who don’t talk to each other. At the end of it ... all they
agree on is to have another meeting!
L eonora i) — father
Overall participants complained that professionals listened to each other but not to
families and they rarely spoke to the child about their life limiting illness directly. One
father put forward the idea that professionals can give negative news to families in
positive ways. Other participants were critical of the numbers of professionals involved in

their lives and the paradoxical lack of practical support combined with delays over

funding issues.
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6.8 Social reactions and judgements

Many of the children, most of their siblings and some parents talked at length about social
reactions to disability not just in relation to their own experiences but also in their
observation of other children - for example, at school and the disabled children of
neighbours. The mother of Jagger /) expressed the idea that ‘disability’ was still 2 subject
that was a social taboo “pegple don’t like to talk about disability but this problem is out there isn't
it?” The sister of Jagger ¢) felt that ‘social staring’ at disabled people was associated with
wider judgements not just about the person and their right to life but also about families
of disabled children. She was critical of society’s inability to see past the obvious ‘a
wheelchair to the individual qualities and needs of each person. In a comment repeatedly
mirrored by other participants, the mother of Jagger g) suggested that children have a more
natural or acceptable way of dealing with disabled people ... they ask questions. Daphne 5)
ovetheard me reading a book called T special’with one of her siblings and specifically
asked me to bring it for her next session. Turning straight to the pages illustrating how
sometimes people stare at disabled children, Daphne b) told me, T don’t itke peple staring ar

me it’s not lady like I am an adult!’

“Not many peaple are like my family ... there’s a young girl round the corner and her mum
don’t take ber out. I think it’s because she’s disabled and her mum can’t handle that people are
going o stare. Even we get wound up a bit! It’s just like the funny looks that they give Jagger like
really horrible looks ... as if 1o say, What on earth are you doing on this earth you shouldn’t be
here like that kind of thing. Yeab judging (panse) like judging other people all around basically
because they're a different colour, becanse they’re disabled, becanse of their religion, so all around

kind of thing, that’s what I don't like.
Toni - Do you think pegple judge Jagger becanse of his problems?

Unmim. I think they judge like more ... me, my mum, my little brother and Jagger! Like ... ‘ob
my God they've got that in their family’... ‘ob my God! ... errr! None of them should be on
this world and things like that. That's what I think they’re thinking basically the way that they
give the looks and that. 1 think with a disabled person the first thing people see is the wheelcharr.
But everyone is different ... some of them are disabled becanse they can’t walk ...or they can’t
speatk up and they’ve got like trouble learning .. .but the end of the day we are all different.”
Jagger e) - sister (12)
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Participants hardly mentioned any social opportunities to talk about the life limiting nature
of the child’s illness. Their omission indicated to me that the subject was rarely disclosed.
The parents of Rewben a) and Reuben b) did highlight poor social understanding about their
son’s illness. Referring back to the conceptual cases Reuben’, these were the only

participating families who felt judged because their child looked ‘normal’.

‘T think peaple look at Reuben and I almost feel they are accusing me of like well you said he is
life limited but be looks so normal and he is still here! People even say, ‘Obh well you are so lucky
he is still here and anyway you knew didn’t you from the start’. Like it won't be a shock if
anything happens to bim.”

Reuben a) - father

“T have tried to excplain how I feel to make them think. The only way I can explain is . ..
imagine if you were taking your child 1o school on a Monday morning and somebody came and
said they were going fo have your child one Monday. Not tell you what Monday. Just leave you
knowing that one Monday you are going to arrive at the school gates and he won't be there. 1 tell
them that is what I feel like everyday ... someone is going to take him one day and I have no
control. Imagine living with the pain and frustration of that every day ... of never wanting fo

leave your child at the school gate.”
Reuben b) — mother

Participants described the idea the disability was a social taboo and that adults in society
stared but did not communicate with the child and their family. Participants, especially the
children and their siblings felt isolated and judged. It was cleat that there were few if any,

opportunities for children and their families to talk and explore their emotions about the

child’s life limiting illness.

6.9 Summary

Hearing that their child had a life limiting illness created the need for communication
between the child and family members. Participating parents wanted to protect the child
and siblings and they feared that talk about the child’s illness would raise unanswerable
questions. Participants separated the subject of the child’s life limiting illness into three
topics i) the illness, i) death in childhood and iii) the child’s dying.
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Many participating parents talked about the physical consequences of the illness and care
and treatment experiences with the child, regardless of the child’s ability to comprehend
or respond. This communication was given alongside physical care and comforting; it was
patt of parental care and love to talk to the child and offer explanations. Parents talking to
children who were able to consider their own experiences and ask questions faced a
different dilemma. Although parents in two families expressly stated that they tried to
control how the child’s life limiting illness was discussed with and/or in front of the child,
in practice none of the participating families talked to the child about the life limiting
nature of the illness. Participating parents searched for ideas about how to talk from a
range of media and through taking part in this research. Parents worried about how best
to evolve the story of the child’s illness for the child over the child’s life as they grew and
developed.

Although parents did not talk to the child about the child’s short life expectancy, they did
talk to siblings about the child’s dying young. Some participants specifically stated that
they talked to siblings because they had felt uninformed about the illness or deaths of
family members in theit childhood. The decision to talk to siblings about the child’s dying
was different and separate to decisions about how to communicate with the child. The
need to talk about the child’s dying was heightened at moments when the child was
critically ill or when their condition had deteriorated in some way (recurting ‘moments of
realisation’ in the child’s unfolding life story). Families shared experiences of visits to
hospitals at these times and described increased anxiety about the child’s death and the
need to talk to siblings. Parents wortied about how siblings would cope with and survive
the child’s death. Siblings had their own questions about the child’s illness and death that
they asked during the research and which were not easy to anticipate. Participating siblings
seemed to need time and space to find the moment to ask and to be heard. No
participating families raised any questions about siblings knowing what the child did not

know and no participating siblings revealed their knowledge to the child.
Participating children raised the subject of death in childhood. Some children indicated

that the subject was taboo in their own family. One young person used metaphor to raise

and explore the subject of her own dying but she was faced with adults who doubted her

-170 -



meaning and worried about how to respond without upsetting her. Children were
insightful about the emotions and fears of others and were especially protective of family

members; they would largely follow the family approach to talk about their illness.

The children and families taking part in this research were actively trying to protect each
other from the long term and daily impact of the threat to the child’s life from their
illness. The children who could talk to me were continuously evaluating their experiences
in relation to their sense of themselves and this influenced how the children represented
themselves within the research, which changed as we spent more time together. The
children were clearly aware they were different to their peers but in initial meetings with
me they emphasised their ‘ordinary’ experiences. The children did not say T am normal’,
they described how they had lots of experiences like the experiences of other children. In
later sessions with me, the children began to share expetiences that were different to their
peets that they could not make sense of, or that challenged their sense of themselves and

family strategies for discussing their illness.

Some participants wortied about social meanings of the word ‘hospice’ and links to death
and dying. Participants valued the children’s hospice service and tended to recast the
meaning in terms of their own experiences of respite and fun. Participants felt that the
hospice followed the family approach to communication about the life limiting nature of
the child’s illness especially with the child. This was important to all of the participating
families but particulatly to parents who wanted to control how the child’s illness was
discussed with them. Children and siblings also identified the hospice as the one place
where they met other children and siblings who had expetiences linked to the child’s life
limiting illness and some used the opportunity to explore experiences that they could not
explore with peers at school. Others adhered to family communication strategies and only

referred to the illness in the terms used within their family.

Although the subject of their own child’s dying was too painful for most parents, some
had witnessed the death of other children in health care settings. Whilst parents found
these experiences distressing, they did seem able to explore their own emotions and fears

through talk of what they had witnessed. The subject of ‘other children dying’ was one
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that parents used to explore their own fears in an indirect way, comparable to the way the

children used stories and metaphor as a bridge to the subject of death in childhood.

Many participating families complained that they lived in a context of poor understanding.
Participants frequently complained that professionals only listened to each other and
agencies failed to communicate when funding was needed. It was suggested that being
away from home was often uncomfortable because people in society stared and made
judgements but rarely demonstrated any deeper understanding about the child’s life
limiting illness. Families felt isolated with the knowledge that their child would die young.
They felt pootly supported, socially misunderstood and that the subject of life limiting
illness was a social taboo. This context further complicated how families talked to the
child about their illness because there were few, if any encounters in which families could

talk and explore their own emotions or questions about how to talk to the child about

their illness.
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Chapter Seven

7 Identity, developing self and life story

The aims of this chapter are to explore the impact of having a life limiting condition on a
child’s developing sense of self, to ask whether the children unable to communicate
verbally had active or passive roles in shaping their identities and explore how parents and

siblings represented the children who were least able to represent themselves.

The following children were able to actively represent themselves /Reuben a), Reuben b),
Imagen ¢), Imogen d), and Daphne h)] through interaction with me, verbal language and British
Sign Language. Other children communicated non-verbally in subtle ways that were
difficult to interpret in just a few meetings [Jagger ¢), Jagger f), Jagger g), Leonora i), Marcus j),
and Marcus K)] and they were often represented by their parents and siblings.

7.1 Integrated self and identity

In some cases the life limiting illness was diagnosed early in the child’s life [Rewben a),
Renben b), Jagger f), Daphne h), Leonora i) and Marcus j)]. In other cases the life limiting illness
emerged eatly although the undetlying medical condition was never diagnosed [Jagger g)
and Marcus k)]. What these cases had in common was that the children and their families
lived with the consequences of the life limiting iliness throughout the children’s lives. The
child’s life limiting illness was revealed in their body, through social interactions and in
their unfolding life story and seemed almost inseparable from the child’s identty.

7.11 Integrated physical signs of the illness

In all cases the child’s life limiting illness was revealed in their physical body in some way.
Signs and symptoms included - for example; jaundice, cyanosis, scars from surgery, curved
spines and misshapen limbs. The young children who were able to actively interact with
me showed me scars and talked about being %/ue’ or small’ [Reunben a) and Renben b)] but
they rarely entered into any detailed comparison of physical differences between
themselves and other children. Siblings would sometimes mention physical signs of the
child’s illness that they were not going to add to artwork about their brother or sister.
Signs of the child’s life limiting illness wete mentioned by siblings but rarely discussed in
any further detail.
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He doesn’t like to talk about being yellow though ... I am not going to put that on my spider
chart!” - Reuben a) - brother

In the case of Rewben a) there was a strong theme within the family about him being small
and all family members reflected on this notion with me separately. Looking at some

family photographs together Rexben a) commented about his size using humour,
Toni’s field notes from a visit to Reuben a) at home

In one photograph Reuben was standing in the bath whilst his sister was sitting next to bim. He
grinned at me and said ‘I am bigger than my sister there!’ So I admired how much bigger he

looked and he said, ‘Only cause she counldn’t get up but I conld!

Although this seemed 2 simple statement of fact, in that he was a little smaller than other
children of his age, in the context of his life story it became clear that for his parents there
were deep-rooted links between the idea that he would be very small and his life limiting
illness. His father’s retelling of the moment he was told about Reuben’s diagnosis
illustrated this:

“Well going back to the diagnosis. They said ‘syndrome’ and we both jumped years abead to like
what did that mean about his life and thar? After another little while there was a lady - came to
see us who is the clinical nurses specialist for liver disease. Absolutely brilliant lady, knows her
stuff, very reassuring, so we sit down with her and she says, Well on this leaflet it says about
learning disabilities, well it is not really learning difficulties, instead of being top of the class, be is
liable to be in the bottom half of the class as apposed to a fully fledged learning disability where
they can’t cope at all. Right, the other thing it says on here is dwarfism’ and I thought, ‘Ohb
flaming bell’, she said, Well that is not strictly true either, he will just be a bit shorter than the
average.” And 1 thought, Oh okay then”. Um,. .. I think the, am pretty sure growth retardation
was the term used and she said well most peaple think of that as being dwarfism and I thonght
Slaming helll’ ...” Reuben a) father

Families representing children less able to represent themselves, talked more openly about
physical differences between the child and other children than families where the child
was actively participating in the research. However, all families generally played down

physical differences that the child was born with. This was illustrated in the conceptual
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case Jagger’ where his mother talked about his feeding problems but linked them to similar
problems experienced by ‘many other children’. The mother of Jagger f) described how he
did not breastfeed ke lots of other babies’. He had to be tube fed, Yike lots of other premature
babies’ and only when his weight loss was linked to a significant deterioration in his general
condition did his mother highlight the change in the body Jagger ) as an important sign of
his life limiting illness. It was as though physical differences between the child and the
average child of a similar age were obvious and could therefore be talked about openly.
Howevet, families demoted visible differences in their efforts to help me meet the unique
person within, unless or until physical changes demonstrated acute or gradual

deterioration in the child’s state of health.

The idea that the child was born small (prematurely in many cases) or had feeding
difficulties that were difficult to resolve without medical intervention - for example, via
naso-gastric or gastrostomy tube feeding - were common across cases where the life
limiting illness emerged eatly in the child’s life. Patents often linked the child’s general

vulnerability to their size and complex nutritional and feeding needs.

Where a life limiting condition emerged eatly in a child’s life, physical signs of the illness
were integrated into the child’s self and identity. A sense of the child as a person was

bound up with basic physical signs of their life limiting illness present from the moment
the child was born. This was evident from children actively representing themselves and

from parents and siblings representing children less able to represent themselves.

712  Integrated social identities
The children taking part in this research had many social roles and identities just as we all
do: they were members of a family, they were school children with classmates and they

were frequent visitors to health and social care settings where they became well known.

Some children used their social interactions to know themselves and to help me know
them better /Rewben a), Reuben b) and Daphne b)]. Accounts of social encounters brought
forward notions of the child having experiences ‘like other children’ and having
experiences ‘different to other children’ but experiences related to their life limiting illness
were a part of their whole lives, not something new or separate. In their accounts the

children used ordinary social encounters as a way to locate themselves within a ‘normal
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childhood’ but knowing they had experiences that other children did not (illustrated
through this study through the idea of recurting ‘moments of realisation’ of the child’s life

story, combined with repeated hospital visits and visits to the children’s hospice).

I found it more complex to get to know some of the children in this group who
communicated non-verbally [Jagger /), Jagger g) Leonora i) Marcus j) and Marcus k)]. To
illustrate, Jagger f) communicated with eye contact, smiles and by getting physically close to
you. On the other hand, Marus j) would laugh during play or look away if he was bored
with your presence. Although I could see that Leonora i) took an active role in social
interactions, at some levels it was less obvious to me than the active participation of Jagger
/) ot Marous j). 1 found this difficult to comprehend until I was talking to her mothet, who
began to describe Leonora i) as a person. Then I found that my field notes illustrated how I
initially responded to Leonora i) without seeing the individual beyond the physical presence

of a child I did not know but wanted to comfort.
Toni’s field notes from participant observation at home with Leonora i)

T wanted to hold Leonora but was not sure how to do it. Her community care team member
from the hospice showed me. 1 cuddled Leonora for a while and I found her very heavy and
difficult to hold becanse she was tall and had long limbs, which would go into spasm. She was
able to hold her head up at times but not at others. I found that she sat best with her legs folded

or bent at the knees. 1 found it hard work 1o sit on the floor unsupported and comfort Leonora.”

My account illustrates my own awkwardness in trying to meet the needs of a child
physically disabled by a life limiting condition but tells the reader nothing about Ionora 1)
as a person. After her mother talked about her personality and identity, I found a short

note in my records that provided a much better introduction to Leornora 2):
Toni’s field notes from a visit to Leonora i) at ber home

Leonora was laying on a wedge in the front room of ber bhome and watching a disco ball. Leonora
watched the light quite intently. She vocalised from time to time and moved ber limbs and head. 1
spoke to her and she made eye contact and smiled. Her mother said, ‘Ob you are honoured she

rn

doesn’t normally smile at new people’.
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Families of children unable to communicate verbally who had lived with their life limiting
condition all their lives, presented information to me about the child’s social encounters
and reactions on theit behalf. I realised that the child’s unique identity was most clear in
accounts that made some reference to the child’s personal reactions and responses to

other people, no matter how subtle.

All of these children lived their whole lives with experiences linked to their life limiting
conditions — for example visits to the hospice — and with intrusions from the illness into
their daily social roles — for example, they were frequently away from school for routine or
emetgency hospital visits. Whether the child was able to represent their own social roles
ot families presented these on the child’s behalf, being born with a life limiting illness

influenced the child’s social interactions throughout their lives.

7.1.3 Integrated life stories
Children born with life limiting conditions wete ‘a life limited child’ from that moment
forward. It seemed that for the children who could tell me, their illness was integral to

their lives [Reuben a), Renben b), Daphne b)].
“Tve been to the hospital hundreds of times. Sometimes, emergency sometimes just going.”

Renben a)

“Draw about being me! I know I'll draw me in bed ... but I'm not sick and I'm not in

bospitall”
Reuben b)

One adolescent with learning difficulties [Daphne h)] described how she collapsed and was
rushed to hospital in an ambulance with the idea that she @i¢d”and that ambulances are
“cary’ whilst hospitals are ‘%oring’. Although she made reference to the notion that she
could still ‘e’ or faint and fall down’ (as she reverted to her mother’s words) overall she
talked about her life as if she had a future and was longing for some sense of
independence. Somehow she was able to maintain aspirations for the future, alongside the
idea that she had critical episodes of her illness and could die: an incongruous dichotomy

that she seemed able to view in tandem within the context of her own life story.
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“T am seventeen and a student. 1 have a boyfriend at school and we hold hands but not kissing
that is disgusting! When my ulcers start I get bad pains. I died ... I get dizzy, people shout and I
fall down. I dance in my wheelchair. I am getting more of a life soon. I'll get married and have
kids. If my kids answer me back I will say, Stop it that’s rude’ and if they are sick 1 will take

them to the doctor.”
Daphne h)

The children who could, asked questions about their own life story in a rounded way and
were just as likely to ask for details of fun family memories, as they were to ask about their
illness. When families were willing to explore the child’s life story with them, the relaxed
exploration seemed to facilitate openness to the child’s questions. The children in turn
seemed fascinated by stoties of their own life and introduced questions about their illness
in the context of their whole life. I witnessed a young child /Reuben )] becoming absorbed
by his mother’s stories of his life, listening intently and seeking more information but also
changing the subject and wandering off when he seemed to have heard enough but

returning to the subject in his own time.

Children unable to actively participate in the research were represented similatly by
parents and siblings [Jagger ), Jagger g), Leonora i), Marcus j) and Marcus K)J. Although the
child’s illness changed the life stoties of family members, it was inevitably part of who the

child was.

“No, but I mean you cry for two weeks and then you have to get on with it because at the end of
the day he is just himselfl He is a precious loving little boy aren’t you Jagger?” — Jagger f) -

mother

“Ueonora is a very resilient child! The number of times she has been at death’s door and refused

10 vive ub. She wants something! She bas ber own wish for life.” — Leonora i) — father
Lve up. 18

“Marcus ... he was always a pipe and slippers man! (Langhs) Basically tf you are going to
cuddle bim and read a story then be is happy to sit there all day, he has always been like that.
Now he has deteriorated and that ... but 1 think there is too much giving up and letting him just
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szt there all day . .. people forget he has always been lagy ... that is who be is ... it is not time to
give up on him yet.” Marcus k) - father

The effort of telling the child’s story did not provide these families with opportunities for
communication with the child. The child’s life story was presented as a chronological
précis over time with me. Families caring for children unable to communicate verbally
emphasised the child’s unique qualities, endearing behaviours and traits, social experiences

and range of social roles.

In the following cases Reuben a), Reuben b) Jagger f), Jagger g), Daphne b), Leonora i), Marcus j)
and Marcus &) the child’s identity was bound to their embodied presence, social
relationships and whole life story and their life limiting illness was always an integral part
of their life story. There seemed to be a sense of continuity to the way that these children

represented themselves and the way they were presented by family members.

7.2  Loss of past self

In some cases the life limiting illness emerged later in the child’s life, even if only two or
three years after birth /Tmogen ¢), Imogen d) and Jagger ¢). Although the illness and the threat
to these children’s lives were clear from the outset of the illness and thereafter, none of
these children had a definite medical diagnosis at the time of the research. Only Imagen ¢)
was able to talk to me, Imogen d) was beginning to learn sign language but had a limited
vocabulary and Jagger ¢) communicated with gaze, eye contact and subtle changes in facial
expression. The families of Imogen c), Imogen d) and Jagger ¢) had begun to know and then
lost the child who was developing before the onset of the life limiting illness.

7.2.1  Changes to the child’s body

Families of the following three children, Imagen ¢), Imogen d) and Jagger ¢) began their stoties
with the child they were getting to know, a child altered by the onset of symptoms often
unusual or unusually severe and beyond the immediate control of physicians. Parents had
clear memories of the child who was and they frequently used photographs to show me
the child captured visually at some point in time before the onset of the illness. This is

captured in the conceptual case ‘Jagger’.
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“No she was a beautiful child. Everyone looks at that photo and says that. She even looks
different now. Like looking at a different child. The doctor was here one day and she said, ‘That
25 what you have lost ... (pointing to the photo on the wall) that child in that photo’. It made us

ery but it is true.”’
Imogen d) — mother (father nodding)

“That’s her before the illness (a family photograph of the child) she used to look so cute ... she
still looks cute but not so ... strong and well, I guess she bas changed a lot! She has looked really

thin and then chubby with the illness but never exactly how she used to look”

Imogen ¢) - sister

It seemed that the joy of sharing these images was clouded in the overwhelming pain of
knowing that the child in the picture was gone or had changed profoundly and
permanently. The child was no longer the person who was emerging before the iliness;
they were a new person. Both Imogen ¢) and Jagger ¢) had lost the ability to walk as a
consequence of the illness. The mother of Jagger ¢) described how the illness changed his

physical abilities

“He lost everything he could do before ... everything!” Whilst showing me a family video of Jagger
¢) toddling, talking and laughing his mother said, “No that’s him then! I know he has changed

now but I wonld give anything to see my son walk a few steps again ... anything!”

Jagger e) - mother

It was not until our last session that Imogen ¢) indirectly brought up the issue of survival in
a poem that she left on the Dictaphone for me. I asked her if her poem was about the
meaning of different people’s lives to themselves and other people. She smiled at me and
said it was. I asked if she ever wortied about her own survival. Imogen ¢) sat quietly for a
moment and I worried that I had upset her but I waited (counting to five in my head). She

looked thoughtful and then she said,

“You know when 1 conldn’t walk ... at that time ... when 1 first couldn’t walk ... I asked the

doctor Will I ever walk again?’ and she said, Well we don't know’ but that was my worst
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moment, cause I used to be an athlete winning gold medals and all that and I knew then that I
had lost all that.”

Toni — “Imagen do peaple ever talk to you about your illness and how serious it is and how much

_you have lost?”
“They don’t you know! Only you and a lady at the hospital who played with me.”
Toni — “Does it feel better or worse if people talk and ask questions? ”

“Ob much better then you get it out of yourself and it goes away, otherswise it wonld just sit inside

you.” (She used her hands to emphasise pushing them away from herself).
Toni — “1 wonder why people don’t ask?”

“They don’t want to upset me ... I suppose I don’t want to upset them so I just smile and don’t

say about it either. We all need to get it out sometimes thongh.”
Toni — “So what about you?”

“Oh when 1 get frustrated 1 just shout at mum or my sister. Just shout at them and then they give
e time 10 cool down. You know once we were out shopping and my cousin suddenly started to act
like a real brat and my mum suddenly goes ... What is wrong with you?’ and he blurted out ...

T'm worried about Imagen because she has been so i/l
Toni — “So why was be acting up?”

“Well when you are young, its hard to get it out any other way, maybe you can’t say it, 5o i just

pops out like bebaving like a brat.”
Toni — ‘1 see, what did your mum say to him?”

“Ob just cuddled him and said OK you are worried about Imogen ... still no need to act like a
brat child!” (She giggled putting her hand over her mouth).

Imogen c) — (aged 14)
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In general Imogen ¢) made little or no reference to the physical changes brought about by
her illness but she took this opportunity to explore changes in her physical abilities and
the identity she had before her illness.

Children and siblings who participated in the study were insightful about the emotions of
others and especially about the particular difficulties faced by young childten who may not
have the vocabulary to exptess their worties and fears. Imogen ¢) used the incident with her
young cousin (who had no way to express his sadness about her illness other then to @
like a brat’) to reveal and explore her own painful emotions. Opportunities for Imagen ¢) to
express her frustration at what she had lost only arose within the family but, even within
her family, talk about the consequences of her illness was limited. Imogen ¢) made it very
clear to me that she preferred to focus on positive aspects of her life but she sometimes

needed to communicate about the negative consequences of her illness.

Where the participating children’s life limiting illness emerged during childhood they were
affected by permanent changes to their physical abilities and general appearance. Some of

the children and all of the families had memories of the child before the iliness and

physical changes were included in presentations of the child.

7.2.2  Assimilated social identities

Some physical changes caused by life limiting illnesses that emerged during childhood
impacted on social roles and identities in a variety of ways: two of the children suffered
sensory impairment as a tesult of their illnesses [Imaogen ¢) and Imogen d)]. The adolescent
worked to assimilate physical changes into het new identity but was aware of overarching

changes to her social identity originating from changes to her physical abilities.

Imagen d) eventually lost her hearing and speech, Imogen ¢) lost her sight. Imagen ¢) told me
that she could only see changes in patterns of light and she talked at length about facilities
and equipment for children with profound visual impairment but she also worked against
being labelled as ‘blind’, arguing that it was not the cotrect thing to say and participating in

activities as though she could see. I commented on this once and her mother said,
“Uf you didn’t know her you might not even notice that she cannot see.”

Imogen ¢) - mother
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Although Imogen ¢) could describe difference between herself and other young people and
had self-awareness about the limits of her abilities, she always worked to be known as a
person first and foremost. She was so adept at this that I witnessed many people at the
hospice interacting with her for the first time as though she were a child who could see.
Imaogen c) like other adolescents taking part in the research worked to influence how she
was perceived by others. She knew that her identity had been changed by the illness but
she worked to assimilate changes into her new identity. Imogen ¢) had a range of social
relationships in which ber primaty means of contact and communication was via the

telephone. Her sister explained,

“On the phone she is equal with her friends; on the phone she can just be herself and her

disabilities become invisible.”
Imogen ¢) — sister
The father of Imogen d) assimilated changes in his daughter’s abilities into her new identity.

“She loves other kids, always wants to make friends but she can’t chat to them anymore and
some get a bit scared. She will point things out to them and try making friends that way ... if
they look. smaller than her she takes on this mother hen role and will ferry them about and be all
protective ... she wasn’t like that so much before but it is cute to watch. She is lovely ... different

but lovely.”
Imogen d) - father

Imogen d) was learning sign language, she could answer and ask simple questions or request
her basic needs - for example, she could ask for the toilet or food - but she was unable to
explore more abstract topics. Looking at drawings of a disabled child (in the book 'm
Special) Irzagen d) signed, “My sister” at the image of the child in a wheelchair left out of the
activities of other children. Children were not always able to explore these ideas in any
detail and I learned to accept simple statements. On a day out with her from the hospice 1

witnessed how difficult it was for her to interact with children of her own age.

Changes in social identities brought about by the life limiting illness were described by

children, noticed during participant observation or highlighted by siblings and parents.
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However, new social roles were assimilated by participants into the child’s self and

identity.

7.2.3  Assimilated life stories

The onset of life limiting illness in childhood altered the life stories of participating
children [Imogen ), Imaogen d) and Jagger ¢)]. Only Imagen ¢) might have explored this with me
but on the whole she folded the illness into her life story as if it were part of who she had
become and the illness seemed inextricable from the story of her life. I got the impression
that Imagen ) had limited memoties of her life before the onset of her illness. Although she
did mention changes to her physical abilities, she never dwelled on her losses or what life

was like before the illness.
Toni’s field notes from a home visit to talk to Imogen c) — mother

Imogen’s mother talked at length about the changes in her daughter’s abilities since the onset of
the illness, alongside the consistency of bher character and spirit. We began to talk abont Imogen’s
school and her mother said, “Most of her friends have known her since they were at nursery school
together. They didn’t just meet a child with disabilities who can’t see or walk. They watched her
through the illness and all the ups and downs since but ... she is still Imogen to them! They go
shopping together and stay the weekend at each other’s houses now and again. They worry about
ber and look after her, they love her still.”

“This is who she is and she would be the last to complain, never does! But I look at other kids of
her age and I think my sister would be doing that ... should be doing that! But she does enjoy her

own life but she does miss out on stuff too.”
Imogen ¢) — sister

Parents and siblings representing children less able to represent themselves focused on the
child as a unique person living in the moment. The child’s life story was told in a
chronological format (as if they had told it many times, which I am sure they had) with
little or no reference to the immediate or long-term future or to the life the child might
have had.
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“The sweet shop in the train station is a little double-sided kiosk. He's got a shutter that actually
opens up on the platform and then there’s another one on the other side. Imogen thinks that’s the
job she really wants! Because she loves trains and there’s a man who’s got loads and loads of
sweets ... as far as she can see - be stands and eats sweets and watches trains! Lovely! The
perfect job! (Laughs) No but you can’t think abont what they might do tomorrow let alone
Jurther down the line. We just take one day at a time ... like that'’s all there is!

Imogen d) — father

“Yes ... no this is life now hey Jagger? We do have lovely times and we matke the most of them!”
Jagger ¢) — mother

The child’s life limiting illness became a part of their whole life story — it was only barely
touched on as something different or new. The children and families did not put forward
the notion of the child as a person with a disrupted biography. They had become people

with an anticipated short biographies but this was assimilated into their life stories.

7.3 Disruption to the life stories of parents

All participating parents talked about changes to their own life brought about through
caring for a child or children affected by life limiting conditions /Rewben a), Reuben b),
Imogen c), Imogen d), Jagger e), Jagger ), Jagger g), Daphne b), Leonora i), Marcus k) and Marcus j)].
Primarily parents lost or had to make changes to the employment roles that they might
otherwise have continued or taken on. This reduced the number of social roles they had

and altered the financial status of the family.

“T am an arts teacher. I worked full time at first ... then I bad to be off when she was sick and
they were good about it - but you can’t keep being off - not in the current education system. I work
three days a week now that seems to work. I suppose 1 would have stayed full-time but it just didn’t

work and you have fo make a choice . .. well not so much a choice, what you need to do for your

child.”

L eonora i) - mother
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In families where one parent worked and the other took on the role of primary carer for
the child /Reuben a), Reuben b), Imogen d), Jagger |),]agger g) and Marcus k), some working

partents talked about it being easier to go to work.

“My husband looks after Imogen and 1 work. My job is quite stressful but 1o be perfectly honest
1 prefer going to work to being at home. I think caring is harder than going to work. And I db.
Really! ”

Imogen d) - mother

Some parents talked about feeling they should give up work alongside the guilt of making
the decision to stay in employment. Many parents who were working highlighted the

pleasutes of social interactions through employment.

“The hardest part for me was going back to work, I mean obviously we got into a lot of debt. The
hardest thing for me was when I did get the full time job having to make a conscions decision that I
wouldn’t be as close to Ieonora as I was in the first sixc months and to let her go ... very difficult
decision to make. Um, no real choice ... but! It’s complicated though because I do enjoy work and
everyone is good to me! Y ou work for the money and then you get company and friends who are
good 1o you and if you gave it up for your child you wonld lose all this too ... um!”

Leonora i) — father

Families where both parents were unemployed expressed some feelings of difference to

other families and the idea that they were judged by other families where one or both

parents were able to maintain jobs.

“A lot of mums at the school don’t work, but then their husbands do ... again I feel different ...
sort of ... like well neither of us works.” Reuben a) — Mother

The day-to-day impact of the child’s illness placed extra demands on couples: they had
less time to spend together than they would have had and they did not always agree about
family approaches to communication about the child’s illness. Whilst trying to make
decisions about the best way for family membets to talk about the life limiting nature of
the child’s illness and daily consequences of the illness and/or treatment, parents

explained the impact on themselves, their personal needs in terms of communication and
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the impact on their relationship with their spouse or partner. Couples described missed

opportunities for time to themselves and talked about not being able to settle even if they

did get a chance to go out with their partner.

One couple struggled to communicate with each other but I realised in their separate
interviews that they had quite clear perceptions about each other’s needs although they
did not seem to know how to support each other. The father became upset during his

interview but asked to continue.

“It’s not necessarily a bad thing you have to confront it. I think about it all the time but I just try
10 be strong, work hard and keep busy. My wife would say I opt ont but it’s not just that 1 don’t
think it’s right to discuss our problems together becanse it is the same problem and you are just
burdening each other. I don’t think that is helpful at all, not all the time, it is the same problem
and we feel the same way. How can that help? The thing for me also is I don’t know how 1o deal
with babies — Leonora and I we could really start to communicate if she gets to the toddler stage,

talking and getting interesting. 1 struggle with the baby stuff. 1t can be very lonely being a dad. ™

Leonora i) — father

“She is his daughter too! I don’t agree with him opting out but he says I take over — I don’t
think I do. He lacks confidence with what she needs so I just get on with it”. Sitting back she
thought for a minute and then said, “1 don’t know if he is a bit afraid of her and it is a bit of

loneliness.”

Leonora i) — mother

Overall the impact of the child’s life limiting illness changed the lives of parents in
complex ways, on a daily basis and over the child’s life span.

“The worry and the problems never go away! Never! It (the child’s life limiting illness) affects all of
your life ... every part of in your life ... and everything in your life.” Daphne i) - father.

“Ut’s just the weirdest life — it is a weird kind of life!” Reuben b) — mother

“You can’t understand this life unless you live it.” Reuben a) — father
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7.4 Disruption to the life stories of siblings

In all participating families with more then one child, the child’s life limiting illness
impacted on the life story of siblings [Rexben a), Reuben b), Inmogen c), Jagger ¢), Jagger g),
Daphne b), Marcus j) and Marcus k)]. Day-to-day outings and plans for siblings had to be
changed if the child was ill. Young children expressed disappointment and resentment

about these lost opportunities.

“When Daphne is in hospital I don’t get to play. Sometimes I don’t get to do things cause
Daphne won'’t do it! ... We were going to the circus but Daphne said ‘no’ so I didn’t go ... but

mum says we might go. Alice comes on Saturday just to take Daphne out, not me!”

Toni - Do you feel left out?

“Yes ... They go ont or something ... it’s for Daphnel Not me ...”

Toni - 15 it hard for you?

“Yeah canse if Daphne is in hospital I can’t play and stuff. If she is ill ... see.”
Daphne b) — sister (aged six)

Some older siblings teflected back on feelings of antipathy towards their brother or sister

when they were children and touched on the impact on their own life of the child’s life
limiting illness.

“No well I was an only child and not only did I have a sister I had a sister with special needs. 1
do remember resenting her and not being nice 1o her. 1t was like two hits in one. I was no longer
an only child and my sister was speciall Of course you realise how precions they are as you get

older ... no I really love her now and in a way 1 did then but it did change my life ... yes it did.”
Daphne h) — sister (aged 22)

Parents wortied about the care roles taken on by older siblings and whether the extra

responsibilities changed siblings as people, as well as altering their life story.
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“We really, really regret what we’ve done in that our daughter is a very, very lonely child. She’s
not a child any more she is a young woman, she bas no friends of ber own, absolutely none at all,
she doesn’t interact with anybody of her own age. We blame ourselves for it because you know it’s
only been recently I've been in a job where I've got reasonable money. Up until then 1 worked
every weekend 1o keep money coming into the house and my wife had to rely on our danghter.
Everything she had to do our daughter had to be involved and it’s, you know, at the time we just
sort of said, Ob it can’t do any harm,’ But actually I think it has done harm, it'’s taken away a
lot of her childhood. I'm not sure how my danghter would have been ... because she is a quzet gir/
anyway ...but I regret her helping with caring for Jagger and maybe it has changed her. Certainly
she would have had a different life.”

Jagger g) — father

Although some siblings were directly involved in helping to care for the child, the extent
to which they took on these roles varied from family to family and, regardless of care

roles, the child’s life limiting illness did have an impact on the lives of all the participating
siblings. The impact varied from day-to-day disappointments to long-term changes in the

life stories of siblings.

7.5 Summary
In all cases the child’s identity was bound to the child’s body, social roles, interactions and

their life story.

Where the life limiting illness emerged eatly in the child’s life (whether it was diagnosed or
not), there was a continuity to the child’s presentation of themselves that was supported
and nurtured by patrents and siblings. Children, parents and siblings down played any
physical signs of the life limiting illness or presented them as an accepted part of the child.
Although the illness, therapies, treatments and critical episodes or deterioration intruded
on the child’s day-to-day roles — these were presented by children and families as part of
the child’s daily life, not something unusual, temporary or passing — but common
occurrences throughout the child’s life. These children’s physical appearance, social roles
and life stories were integral with the life limiting condition. They were always a life
limited child.
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Where the life limiting illness emerged later in childhood, the child did suffer disruption to
their life story: they lost their past self. Although only one of the young participants could
explore this directly, parents and siblings of other children described the child who they
had lost and frequently used photographs to demonstrate changes in the child’s physical
appearance. Although references were made to the Jost’ child, hardly any references were
made to lost opportunities for the child’s life or what the child’s life might have been like.
Instead families focused on life with the child from moment to moment and the child’s
personal qualities. The children and their families noted changes in the child’s physical
appearance and abilities but changes to the child’s social roles and life story were
assimilated by all participants into a new self and identity. In the case of participating
families there was barely any mention of lost social roles or changes to the child’s life story
— rather the child’s life story unfolded with the life limiting illness as part of their present
and future. Disruption to the life stories of parents and siblings was however, evident and

tangible in every case.
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Chapter Eight

8 Synthesis and conclusions

8.1 Introduction

This is a society in which children are sometimes perceived in terms of their potential to
be “‘future adults’ rather than ‘present persons’ (James and Prout, 2001). We expect
children to live into adulthood and view childhood as a precursor to adulthood,
personhood and identity (Hockey and James, 1993). However, not all persons make the
transition to the ‘age of majority’ and the assumption of personhood (Hockey and James,
1993). The literature review revealed that when children suffer from life limiting
conditions we fail to ask them about their thoughts and experiences. Do we undervalue
the views of children who may not reach adulthood? Bluebond-Langer (1980) found that
studies of socialization had failed to explore the active roles of children and focused on
what children would become: ‘children and childhood’ only in terms of potential for the

future. Her question was,

“How can one use a model that presumes a future, that presupposes adulthood, for children who
will never reach adulthood, particularly when everyone associated with these children is acutely and

painfully aware of the fact?” (Bluebond-Langner 1980 p6)

Fraser and Robinson (2006) suggested that empirical research with children might help to
uncover how social constructs like ‘children’, ‘childhood’ and ‘disability’ operate to
maintain social power and place, not just to reveal the relative powerless place of children

but also to explore the active roles of children in society:

“The focus of empirical research is then about how children and young people achieve ‘agency’;
that is, agency refers to the ability of a social actor to engage in the process of construction of
meaning or identity in such a way as to influence the form that that meaning or identity lakes.”

(Fraser and Robinson, 2006 p76)
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The purpose of this study was to hear from children affected by life limiting conditions

and their families and to understand more about the following questions:

1. How do families face the dilemma of whethet or how to be open about the life
limiting nature of the child’s condition within the family?

2. What is the impact of having a life limiting condition on a child’s developing
sense of self?

3. Do children who are unable to communicate vetbally have active and/or passive
roles in shaping their identities?

4. What are the current roles of suppott services like children’s hospices? What are
the challenges and opportunities for developing support that matches the needs
of life limited children and their families more closely?

The theoretical approach to the research was bound to interpretism and constructionism
and the aim of the design was to create a structure for working together, so that I would
come to understand participants’ views about their personal experiences through
naturalistic methodological procedures in ‘real life settings’. Bronfenbrenner’s ecological
systems theoty influenced the study design and the desire to capture information about
interactions and relationships between the child and others in a range of social settings.
Some of this information was gathered through observation and some through the

accounts of participants - for example, stories of time at school or visits to hospital.

I hoped that the study design would encourage the children especially to reveal and
represent themselves in their own ways. Although the study approach was drawn towards
social constructionism, questions emerged from the inclusion of children who
communicated non-verbally. Given that social constructionism links the formation of
social concepts to language, did the children who were unable to communicate verbally
have active and/or passive roles in shaping their identities? The methods chapter contains
extended reflection about the process of involving children with a range of needs and
abilities in research. Overall I would say that details of the design could probably be
refined but the children and siblings participating in this study responded positively to the
idea of ‘working’ with me and having choices about how to represent themselves and their

Itves.
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This chapter draws together and debates main themes from the findings of the study.
These are compared and contrasted with seminal theoties from the literature. Implications
for the care of life limited children and their families are explored. Using a social
construction approach I have focused on how social concepts of ‘the child’ and ‘the life
limiting illness’, were constructed and presented by the children and their families. The
impact of the children’s and families’ experiences and the wider social context of the lives

of participants are also explored.

8.2 Case presentations and ‘moments of realisation’

Before this study the experience of life limiting illness from the point of view of affected
children and their families had not been researched and was not well understood. The
conceptual cases presented hete are an original and creative way to portray something to
the reader about the uniqueness and commonalities I found amongst the participants and
their stories. Inspired by the writings of Robert Stake (1995) I have drawn out the five
stories presented in chapter fout — portraits to help the reader know more about the
children and their families without meeting them in person. The conceptual cases offer a
level of generalisation because each one is based on evidence from more than one case.
Since the findings all arise from multiple case analysis, it is hoped that life limited children,
their families and those who care for them may identify with some of the themes and

issues revealed by this research and understand more about their day-to-day experiences..

Little is known about the pattem of living with a life limiting childhood illness partly
because the range of illnesses is wide, the consequences are assumed to be diverse and
there is a paucity of research. The study identified the following ‘moments of realisation’
of the participating children’s unfolding life stories, which represented times when families

recognised the real threat to the child’s life from the illness.

e Questions of inheritance, diagnosis and prognosis
e Acute loss of abilities

¢ Slow deterioration

e Life threatening surgery

e The cycle of crisis and survival

o The child’s life and death
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These moments ebbed and flowed thtoughout the child’s life and each recurring crisis
brought with it pain and uncettainty for the child and all members of their family.
Sometimes there wete long petriods of stability in the child’s state of health and at others
crises came quickly or repeatedly. The child’s condition could remain unchanged, be
altered in the short term or there could be permanent deterioration. ‘Moments of
realisation’ stopped life for the children and families and intruded on reality, triggering
insights into immediate and future Josses. Uncertainty around these times had many
dimensions for families, they did not know when the next change in the child’s state of
health would emerge, what form it would take or the likely immediate and long term
consequences for the child and family. ‘Moments of realisation ‘ brought the need for
readjustment for children and families generally followed by periods of transition and
relative stability but for an unknown petiod of time. Uncertainty was largely

unacknowledged or discussed within families.

‘Moments of realisation’ centred around recurring times of crisis or change in the child’s
state of health because these were moments of incteased anxiety and fear; times when the
threat to the child’s life became clear to family members. This finding is supported by
research, which indicated that times of deterioration in the child’s health (where the child
has a life limiting condition) increased anxiety and uncertainty amongst family membets
(Cohen, 1995; and Steele, 2000). This study suggests further that ‘moments of realisation’
created recurring times in the child’s life story, when there was increased pressure on
family members to talk to each other about the life limiting nature of the child’s illness.
Complexity arose because families were under increased emotional pressure at these
times. They had to focus on the immediate needs of the child, were uncertain whether to
talk to the child about death and dying at these moments and could never be certain

whether the child would survive and live for months or years afterwards.

Glaser and Strauss (1968) highlighted how uncertainty and time can combine to create

four different dying trajectories:

1. Certain death at 2 known time

2. Certain death at an unknown time
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3. Uncertain death but 2 known time when the question would be resolved
4. Uncertain death and unknown time when the question would be resolved

Glaser and Strauss (1968) suggested that expectations of dying determined how everyone
interacted with the dying person and each other. Expectations arose from physical clues
and temporal clues about - for example, the typical progress of the disease. It was found
that when the pattern of dying did not follow expectations it required a change in
response that could cause havoc with systems and the ‘order of work’. It was also found
that unexpected changes in a persons dying trajectory altered the patterning of mood and
sentiment that characteristically existed within health care settings — for example, hospital
wards. Steele (2002) used the concept of ‘certain death at an unknown time’, drawn from
the work of Glaser and Strauss, to examine the experiences of families caring for children
with neurodegenerative illness and found that at times of ctisis in the child’s health,
families felt they were ‘falling off the plateau’ (times of relative stability that emerged

between times of crisis).

The children taking part in this study suffered from a range of medical conditions, often
rare or undiagnosed — in most cases thete was little information available to families or
professionals about the typical progress of the disease. Families participating in this study
faced prolonged and fluctuating uncertainty about the child’s life and death over years.
Within families, levels of certainty and uncertainty about the future course of the child’s
life limiting illness rose and fell amongst individual family members. Individuals
introduced layers of certainty and uncertainty into their interpretation of the child’s
unfolding life story. Uncertainty was a recurting theme that rose and fell within the family
unit and across individual family members. Themes within families followed the same
pattern of ‘moments of realisation’ but individuals drew their own conclusions from their

petsonal perspectives of these times in the course of the child’s illness and unfolding life

stoty.

This study suggests that there are recurring moments in the lives of life limited children
when families face extreme emotional pain and are under increased pressure to talk about
the child’s life limiting illness with the child and other family members; times when it is
difficult to make decisions about communication. The reseatch has revealed ‘times’ in the

child’s life when families need extra support with family communication and new ways to
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talk to the child about their unfolding life story and life limiting illness. These times were
generally followed by periods of steadiness and transition. Children and families needed
practical support at times of crisis but alternative communication strategies could be
introduced between these times to facilitate transition into and during periods of limited

change in the child’s general state of health.

Concepts of dying trajectories arose from work with adults, not children and not whole
families. Whilst they have influenced thinking about dying they are somewhat linear and
do not reveal the complexity for children and families of living with a life limiting illness
over long periods of time, even years, combined with responding to the needs of a
developing child. It is hoped that the conceptual cases and the concept of ‘moments of
realisation’ might give professionals a new sense of day-to-day life for life limited children
and their families, altering how they view potential opportunities for working with these
children and their families. Figure 9 provides an overview of the study findings and

illustrates how much pressure life limited children and their families face on a day-to-day

basis.
‘Moments of realisation’ in the Increased family awareness about
child’s unfolding life story: "> threat to child’s life — from shared
experiences related to the child’s
e Questions of inheritance, life limiting illness
diagnosis and prognosis
e Acute loss of abilities U
* Slow deterioration /L Increased pressure on families to
o Life threatening surgery \‘_ communicate together about the
® The cycle of crisis and child’s illness — in a context of
survival poor understanding and limited
o The child’s life and death support

Child’s self and identity development - focus on living life to the full

Efforts to focus on daily life with child and for whole family

Figure 9: Pressure on family communication from the child’s life limiting illness and efforts to maintain
daily family life with and for the child and whole family
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8.3 Family awareness and communication

Debate in the literature about communication with dying children is largely based on the
knowledge of people who have wotked closely with dying children but provides little or
no research based evidence for professionals and parents about how to talk to dying
children about death. It is suggested - for example, that there are important differences
between children who are terminally ill and children who are dying (Tadmor et al, 2003).
Tadmor et al (2003) pointed out that in their experience children focus on life to the last
weeks or days and are only ready to talk about death close to the end of their lives. Others
highlight how as a society we discuss the process of bitth with children but rarely the
process of dying (Adams and Deveau, 1995) and illustrate again that children with direct
experiences will have questions, feel loss and desetve honesty and kindness (Adams and

Deveau, 1995).

Largely influenced by the work of Glaser and Strauss (1965) there is an undetlying
assumption in many health care settings that it is desirable to talk about dying with dying
people. In a study providing information about family communication when a child has
cancer, van Veldhuizen and Last (1991) suggested that children with cancer should be
informed as soon after diagnosis as possible about the disease and possible implications.
This would be complex for children diagnosed near birth and impossible for children with
no medical diagnosis whose general detetioration indicates they may have a life limiting

condition.

The participants of this study were children who were going to lead short lives. Families
shut away this fact ot put it aside in order to get on with daily life and live life to the full
for and with the child. The idea of awareness contexts proposed by Glaser and Strauss
(1965) has much to offer in terms of understanding the complex relationships between
the separate notions of awareness and communication about dying. Very young children
may be unaware of the life limiting nature of their illness (closed context awareness) but
this study suggests that even their levels of awareness are challenged everyday by their
personal experiences. Suspicion awareness may have existed within families but the
children T met tended to keep their questions about life and death for ‘others’ and any
efforts to find out more were very subtle and measured. Although mutual pretence was

evident between parents and children but as suggested by Glaser and Strauss (1965) the
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stresses and pressure of maintaining this approach were also tangible. Open awareness did
not exist between the children and their parents and no one talked about the child’s dying
with them at the time that they took part in the study. It should be noted that no one
knew how long these children had to live, therefore, children and families focused on life
and living. In addition Glaser and Strauss (1965) found that open awareness contexts did
not necessarily eliminate complexity of interaction or communication between dying

people and those who were caring for them.

However, awareness contexts may be an unproductive and over simplistic way to view
communication in families of life limited children. The children were living with the illness
over years, rather than months or weeks. They were developing children who faced
deterioration in their own abilities or state of health — a different group to the dying
people studied by Glaser and Strauss (1965), a group with different needs. Parents
participating in this study seemed in everyway to be doing their best to care for children
that they loved. Parents who wanted to talk more openly with the child about the life
limiting nature of the illness did not get professional support or advise about how to
communicate differently over time, in line with the changing needs of the child and their
siblings. Parents found support with communication questions difficult to find and that
which existed tended to involve a professional talking with the child themselves, rather

then offering new communication strategies for families to use together.

This study suggests that children begin to understand that they will die eatly, very
gradually, and that they integrate this information into their own life story. This implies a
potential move away from the notion of a single moment to raise the subject of the child’s
dying for professionals and family members. Howevet, the risks of this approach might be
that the child’s dying is never discussed. The children who patticipated in this study had
few, if any, opportunities to explore their losses. Loss of abilities was sometimes seen as
linked to the child’s life limiting illness, although loss of abilities and dying are sepatate
entities the children were offered limited chances for exploring their own reactions to

either.

Although the insight of individual children should never be assumed, beginning with

questions about how much the life limited child is aware of could provide a mote helpful
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starting point for responding to needs. If we are open to hearing children’s questions, we

could move on to look at how to facilitate communication about children’s illnesses and

dying (when the times comes) especially within the family. Vygotsky’s ideas about the role

of society in providing a framework in which the child’s active construction of meaning

develops with the support of others might be very helpful here.

The efforts of participants to talk about the child’s life limiting illness especially at critical

times generated the following questions:

How can parents inform a child or other family members, when information
about the child’s illness and prognosis are limited or ambiguous?

How can families evolve the story of the child’s illness for a developing
child/young person and their siblings?

What is the right time fot families to talk about the life limiting nature of the
child’s illness particularly with the child?

When is a child ‘dying’ and would that moment be too late for parents to talk
openly with the child about their own death?

How can professionals best support the people most likely to talk to a child
affected by a life limiting illness (parents and carers or other close family members
like siblings)?

The complexities for families who decided not to talk ‘openly’ within the family about the

life limiting nature of the child’s illness raised these points that should be considered in

efforts to support these children and their families:

The child’s life limiting illness is not one subject; experiences necessitate talk
between the child and parents or siblings at different levels and at vatious times -
for example, about treatment procedures;

Physical evidence of the illness on the child’s person can play a role in revealing
the ‘truth’ to the child and their siblings; this might include scars, changes in the
child’s body or altered abilities;
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e Invariably expetiences related to the child’s illness or treattment are shared and can
raise levels of awareness about the threat to the child’s life within the family, even
if events are not discussed;

e Children and siblings make independent evaluations of what they experience and
hear outside the family home and patents wishing to protect the child do not so

easily control levels of awareness in other social settings.

Overwhelmingly the children, parents and siblings lived with the pain of shared
expetiences related to the child’s life limiting illness: frequent hospital trips, sudden and
gradual changes in the child’s health status. The whole family struggled with questions
about how to communicate within the family about the child’s illness, whilst trying to
maintain stability for the child and all family members through daily family life. The
problem for families was how to deal with all the complex and varied pressures of family
life with the child’s life limiting condition as a constant added threat and force. A presence
they were all painfully awate of (often through shared experiences rather than talk) but
unsure how to communicate about. Decisions telated to communication within families
were latgely influenced by concerns held by the child and /ot family members about how
to communicate without harming each other. There was interplay between families’
efforts to manage talk about the life limiting nature of the child’s illness and the intrusion
of personal expetiences. This was especially the case in settings outside the family home,
where the child was away from patents and drew their own conclusions about differences
between themselves and school peers, interpreted interactions and experiences in health

and social care settings and wondeted about social meanings of the word hospice.

Participants talked about the child’s life limiting illness by separating it into three patts:

i)  The illness — all family members talked in general terms to each other about the
child’s illness, symptoms and therapies without reference to the threat to the
child’s life;

i)  Death in childhood — only the children affected by life limiting conditions raised

the subject of death in childhood through the research process, they used

literature and media stoties to bring up the general topic of children dying;

- 200 -



i)  The child’s dying - in participating families parents often talked to siblings about
the life limiting nature of the child’s illness; I did not meet any families where this

was discussed with the child; one young person used metaphor to raise the subject

of her own dying but she was met with hesitation because no-one wanted to say

mote than she was ready to heat.

Parents who were unable to talk about the prospect of their own child’s dying were able

to explore the deaths of ‘other’ children that they witnessed in health care settings. Figure

9 examines the idea that study participants have highlighted a number of potential

‘bridging topics’ that might facilitate talk within families about the child’s life limiting

llness.

Sepatation by families of the
child’s life limiting illness into:

1. The dlness

3. The child’s dying

]
-

2. Death in childhood t——mourmoo

N T—]

Potential ‘bridging topics’ to the
subject of the child’s life imiting
illness:

1. Having experiences like
and different to peers

2. The child’s life story

3. Death in childhood from
literatute and the media

4. Death of ‘other’ children
in health care settings

Times of increased pressure on family
communication

‘Moments of realisation’ in the child’s
unfolding life story:

Questions of inheritance,
diagnosis and prognosis
Acute loss of abilities
Slow deterioration

Life threatening surgery
The cycle of crisis and
survival

The child’s life and death

Figure 10: Recurring pressure on family communication and potential bridging topics to facilitate talk

about the child’s life limiting illness
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Participants divided the subject of the child’s life limiting illness into three patts through
patticipation in the research and potential ‘bridging topics’ emerged from analysis of the
subjects used by participants to raise subject like ‘death in childhood’ or the ‘deaths of
other children’ with me (the researcher). These topics might help families of life limited
children to talk together about the child’s life limiting illness by division of a painful

subject into smaller and less direct topics.

8.4  Self, identity and biographical disruption

The “self’ is said to be a multifaceted and complex social concept. The self is a private
theory and therefore difficult to interpret from outside. Understanding the self-concept of
another person depends on the extent to which we share ourselves with others. Schaffer
(1996) suggested that the self is a ‘theory’ people develop during childhood about who
they are and how they fit into the society within which they live. Central to how we each
construct reality is our understanding of ourselves. It is argued that the theory of self is
not static but builds up throughout life and is most vulnerable to experience in childhood
when we continuously compare ourselves to our own self image, to others and to

idealised images and how we perceive other people’s reactions to us.

“The function of the theory (of self) are to help us seek out particular expertences that fit in with
our self image, make choices among alternatives courses of action, and experience pleasure or
displeasure in evaluating the results of such actions. The theory is a complex one; it contains a
great many constituents (self-awareness, self-concept, self-esteem and so forth) all of which need to

be knitted together, and it is characterised by both cognitive and emotional features.” (Schaffer,
1996 p169)

Schaffer (1996) described how very young children begin with self-recognition through
visual images in mitrors or video, use of the words T’ or ‘me’ and recognition and
response to their own name. Young children often have a basic ‘eithet’ ‘ot self-concept
and only at age seven or eight do children compare themselves to othets, beginning with

appecarance.

The thesis focused on four theories of child development Erikson in particular
highlighted personality and identity development particularly during adolescence and his

theory confines reflections on life and acceptance of the inevitability of death to
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adulthood. Piaget hypothesised that standard cognitive development occurred in stages
bound to chronological age. Later research went on to utilise Piaget’s stages of cognitive
development to hypothesise that children classically come to understand death and dying
in stages tied to chronological age. Although tesearch into the perceptions and
experiences of dying children is very limited there is evidence to suggest that personal
experiences can lead children to have 2 more developed understanding of dying than
might be anticipated for the average child of their age (Adams and Deveau, 1995;
Bluebond-Langner, 1980; Davies, 2002; Doka, 1995; Hockley, 2000; Judd, 1995;
Matthews, 1994).

The literature review suggested that the physical needs of ‘ill’ children can upstage the
child’s developing self by highlighting differences between the child and peets (Samaniego
et al,1977; Wise, 2002; Woodgate and Degner, 2003; Mullis, Mullis and Kerchoff, 1992;
Walker et al, 1999; and Snethen et al, 2001) and that ‘the body’ should be considered in

theories of dying (Copp, 1999).

The role of the child’s body especially in disability is rarely considered in theories of child
development; it is taken for granted. The disabled child’s body, especially where they have
a visible disability which makes them look different, affects how they are perceived and
responded to by others and is inevitably part of who they ate as a person. The life limited
children taking part in the research lived every day with a range of physical differences
between themselves and their peers and they appeared to subsume physical differences
into a rounded presentation of self in which physical differences were not placed centre
stage. The children actively able to represent themselves and the families of children
unable to represent themselves wanted me and others to see the person beyond the needs
of the child’s body, beyond the physical presence of the child. Howevet, the children
taking part in this research lived not just with disability but with deterioration and physical
changes in the their body and abilities that played a role in revealing the ‘truth’ about the
life limiting nature of the child’s illness.

The following factors influenced the participant’s efforts to protect and present the
children as a unique individuals, each factor had a role in revealing the truth about the
child’s vulnerability that was beyond the control of families through talking and not
talking efforts:
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1. 'The child’s body, growth and development, visible and invisible disability, scats
from sutgety or treatments and other signs of the child’s illness - for example,
jaundiced skin

2. The child’s social roles, interactions and expetiences especially away from family
and outside the family home

3. The child as an active agent seeking and interpreting information and experiences
independently

4. The role of family in protecting and presenting children who were unable to

represent themselves

All children have to gain an understanding of death and dying as they grow and develop.
Researchers have used the work of Piaget to develop classical theoties about how children
develop concepts of death in stages. People studying or working with children who have
direct experiences of death and dying, increasingly challenge the idea of stages tied to
chronological age. The children studied by Bluebond-Langner experienced accelerated
acquisition of knowledge about their own dying due to the process of their illness,
treatments, treatment settings and observation of children dying of the same illness. The
children with leukemia studied by Myra Bluebond-Langner (1980) moved from a self-
concept of being a well child through other self-concepts to being a dying child. The
children’s concepts of self changed with information and experiences, the children’s self-
concepts were especially influenced by what they observed about other children with the
same diagnosis who they met and interacted with over the course of their illness at the
treatment centre. It appeared from Bluebond-Langner’s study (1980) that the children
with leukemia who participated were watching other children knowing there would be

implications (things to learn) about themselves and the likely course of their illness.

The children taking part in this study rarely met a child with the same diagnosis, the
hospice was an infrequent place that they visited (about 15 nights per year) for fun and
rest rather than any active forms of treatment. I did not find that they watched each other
and largely they only mentioned other children at the hospice in terms of social
interactions. The self-concepts of the children taking part in this study seemed to alter

very gradually through awareness of changes in their own body or physical abilities and by
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comparison of their own expetiences and social roles with those of their peers.
Information about the life limiting nature of their illness came to them gradually over the

span of their lifetime and was integrated by the children into the story of their own lives.

Bluebond-Langner (1980) found that detetioration in the child’s health came through a
series of relapses. Eatly relapses brought changes in treatment but all relapses were
revealed to the children in sudden changes in the reactions of others. The children became
increasingly aware that the adults around them began to offer less information, interaction
and honesty. Although some of the children taking part in this research suffered acute
phases of their illness and sudden detetioration, slow deterioration was more common
and it emerged almost invisibly over long petiods of time with barely any discernable
changes in treatments, therapies or the reactions of others. The child’s identity and
developing sense of self was inextricably bound up with their life limiting illness. The
child’s life story was framed and shaped by the expectation of family and others involved
with their care that they would lead a short life. Their bodies revealed signs of the illness
and the illness intruded on their social interactions. The children taking part in this study
used this range of information to monitor, evaluate and form concepts of themselves and
their worlds. Many aspects of the child’s sense of self seemed to indicate to them that they
wete different to other children of the same age but most challenging to the child’s
identity (as explained by their family) and sense of self (as explained by the child) have
been described as ‘moments of realisation’ in the child’s unfolding life story, because these

moments revealed the threat to the child’s life.

Chronic life threatening illness in adult years has been said to lead to ‘biographical
disruption’ (Bury, 1982) in that it changes people’s life course and personal identity both
in their own eyes and in the eyes of othets. Chronic illness was said to disrupt everyday
life, social relationships and the forms of knowledge underpinning modern life. The
biographical disruption seen as a consequence of chronic life threatening illness in
adulthood seemed to apply to participating parents and siblings. This finding supports the
work of Young et al (2002) who also found that the life stories of mothers (in that study)
were utterly disrupted by their child’s illness so that assumptions about daily life and life in

general were brought into question and could no longer be taken for granted.
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Others have found alternative or parallel concepts of ‘biographical continuity’ and
‘biographical reinforcement (Levealahti, Tishelman and Oblen, 2006; Carricaburu and
Pierret, 1995). Williams (2000) reviewed concepts of biographical disruption and argued
that studies had so far failed to take account of situation in which the illness could be a

central part of biography from birth.

This study highlighted the remarkable capacity of children to integrate a life limiting illness
into their life story and live life to the full. Children whose life limiting illness is diagnosed
early in babyhood have an identity within which the life limiting illness was integrated
throughout their lives. The illness and consequences seemed to be integrated into the
child’s sense of self and identity. The children I met did not ‘redefine’ themselves because
of their illness. For them, self-definition work had to incotporate the life limiting illness
because they were growing children, some of them vety young, all of them hardly able to

remember a time before their illness.

Where the child’s life limiting illness emerged later in their childhood, participants did
describe loss of the child before the illness. I only met one young person who was able to
articulate memoties of who she was becoming in the time before her illness. Parents and
siblings articulated these memories for children less able to represent themselves. For this
participant I would say that the concepts of biographical disruption and redefinition of
self did arise from her illness to some degree. However, even her memories were confined
to one aspect of her life and physical skills, not overwhelming who she had become since
the illness and assimilated into her new identity. This finding tends to support the ideas of
Levealaht et al (2006) related to ‘biographical continuity’ and ‘biographical distuption’ on
a continuum where — for example, gradual bodily changes can be integrated into the

person’s biography.

The families lived day-to-day in a society that expects children to live into adulthood and
where disability is looked at in judgemental and superficial ways but is not discussed or
fully understood. The families taking part in this research largely felt alone with the
knowledge that their child would die young. Although elements of social support were
praised and individual professionals were valued, overall practical and emotional support
seemed to be inconsistent. Families were aware of the wider social context within which

they lived indicated by: talk of Government league tables and political pressure on health
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and social care providers to spend money on ‘viable’ children. Particular talk about the
lack of social resources for support for the child and whole family in their own home or
locally and the emphasis on charitable agencies rather then services with any statutory
funding were all common themes. Families talked about social ‘staring’ in terms of feeling
judged. Families expressed the notion that judgements wete made about the child as a
valuable person, their right to life and their family. Children and siblings especially found
these kinds of judgements painful and difficult to cope with and reacted with resentment
and anger. Participants felt that disability was still a social taboo and the child’s life limiting

illness was not open for debate in social groups outside of their immediate family.

8.5 Conclusion and implications for care
The conceptual cases have revealed a series of ‘moments of realisationy’ in the life stories
of life limited children: times when the life limiting nature of the child’s illness is most

clear to families, which heightened uncertainty and the need to talk.

The concept of potential ‘bridging topics’ to facilitate talk in families caring for children
affected by life limiting conditions has two implications for the care of life limited children
and their families:

1. Professionals should be aware that ‘moments of realisation’ in the child’s
unfolding life story might highlight times in the child’s life when pressure on
family communication is increased;

2. Children and families may find that the ‘bridging topics’ utilised by participants of
this research could facilitate talk within the family about the child’s life limiting
illness through indirect paths.

It might help families of children affected by life limiting conditions if professionals could

explore with them how to make talk and awareness more manageable perhaps by breaking
it into smaller components. Overall it might be helpful to be open to talk within the family
about the child’s whole life story, including a wide range of personal and family memories,

of good times as well as events related to the child’s illness. For example:

e Discuss the child’s life story in the form of anecdotes and family memories
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e Celebrate the child’s sense of self and identity acknowledging the integrated signs
of the illness on their body, social roles and life story

e Celebrate the child’s past and present identity acknowledging the changes
brought about by the onset of the illness on their body, social roles and life story

e Talk about the child’s diagnosis in general and non-specific terms

e Talk about the child’s or shared family experiences in specific health/social care
settings on a day-to-day basis

e Acknowledge that certain experiences are shared but painful or difficult to talk
about

e Acknowledge that awareness and talk might not match or be in balance

e Try to talk about ‘moments of realisation’ in the child’s life stoty, gently
exploring emotions within the family without making the child feel responsible
for the reactions of other family members but acknowledging that these times
are painful and difficult for all family members

e Talk about death and dying in general

e Talk about death in childhood

e Talk about the child’s life limiting illness

e Talk about the child’s dying, if the moment arises and those involved feel able to

respond honestly to the child’s questions

Exposing the complexity of the child’s life limiting condition may help children, families
and professionals to take steps towards talking about the experiences, emotions and day-
to-day consequences of the child’s life limiting illness for the child and all members of
their family. Professionals might be able to use this idea of complexity to create
manageable aspects of talk to facilitate talk between children and their families. Eventually
this could cascade into other environments and influence awareness about life limiting

illness and death in childhood, through links and processes across social settings.

The study also suggests that in terms of self-concepts and identity formation, the children
taking part integrated their life limiting illness into concepts of themselves and accepted
their short biography. The children lived every day with the consequences of their illness

and it seemed as if information about the life limiting nature of their illness came to them
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very gradually over the course of their life span. This was also true for children whose
illness emerged later in childhood; although they and their families had memories of the
child before the illness, changes wete assimilated into a new identity. The children
challenged concepts of biographical disruption because they presented such continuity in
their representation of themselves. Parents and siblings however highlighted the
overwhelming impact of the child’s illness on their own lives and their personal

biographical disruption was evident.

8.6 Study limitations

Like all research, the study was limited by certain aspects of the design and methods
leading to the potential for bias. Care team members from the children’s hospice
identified and recruited families to take part in the research, because this seemed the best
way to ensure that the selection criteria were considered and to protect families facing any
immediate problems that I would not have been aware of. However I have no certainty
about the true rationale or motivation of staff for choosing particular families to approach
about the study over any other families supported by the hospice service. There is a
possibility that care team members consciously or unconsciously chose families that they
found easiest to approach or that might have seemed most positive about the setvice.

However I was unable to access or recruit families to the study any other way.

It is difficult to assess the extent to which families might have felt obliged to take part in
the study, given that the approach was made by staff from a service that is provided free
of charge and for vulnerable children, and families who in some cases received limited
support from any other agencies, especially in terms of respite breaks. I made every effort
to ensure that families were reassured that any decisions about participation or withdrawal
from the research would have no impact on the care of their child or children. T was
somewhat reassured that three families (one for the pilot study and two for the main
study) either declined to participate or failed to ‘get back to’ the care team member who
approached them about the study. I was also reassured that three teenage brothers and
two fathers from separate families either declined to take part or were always unavailable
when I visited the family homes. Although no child or any of the younger siblings
declined to take patt, the methods included a range of strategies to make the process of

consent an on-going one. To enable the children and their siblings to have some control
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over the time, length and location of sessions with me, I practised with them how they

would let me know if they had enough and wanted to stop each session at any stage.

I was aware of the possibility that children, siblings and parents might feel obliged or
inclined to ‘say the right thing’ especially about the hospice service. Besides inviting
participants to represent themselves in their own ways, I was asking them about their
wider day-to-day expetiences, not just about support from the hospice. I found that
parents particularly would talk at length in positive terms about the children’s hospice and
I would listen, acknowledge how positive they were about the support provided and then
ask, “Was there any aspect of support that did not work for you, your family or your
child?” I did find that most participants could and did identify aspects of support from a

range of agencies that did not meet the needs of their child and family in some way.

It is not clear to what extent the participants might represent other life limited children
and their families. The general limitations of case study research have been discussed in
the methods section but it as hoped, as Stake (1995) suggested, that readers have glimpsed

into wotlds they would not otherwise have seen.

At the outset of this study I worried about whether I had the right personal qualities, skills
or abilities to involve children in research. As I said at the start of this thesis it was good
advice to myself to make no judgements about work with the first child to participate in
the study until we had met each other two or three times — I reiterate that this was good
advice to myself and to others who want to involve children in research but who are not
sure if ‘they are the right person for the task’. I believe that if you offer children an honest
explanation, time, and a sincere effort to listen to their thoughts and experiences, they will

make their own decisions about who you are and how much to share with you; but they

will share with you.

My role with the children and families was a fleeting one, intense for us all during the
study but one we knew would be short. I always had the feeling that the children and
families wete as certain of this as I was; like lots of other professionals I was a passing
presence, someone who would move on. The families decided to take part in the study for

different reasons which we did not necessarily discuss but many said they participated to
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increase awareness about the experiences of life limited children and their families, over
long periods of time and on a daily basis, they have entrusted me with this task. I see some
of the children and families when they visit the hospice and we stop to pass the time of
day but most never mention the research. I am not certain that any of the children and
families will want details of the findings, when I offer them — I believe they have moved

on with their lives and are leaving the task of raising awareness to me.

It is almost impossible at this point in time to separate the impact of the research on me
from my own losses and beteavement. At the end of the day our own losses cut more
deeply than the losses of others, no matter how much we empathise. I had and have the
support I needed to undertake this study. I am reminded of one of the siblings who was
telling me that other people should not listen to the story of her brothers life and cry —
they should listen and hear what life is like for their family every day and think about what
would help,

“They don’t want to sit and cry about it all - they want to listen and think about how 1o belp us,

what we need.” Jagger e) — sister (aged 14).

I truly hope that this thesis begins to make you do that.

8.7 Further research

The study raises interesting questions about how the expetiences of people affected by life
limiting illness over months or years might be better understood. There might be
opportunities to develop concepts beside the idea of ‘illness trajectory’ to facilitate a better
understanding of the impact of illnesses that will lead to death and shortened life
expectancy; but over long periods of time and life with all the consequences of the illness
for the affected individual and their family.

The study has brought forward questions about how participating families tried to manage
to talk about the life limiting nature of the child’s illness, especially with children who were
cognitively able and who communicated verbally. However, further work could be

undertaken to find ways of helping families to ‘talk’ and respond to the changing needs of
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the developing child but also finding ways to take into account the role of the child’s

personal, particular experiences, especially those related to or influenced by their illness.

The implications of the research in the broadest sense indicate that socially thete is a poor
level of understanding about the complex needs of children affected by life limiting
conditions and the consequences for their whole family. There is scope for further
research into the needs and experiences of life limited children and their families, pethaps
using a range of qualitative and quantitative methods to produce more generalisable
results about specific questions. Suggestions for future research arising from this study

include:

e To explore the concepts of ‘moments of realisation” and ‘potential bridging topics’
with professionals caring for life limited children and their families —looking at

how they interpret these concepts and implications for care.

e An examination of social reactions and interpretations of the terms life limited, life

threatened and hospice — in relation to children.

e An exploration of the similarities and differences between the experiences of life

limiting illness in adulthood compared to life limiting illness in childhood.

e To hear mote from life limited children about how they understand, live with and

expetience their illness.

e To develop methods for understanding the experience of life limited children who

communicate non-vetbally.

e To explore the expetiences of siblings of life limited children in more detail
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OUTLINE OF ETHICS PROCESS
FOR REDESIGN AND REVIEW OF THE RESEARCH

In June 2002, the proposal was submitted to The South West Surrey Local Research
Ethics Committee for consideration. Initially the committee were unable to approve the
study but raised a series of comments and questions to help begin the process of review
and redesign. Central to the committees concerns were the following issues:

i) The process of sampling and recruitment (see ‘Sampling strategy’ and
‘Recruiting families’).

i) Care of families caring for dying children. It was made clear that families
caring for a child who seemed to be very near the end of their life and who
may only have had days or weeks to live were not going to be approached
about participation in this research. In addition because the children’s
conditions could deteriorate at any time during the course of the study,
consent to participate, was envisaged as on-going process of review between
the researcher, child, their family and their senior care staff at the host
children’s hospice. The purpose of this collaborative strategy was to respond
to each case on an individual basis so that families who agreed to participate
could be certain that withdrawal from the study would have no impact on the
care and support their child and family received from the host children’s
hospice.

iii) Anonymity for participants. Information gathered during this study was
recorded and reported without using the names of the children or families
who took part. However participants were informed that if in the course of the
study any concerns arose about the child’s safety or welfare these would be
dealt with in the same way that they would be for any child cared for by the
host children’s hospice under the guidelines of the ‘Child Protection Policy
and Procedure’.

The child’s medical diagnosis is not given because in some cases the rarity of
diagnosis could lead to identification, therefore reference is only made to the
child’s prognostic category. Actual families are not presented because there
were too many identifiable characteristics even with details omitted or
changed. In addition the case is conceptual and it is not necessary to expose
individuals in reporting the results of the study (see Data analysis).

Grounded theory was used to analyse the mass of data collected. Only
quotes and images relevant to illustrating the theory are presented and do not
include photographs of individuals.

iv) The risk of emotional upset for participants and arrangements for dealing with
emotional upset if it did arise as a problem (See appended ‘Parents/main
carers information sheet’).

v) Inclusion of whole families rather than focus on one group for example,
‘mothers’. It was explained that the aim of this research was to understand
the experiences of the child as an individual, within the framework of their
families, through understanding the range of persons and their perceptions as



vi)

vii)

viii)

individuals and as a family. It was hoped that it would be helpful for family
members to participate together, knowing that all their experiences were
being valued individually as well as collectively.

The potential impact on siblings or participating in the study. It was made
clear that the objective was to ask children and siblings about their day-to-day
experiences but not to bring them any agenda through that process. Consent
to approach children and siblings about the research would be through
parents initially followed by plans to work with children and their brothers and
sisters, so that they could still decide not to participate or to withdraw from the
study at any stage (see ‘Consent as an on-going process’).

Creation of information sheets suitable for the age/ability range of children to
be approached about participating in the study. In response to the
Committees recommendation, information sheets for the children, young
people and siblings of different ages were redrafted with advice from the Play
Therapist at the host children’s hospice. Separate information sheets were
created for; Children, Young people, Young brothers and sisters, and
Teenage brothers and sisters (these are appended to this report). These
were to be available for the participants and used to supplement verbal
explanations and discussions with myself. Overall the plan was to use them
as a guide for talking, especially to very young children or those who did not
read.

The Committee requested ‘topic guides’ for interviews and they were created
for interviews with; parents/main carers, children and young people, siblings,
and people identified as the best sources of support (these are appended to

this report).

In December 2002 | attended a committee meeting of The South West Surrey Local
Research Ethics Committee with the Director of Care from the host children’s hospice
and my academic supervisor. This facilitated further discussion in person and was very
constructive from all points of view. Ethics approval was given for this research at the
committees next meeting.















The Being Me Project: An exploration of the experience of being or caring for a
life-limited child.

Topic Guide for Working with Parents or Main Carers

These headings are a general guide to the subjects that the parents will be asked to help us
understand about 'Being me and having a child called ...".

ean i hi | 2

e Thisis me
e My family
About my child called ...
About my other children ...
About my partner ...
e What makes me happy?
e The best help for my child ...
The best help for me ...
The best help for our whole family ...
How would I change things to make the help better ...
What makes me sad?
What makes me angry?
When my child is well
When my child is ill
What I can do
What I'm unable to do
Things I like to do with the family
Things I like to do on my own
You didn't ask me this but ...

The hope is that the parents will lead discussions about their day or their week. Like the
children they may choose to creating/save materials that will help them describe their day or
week to the researcher. As a general guide for them before they start the topics listed below
will be discussed as ideas.

My da week

When I woke up ...
The morning
Things I did
Lunchtime

The afternoon

The evening

The night

o I wentto X' with my child.
Did I want to go?
Did I feel it would help?
How did it go?
It was helpful that ...
It was not helpful that ...
The worst thing was ...
The best thing was ...

The 3 worst things about today/this week
I was bored because ...

The 3 best things about today/this week
I laughed when ...

The Being Me Project Guide for working with parents/main carers



The Being Me Project: An exploration of the experience of being or
caring for a life-limited child.

Topic Guide for Working with the Children and Young People

These headings are a general guide to the subjects that the children will be
asked to help us understand about 'Being me' through discussion of their
artwork. The researcher will communicate with each child/young person on
an individual basis, based on their age and abilities using the themes listed as
a general guide. If the child has particular needs related to communication
the researcher will see them with someone they already know and can
communicate with, in most cases this will be a parent or another person
identified by the parents.

Being me

This is me

My family

I am happy when ...

It makes me sad that ...
I get angry if ...

When I'm well

When I'mill

What I can do

What I'm unable to do
Things I like to do

You didn't ask me this but ...

s % & & o o & o o° o o

The hope is that the children will lead discussions about their day or their
week by picking a particular day or week and saving materials that will help
them describe their day or week to the researcher. As a general guide for
them before they start the topics listed below will be discussed as ideas.

My day/my week

When I woke up ...

The morning

Places I went to

Lunchtime

The afternoon

Things I did

The evening

The night

The 3 worst things about today/this week
The 3 best things about today/this week
I was bored because ...

I laughed when ...

o 8 & & o o o 0o 5 o o 9

The Being Me Project  Guide for working with the children/young people



The Being Me Project: An exploration of the experience of being or
caring for a life-limited child.

Topic Guide for Working with the Brothers & Sisters

These headings are a general guide to the subjects that the siblings will be
asked to help us understand about 'Being me and having a brother or sister
called ..." through discussion of their artwork. The researcher will
communicate with each child on an individual basis, based on their age and
abilities to discuss these general themes.

Being me and havin rother or sister called ...

This is me

My family

About my brother/sister called ...

What makes me happy?

My brother/sister makes me happy because ...
What makes me sad?

My brother/sister makes me sad if ...

What makes me angry?

My brother/sister makes me angry when ...
When my brother/sister is well

When my brother/sister is ill

What I can do

What I'm unable to do

Things I like to do

You didn't ask me this but ...

® © © 8 o © ° 5 9o 5 5 & ° ©o O

The hope is that the children will lead discussions about their day or their
week by picking a particular day or week and creating/saving materials that
will help them describe their day or week to the researcher. As a general
guide for them before they start the topics listed below will be discussed as
ideas.

My dav/my week

When I woke up ...

The morning

Things I did

Lunchtime

The afternoon

Places I went to

The evening

The night

The 3 worst things about today/this week
I was bored because ...

The 3 best things about today/this week
I laughed when ...

® © © o 6 o 6 o o © o o

The Being Me Project Guide for working with the siblings



The ‘Being Me’ Project: An exploration of the experience of being or
caring for a life-limited child.

Guide for participant observation

The purpose of participant observation in this study is for the researcher to
understand more about the experiences of the participants, by being present
for periods of time with the child and their family during episodes of their
daily lives. There will no pre-established hypothesis to be tested. The
researcher will be there to learn about the child and family's experiences and
to get an overall feel of the situation through observation of the: -

o Setting

e Environment

o Details about events and what is happening during the period of
observation

e Duration of events

o How does the child express him/herself?
e Details about interactions with the child
e What was said?

o Non-verbal communication

o How does the child respond to/communicate with adults that they know,
peers, family members, strangers?

The Being Me Project Guide for participant observation



'THE BEING ME PROJECT'

INFORMATION SHEET FOR PARENTS & MAIN CARERS

1. Study title
The Being Me Project: An exploration of the experience of being or caring for a life-limited child.

2. Invitation paragraph

Your family are invited to take part in a research project. Before you decide it is important for you to
understand why the research is being done and what it will involve. Please take time to read the following
information carefully and discuss it with others if you wish. Ask us if there is anything that is not clear or if
you would like more information.

3. What is the purpose of the study?

The aim is to find out more about the day-to-day experiences of children with life-limiting conditions and
their families. There is very little information from children and families themselves. Information about what
it is like to live with this situation could guide professionals and support agencies about the sort of help that
might suit families in the future.

4. Why has my child and our family been chosen?

We are asking a few children and their families if they would like to help us. The children will be different
ages and suffer from different medical conditions.

5. Do I have to take part?

You do not have to take part. If you decide to take part you can still withdraw at any time, without giving a
reason. These information sheets are to help you understand the project and what families will be asked to
do. If you decide to take part you will be asked to sign a consent form.

These decisions will not affect the care and support you and your family receives from CHASE.

6. Do my children have to take part?
We will ask for your written permission to approach your child/children about taking part as well. They can
also refuse or withdraw without giving a reason.

7. What will happen to us if we take part?

The researcher will meet you with (name of identified CHASE care team member), to discuss the project, so
you can ask any questions. The researcher is using flexible methods for collecting information. Work with
your child/children will be guided by you and their personal preferences or needs. You may be in contact
with the researcher ‘on and off’ for a few weeks, but the aim is to complete the work with each family in
about 5 sessions.

Members of you family will each be asked about - 'Being Me' and 'My day' or 'My week'. As parents you will
be asked to help the researcher understand more about 'Being me and having a child called ...’ and
'My day’ or ‘My week’. You can do this just by talking to the researcher or you might like to gather
photographs or create art work to help you - but only if you would enjoy that! E.g. Mum, dad or another
family member might choose to collect a series of photographs to illustrate ‘My Week’ and discuss them with
the researcher.

Date:20/01/03 Version 3: Information Sheets of Parents/Main Carers



With your permission the researcher will also spend an hour or two with you and your child, you might
decide this session should be for example in hospital, at your home, or another setting. The researcher is
spending this time with you to try and understand more about the experiences of your child and family by
being there and observing things as they happen.

With your agreement it would be helpful for the researcher to have access to any relevant documents like
your CHASE family notes or other relevant documents e.g. if you have taken part in a newspaper interview
this would be a relevant document to share.

You will also be asked to name two people who support your child and family best and they will be asked to
take part in an interview.

8. What about my child or children, what would they be asked to do?

The researcher will not approach your children without your permission. With your permission she will be
introduced to them by a CHASE care team member who knows your family well, to talk about the project
and ask if they would like to join in. Before meeting your child/children the researcher will need to talk to
you about how you already talk to your child about their condition and explain any issues that come up or
changes in their health. In the same way the researcher will want to understand how you already explain
things to your other children (if you have any). This information will help the researcher to talk to your
children about their experiences.

Like you they will be asked about ‘Being me’ and ‘My day’ or ‘My week’. The researcher has a one-page
guide for working with the children you might want to talk to the researcher about the general themes that
will be covered. The children who take part can choose to create artwork to help them talk to the
researcher. There are simple information sheets for the children that you will be given copies of to read and
think over.

9. What are the possible disadvantages of taking part?

Taking part in this study will have no impact on any care or treatment that your child may be receiving
currently or could receive in the future from CHASE Children’s Hospice Service. However as parents you may
have some of the following questions or concerns.

o What if we feel up-set or distressed by taking part in this research?

Taking part in this study could raise some difficult questions for you and or your child or make you feel up-
set or distress. This may happen during the study or sometime in the future. We wish to prevent or
minimise any distress, but if you or any family member should require any extra emotional support now or
in the future please do not hesitate to contact your CHASE identified care team member at any stage, even
if you have reduced your level of contact with CHASE. CHASE does have access to various types of
emotional support and therapy services that could be put in place to help you.

o What sort of help and support can you offer to a child who takes part?

Your family's identified care team member will continue to be your first point of contact and main support.
They will be aware that your child and family are taking part in this study and the researcher will work with
them to identify extra support for any family member or child who needs it.

 Will you be giving detailed information to my child/children about their condition?

No. The purpose of the project is to discover more about the daily experiences and issues faced by children
living with a life-limiting condition and what they choose to share. Inevitably this may raise questions for
them about their medical condition and future. If a child raises questions like these they/the issues they
raise will be referred you and their identified CHASE care team member, who will provide/identify
appropriate support.

o My child does not use speech how can they take part in this study?

Children taking part in this study may be very young, use non-verbal methods of communication or their
level of comprehension may be difficult to assess. The aim is to include children whatever their needs,
recognising them all as valuable people. Every child has the right to refuse to take part/withdraw from the
study. If your child is unable to communicate this kind of decision and you would still like them to join in
you will be asked to take on that role for them and let us know when you feel that they should withdraw
from the study, you do not have to give any reason for your decision.
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Every effort will be made to gather information from your child or from their point of view using their
preferred method of communication, observation and involving people who know them well.

10. What are the possible benefits of taking part?

You and your family are unlikely to benefit directly from taking part in this study for example the research
process does not include any counselling techniques. Information that you share is likely to be helpful for
various care agencies who may gain better insight into your situation.

11. What happens when the research study stops?

When the process is over the researcher will meet you all one last time to mark the end of the study and
thank you for your time and effort. In time you will have a chance to review the main report and the
researcher will talk to you about this at a later date.

12. What if something goes wrong or if we have any compiaints?

If you wish to complain, or have any concerns about any aspect of the way you have been approached or
treated during the course of this study, the normal CHASE Children’s Hospice Service complaints system is
available to you.

13. Will my taking part in this study be kept confidential?

The information gathered during this study will be recorded and reported without using the names of the
children or families who take part. However if in the course of this study any concerns are raised about the
child’s safety or welfare these will be dealt with in the same way that they would be for any child cared for
by CHASE Children’s Hospice Service under the guidelines of the *Child Protection Policy & Procedure’.

14. What will happen to the results of the research study?

This study is being completed as part of a PhD and the results will be described in a thesis. You will be
given the opportunity to see this material and talk to the researcher about it. Although it will not name any
children or families who have taken part, you may feel that you/your family could be identified from
something described, which seems especially unique about you. If you have any such worries please discuss
them with the researcher. She will work with you and express things differently so that you feel confident
that you and your family can not be identified.

In the future articles about specific issues are likely to be published in medical, health and social care
journals and maybe presented at conferences. All this information will be based on the above materials and
presented anonymously and no child or family will be named in any of these publications. In future years we
will endeavour to contact you to ask whether you would like the opportunity to see material before it is
published.

If you have other ideas about how the results could be shared or would like to know more in the future or
obtain copies of published materials, please get in-touch with CHASE Children’s Hospice Service. Please note
research like this takes a long time and results may not be published for a few years.

15, Who is organising and funding the research?

The researcher is an employee of CHASE Children’s Hospice Service and has been awarded a Fellowship by
The PPP Foundation to carry out this research. A senior tutor from Southampton University will supervise
her.

16. Who has reviewed the study?
The South West Surrey Local Research Ethics Committee has reviewed this study.

17. Contact for further information

For further information please contact the researcher, Toni Menezes, Research Fellow, or your families
named care team member at CHASE Children’s Hospice Service.
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‘THE BEING ME PROJECT’

INFORMATION SHEET FOR CHILDREN

What is 'The Being Me Project'?

This project wants to find out more about what it's like for children and young people to live with a serious
iliness or disability that is difficult to treat or cure. You and your family could help by telling us more about
this.

Why me?
We can't talk to everyone. So we are asking a few children and their families whether they would like to help
us.

Do | have to take part?
You do not have to take part. If you say yes at first but then change your mind that's fine, just let us know.
We only want children and young people to take part in the 'Being Me Project’ if they really want to.

Who is doing this project?
Toni Menezes who works at Christopher's is doing the project. Her job is to work with the children on the
project. Then to tell doctors and other people who look after children what we found out.

What would | have to do?
Firstly, Toni will meet you with (name of identified CHASE care team member). To talk about the project, so
you can ask any questions.

After that you and Toni will be working together on 2 topics. ‘Being me’ and ‘My day’. It might be fun to make
things, talk, draw pictures or take photos. Toni has some ideas and things to use. If you have more ideas
that's great! Sometimes the things we have made or collected help us to explain to other people, because
they can look and ask questions as well.

‘Being me’ — What about a poem, or a picture, or a model!

‘My day’ — You will choose a day to tell Toni about. It might be helpful to use photos, or pictures and
cuttings, or other things you have collected!

Once during the project Toni will spend a little time with you and your family, seeing how your day goes. Just
a place you would normally be anyway. You and your family will get to choose the place.

What happens to the things | make?

You will be making things for the project so that other people get a chance to share them and enjoy them, so
it will be important for Toni to keep the things you make. We will give you photos of your artwork for you to
keep.

it's private and confidential!

Toni will be writing a report about this project, but she will not use your name or any of your family's names
because what you tell us is private. But you can tell who ever you want.

What happens when the project stops?

When the project is over Toni will meet you and your family one last time to thank you for all your help.
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‘THE BEING ME PROJECT’

INFORMATION SHEET FOR YOUNG PEOPLE

What is 'The Being Me Project'?

This project aims to find out more about what it's like for children and young people to live with a serious
illness or serious disability that is difficult to treat or cure. You and your family could help by telling us more
about your day-to-day experiences.

Why me?
We can't talk to everyone. So we are asking a few children, young people and their families whether they
would like to participate in this project.

Do | have to take part?
You do not have to take part. If you say yes at first but then change your mind that's fine, just let us know.

Who is doing this project?

Toni Menezes who works at Christopher's is doing the project. Her job is to work with the children and young
people to ascertain their views. Then to share the information with other professionals who try to help
families like your own.

What would | have to do?
Firstly, Toni will meet you with (name of identified CHASE care team member). To discuss the project, so
you can ask any questions.

After that you and Toni will be working together on 2 topics. ‘Being me’ and "My day’ or 'My week'. You could
contribute to the project by, talking to Toni, drawing pictures or taking photos. Toni has some ideas and
things to use but if you have your own ideas that's great! The artwork that you create might help other
people to begin to understand what it's like to be you.

‘Being me’ — What about a poem, or a picture, or a model!

‘My day’ or "My week’ — You will choose a day or a week to tell Toni about. It might be helpful to use
photos, or pictures and cuttings, or other things you have collected!

Once during the project Toni will spend a little time with you, seeing how your day goes. Just a place you
would normally be anyway. You and your parents will choose the venue it could be hospital, school or
somewhere else if you prefer.

What happens to the things | make?

You will be making things for the project so that other people get a chance to share them so it important that
Toni keeps them to use in the future. We will give you photos of anything you produce as a memento of your
participation.

it's private and confidential!
Toni will be writing a report about this project, but she will not use your name or any of your family's names
because what you tell us is private. But you can tell who ever you want.

What happens when the project stops?

When the project is over Toni will meet you and your family one last time to thank you for all your help and to
talk to you about how we use the artwork and information from this project in the future.
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‘THE BEING ME PROJECT’

INFORMATION SHEET FOR YOUNG BROTHERS AND SISTERS

What is 'The Being Me Project'?
This project wants to find out what it's like to have a brother or sister with a serious iliness or disability that is
difficult to treat or cure. You and your family could help by telling us more about this.

Why me?
We can't talk to everyone. So we are asking a few brothers and sisters whether they would like to help us
with their families.

Do I have to take part?
You do not have to take part. If you say yes at first but then change your mind that's fine, just let us know.
We only want children and young people to take part in the 'Being Me Project’ if they really want to.

Who is doing this project?
Toni Menezes who works at Christopher's is doing the project. Her job is to work with the children on the
project. Then to tell doctors and other people who look after children what we found out.

What would | have to do?
Firstly, Toni will meet you with (name of identified CHASE care team member). To discuss the project, so
you can ask any questions.

After that you and Toni will be working together on 2 topics. ‘Being me and having a brother/sister called ...
and ‘My day’. It might be fun to make things, talk, draw pictures or take photos. Toni has some ideas and
things to use. If you have more ideas that's great! Sometimes the things we have made or collected help us
to explain to other people, because they can look and ask questions as well.

‘Being me and having a brother/sister called ..... ' — What about pictures and cuttings, or photos, or a
poem!

‘My day’ — You will choose a day to tell Toni about. It might be helpful to use, your drawings, or a model!

What happens to the things | make?

You will be making things for the project so that other people get a chance to share them and enjoy them, so
it will be important for Toni to keep the things that you make. We will give you photos of your artwork for you
to keep.

It's private and confidential!
Toni will be writing a report about this project, but she will not use your name or any of your family's names
because what you tell us is private. But you can tell who ever you want.

What happens when the project stops?
When the project is over Toni will meet you and your family one last time to thank you for all your help.
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‘THE BEING ME PROJECT’
INFORMATION SHEET FOR TEENAGE BROTHERS AND SISTERS

What is 'The Being Me Project'?

This project wants to find out what it's like to have a brother or sister with a serious illness or serious
disability that is difficult to treat or cure. You and your family could help by telling us more about your day-to-
day experiences.

Why me? ‘
We can't talk to everyone. So we are asking a few brothers and sisters whether they would like to help us
with their families.

Do | have to take part?
You do not have to take part. If you say yes at first but then change your mind that's fine, just let us know.

Who is doing this project?

Toni Menezes who works at Christopher's is doing the project. Her job is to work with the children and young
people to ascertain their views. Then to share the information with other professionals who try to help
families like your own.

What would | have to do?
Firstly, Toni will meet you with (name of identified CHASE care team member). To discuss the project, so
you can ask any questions.

After that you and Toni will be working together on 2 topics. ‘Being me and having a brother/sister called ....
and ‘My day’. It might be fun to make things, talk, draw pictures or take photos. Toni has some ideas and
things to use. If you have more ideas that's great! The artwork that you create might help other people to
begin to understand what it's like to be you.

‘Being me and having a brother/sister called ..... ' — What about pictures and cuttings, or photos, or a
poem!

‘My day’ — You will choose a day to tell Toni about. It might be helpful to use, your drawings, or a model!

What happens to the things | make?

You will be making things for the project so that other people get a chance to share them and enjoy them so
it will be important for Toni to keep the things you make. We will give you photos of anything you produce as
a memento of your participation.

It's private and confidential!
Toni will be writing a report about this project, but she will not use your name or any of your family's names
because what you tell us is private. But you can tell who ever you want.

What happens when the project stops?

When the project is over Toni will meet you and your family one last time to thank you for all your help and to
talk to you about how we use the artwork and information from this project in the future.
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My house; fun time sticker book (2004) Brown Watson. England
A book of illustration depicting the people and places in a child’s home, the book has
no text.

At school fun time sticker book (2004) Brown Watson. England
A book of illustration depicting the people and places in a child’s school, the book has
no text.

A life like mine: How children live around the world. A UNICEF book
published by Dorling Kindersley (2002).

This book has approx. 130 large pages that show with words and photographs how
children are leading their lives in different ways around the world. In 4 sections
covering survival, development, protection and participation it covers a wide range of
topics and issues related to the lives of children.

Of specific interest to this research it includes sections on: ‘Every child deserves a
healthy life’ p36; ‘Natalie (how a young girl is affected by asthma) p42; ‘No child
should be held back by a disability’ p90; ‘what is life like with a disability’ p92; and
‘Living with a disability’ p94.

All kinds of bodies: A lift-the-flap book Emma Brownjohn (2002) by Tanga
Books. London

This little book has lift-the-flap pages that show how people have different shaped
hands, feet, faces and bodies. How some people wear glasses and others don't, how
some people use crutches or wheelchairs to get around and others don't. It claims to
show how we are all special, although different to each other,

I'm special Jen Green and Mike Gordon (2003) by Wayland Publishers.
London

This book provides an introduction to the subject of disability for young children. It
describes the feelings of disabled people in their everyday life and in their encounters
with people around them.

Going to the hospital Fred Rogers (1988) A Paperstar Book. Penguin
Putnam Books for Young Readers. New York

The book contains pages of coloured photographs showing children experiencing
hospital for the first time. The text is simple and talks to children about hospital
visits.

Going to the hospital Anne Civardi (2002) Usborne First Experiences.
London

This is the story of a young boy's first visit to the hospital. Each page is full of
detailed illustrations that show people, events and places in hospital.

Tomorrow I will feel better Ann De Bode and Rien Broere. Evans Brothers
Limited. London

This is the story of a young girl who has heart surgery. The book has illustration and
text about a complex experience.



