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Abstract

This research project sets out to explom lihed experience of Being and caring for a
child with a Life Limiting Condition. TIs research uses van Manen’'s (1990)
conceptualisation of hermeneutic phenomegglthat is both aesearch methodology
and a method. The first empirical work igpeeliminary study usig focus groups with
professionals. The findings of this work actsadsackdrop to the furer two studies that
involve interviewing, in-depthiwenty eight parents and five children. The second study
details the parents’ lived expences and the final study looks at five parent-child dyads
and their combined lifeworlds. In keagi with the phenomenological methodology, data
was analysed using Template Analysis (King, 2004).

It is a rare opportunity to observe and spegk children with Life Limiting Conditions

and so gain insight into their lives. Their nafability is often characterised by rare and
difficult-to-diagnose conditions, significantlghortened life spans with compromised
quality of life. For the participants, the experience of Life Limiting illness was not only
personal, but was also traasional, communicative andgioundly social. The challenge

is one of Being thrown into an abnormal unready world which compels one to consider
the paradoxical temporality of the here amalv. This brings recognition of being the
same as others in a lived space, but alsogbaifferent in a fundaental way that has a
significant impact. The challenge is met by adapto the environment to find new ways

of Being.

This research encourages readers to thduightreflect on what is it like for these
families and those involved in their carendato consider practice improvements that
address the triadic experience (of child, paerd professional). Ehfull significance of
such reflection will ideally promote furthguestioning and inquiryin keeping with the
always provisional naturef phenomenological inquiry.
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Chapter 1: Introduction

*k*k

| have Duchene Muscular Dystrophy, a progressive and life-limiting
condition for which there is cuwently no treatment. Having been
diagnosed when | was only a year old, this knowledge has always been
part of my life and inevitably, it haaffected every aspect of my life.
Young children are not knawfor their selfless aains and perhaps this
explains why they would never tell me where their den was or help me
to get to it in my wheelchair; they seemed to be protecting it as if it was
Bletchley Park. Being excluded fronormal things that my peers took

for granted began to be part of ifg - a pattern thagjot stronger as |

got older. For a time, older siblingé my contemporaries filled the gap
and helped me to enjoy activitissich as fishing. People have often
been willing to talk tome and help and | & that the kindness of
strangers is often underestimated. Véaever been afraid to talk to
people and ask questions, although on occasion, | have felt that there
was surprise that a child in a whelshir could ask intégent questions.
Perhaps there are stilo many preconceptions about wheelchair users.
Sometimes, though, | feel that mineais existence, nat life. There are

so many things | would like to be alitedo that others take for granted

- from the most mundane activitguch as walking to the shop, to
discovering the vineyards of Francéhis does not mean that | am
unhappy all the time and there are moments when | forget my physical
situation and enjoy life - whendm making people laugh (especially
my dad), when | read a good book (although someone has to turn the
pages for me, a source of great frastm), or when | am in my garden
making sure that my pumpkins dveing watered. Life expectancy for
this strain of muscular dystrophy c@mmonly 20s to 30s, but this is
something | prefer not to think aktpwalthough it does have an impact

on everything | do. As | have becomere disabled the big things in
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life are increasingly beyond my reach and small events assume greater
importance: watching a flock of birggeparing to migrate, seeing seeds
grow in the garden and experiencing the sun on my face. The
progressive nature of my conditionshaeant that just when | should be
gaining independence amntrol of my life - lam now 22 - | have
become more dependent and mizon other people, mainly my
parents, to do everything for me except think, and sometimes they even
try to do that for me! (Nick Wallis, ‘My Life Long Desires’ Guardian
Newspaper, January '152007).

The introductory excerpt illustrates how alifmiting condition (LLC) can affect every
part of the patient’s life. Wallis (2007) illustes lived experiences ekclusion, of others
ill placed perceptions, of dependence and reliaBaeinterestingly he also talks of being
happy, enjoying life and of appreciating the #rtteings. This short but rich description
of Being enticed me into wondering how LL&ee lived in their entirety by children and
parents. There is little published qualitativesearch into the lived experience of life-
limiting illness and of parenting a child withLdC. Therefore, there is also a paucity of
material in the literature to which healthsmrcial care professionatsn turn to, to begin
to develop an understanding of the experiekcgially, there is alsbttle for a parent or

child to compare their own experience with.

This chapter will detail my terest in the phenomena under study and will set the scene
for the thesis. Issues of definition, policy and practice will be discussed, before the

structure of the thesis is outlined.

1.1 My interest in the phenomena under study

My interest in the experience of living wittie-limiting illness and of parenting a child
with a LLC first developed when | met @arent through conducting a local service
evaluation study. It is difficult to explain the it feeling | had for her. To say that | felt
sorry for her would be inadequate. | saw anan struggling to make ends meet in caring
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for her sick child, financially, physicallynd emotionally. Yet | &o saw a woman who
displayed incredible strength in a multitudeways and a childvho appeared ‘happy’
irrespective of his condition. gered at my own ignoranceduncertain what to say, |
found myself asking her to tell me whatnas like to live with a child who has a LLC.
Her words gave me a poignant sense of withais like: her words framed the impetus

for this study.

Well they just say that his care isligive, its all palliative, | mean
they can'’t tell me can they, they can’t answer me, | mean nearly every
other week they were telling meatthe wouldn’t survive another day.

It is argued that we have often failed to recognise the special care that these families

need:

Due to the fact that my son’s phyaicondition started to deteriorate
when he was four years old, alstohis entire life was a visible
expression of that frailty and impermanence. As we lived our different
sides of the experience withinethfamily, it was obvious that his
physical and cognitive impairmentsstiinal iliness and his death were,
although unusual, simply one expression of our common human
experience...Reflecting Frank’s (1995) description of an ill body as one
of essential chaos, my son’s life was rendered completely chaotic and
unpredictable as the rdsof impairment...Living alongside my son as
he visibly journeyed from life to ddaitn fifteen years, took me to the
centre of life within death and déawithin life, a paradox we all live

with, but spend most of our tinie denial of (Murray 2003:523-524).

Health services have for many years conegatt on curative medicine or the promotion
of health, and those who have long term hiiggt, especially where death was expected,
have taken a back seat (Craft 2004). €hare enormous burdens for families, both

physically and emotionally, and without adetuaupport, they will almost inevitably
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face social isolation, burnout, mentaidaphysical exhaustion and marriage break-up
(Lindesay, 1999).

This thesis provides an exploration of teeperience of living with a LLC within the

framework of a phenomenological approach. The main aims of this work are as follows:

1. To elucidate the lived experiences of children with life-limiting conditions (LLCS)
and their parents.
2. To consider the implications of these livedperiences for health and social care

professionals.

1.2 Issues of definition

This area of research has been confoundgatdiyiems of definition and the semantics of
whether conditions are life-threatening dediimiting. The latest contribution proposed

is that a life-threatening illness is one where there is a possibility that a medical
intervention might prove succeskfleven if the treatment poses a threat to life). LLCs
are those for which there isrcently no available cure andeltondition is likely to lead

to the child dying prematurelyn practice, the distinctiois often arbitrary since an
individual child may oscillate between ethtwo definitions especially during acute
exacerbations of the illness, for exampi children with cystic fibrosis.

For the purpose of this thesis a LLC is defined as:

Any iliness or condition developed in childhood whereby the
child is likely to die beforeadulthood or with a limited
expectation of life thereafter. Alternatively, any condition
developed in childhood that, without intervention, will cause a
child to die prematurgl(NHS Executive 1998:5).

Children with LLCs have a wide range of eéises and disorders. Some are genetic and

obvious from a very young age. Others, sucltascer, are contrad in childhood or
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adolescence. The needs of children with Lla@d their families are complex and a large

proportion have long term needs. Many of toaditions are associated with progressive

deterioration, rendering the child increwgy dependent on parents and carers.

LLCs have been classified into four bradidease related groupy The Association for

Children with Life-Threatening or Termin&onditions and their Families (ACT) and
The Royal College of Paediatrics and Childalth (RCPCH) (1997) and are detailed in

Table 1.2.

Table 1.2 Classification of LLAs Children (ACT and RCPCH 1997)

Group 1

Group 2

Group 3

Group 4

Conditions for which curative treatment may be feasible but can fail e.g.
cancer, irreversible organ failures of heart, liver, kidney.

Conditions where there may be long periods of intensive treatment aimed
prolonging life and allowing participation in normal childhood activities, by

premature death is still possible e.g. cystic fibrosis, muscular dystrophy.

Progressive disorders without curative treatment options where treatment
exclusively palliative and may commordyxtend over many years e.g. Batte

disease.

Conditions with severe neurologicakdbility, which may cause weakness a
susceptibility to health complicationg)jcamay deteriorate unpredictably, but

are not usually considered progressive e.g. severe cerebral palsy.

at

S

'S

In summary the classifications include possitilirable (Group 1), peds of good health

but limited life (Group 2), progressive sirders with no treatment (Group 3), non-

progressive but severe (Grodp. Accurate mortality and pvalence data for children

with life-limiting conditions isnot readily available, althmh it is estimated that 1 per
10,000 children die each year from a LLC dfdper 10,000 children are likely to have a
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LLC (ACT and RCPCH 1997). Estimates foortality are based upon a study by While,
Citrone and Cornish (1996) who listed LLG=adling to premature death and identified
the number of deaths for the period 19891891 from OPCS data for England and
Wales. They reported that approximatdlyl00 children die each year from LLCs of
which 40% are from cancers, 20% frorealt disease and 40% from other conditions.
The limitations associated with the reportingl @oding of cause of death and differences
in the practice of recording the primary sauof death are cldg recognised. Lenton,
Stallard, Lewis and Mastroyamopoulou (2pOproduced estimates that could be
extrapolated to the UK population, but not aggible to many parts of the world where
both LLCs and expectations are significantly different.

Children with LLCs are said to have palliativare needs. Palliative care is the holistic
care of patients whose disease is not respens curative treatments (National Council
for Hospice and Specialist Palliative Care &=y, 1996). Palliative care was originally
synonymous with end-of-life care typically the dult with cancer @ached a point in
their disease when active treatment waslarger effective and life expectancy was
measured in weeks or months. This approach also worked well for children with
malignant diseases. However, there isradeger group of children with non-malignant
diseases whose condition is diagnosedrly in life for example, congenital
malformations, for which therig no active treatment an@ath is expected in childhood.
It seems entirely appropriate to call the ctirey require, palliative care, even though it
may span a longer period of time. Palliatoere for children, centres on the quality of
life for the child and provides support foretfamily, manages digssing symptoms and
provides respite and care through deatth bereavement (ACT and RCPCH 1997).

As in adults with LLCs, children with LLCs geire packages of palliative care. Palliative
care in children is a comprehensive multidisciplinary approach to care that seeks to
enhance the life of children and families livimgth life limiting conditions. It involves a
holistic approach embracing symptom mamaget, psychosocial/spiritual care, and
bereavement support. The need for palliative bagins as soon asigt clear that a child

has a LLC. Whether community-led, diseaseesiic or specialist, active individually
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designed palliative care approaches suppaldreim and families to lead as normal lives

as possible.

1.3 Policy

According to the recent Department oéaith document: Commissioning Children’s and
Young People’s Palliative Care 1S&es (2005); everchild with a LLCand their family

should be able to access services that:

e Promote their quality of life by managim@in, adverse symptoms and specialist
palliative care needs.

e Integrate multi-agency assessment of the child’s needs, involving them and their
families as much as they want, in decisions about how their needs could be met in
a choice of settings including home, hospital or hospice.

e Are coordinated at the point of deliyelacross health, social services and
education.

e Respond to their changing needs as theyerfrom children’sservices to adult
services.

e Are delivered by competent staff.

e Are planned in partnership and provideg a network of agees, including the
statutory and voluntary sector.

e Provide information in appropriate foats and language about services and the
child’s condition and treatment.

Improving the quality of palliative care for children, young people and their families is an
important aspect of the Children, Young Peophd Maternity Services National Service
Framework (DoH 2004). The Children’'s SR sets the health and social care
developmental standards for serviceshddren and young people by 2014. However,

the child protection element 8afeguarding Children is t® under ‘Standards for Better
Health’ (2004). In effectthe 2005 manifesto commitmeta double funding for end of

life care means that more people, including children, can have the choice to die at home.
A number of other related policies alsopatct on delivering this commitment. These
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include the public service agreement targetdong term conditions, access to services,
and patient and user experenas set out in ‘Improvement, Expansion and Reform: The
Next Three Years’ Priorities and Rlang Framework, 2003-2006 (2004)’, the ‘NSF for
Long Term Conditions’ (DoH 2004), andethforthcoming White Paper on ‘Out of
Hospital Care’. Building on the five key outcomes that are set out in ‘Every Child
Matters: Change for Children’ (2004) and ‘The Children Act’ (2004), Standard 8 of the
Children’s NSF expects high quality palliaticare to be available for all children who

need it.

Partnership working is considet to be crucial and is a core principle in the following

key policies:

e Every Child Matters: Change for Children agenda (DoH 2004)

e The NSF for Children, Young People and Maternity Services (DoH 2004)

e Making it Better for Children and Young People (DoH 2007)

e Aiming High for Disabled Children (HM Basury/Dept of Education and Skills
2007)

e The Children’s Plan (Dept for Children, Schools and Families 2007)

In addition, ‘BetterCare: Better lives’ (DH 2008) published in February of 2008, builds

on the ‘Palliative Care Services for Childrand Young People in England’ report that
was published in May 2007. The report was the result of an independent review of
children’s palliative care services whiénvolved wide rangingonsultation. The 2008

document is considered to be the next stegncouraging change. There are three aims:

1. To highlight key aspects tie independent review
2. To challenge and inspire local commissiorterprioritise the needs of this patient

group
3. To act as a framework for future service design and delivery.
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To try and ensure children’s palliative caervices are given pridy and planned well,
the following eight goals are putriard by ‘Better Care: Better Lives’:

Improved data

Equality of access to universal services

Responsible and accountable leadership

Choice in preferred place of caredamidening of community services
Better end of life care

Stronger commissioning and value for money

Successful transition betweenildren’s and adult’'s services

© N o g s~ w D PE

Planning and developing an eftive and responsive workforce

Phase two has been planned and will taletitie of “The Children’s Palliative Care
Project’, whereby support materials will be developed and road show events organised
throughout the country. This will be to publieishe strategy and tieelp localities to

develop their own strategies for delivery.

Interestingly, in July 2008 we saw the pehlion of the ‘End of Life Care Strategy’
(DoH 2008). This strategy is focused on pramgpthigh quality care for all adults at the
end of life. ACT however, have published &king (also in July 2008) to highlight the
implications and opportunitiethis document has for chieh’'s palliative care. This

briefing is summarised in table 1.3.
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Table 1.3 Implications/opportunitied the End of Life Care Strategy for childtempalliative care (adaptd from ACT briefingfor

members, July 182008).

Strategy point

Meaning for children’s services?

Linkage to ‘Better Care:
Better Lives’ (BCBL)

Way forward

Differences are highlighted rg¢
place of death between age group
e Those dying in young adult [if
(15 — 44) or in the middle yea
(45-64) are more likely to die ¢
home.

Children and people aged 75-
have the highest in-patient dez

rates.

2This point identifies discrepancies
[across the age ranges. Is it the cas
ethat more young adults are able to
rslie at home because district nurse
aare more accessible for support in
the home, alongside specialist nur
gfpr example Macmillan and Marie

wturie nurses?

Is it the case that more children dig
in hospital because community
services are inadequate to provide|
support? Or is it because it has be
the family’s choice for the child to

die in hospital?

s&ommunity services are

schildren and young people

segtting e.g. home or

BCBL suggests that

developed to support

away from the hospital

children’s hospice.

(1)

Survey what services are availab
that provide home/community care
to children and young people with
palliative care needs.

Determine if workforce

development plans are aiming to
d
e

look at the staffig numbers neede

to provide 24 hour support and ca

=

to children and young people with
palliative care needs. Do these

plans also look at the needs of th

D

non-statutory sector? Are there a

—

education and training plans a foo
to ensure staff are appropriately

skilled?
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Strategy point Meaning for children’s services? | Linkage to ‘Better Care: | Way forward
Better Lives’ (BCBL)

Because medical care has advanchkds expected that children’s, young BCBL outlines a key Determine who leads on children’s
many of children and young peoplpeople’s and adult services will objective — that transition | palliative care in the local Primary

with LLCs who need palliative careconsider the needs of young peoplefrom children’s to adult Care Trust (PCT).

are living for longer periods and services is planned and
can achieve a good quality of life|if purposeful for young Determine who leads on end of life
they and their families are well people with LLCs. care in the local PCT.

supported by services. However,

the support they opiire is complex Determine how transition is being
and as such a lot of careful planning viewed by commissioners and |if
is required by commissioners when young people with palliative care
considering transition to adult needs are being considered in any
services and in planning end of life work on transition and end of life
care services. care.
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Strategy point

Meaning for children’s services?

Linkage to ‘Better Care:
Better Lives’ (BCBL)

Way forward

The bereavement needs of childi

and adolescents  should
acknowledged and information a
support provided that is aligne
with their development and level
understanding. Staff need to kng
that adolescents may wish to
totally aware of all the process
surrounding death and
parent(s) or guardian(s) will requi

support to understand this need.

In addition, whee a child or young
person has been a caregiver in
this b

acknowledged and spected at th

home, role  should
time of death and in planning pg

death arrangements.

thei

2desponse to need?

re

)
the

e

D

st

dn it possible for children’s services
b share their bereavement experti

navith adult services to develop loca

Not really considered by
sBCBL. However, there is
recognition of the needs o
siblings when looking at
overall need for

bereavement support.

Determine what services
provided in the area.

fLook at forging links with othe
providers to maximise loca
bereavement services that can

offered.

Look at the support offered to sta

are

!
al
be

22



In addition, the UK government has introduced a number of policies directed at
improving support given to carers. The Carers (Recognition and Services) Act
(Department of Health 199%cknowledged carers’ rights to have their needs assessed.
The National Carers’ Strategy (1998) set forth a process of consultation intended to
determine strategies for addressing carerséds, leading to the strategy document
Caring about CarergDepartment of Health 1999) and @arers and Disabled Children

Act (Department of Health 20p0Both the Health AdPartnership in Actior{Department

of Health 1998) and the White Pap¢aluing People(Department of Health 2001)
highlighted pooling of budgets and integratiohservices in order to facilitate better
services for carers (Walker & Dewar 20(Read 2002). The importance of effective,
joined-up multiagency provisionf services has long beeacognised as important for
disabled children and their families. The massuies identified in the literature have been
recently reiterated in the repasf the external working group for disabled children, as
part of the Children’s National Service Framework (Department of Health 2003). One
specific group of these children has recentlgdmee the focus of interest — namely those
children with LLCs, with a recent investmteof £48 million fromthe New Opportunities

Fund to develop children’s palliative easervices (Lentorsranck & Salt 2004).

1.4 Practice

In the UK there are several different models of delivering palliative care to children,

which have developed separately but are mmreasingly working together (Hain 2002):

e The outreach model — a disease baggataach, comprising paediatric outreach
nurses liaising with a specialist paediatric consultant. This model is typified by
paediatric oncology services, and inciegly emulated (for example by neonatal

and respiratory teams).
e The children’s hospice movement — Most are funded by charity, and run by

nurses, with medical suppoirom general practitioms. Unlike adult hospices,

most focus on providing high quality speciahsspite, rather than terminal care.
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e The community nursing teams — these liaise where necessary with paediatric
consultants. These teams can have dcpdat role in the care of many children

with non-cancer LLCs.

Indeed, care for children with LLCs is delreel in many forms in all areas of the UK.

The growth of services has traditionally bdssed on local interest and the availability
of charitable funds. The heterogeneity o thatient population makes flexibility a key

feature of any service and care for childvéth LLCs. Similarly, the complex needs of

each family are unlikely to be met by a smgervice, which makes co-ordination of a
number of different serviceend professionals an impantaelement of care (Hynson and

Sawyer 2001).

ACT and RCPCH (1997) made comprehensive recommendations for service
development in relation to the care of children with LLCs. In addition to general
legislation and government polic their guidelines identified baseline principles to
underpin service development. These included:

Joint planning and commissioning betweealtie social andaucation providers
. Flexibility and choice for children, parents and families
. Child/ family centred care

1.
2
3
4. Continuity of care
5. Staff with training and expertise
6

. Transition to adult services.

Sick children and those with ongoing healtled® are spending less time in hospital than
in previous years (Whiting 1997). Despite timcreasing numbers of children admitted
every year, there can be little doubt tlchildren are being dibarged from hospital
‘quicker and sicker’ (Audit Commision 1993)MNst our capacity to manage at home
children dependant on technology steadily insesgsuch as children requiring long-term
ventilation or those dependaah parenteral nutrition), ¢hevidence base on which to

plan care packages is patchy, and often ip#gtlans and children’s nurses have to

24



devise care plans based on limited expeeeand evidence. ddd quality community
care for children with complex healthcareeds should not only meet the medical and
technological aspects of care, but also famugnhancing the quality of life (QoL) for the

child and providing support fahe family (Abu-Saad 2001).

Few robust clinical studies have been conducted in this area because of the complexity
and rarity of many conditions, the many wles involved with these vulnerable
children, the difficulty of assessing childrefth communication problems, and the many
ethical dilemmas around researching the patieoup. The research agenda is broad and
covers many different areas (Edmond dgaton 2004), and despite the increasing
number of studies and policies relatedmproving supports for parents who are carers,

the acquisition of accessible aappropriate respite services remains problematic (Sloper
1999). This in turn raises ffilner questions abouhe nature and pe of provision
required by children and families who hagelong term condition and the interface

between disabled children’s servicewd palliativecare services.

1.5 The structure of the thesis

To elucidate the lived experiences of childveith LLCs and their parents, this research
uses van Manen'’s (1990) conceptualisabbhermeneutic phenomenology that is both a
research methodology and a method. the context of research methodology,
hermeneutic phenomenology refers to a certh@oretical philosopbal framework in
‘pursuit of knowledge(van Manen 1990:28). The methodological premise of van Manen
advocates the philosophical belief that human knowledge and understanding can be
gained from analysing the prereflectivesdeptions of people who have lived the
experience in question. In other words #ssence of the pi@menon is uncovered by

gathering text from those livingand then interpreting this text.

Although it may seem that the research tjoasrather than the research methodology
formed the important starting point of this stuthyjs is only true ta certain extent. The

reality is that the research conductedswary much guided by the methodology chosen.
My interest in turning to the nature of tied experience developed from a deep interest
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in investigating how different p@le, in the context of partiar individual and societal

life circumstances, set out to make senseesfain aspects of man existence and the
interpretations that are madé those existences (Heidegger 1962). Far reaching travels,
lengthy home visits, in-depth conversatioestensive note taking and reflective practice
were other central elements of the reseanetthod and my development as a qualitative
researcher. It is a phenomenological studyviich lived experiencesf the world of
everyday life are the central focus, and agaidhat will be discussed extensively in the

methodology chapters (Chapters 3 and 4).

Life-limiting illness will be explored by examining the views of professionals via three
focus groups and then by intewing in-depth twenty eighparents and ¥ie children.
The children and parent participants willdngestioned with regard to their understanding
of their world through expression of themoughts and perceptions. In doing so, | follow
van Manen’s methodological research approactvhich human situatedness is placed
centrally, based on the belief that humamnbeiand the meanings they assign to their
experiences can be best understood from theriexpel reality of thei life worlds (van
Manen 1990). This means that the voices ofigpgnts are incorporatl in the research

to provide a description of life-limiting illness as it frames their lives.

Chapter two details the literature reviddere, the background issues to the phenomena
under study are addressed. The literature rediews on research withchronicillness,
disability and life-limiting illness and the pobk impact on families is highlighted. The
chapter culminates with a summary outlining any presuppositions’ gained from the
literature, detailing currerdaps in knowledge, the main research aim and questions of

the current study.

In chapter three, | describe in detail hdvermeneutic phenomenology fits this study
when seeking the meaning of life-limiting illness. | outline the theory behind the method
by discussing the philosophical framewonkdathe fundamental assumptions. | discuss
how the central point of this thesis is theegyday lived experience’ of human beings, as
they find themselves in the world and as thexe active shape to their world. It will be
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demonstrated that through phenomenolodileilking, it is possible to understand such
experiences and therefore, sedpgently, to act effectively inur dealings with people. |
will detail the way in which the methodology, positioned within the interpretivist
approach, was developed to draw out th&icacies and intimacies of the lived

experience.

Chapter four outlines the research design and the methods conducted in this study, by
detailing theoretical and practicprocedures. It describesttata collection techniques —
focus groups and interviews and owtkén van Manen’'s (1990) phenomenological
approach as combined with King's (2004)mate Analysis — used to organise the
findings. This chapter also dédtathe ethical issues of ttetudy and how they were dealt

with.

Due to the scale and complexity of the reskdmdings, three chapteare dedicated to

their description and discussion:

e Chapter five details the professional fegroups study — three focus groups were
conducted with a number of professittmnafrom health and social care
backgrounds. These findings provide a backdrop to the lived experiences of
children with LLCs and their parents.

e Chapter six details the parestudy - here the focus @ a number of interviews
conducted with parents whoseldhren were not interviewed.

e Chapter seven details the parent-childd¥yatudy — here | look at data gleaned

from parents and their own children.

Chapter five details a qualitative analysis, buer, as this data was originally from a
service evaluation study, the material is oftelated to opinion rather than concrete
examples of experience and thus limits phenomenological exploration. However, chapter
six and seven detail a more in-depth mim@enological analysis as the interview

schedules requested illustrative examples of lived experiences.
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Chapter eight goes on to summarise the nfiaitings of the reseah and details the
essential themes. Discussion is focused upesethessential themes with reference to
original data and some of the earlier eaved literature. The @pter ends by drawing
conclusions and indicating the limitations anplications of the findings for practice,

research and education.
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Chapter 2: Literature Review

*k*k

When a child dies in a childrenigard.... There is a whispering and a
scuffling behind the scenes, a fugimoving of white covered trolleys
in and out of the ward, usually dng the night. Nurses and doctors are
pre-occupied and do not answeregtions and arenduly irritable.
Above all, there is a stupidoretence that nothing unusual is
happening... but do we really thirtkat the ‘secret’ is not known to
every child on the ward? (Yudkil967, cited in Judd 1996:40).

Have things changed? Over forty yeams and with the introdition of palliative
paediatric care, one would expdhat there now is a greatprofessional awareness of
the impact of a LLC on children and theinfdéies. Hopefully, the day to day lives and
experiences of those facing premature dea¢hmore supported by systems of care, and

are less taboo subijects for all.

This literature review will evaluate the reseh to date which hdé resonance with the
lived experience of LLCs for ‘the professionathe parent’ and ‘the child’ and will build
a rationale that advocatdke phenomenological study @fofessionals, parents and

children to elucidate the richness and comipiles of their lived experience of LLCs.

2.1 Perspectives on grief

Death means the loss of many things — thes lof this life, of self as a person, of
tomorrow, of those we love, and of all we kndw families with a dying child, losses are

felt by every member of the family. Not onitgust the parents prepare themselves for
their child’s death, but the ill child must alsteal with this reality. Therefore, it is
important to understand the experiences of death and dying that affect both families and
those who provide care for them. It is alsgportant to consider how dominant theories

may shape how professionals and lagpde understand and respond to grief.
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In early conceptions, clinicians and thists viewed grief as linear and time-bound.
Terms such as grief, grieving, and moaghiwere used synonymously. Uncomplicated
grief was seen as a progression throughestagf shock and disbelief, developing
awareness of loss; and pvobed recovery. The work of uncomplicated grief was
expected to take fouio six weeks to complete (Te&D91). If mourning was delayed,
chronic, exaggerated, or mask then the grief response was said to be abnormal.
Consequently, the extended grieving typical of families of a dead child was seen as
pathological and requiring psychiatric assigte or counselling. Since Freud, grieving
and mourning have been conceived as tbegases whereby the bereaved person adjusts
to the realities of their loss, enabling thendisengage from the deceased and reinvest in
new relationships. John Bowlby’s attachmheheory (1969-1980) and Colin Murray
Parkes’ psycho-social elaborations (197#gmpsychological models of bereavement,
allowing predictions regarding the outcomé an individual’'s bereavement process
(Parkes 1993). Bowlby believed that our emotional béewilse out of @ep seated innate
mechanisms which have evolved in order to ensure sur{p246). Bowlby argued that
infants of many species have physical feadueind behaviours, which call forth care and
protection from older group membeltafants also possess a motivatiofettachment
system designed by naturalesgion to regulate and maintaproximity between infants
and their caregivers(Fraley and Shaver 1999:736). The theory implies a cause-effect
relationship between early attachment pageand later reactions to bereavement,
arguing thatwhether an individual exhibits a heajthor problematic pattern of grief
following separation depends on the way brsher attachment system has become
organised over the cose of developmen(p740). Although therbad been a number of
theories proposed by social scientistsout grief (e.g. Glase& Strauss, 1965 —
‘Awareness of Dying’ and Glas & Strauss, 1968 ‘Time fddying’), in general little
focus was paid to death and dying by sodalentists until Elizabeth Kubler-Ross
published ‘On Death and Dying’ in969 (Kubler-Ross 1969). This book was
instrumental in bringing thetaged model of grief into ¢hpublic forum. According to
Kubler-Ross, people go through five differestages when they are faced with dying:
denial and isolation; angebargaining; depression; andcaptance. Consequently, this
model argues that patients move through thesgestuntil they findy accept their death.
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Interestingly, many professionals and theeyal public continue to understand grief and
bereavement as linear and time bound. For @lantecently | accessed a number of
cancer and bereavement related charity webdo find advice that was attuned to
Kubler-Ross’ (1969) model of grief.

However, the linear models of grief and thedlated concepts i@ been questioned by
some clinicians and theorists d@an & Murphy, 1985, Worthington, 1989, 1994).
Questions have been raised particularly Iatren to the length of time considered to be
‘normal’ to continue grievingand there have been querieatced on the assumption that
failure to achieve resolution of grief is abm@l. Indeed, the five-stage model attributed

to Kubler-Ross that was actually evolvednr individuals facingheir own death, not

grief from bereavement - is not fully supported by research and has been labelled
superficial, inadequate and misleading soyme authors (Corr, 1993). During the 1970s
the model of dying was morphed into a modektages of grief. This may have been a
result of its prominence inndergraduate sociology and psychology courses and Kubler-
Ross’ use of non academic language which made the model easily accessible to the media
and general public (Friedman & James, 20@8®)cordingly, there hae been no real
world examples of the existence of stagesany evidence thatiggests people actually
move from stage one through to stage fivetdad, it is argued that humans cope in many
ways, not just these ‘five’ arttiere also appears to be no prescribed or necessary ways in
which people should cope with death and dyingt as there is no ght’ or ‘wrong’ way

to die. Instead, coping with dying is a rechand more complex process than merely
progressing through certain ill-defined stagadeed, Kubler-Ross herself in her opening
paragraph of ‘On Grief and Grievin{Kubler-Ross & Kessler, 2004:1) states:

The stages have evolved since thetroduction, and they have been
very misunderstood over the past three decades. They were never meant
to help tuck messy emotions into packages. They are responses to loss
that many people have, but therent a typical response to loss, as
there is no typical loss. Our grief is as individual as our lives. Not
everyone goes through all of them or goes in a predescribed order.
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There is however, some empirical reseat@hsupport a dynamiconceptualisation of
grief. If anything is conceptualised as dynenthis means that interactions are multiple
and multiply connected. Furthermore, ittiee multiplicity of the interactions through
time which produces effects. In other wordsief cannot be meaningfully reduced to
single or limited numbers of factors or variables (Bogg & Geyer, 2007). In a study by
Cowles (1996), focus group participants frarvariety of cultural backgrounds in the
United States were asked to draw on thlmim personal experienseof grief. Their
definitions of grief were similar to those in the professional literature. Irrespective of their
culture, they viewed grief as a dynamal] encompassing and highly individualised
process. Participants agreedttbulture or cultural backgund is a key component of the
ways in which people respond to actual or puéémealth problems. They also believed
that, though mourning rituals tnaditions may be culturally fieed and prescribed, each
person experiences grief in his or her own way. In addition, grief happens to everyone
and in different ways and across all ageups. The participantdiscussed their own
grieving and experiences of how others heasponded to death differently within their
own culture. As a resulthey were not judgemental abaathers’ experiences of grief.
Others’ experiences were viewed as justedent, not as wrong gpathological in any
way. Most participants statetthat the progression of gfies unpredictable and that
changes over time vary. In addition, it was adhtieat grief does not necessarily have a

particular end point. Indeed, the bereawed/ continue to grieve for many years.

The extended period of illness experiencecchydren with LLCs may provide families

with time to prepare for the death ofeth child. In accordance, Kubler-Ross (1983)
proposed that when families have time rnwurn losses as they occur, then the
seriousness and frequency of gsylogical difficulties following the child’s death will be

less intense. Anticipatory mourning is the term given to the time spent preparing for the
moment of death. Originally discussedaasicipatory grief, the phenomenon involves a
number of tasks: griefral mourning, coping, interactiopsychosocial reorganisation,
planning, balancing of conflicting demandsddacilitation of a good death. In general,

the anticipatory mourning literature concergsathis process in adults who are going
through experiencing the loss ahother adult. There is vetjttle research that has
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addressed this phenomenon for parents aitdreh. Although, where parents have been
satisfied with end of life care taf they have lost their chiltheir grief response is in fact
less severe than those who were not satisfiéld end of life car§Seecharin, Andresen,
Norris & Toce, 2004). As a result, CarterL&vetown (2004) advocate that bereavement
interventions commence prior to a deathaothild. However, one difficulty with the
concept of anticipatory mourning that it leads to the agsption that an expected death
is easier to deal with than an unexpectlsth. Many cliniciandiave observed that,
despite education around anticipatory nmiog, families are rarely prepared for the
reality of theirchild’s death. Davies (1993) notedathparents and siblings, who have
accepted the inevitable outcome of the chiltlisess, often talk about the death in less
logical terms such a8ut | didn’t think he would die until he graduateat ‘| thought he

would wait until I got home from schod@p.141).

In summary, at the most obvious level, sdaienstudies have failé to support any real
world sequence of emotional phasd adaptation to loss or identify any clear endpoint

to grieving that would designate a state of ‘nemg’. Neither is it clear that a universal
or normative pattern of grieving exists that would justify the confident diagnosis of
symptomatic deviance from a healthy grieviegnplate as grief that could be labelled
‘disordered’ or ‘pathological’. More intergsgly, some critics ofinear or stage models
have started to focus on the ways in whsdich indirectly disempower the bereaved and
care givers by their indication that griegi people must pass through a sequence of
psychological transitions that are a resultexternal events. They have queried the
inference that emotional states should be odtmelevance in theories of grieving, and as
such they appear to marginalise both megsiand actions ohdividuals (Friedman &
James, 2008). Finally, some theorists hawgubheo question the individualistic nature of
traditional theories, which construe grief aseatirely private process, inconsiderate of
the context of human relatedness (Neimeyer, 1998).

Encouraged by these criticisms, and suppbitg a contextualist, constructivist, and

interpretive shift in psylwology (Neimeyer & Mahoney, 1995), a new stream of grief
theories is slowly emerging. These are thougheflect a changing ‘zeitgeist’ about the
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meaning of loss in human experience. These theories share key elements. They are
sceptical about the universality of an expected emotional trajectory that ensues from
psychological imbalance and leads on to pgstchent. These theories have a greater
appreciation of more complepatterns of adaptation. Theye moving away from the
ideology that ‘successful grieving’ happens once the bereaved removes their mental
attention from the person who has diedd anstead focuses on the potential mental well
being that can evolve from having potafiti continued symbolic bonds with the
deceased person. This is a very important sisifit counters the dominant ideology since
Freud.

Contemporary psychoanalysts, especidiigse who work from object relations theory,
self psychology and relational psychoanalygise moved on from Freud’s psychological
model of instinctual energy and isolatednta functioning. Mitdell (1993) highlights

the move to accepting life as being fundamentally embedded in relationships and
interpersonally oriented meaning. Psychologidal is no longer viewd as private or
predicatable and as such myalong held beliefs are being reconstructed (Stolorow &
Atwood, 1996). As a result, many theorists questioning the standi Freudian model

of mourning and its key characterist{aines 1997, Hagman 1993, Kaplan 1995, Shane
& Shane 1990, Shapiro 199, Shelby 1994). Invosk ‘Detachment and continuity: The

two tasks of mourning’, RoloeGaines (1997) stated:

Emphasis on the need to detach from the lost object has obscured
another aspect of the work ohourning, which is to repair the
disruption to the inner self-otherelationship caused by the actual

loss... this is the task | Bdcreating continuity” (p.549).

A number of the contempary mourning theories haveupported Gaines’s (1997)
critigue (Hagman, 1995, Kaplan, 1995, Shapi®94). They talk about how too much

focus has been centred on relinquishment and as a consequence the normal processes of
preservation and continuity have been eetgd and maybe even pathologised. Shapiro
(1994) has even commented that:
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Grief is resolved through the ctem of a loving, growing relationship
with the dead that recognises thevngsychological or spiritual (rather

than corporeal) dimensions of the relationship (p.552).

A fundamental argument of these new pm®analytic and constructivist models
(Neimeyer, 1998) of mourning is the needntaintain the attachment to the deceased,
and the importance of maintaining a senséhefmeaningfulness of the relationship that
survives the loss. Kaplan (1995) commenbedthe importance of keeping the dialogue
going with the deceased and has stresseddleeof ‘creating continuity’. In addition
Shapiro (1994) has discussed the so@atdrs that can maintain the connection and
Hagman (1995) has discussed the transfoomadind internal restcturalisation of the

attachment to the deceased person.

These models appear to be more attentiv@dad cognitive process#sat are entailed in
mourning, thus supplementing the traditiof@us on the emotional consequences of
loss. They de-emphasise universal syndroofegrieving and instead focus on ‘local’
practices or cultural variations in accowaating loss. They argue for a greater
awareness of the outcomes of major loss, imseof the individual’sdentity, and for an
understanding of how the bereavedy come to re-define themselves and they also have
an increased appreciation of the possibibfy learning anddeveloping through loss.
These approaches also have a broadened fobhey. are not just interested in individual
survivors but also how grief is negotiated within families and wider social forums. A
further prominent theme in these newer theories is their insistence that meaning

reconstruction in response to a loss isaietral process in gneng (Neimeyer, 1998).

Indeed, grieving is something we do ag ttomplicated whole psons we are. We
respond in all dimensions of our being at @n¥ictor Frankl's (1992) seminal work,
‘Man’s search for meaning’, conveyed thaople have a psychological need to seek
meaning and purpose in their lives, and thigedralone can help them to face and get
through really difficult life events andxperiences. Folkman (2001) has stressed the
importance of trying to find beefit in a negative experiea, arguing that successful
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coping and positive affect are a result of itige reappraisal’, a so called cognitive
reframing of an experience to be able tewiit in a more positive way. In her revised
model, she talks of this reframing ascharacteristic of meaning based coping, but
stresses that further research is neeteéxplore the content and specific meanings

attributed to experiences@how these occur over time.

In line with this new understanding there are a number of changes in clinical

practice:

1. Each person’s response to lmmement is unique, and what is
normal and what is pathological must considered in the context
of the patient’'s specific personality, relationship to the deceased
person, and his or her familial and cultural background. Openness to
psychological individuality and willingness to explore the unique
bereavement response of the patient is crucial.

2. What therapists call ‘pathologiceesponses’ may be unsuccessful
strategies to maintain meaning and preserve the attachment to the
lost object. Treatment requge not relinquishment but an
exploration of the continuing e of the attachment to the
survivor, with a consequent recamgtion of the meaning of that
person in the context diie survivor’'s ongoing life.

3. Bereavement results in a crisis in the meanings by which a persons
life is given structure and substan@éerefore, pathological grief is
meaningful, however disturbed and painful it appears.

4. Grief affects are not the external mif@stations of private processes
but are efforts to communicate. w@n this, pathologic mourning,
traditionally viewed as regressive and asocial, must be assessed for
its often-hidden communicative motive. No matter how withdrawn
into grief a person appears to be,dneshe is struggling to maintain
relatedness, whether to the internal representation of the dead

person or to the social surround.
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5. Mourning is fundamentally an intubjective process, and many
problems arising from bereavement are due to the failure of other
survivors to engage with the bereaved person in mourning together.
(Hagman, 2001:25).

2.2 The lived experience of LLCs
Children with LLCs face an untimely death, last highlighted in the introduction to this

thesis, children are now living longer with their LLCs than ever before, due to medical
and technical advances in care. Howevees¢hpositive outcomes related to increased

lifespan create othéssues that impact on lived expaces and care, for example:

e How does the child perceive their LLC?

e Do they realise their condition is palliative?

e Does their stage of development sepupon their understanding of death?

e How do parents and professionals recegnilifferent developmental needs and
the concerns an individual child may have?

e To what extent should the child have a say in any treatment/palliative care
decisions?

e What happens when a child may wish to knmre or less than what the parent
desires them to know?

e How do parents cope with the uncertainty of the LLC?

These issues alone make it apparent thap#tieative care of paediatric patients can be
far more complex psycho-socially than for ddult is now forty yars since physicians,
lead by Dame Cicely Saunderscagnised the particat needs of the adult patient and
their families with incurable disease, butséems to have taken much longer for these

needs to have been recognised by paediats@ad policy makers - regarding children.

Few studies have focused oretprocess and meaning ofperiences for all involved.

Researchers need to explore the voices of families where a child has a LLC in order to
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achieve a better understanding of the realityheir life worlds. Here, we can draw on
existential psychology which is grounded in a rich philosophical history. The tradition
argues that human beings havenique capacity that allows them to choose to become
aware of and responsible for their own existe or Being in the world. Key existential
themes include human freedom (Sartre, 198@ency and responsibility (Heidegger,
1962, Levinas, 1969), self-transcendence (Frankl, 1992), and the quest for meaning
(Frankl, 1961, 1988, 1992), and they each t&gaificance when a person has to come

to terms with life while onfronting imminent death.

There is no greater existential crisis thaat tbf facing one’s own death or the death of
your child. Existentialism is Is&d on the fundamental premise that human beings have
the capacity to question and exft upon their own existenceathis, ‘to be or not to be’
(Heidegger, 1962). As such, we are cognitiveelyare of our existence, as well as of our
potential for nonexistence. The ways in whioldividuals live their lies in the face of
such uncontrollability, createthe basis for existegial psychology. Issues of interest
within existential psychology include patieabxiety (for exam@, Heidegger's (1962)
notion of ‘existential angstas ‘being-toward-death’), guilt (for example Heidegger’'s
(1962) notion of ‘indebtedness to being’) ahehial (for example Sartre’s (1956) notion

of ‘bad faith’). Indeed, trying to find meang (Frankl, 1992) and reasons to be alive
become pivotal existential resources for helping patients come to terms with their past

and their present, and to accept an uncertain future.

Although these existential themesy seem to be rather mbad, they are argued to hold
significant potential for promoting meaningféflection and transfonation at the end of
life. Frankl (1988) states thameaning can be found in life literally up to the last
moment, up to the last breath, in the face of de@t76). Taking meaningful ownership
of one’s life, feelings, choices, and beliefss&d to promote authentic relatedness with
oneself, the world, and othefideidegger, 1962, May 1979, 1983).
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2.2.1 Children’s understandings of death

Patterns of understanding in children areidf children’s indvidual experiences,
environment, including family environmenteih intellectual capacities, their emotional
profiles, ethnic, cultural anekligious backgrounds — all ceiftute to how and when they
come to fully understand the meanings tbeir illness and untimely death. What
developmental theories have in common i thcognition that a clillearns first that
death occurs and then that it is both irreNsesand inevitable, the child finally becoming
concerned with details, such as physical gean\What the theories fail to acknowledge
however, is the impact of life events on development, including life-limiting illness itself.
It is argued that, a cognitively aware chilith a LLC will typically acquire a precocious
understanding of illness and death. However, to reject the contribution of psychology

would mean explanations of childhood wemmpletely social (Faulkner, 1993).

Those within the new social studiesabiildhood (for example Woodhead, 2009 & Jenks
2009) would argue that a social account is sufficient but sualass do not recognise

the fact that developmental p$ydogy is more diverse thaney realise and is not totally
focused on developmental stages. Indeed dfiagery has been criticised from within
developmental psychology itself and thus Rt&ywork is not construed as the whole
truth (Goswami 2002). There are branchesdefelopmental psychology that have an
overt social realm and the work ofyyotsky (a contemporarof Piaget) (1978)
challenges the research that argues thatitegrdevelopment is a universal process.
Vygotsky’'s work was focused on the individubke Piaget but in catrast he realised

that to acquire an understanding of child development one needs to understand how and
in what ways mental processes stem framd develop via social interactions and
different contexts, and how mediating socidiatal factors, pdrcularly language, can
affect development (Rowe & Westch 2002)s@\ within Psychology we have the social
constructivist movement which has mdvdorward a wider psychological debate,
critiquing developmental psychology (for example see Burman 1994). The basic
underlying arguments of social constiust approaches hold resonance with
contemporary sociological concepts. Soaahstructivists propose that development

results from the interaction ibtiren have in their socianvironments. In addition, they
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view children as reflexive — they can beicat and creative, actively monitor situations
and people and as a consequence of thpereences and accrued knowledge, they go on
to modify or reject norms. Thus, we mawpdithat children with LLCs do not adhere to
pre-defined stages of cognitive developm@tiaget 1960) and that their understandings
of their illness and death and dying may notabgned to the biagical age or assumed

level of cognitive development (Morss 2002).

Stallion and Papadatou (2002)taiea progressive understandi of death irrelation to

the child’s cognitive developmental stagesth a focus on children with LLCs. They
argue that children irrespective sdcial factors determined Ibiyeir iliness stl adhere to
their developmental psychological milestongébey state that under the age of three,
children do experience grief for themselves atiters. With few developed verbal skills,
they may express their emotions througtying and through manifest anxiety about
separation. Thus they need comfort aedssurance and close and continuous physical
contact (Armstrong-Dailey & Zarbock 1993).ePschool children, roughly the age range
of three to five years, can understand that/tare very sick andot going to get better.
Their concept of death appears to focusdeparture without fully understanding what
that means. They do not usually sense that death is an event that happens to children,
including themselves. They may understandtldeas something that can be reversed
almost by magic; going to sleep or going onip &re also ways of trying to understand
death (Armstrong-Dailey & Zarbock 1993). Frdhe age of six onwards, children begin
to understand that death is a permanent rdbizar a reversible ate and gradually come

to realize that everybody dieShey begin to develop a complex understanding of what
death means. By the age of ten, they canrbegaccept the full impact of what death is —
the cessation of all bodily functions. i@len at these ages with LLCs are highly
observant of adult behaviour@so are able to pick up cli@bout their situation. They
see that their peers may find outward sympta@amg signs of their illness or treatment,
such as baldness, difficult to cope with,igihcan also increase their isolation exactly
when their peer group would normally be shamportant (Stillion & Papadatou 2002).
They can understand that their death isniment and can comment on their peers in

hospital and how close they might also toedeath. From nowonwards into early
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adolescence, children are thought to be féarid troubled about death, which they often
see as cruelly unpredictable. However, they alao be logical andonsistent; they can
spend time thinking about the meanings angact of death antlow they think death
will affect those around them. We are atsware that through adolescence, young people
can develop a careless attitudevards their well-being and take on risky behaviours, as
if to defy the reality of deht At this age, they can be opg angry and express that anger
through refusal to adhere to their treatmegimes. They may also struggle with major
issues of their identity in ehface of their sudden shortened future (Stillion & Papadatou
2002).

In accordance, Michelson & &@hhorne (2007) argue th&t address the psychosocial
needs of children with LLCs, we must stilbnsider the child’s developmental level.
Infants and children with limited verbability and no concept of death depend upon
sensations and a physical relationship to their surroundings. Being held, comforted, and
soothed provides much of their support. la gneschool years, ctiilen may benefit from

clear, unambiguous explanations about what is happening to them. In the primary school
years, important interventions could inclugigporting a child’s efforts to understand the
situation, letting the child h& control where possible, and allowing the child to
participate in medical decisions when ayprate. For adolescent patients, reinforcing
self esteem, respecting priva@nd again allowing particigah in medical decisions are

important aspects of ca¢®lichelson & Steinhorne 2007).

2.1.2 Communication with children

Based on the views that were prevalent earlyhe developmentdf knowledge about
children and death, professidmadvocated a closed appch in communicating with
children, in order to protect them (8¢ms 1993, Waechter 1971, 1985). Parents were
told to maintain a sense of normality, taedti the child from knowing how seriously ill
they were, and to remain cheerful and pretiiad everything wouldbe alright. However,
some clinicians began to challengdstiprotective view (Bluebond-Langner 1978,
Spinetta 1974, Waechter 1985). They noted ithahildren were anxious and knew about

their disease. These clinicianbserved that d¢ldren who had the opptunity to discuss
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their illness, prognosis, and concerns seemed less anxious than children who were

deprived of this opportunity.

Interestingly, Richard Lansdown, a doctortla¢ great Ormond streéibspital for sick
children in London was interviewed by fohy Judd (1996) about his views on
children’s attitudes to death. At this time he had worked with dying children for over
twenty years. With this wealth of expemnce, | find his comments insightful and they
appear to be more in line with the saciconstructivist's take on psychological

development:

| think it's quite important to get some idea of children’s understanding
of illness, so that their understamgl of death is in context. The
example | give is of a boy | saw many years ago. | first talked to him
when he was five years. He hathge IV neuroblastoma and | asked
him when he was going to die. H®aid he was going to die in an
airplane crash. On a little more probing | learned he was going to join
the RAF when he was grown up, and he thought that he would be killed
in battle. He knew that he had a serious illness, but he was not equating
his illness with deatht didn’t then seem apppriate to encourage his
parents to talk to him or to fostar discussion with him about death,
because he wasn’'t seeing ‘one equals one’. A year later | saw him, and
he talked about having a secoadd third tumour. He produced a
marvellous phrase, ‘one tumoanough, two tumours too many’, which
was about right. He had radiation to get rid of the tumours, and | asked
what would happen if he hadn’'t hacethadiation. He said, ‘if | hadn’t
had the radiation, | might have died’. That was a very different story
from the one the year before. It sesghmuch more appropriate then to
get him in some sort of commigation pattern (about death and
illness). This is something | think is often misunderstood in the
literature and by the public. Peoplgher say you shouldn’t talk about
dying to anybody, or you should alwatak about dying to children
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with cancer, because there’s suxhaboo about the subject. Well, |
think you've got to be much morepghisticated than either of those
views, and take your cue fromethchildren’s understanding. What
really counts is when the child seasother child dying. It is crucial
when a child knows of another child who has died of the same
condition... children may b#ld that they may @. Their parents may
say to children, ‘if you don’t takgour medicine, you will die’, but
children also hear mum saying, yibu don’t tidy your bedroom, I'll kill
you’, and she doesn't really medmat. And granny talks about ‘I'm
dying for a cup of tea’, but she doesn’t really mean that either. But
when Elizabeth in the next bedies of leukaemia, and she’s got
leukaemia like | have, then that really does hit me in the guts. That is a
crucial time, a turning point inchildren’'s development and

understanding of mortality (p.41-42).

Judd continued to ask Lansdown if he thought all children have the same sense of the
seriousness of their illness. He stated thatdid not feel they did. He admittedly
contradicted the litetare and in particular the workf Bluebond-Langer (1978), in
referring to a number of children he had cai@d He argued that many children have an
unconscious fear of dying, whithey would deny if you talkedbout it to them. What he
thought was key to a child’'s awareness dirthlerminal illness, was whether they had
been an inpatient or not, and if they had experienced the loss of other children. As a
result, Lansdown said that he was very wairpdopting a generalised practice suggestive

of ‘all children know this, khchildren believe that'.

And so, in practice at least appears that informatiombout a particular child’'s
understanding of death and thgpeopriateness of the level mfformation disclosure can
only be obtained by approaching the issue it individual child - only introducing
the issue of death if it seemappropriate in consideration of the child’s current level of

understanding about their cotidn. Accordingly, there areues to action sensitive
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discussion but these are maybe better recedry the more experienced practitioners
(Faulkner 1993).

Clarke, Davies, Jenney & $&8r (2004) investigated thissue of how and what to
communicate to children with Cancer aboutithcondition. The professionals in this
study found that many parents find decisiohswt what to tell their child with cancer
difficult. Although there is evidese in practice of the complenature of this issue and
how perhaps an approach to fit all is appropriate, in this study it was found that open
communication was generally considereck thest policy and most health care
professionals actively encouraged parentsatk openly and honédg about the illness
with the child. But one then questions tehat extent ther are formal support
mechanisms in place for parents and if not to what extent professionals have the time to
support parents through this pess. Interestingly, howeveararents in this study differed

in their perceptions in terms what they thought theyhsuld convey to their child. In
this study fifty five parents of children (thyrsix boys and nineteen girls, mean age was
seven years) newly diagnosed with tecuymphoblastic leukaemia (ALL) were

interviewed about:

1. How the child reacted following diagnosis
2. Their views about what to tell their child

3. Factors influencing commuration with their child.

Interviews were analysed using thematialgsis. Most children were reported to show
behavioural and mood difficulties after diagnosisgeneral it was just the older children
who were given information about theiordition. In addition, it was also found that
parents' perceptions of childhood cancee@#d the way in which they communicated
with their child. Thus, a mitigating factor iripated in the broad brush approach to open
communication with children could be the parents’ readiness to firstly accept the

condition and its alliegrognosis themselves.
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In other studies, the pivotal role played galth professionals ipromoting partnership
and negotiation in communication is critidal families in coming to terms with their
child’s diagnosis, prognosend associated health neeallery & Smith 1991, Casey
1995, Coyne 1997). Coupled with this, thereigeveloping interest by doctors in the
bio-psychosocial model of health (Ong, DeHaer, Hoos & Lammes 1995) which
predicates a shift from an thoritarian and paternalisticlagionship between doctors and
parents to one which, more like nursing, es@and promotes padrship and negotiation

in healthcare. Thus, there is very much shepe now for professiolsato tailor the care

to the needs of families and for families to lead decision processes (Sharp & Strauss
1992, Eiser 1993, Eiser, Havermans & Eise®5 %airhurst & Mayl995). In addition,
health policy makers are being urged to ia&ca higher status to children and parents
and to incorporate their views into the fardation of strategieAynsley-Green, Barker,

Burr, Macfarlane, Morgan, Sibert, finer, Viner, Materson & Hall 2000).

For many dying children it is argued that thprimary concern is to have their parents

near but to also be able to communicdueir thoughts and fears with others (Liben &
Goldman, 1998). These two needs can plametradictory pressuseon children. At

home they are assured of the presence of their parents which helps to reduce a sense of
abandonment. At the same time, care atdonmay give children fewer opportunities to
explore the very issues they may sense ardifaffs’ for their parents. To maintain open
communication is then very challenging.tkVchildren dying fromcancer, it has been

found that there is a kind of ‘mutual pretenediere, in order to protect their parents,
children allow them to decidand set limits on open dis@isn about illness and death.
Another aspect that may limit communicatienchronic and severe pain for a child,

making it extremely difficult to actually &culate their feelings (Savins 2002).

In addition, although childrenho are dying have levels of aveness about their status,
they may find it hard to ask direct questiomkis again may be in response to parental
pretence or desire to avamentioning death (Pizzo &dpplack 1993). Children can feel
more lonely and isolated by not being alte talk about thei feelings in such

circumstances (Dangel 1998). Moreover flevel of communication dysfunction can
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impact on the grieving process, by leaviagense of unfinished buisiness. However,
communication is more than just speech. Nerbal forms of commemication can also be
highly relevant such as tone of voice, postimood, touches, hugs, lap sitting, as they all
offer an enriching and vital context for a child. Recognizing a child’s non-verbal cues can
be vitally important. Expressive therap®sch as drawing, art, music, puppetry, story-
telling and drama can help children to expltasues around their dbaaf to express their
thoughts and feelings, angeeatf, loss of hope and so on as well as their unmet needs.
There is also a strong case for usingwdng with both dying and grieving children
(Wellings 2001). Younger children with fewererbal skills can express themselves
through drawings and these can help faraityg carers to understand the child’s world
view. For older children, the internet and e-mail are resources whereby they can share
their experiences with loérs in a similar situation. Theig also the growing reality that
children with LLCs are livig longer into adolescen@nd young adulthood and need
current support to help them in their lisic assessment of atheir premature death

means to them (Clatworthy, Simon, & Tiederman 1999).

Psychosocial support for children extends beyond addressing concepts of death and
medical decisions. By focusing attentioon age-and developntally-appropriate
personal goals, children can manse the quality of their e with family and friends.

For younger children, family activities such as taking a trip to Disneyland or getting a
new Play Station may provide a sense of fulfilment. For older children, accomplishing
long-held ambitions such as going to ted of school ball may help improve their
quality of life and provide @ense of completion. One ofethmost critical aspects of
children’s needs is to enable them to deal with worlds at the same time — their reality

of serious illness and impending death andrtteslity of the word of home, school and
community that is the world of normal ihren (Stillion and Ppadatou 2002). It is
advocated that children need to be givendppgortunity to make saningful use of their
remaining time. This may include educatiardalay, but also holalys and special final
wishes or projects. In addin, Bouffet, Zucchinelly, Blanchard, Costanzo, Frappaz,
Roussin, Mangavel and Brunat-Mentigny (198@éjue that education for these children

is both possible and desirable. AccordiogLiben and Goldman (1998), this can too
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easily be neglected and its value dismissed because the child has no long term future, a
decision that may be especially prevalentsocial care systems that are financially
deeply constrained. This woulsk to ignore the extent to weh education and play give
children a sense of normalityé continuity. It can also give them a sense of purpose and
permit them to develop short term godéere is a large bodgf evidence suggesting
children have high resilience, that they aréedb draw strength from their experiences

and successfully integrate thenvas into society (Zani 1995).

In addition, children value choices but thesed to make choices within safe boundaries.
Attig (1996) argues that including children diecision-making about treatment options,
symptom control, and so on helps them tapghtheir daily lives and can substantially
reduce reactions of helplessnes&l powerlessness. It is impamt for them to be given

full opportunities to try and undsgtand all that is happening tbem: they need to be
encouraged to express their feelings appropriate to their levels of development. Children
also need honest communication: answers to their questions and someone to listen to
their fears. Childrerare perceptive and often undergtaverbal and non-verbal cues

better than professionals afamilies realise (Goldman 1996).

There is surprisingly little literature on hoshildren cope with hospitalisation and how

they are affected by it. Experiencing hibajisation may weaken children’s coping

capabilities (Spirito, Stark & i 1995), but this could be influenced by the nature of the
experiences. Having accurate information abwodt hospitalisation entails is associated
with less distress (Siegel & Weinstein 198Blowever, how far children experience

problems during and after hospitalisation nieeyexplained by priofunctioning (Siegel

& Weinstein 1983).

Based on clinical experiee and available researctgtevens (1993) provided
communication guidelines for caregivers eériously ill and dying children. He
advocates, that questions should be answeundafuily, especially since it is claimed that
the child often knows #hanswer and is just seeking confirmation. Discussing fears and

promoting family togetherness lielieved to be important fahildren aged two to seven
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years. Expressive play with art and musiay be helpful in encouraging children to
share their fears and feelin@Sray 1998). Children seven todWe years of age may fear
abandonment, destruction, and body mutilatioms BEuggested (Stevens 1993) that they
need people to be truthful with them atal foster their sense of control over their
deteriorating body. Friends are alggportant to children of thiage and it is argued they
should be encouraged to visit. One of the tasks of adolescence includes separation from
parental control. Adolescentdsten struggle witithe paradox of wanting support and yet
wanting to meet challenges by themselves. They may prefer to talk to and confide in a
peer group, especially witbthers in a similar situatn. As with yunger children,
adolescents may be more concerned aboutfdmeily and friends than about themselves.
They tend not to be afraid of death so mashafraid of dying. Preksionals are therefore
encouraged to listen carefully to understdhe adolescent’s perceptions of their own
illness and prognosis, as advocated by Lansdown (1996) previously. Privacy and a sense
of independence are also impaittdo an adolescent, as jgeer contact and support.
Offering choices may also give adolescentease of being in control, and may reduce
anger, frustration, depressiondaanxiety. Creative tasks suab writing poems, letters or

a journal or drawing have been shownrétease pent-up emotions. In addition, many
adolescents want to know that they will fleenembered. Creating a permanent record to
leave behind, such as a video, tape or @iratph, may be valuable (Stevens 1993).

While these guidelines are helpful, further eest is needed to evaluate the efficacy of
these approaches, and the appropriatenesshfise approaches with all paediatric
patients. From the available literature, appears that thereeeds to be more
consideration of individual and subjediwdifferences and less attention on broad
assumptions. This is especially pertinentcionsideration of ther being a dearth of

research that has addressed children’s needs from the perspective of the child rather than
by proxy.
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2.2.3 Working with dying children and their families

In her book ‘Give sorrow words: working thi dying children’ (1996), Dorothy Judd
includes diary excerpts of her work as ggbetherapist (spanning three months) with a
seven year old boy. The excerpts are ilawstration of how emotionally involved
professionals working with children with LISCcan be. Dorothy details how she tried to
keep her emotions under control and highlights the difficulties in knowing what to say to
both child and family when onknows that the child islying, despite her expertise.
Leading up to the given excerpt, she detéschild patient ‘Robert’ undergoing a bone
marrow transplant, using his father’'s mavroAfterwards barriemursing is employed
and continued even in times where theppears to be little hope. ‘Robert’ then goes
through very dramatic bodily changes, and parents struggle toope with this. In
addition, Judd observes how Robert appearsofe with his anxiés, his pain and
frustrations. The three months cited are ¢hmeonths of this child slowly dying; for a
person outside of this life world, the accoundlii§icult to read as it is written with such

illuminating prose. To illustrate:

p.121 (2% October):
| ask Robert if it is difficult to keath. He nods. Theis a long silence.
He is struggling, giving little moankjs eyes closed. | say, ‘| wonder if
there’s anything you want to try and talk about... any worries you
might have? There is a silence. Igo‘... about where this is going to
lead?’ he does not respond. | do kiwbw what he is hearing. He makes
little twitches and occasional grimacés$ind myself having to summon
courage to put thoughts into werdeyond the point of comfort. |
continue, ‘... whether there may bentys you can’t talk to mum or dad
about, because you don’t want to worry them or upset them’. He nods.
Further silence. Then | say, you must sometimes wonder how long this
will go on for, and if you are going to get better’. He gives another little
nod. | feel immensely sad. | stroke his forehead for the first time. Its so
soft and silky and warm. He seemdike it. | feel relieved that we no

longer have to wear gloves. Dispensing with this rubber barrier parallels
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with what feels like the more importaremoval of an emotional barrier
between us. | stay a lgt while quietly by him. He has hardly opened
his eyes since his mother left. | fde reserves that way of actively
‘holding on’ with his eyes for wén she is in th room. | say goodbye
and mention to him that we cararry on with the story book next
time... later in talking to one of the sisters she expresses her upset at
‘the grotesque appearance’ of RdbeBloated, absolutely awful,
absolutely horrendous’. She says ‘and he is conscious of what is
happening to him, and so awatleat his body is not functioning
properly’... | feel relieved that tb sister, with her many years of
experience of this work... is alsm touch with what we agree is

‘torture’.
Robert died on 17 December, having been ablecmmmunicate up until that very day.

p.158-160 (17 December):
Mrs Campbell (Roberts mum) tells nigat this morning he had been
breathing with difficultysince about 5am, sbey provided oxygen. At
about 10am Robert asked for the bedpan, but was too weak to lift
himself up, and soiled the undershedts Campbell tells me how he
held out his little arm, which mother took, ‘and it felt strange. He just
looked at me with those great béges. | rang the bell. Mike (charge
nurse) came, and then | went td ggy husband. | think he was ‘gone’
by the time we came back...” After a long delay, we all go down to see
Robert in a strange undgound — or should | yaunderworld — part of
the hospital, through vimus locked doors, esded by a young man.
Robert’'s body is in a littleaom, lit only by a candle-bulb. An iron
cross stands next to it. He is cos@ up to the neck in a royal blue
shroud. His bald head rests peacefidlylast. His eyes are closed,
behind pinkish lids. The rest of thack is pale, except for dark red lips.
Are they painted, or is it purplishdising? He wears the smart striped
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pyjama top he wore before he became desperately ill... Outside the
hospital, the darkness of the nightrégaled by the Christmas lights. |
curse the Christmas trees and the Christmas lights... Later, at home, |
feel the need to care physically for my healthy seven year old. | look at
him, stretched out in the bath, agdin succour from his health, while
feeling a shiver of shock at thefin-like surround of the bath. | have

to begin my own process of mourning Robert.

p.160-161 (18 December)
| go up to the children’s ward to addy last notes to Robert’s medical

files. | read the medical notes for yesterday. These are some extracts:

7:15am Very weak

7:30am Fairly rapid deterioration. Pneumonia.

9:30am Very unwell. Morphine prescribed.

10:10am No spontaneous respiratidio. pulse. Certified dead (by the

Senior House Officer).

| wander into Roberts empty room, lieg if | postpone this step it will
become more fearful... At a staff meeting the next week, one of the
staff nurses who knew Robert brightiglls me that she and the other
nurses were ‘really pleased’ when Robert died. At first | think | have
misheard her, and ask her to repeatéié | then realise that she does
mean what she says, and that she is referring to the understandable
relief the nurses felt that therg and painful struggle was over.
Nevertheless, it leads me to wonder about some of the nurses’
difficulties in really feeling loss aRobert’'s death. Their training and
work, with its emphasis on nursingqmee to health, does not seem to
have sufficient place for thinkingoaut, and staying with, the pain of
terminal iliness. But then, can anyone repeatedly experience this in an

exposed way? | realise | have tasp myself too frequent encounters
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with death through my work... toeally share the process with the
dying and their families, | have to find a balance: somewhere between
the raw pain they are feeling, and the defended state of some of the
medical team, in order to be mosefid to them. Weeks later, | go back

to Robert’'s medical file, and see tls@meone has written in the date of
his death under the ‘date of discheirgolumn, and then inscribed, in

big letters, ‘RIP’.

To witness suffering is both difficult and comyjét could be argued that it would not be

a human effort if the professional failed to be drawn into the world of the patient. Often,
it is claimed that doctors, mgs and allied health care kers become hardened to
patients dying, as a form of self protection. However, it is most probable that
professionals always to some degree arect#tl in some way by the pain and suffering
of their patients. Lingis (2000) discussed the experience of seeing suffering and said

We do not simply see the pallid surfaces, the contorted hands and
fingers; we feel a deptbf pain... there is a ectagion of misery. For

one does not view the pain behin@ surfaces of his skin; one feels it
troubling one’s look; one feels iip against oneself. The sense of
sharing the pain of another, thense of the barriers of identity,
individuality, and solitude breaking down hold us. There is anonymity
but also communion in suffering. Osaffers as anyone suffers, as all
that lives suffers (asted in Komesaroff 2001:323).

A good death
The concept of a 'good death' has a diversitpneanings, centredn the ideabf dying

with dignity, peacefulness, preparednessareness, adjustment and acceptahtaat(
Sainsbury & Short 1998). The achievementaojood death has become central to the
philosophy of the hospice movementiaft et al 1998). Aggressive treatment of
signs/symptoms of discomfort, exploring the impact of illness on quality of life of

persons and family to improve coping,irme present throughllathe patient’'s and
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family’s experience at the end of life, ansssting with living as well as possible until
death without fear of loss alignity, dying alone, obeing in pain arellaconsidered to be
factors of a ‘good death’ @zelle 2003). However, writeffsom different disciplines
have challenged the existenaea good death and suggesatticultural ideals of a good
death could impose behavioural exptotss on the dying (Ellison & Fuller 1998;
Walters 2004).

In accordance, it is recognised that there are problems in the use of ‘a good death’ as an
intervention outcome. In part,ighis because historicallys{einhauser, Christakis, Clipp,
McNelly, Mcintyre & Tulsky 2000), the caept has largely been professionally
conceived. As a result it manot be high priority ortotally understood by patients
(McNamara, Waddell & Colvin 1994 0w & Payne 1996Hartet al 1998). Secondly, its
focus is on the experience of death, whichsdoet incorporate the full experience of
dying and the concerns of dying patients. dlyir it is assumed that there is shared
understanding between professals regarding what cotitsites a good death. This does
not acknowledge there being aspects mdividual understanding that are different.
Finally, because it assumes a shared undeistafl what is an acceptable death, it may
unjustifiably reinforce negative or positive feelings that health professionals hold about
the quality of care they have provided. Pssfenals may be uncomfortable in following

set guidelines or procedures that are noline with their own presumptions and how

they feel their patiestwould like to die.

There is often uncertainty as to what isairdying patient’s beshterests and conflicts
arise when the dying child’s family and practiters hold differenperspectives (Breen,
Abernathy, Abbott & Tulsky 2001). Ethical ditenas regarding the child’'s interests or
goals of care can precipitateoral distress, caregiverfgering and grief (Hamric 2000;
Kaplan 2000; Meltzer & Huckabay 2004; Papada2000). In paediatr palliative care,
practitioners are educatetb provide peace, pain ©wol, support and decision
making/control for dying children and their familiééet, it is expected that in this arena
few practitioners call what they do ‘protmgy a good death’. For years, the focus of
caregivers and researchers wigigard to the notion of ‘a good death’ has been on adults
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(see Nyatanga 2005). However, the situatioslasvly changing. As Dr Jay Milstein has
commentedit may be painful to accompany ailch or sibling on his or her final
journey, but the experience has the power to transform I{asstited in Bush Welch
2008:124).

I nteractions with families

Over the last thirty years there has been a growth in literature that details personal
experience of illness. These documentshenetd by the patients themselves or their
relatives are sometimes very critical @irofessionals. Hawkins (1993, cited in
McWhinney 2001) has commented that thady of literature coul be viewed as a
reaction to a medicineso dominated by a biophysical derstanding of illness that its
experiential aspects are virtually ignore.340).Furthermore, he adds that two themes

transcend these texts:

The tendency in contemporary medigaactice to focus primarily not
on the needs of the individual whe sick but on the nomothetic
condition we call the disease, ané gense that ounedical technology
has advanced beyond our capacity to use it wisely (p.340).

Toombs (1992), a phenomenologist who has nielsglerosis has written about how the
physician’s attention is focusexh the bodies of their patieniastead of their difficulties

in living. She goes on to say that the patient is

Reduced to a malfunctioning bioliegl organism... no physician has
ever inquired of me what it is like live with multiple sclerosis or to
experience one of the disabilitilsat have accrued... no neurologist
has ever asked me if | am afraid, or... even whether | am concerned
about the future (Toombs, 1992, cited in McWhinney, 2001:340).
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This is something that is repeated in patieatsounts generally - that their experience is
not considered and that diagnosis ismeechanical process of classification and
abstraction.

Davies, Davis and Sibert (2002) intervialehirty parents tolook at their lived
experiences of being told their child ha&laC. The majority of diagnoses given were
Cerebral Palsy. For these parents they vasvare of difficulties from the time of birth.
However, where the diagnosis was that ofemetic disorder, pang€s experience of
things not ‘being right’ was of a more gradual nature. Receiving a diagnosis meant that
they could reason their worries and at least begin to plan for their child’s remaining

future:

The first time we were told his condition he was 14 years... you can’t
say it was a relief but in a way it was because we wondered what would
become of him in the years tome. Who would look after him? In a
way we were thinking well at least we can look after him for as long as
he’s got. It was nice to have a natother of a son with Hallervarden
Spatz disease, Davies, Davis & Sibert 2002:78).

In a further qualitative study of twelve parents whose children had died from cancer, it
was reported that parents felt cared for wphesfessionals spoke with them and treated
them with respect, compassion, and densi (James & Johran 1997). Conversely, a
professional’s failure to listen to parenta@incerns had caused frustrations for parents.
Moreover, parents felt abandoned by caregivwho had physically and emotionally
withdrawn from them. They also reportéekling frustration, anger, and hopelessness
when health care professionals refused te tparents’ concerns seriously. However,
other researchers have determined thatay not be easy for families to communicate
with health professionals and as sucheassare never aired (Clarke-Steffen 1997, Diehl,
Moffitt & Wade 1991).
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2.2.4 The family’s lifeworld

In the case of a child with LLC, the whole family has the difficult task of trying to
adjust to a situation which is dominated the stresses of longdang uncertainty and
uncontrollability (Patenaude & Last 2001). Asesult of a LLC diagnosis, families face
multiple burdens due to frequent hosliion, financial strain, time-consuming
medical regimens, and other related stresddrs emotional impaain parents caring for
a child with a LLC, is beginning to bdocumented. Because some of the LLCs are
genetic, some parents magef responsible for causing tbkild’s illness. The guilt and
anguish that may arise from this sense spoasibility has been noted in families where
a child has a neurologicabrdition (Hunt & Byrne 1995) ocystic fibrosis (Bluebond-
Langer 1996, Whyte 1992), and in HIV infecte@ents who infected their child (Wiene,
Theut, Steinberg, Riekert & Pizzo 1994). Rgrh this is something experienced by all
parents, no matter how illogictilis may be. Some paremt®y construe potential causes

of their child’s condion that lays some blame on themselves.

It is also realised that parents may foamsthe ill child to the exclusion of virtually
everything else, including their relationshipsth each other, extended family, and
friends (Gravelle 1997). Durg their research at HeleHouse (the first children’s
hospice in the UK), Stein and Woolley (19903ativered that families of children with a
LLC had no time for social and leisure activsti®arents were una&blo do anything as a
couple or as a family because all theicds was on the ill child. Difficulties such as
marital discord, sibling rivalry, inattention tother children, and loss of relationships
with extended family and friends was refgar to often result. Interestingly, marital
difficulties have been reported by othexsearchers (Thoma, Hockenberry-Eaton &
Kemp, 1993, Whyte, 1992). Indd, some parents in these studies worried about the
effect their child’sillness would have on their marriegy They had heard about higher
divorce rates in families with ill childremMartinson, McClowry, Davies & Kualeramp
(1994) however, suggested thatihliness can push parents aparcan alsastrengthen

their love and commitment in some couples.
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Although limited, there is some evidence that families may be able to reduce the impact
of their child’s illness by reinforcing thiamily structure (Patterson, Leonard & Titus
1994, Ray & Ritchie 1993). Patterson, Leonardd Titus (1994) in their study of 48
medically fragile children and their families, found that parents who emphasise doing
things together as a family strengthen family relationships and successfully cope with the
impact of illness by facilitating family cohesiveness. Family cohesion, family
organisation, and support from the comityimeduced the amoundf strain parents
reported having with home care providers. W¢h(1992) also reported that caring for a
child with cystic fibrosis affected the imtetion patterns and ¢hcoping responses of
families. Where there was synchrony between the partners, family functioning remained
strong. Whyte (1992) concluded that fansligperhaps need to move through the
transition of seeing themselves as a ‘nornfethily to accepting that they are a family
with a child with a significant health problef®@therwise, relationships can become very

strained.

Support

Although open and effective communicationyniee important for families as they care
for their ill child (Clarke-Steffen 1997)pther problems have been identified among
family members (Clarke-Steffen 1997, WayBaggaley & Rutter 1997), and between
families and health care professionals (@ar& Johnson 1997). Proctor, Nagy, Stevens,
Lord & O’Riordan (2008) explored the lives of life-limited children: their illness journey,
their hopes, concerns, and health care relatgeriences. This Wwaa large Australian
gualitative study exploring families' expergas of caring for children diagnosed with
LLCs. Ninety-one family members (parents, ill children, well siblings and extended
family members) from twenty nine familiestivone or more ill children participated in
home based, in-depth unstructured, audiodapterviews. Participants spoke about how
conditions such as muscular dystrophy, ticydibrosis, cancer, leukemia, neuro-
degenerative and genetic disorders impact upomyfdife, at the levé of the individual,

the nuclear and extended family units. dingh this study, health @professionals are
afforded a unique opportunity to learn ditg from living and recently deceased

seriously ill children and adescents' experiences, as they reflect upon their lives and the
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uncertainty of their future. At the time afriting, however this study has not been
formally published and so weannot debate its mireicontent. To date, this is the only
study | have found that has aimed to elucidaéecomplexity of the lived experiences of

being and caring for child with a LLC frothe perspectives of all family members.

Previous research has mainly focused on idgngfissues related foarents’ uncertainty
about health outcomes, for example tbleld’'s physical heléh and psychological
adjustment. The construct of uncertainty baen discussed over theurse of the past

two decades by Mishel (1981, 1988), Khec (Koocher & O’Malley 1981, Koocher
1984) and others (Cohen & Martinson 1988, Cohen 1995, van Dongen-Melman Pruyn,
DeGroot, Koot & Verhulst 1995Broadly defined, uncertainty pertains to both acute and
pervasive fear of possible illness comsences, for example death, recurrence, and
treatment-related sequelaetg®art & Mishel 2000). A reew of the literature on
parental uncertainty by Stewamnd Mishel (2000) includeditty four studies covering a
wide variety of chronic illnesses. Most of the cited studies were qualitative or descriptive
and highlighted a relationship betweemncertainty and psychological distress
(characterised by anxiety, depression, dabdgn disturbances, and feelings of
helplessness). Other research has investightedmotional distressd affects of strict
treatment regimens and protocols of c@effey 2006, Farmer, Marien, Clark, Sherman

& Selva 2004). Some studies have also ehiteid parental conaeregarding obtaining

the appropriate care ftineir children (King, Cather King & Rosenbaum 2001).

Parents’ need for honest and appropriatermation so that they can manage their
situation has been well documented. Theseliss have been with families who have
children with cancer (Clarke Steffen 1997, James & Johnson 1997), cystic fibrosis
(Bluebond-Langner 1996) and neurologicahditions (Davies 1996) and other chronic

or life-threatening illnesses (DiehMoffitt & Wade 1991, Gravelle 1997, Walker,
Epstein, Taylor, Crocher & Tuttle 1989).fdnmation may be empowering (Clarke-
Steffen 1997), and allow families some cohtiro a situation where they have little
control. It may also help to reduce uncertainty (Cohen 1995, Galloway & Graydon 1996).
Yet, some researchers hav®mwn that information needs amet always met. In a mailed
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survey with a convenience sample ofrggds whose children had various chronic
illnesses (n=910, 38% return), communication and information needs were ranked as
important, though frequently not met. Mapgrents wanted moreommunication with
health professionals. They needed to ebiaformation about programmes and services,
financial planning for the future, the child’srpaular health problemfinancial aide and
insurance plans, and theatment prescribed (Walket al 1989).

Barriers faced by families when lookingrfmmformation may include complex medical
language, reluctance of some professionatidclose information, and negative attitudes

of those providing the information. Moreover, in situations where there is little
information about the disease entity, asthe case with mangenetic/neurological
conditions, the task of providing the infortimm parents need becomes more difficult.
Thus, even when professionals are willingsttare what they know, there may be no
written information available to disseminate. In such cases, the scarcity of information
has been seen to contribute to increasecertgiaty and frustration in these families
(Davies 1996).

Problems in communication have also beeribatied to discrepancies that arise when
parents need to talk about their feelingsteslao the child’s dekhtand dying and family
members and friends are unwilling to discuss these issues (Btiedl 1991). Our
understanding of the complexities unglary communication problems for families has
been extended by Jefidoff & Gasner (1993)their study of Israeli parents of dying
children. They found that even when familEn discuss their fears and talk about the
child’s imminent death, they may be unableatticulate their more complex needs, such
as those related to understandat@nges in family dynamics that may occur in the final
stages of the disease or describing feelings about the famerdurial, unless they have
the assistance of skilled paeddi@ palliative care staff. Tdn investigators suggest that
families’ ability to recognise and deal withese potential stressors puts them at higher

risk for further problems.
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Care

The routine tasks of caring for a child waghLLC can cover all aspects of daily living
including washing, dressingedding, lifting as well as general housework and other
family commitments (Twigg & Atkin 1994). Indglition to such everyday tasks, parents
may also have to undertake a quasi-nursingbetause of their child’s specific medical
needs, such as the administration ofmptex medication and the maintenance of
technically sophisticatl equipment and procedures. Bald & Carlisle (1994) revealed
that mothers faced with such daily tmes of care can become isolated, with
considerably restricted social lives. Twiggd Atkin (1994) also suggested that primary
carers may experience difficulty in findingnéh trusting another person to be capable
enough to take over from them on a short teasis, thus further limiting their time away
from their child. Family trips away from ¢hhome that can include the child with the
disability can be viewed asore stressful than enjoy@&bbecause of practical access
difficulties and the complexities of therhild’s medical condition or behavioural
problems (Baldwin & Carlisle 1994, Beresford 1994). In addition, a few authors have
remarked, almost in passing, that parentstoldren with LLCs a& exhausted (Gravelle
1997, Stein & Woolley 1990).

Caring for any child has been found to haveimpact on a family’s financial situation
relating to both expenditure and incor(@arney, FitzgeraldKiely & Quinn 1994).
However, in families where children have cdexppractical needs, this impact may be
accentuated. There is a large body of reseattbh suggests that caring for a child with
severe disability places families under finansitahin as a direct result of the increased
amount of care, particularly that child also has adibnal medical needs (Bradshaw
1980, Baldwin 1985, Baldwin & Carlisle 1994n the past, studies have primarily
looked at financial strain reported by familering for a child witha disability as being
related to extra costssaxciated with that carg, such as the provisiaf special clothing,
equipment, transport or dietary needs (Baldwin 1985). However, more recent work has
focused on the reduced ability of the pamy carer, predominantly the mother, to
participate fully in the labour market (Shedr998). It has been noted that many mothers

feel obliged to cease labour matlparticipation on the birth af child with a disability or
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at least reduce this participation (Shed& Todd 1997, 2000). This diminution of the
mother’s ability to undertake paid work hasg #ffect of reducing the family’s income at
a time when additional resources are requicedover the increased spending related to
their child. Luke-Meyer, Meyers and Smi{2000) revealed that the effect of the
caregiver’s loss of earnings has particulapact on low-income families, increasing

their chances of slidingpto deeper poverty.

Children’s hospices are a resource for famitiroughout the duration of a child’s iliness
(sometimes before birth if a LLC is diageal prior to birth) and there are usually
bereavement services in place and offered to families once the child has died
(ACT/RCPCH 1997). Over recent years thers haen a rapid growth in the number of
children’s hospices and a few of these gisovide palliative care in the child’'s own
home. Despite the growth of this movement there are still many children with LLCs who
do not have access to Hospice care andngst those who do access services, very few
of these actually die within a hospice sejt{While, Citrone & Cornish 1996). As stated

by Andrews and Hood (2003) most people bdig¢kat home is the most appropriate
place for a child with a LLC to die. Thigeference has als@én put forward by many
parents and children themselves (Davies 20BBwever, for many children with LLCs
their last days and untimelgleath will be in a hospitavard (Steele 2002). This is
unfortunate because it has been noted thdtc# life care withinthe hospital setting is
inadequate due to a lack of palliative eakills and knowledge (House of Commons
Health Committee 2004:21). Within the hospital environment the focus is on curative
treatment, privacy is not always accessibhel there is often not enough room for the
family to be with the dying child and be cammfable (Steele 2002). #d, if the child dies

in hospital it is just a few hours after dedltlat the child will be taken away from their
parents by the funeral directors or transférte the mortuary. In these circumstances,
parents are not always aware that in thé they have ‘possession and control of the
body’ when a child has an expected death (Kennedy Report 2001: 49). This means
parents are actually free tdkeatheir child home after death but as identified by Whittle
and Cutts (2002) very few National Healthn8ee hospitals conveyhis to parents.
Conversely, in the hospice setting parentsesn@uraged to maintain their caring duties
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until death and the environment meanséhsrenough accommodation for all the family.
The child’s body can remain in the hospice with the family until the funeral (Gold 1997).

Interestingly, Moulton (1997) interviewed eighbthers of children who had died from a
developmental disability. She found thatess mothers had maintained their primary
care role they were left to feel in controldathese parents said they were more at peace
in looking back on the time of their child’sskefew days and death. Where mothers felt as
though they were not iroatrol prior to their chd’s death, they repacetl to have feelings

of guilt and spoke of how they would haveeltkto have done things differently. Davies
(2005) supports the notion that a parent’srmagy of their child’s end of life care has a
continued affect in their bereavemehcording to Goldman (1996) each child has
specific needs, differing according to aged level of understanding. Goldman argues
that for a child to be at home in a familiar environment among family and friends, and
being able to maintain as much of nornitd for as long as possible, is of primary
importance. It is also arguedathfamilies prefer to have mechildren at home with them

throughout the full illness ajectory (Goldman, 1996).

2.3 Summary and rationale for the current research

Advances in the provision of care for childreith LLCs are said by policy directives to
allow children to grow and thrive. Despite thiee paediatric literature is replete with
commentaries and articles advocating better care for the dying child and their families
(e.g. Bush Welch, 2008, Feudtner, 200¢4uytton, 2002, Rushton & Caitlin 2002,
Stephenson 2000). Of interestl® fact that most of the aNable qualitatie research to

date on LLCs has been from the perspectiverofessionals or parents. There have been
few attempts to capture the views of thedHild. Yet, relying on adults to identify
impacts on children may negteifie children’s hopes, fears and anxieties and may also

fail to capture their experiences.
Accordingly, it is a rare opportunity to obgerand speak with children and adolescents
with LLCs and so gain insighito their lives. Their vulneralify is often characterized

by rare and difficult-to-diagnose conditionsignificantly shorteng life spans with
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compromised quality of life. Their chihoods are scatteredvith periods of
hospitalisation, missed developmental milestares a loss of innocence as they address
the reality of life with life-limiting illnessWhen a child has a LLC, a family experiences
loss over months or years as the child’s d@om worsens. Their experiences of grief
associated with these losses are not wallerstood. Moreover, paral feelings of
recurrent grief may resurface during situatiomadevelopmental crises experienced by

their children.

This review details a variety of studies thawe identified gaps in the literature. Further
research is needed for us to reach an utatesg of the lived experience of Being and
caring for a child with a LLC. In the paediattiterature in generathere are not many
studies that have been interpretive in ngturewing the child as an active user rather
than a passive recipient of Idaand social care serviceAs stated by Eiser (1990) all
children with ilinesses are different and so it would therefore be inappropriate to perceive
all children with LLCs to have the same expaces and perceptions of such. Indeed, the
meaning of living with a LLC is not easilgccessed from the available literature. Max

van Manen (2001) argues that

The clinical path of an illness for any particular person is often different
from medical assessment. Thexperience of disease is never
experienced in exactlthe same manner from person to person. The
individual human being always falls tocertain extent ‘outside’ of the
dossier, the diagnosis, the deptian, and the prognosis (p.457).

Therefore, the challenge for contemporargeaach on children with LLCs is to study
them and their carers (botparents and professionals) &lseir illnesses present
themselves and as they are living the experience. This way we can stay genuine to the
phenomenon. The research question that has emerged from a critique of the available
literature asks what it is like being and ogrfor a child with a LLC. This broad question

encompasses a number of reseatglctives for the current study:
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1. To investigate the roles and care expeces of professionals working within
palliative paediatric care

2. To explore the lived experiencespdrents of children with LLCs

3. To explore the lived expennces of children with LLCs

4. To highlight the synthesis of the perspees of children with LLCs, their parents
and professionals.

A qualitative research design is the masiitable for exploring the given research
guestion. Phenomenology is the method adiod and will be outlined in full in the
following chapters. The phenomenological method is an inductive, descriptive research
method, the goal of which is to describe thaure of lived expgence, including the
meanings that these experiences have miirttividuals themselves. The study involves

a number of focus group discussions witofessionals and in-depth semi-structured
interviews with parents and children. Five of these interviews will be framed as parent —
child dyads.
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Chapter 3: Philosophical Influences

*k*k

The philosophical underpinnings of a studybexty the researcherisnderstanding of
what it means to be in the world and how one knows what they know. These ontological
and epistemological issues are closely linked together they are fundamental to any

social scientific inquiry.

3.1 Constructionism

The theoretical assumption that has formexepistemological basis of the present study
is constructionism — the construction afieaning. Plato was one of the earliest
philosophers to describe the constructadnmeaning in his well known cave analogy
(Bauman 1978). In the analogy, slaves were tioggether in a cave faced towards a wall
on which danced the shadows reflected frofinea These slaves constructed a process of
meaning that came from naming the shadows. The slaves in the analogy were unable to
see the items that cast the shadows so tthéy a whole new system of meaning. The
role of naming in the construction of meanimgs been widely discussed since this time.
As stated by Gadamer men aendemned to meaning makingo exist, humanly, is to
name the world, to change ifFriere 1972:61). The slavés this story earned respect
and status by their ability to make serafethe shadows within the new system of
meaning. One day a slave broke free and wastalilern to see whatast the shadows.
When returned to the tetherpdsition, he tried tdell his fellow slavesf the origins of
the shadows, however the other slaves hatkason to believe thislave’s description,

or new construction of reality over their own. #hs more he/she lost the ability to see
the shadows through the other glavconstruction of meaningd thus lost status in the
group. Reality for the slaves was arrivedtabugh the shared cdnsction of meaning.
This construction occurred within their community, and served them in their context. In
contrast, Plato advocated that wersal truths do exist. Thedruths exist in forms that
every-day objects copy; they exist outsidetinofe and space and are only available to
humans in the disembodied state betweeraliig death. New knowledde claimed, is a
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remembrance from a time in Anamnesis, thdtiple cycles of life and death, when the

person is disembodied and has access to original form (Lemay & Pitts 1994).

Immanuel Kant however, claimed that the fammind filters all sensory experience to
make sense of it in a particularly human way. He argued that each person filters sensory
stimuli or information througtthe attribution of meaningAlso, he believed that all
humans have the same filters, or waysaastruct meaning, and thus universal human
knowledge or truths can be generated (véi@ 1999). Friedrich Mtzsche went on to
articulate the belief that undeng the notion of constructionismhen he stated that there

is no universal truth waitingout there’ to be discovered. Hgestioned the whole nature

of truth and came to the conclusion thatsuch entity exists. There is he claimed, no
complete truth, as whatever is revealedrath conceals a greataeand not only this it
conceals the concealment (Winfree 1999). A dhiftn truth to meanings is a shift from
positivism* Individuals construct meaning in the context in which they are situated in the
world and so meaning is negotiated throumfieraction (Crotty 1996). The meanings or
realities that people consttuare social realigs that are negotiated amongst people and
distributed or shared in thevolving nature of culture. H#degger constructed the term
‘thrown-ness’ to describe how people ar@ageld into a situated context without an
element of choice or consent (Lemay & Pit894). Once situated in this context into
which they are thrown, they are prone tmstruct meaning through the cultural lens that
comes with this context. Ehculture is thoughby Heidegger to shape an individual

through circumstance and thenstruction of meanings.

3.2 Introducing Phenomenology

Phenomenology is a relatively new philosophividich the finer points have remained
open to debate up until this day. Anyone entering a dialogue with it is confronted with the

conundrum of whose phenomenology to felloMany people are attracted to this

! In its broadest sense, positivism is a rejection of metaphysics. It is a position that holds that the goal of
knowledge is simply to measureethhenomena that we sdrve. The purpose of science is simply to
research what we can observe and measure. Knowledge of anything beyond that, a positivistayasild hol
impossible (Trochim 2000). As such, positivists separate themselves from the world they study, while
researchers within other paradigms acknowledge tegththve to participate in real world life to some
extent so as to better understand and express its emergent properties and features (Healy &perry, 200
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philosophy by the power of interpretation praddthrough the adaptations of some of
phenomenology’s later exponents. Howeveg, works of Edmund Husserl (1859-1938),
the man attributed with éhhonour of being the foundingtifieer of phenomenology in its
modern sense provides a matrix from whioh works of other exponents emanate. These
works have significant differences in termisemphasis and intergtation; however all
still bear a relation to the wo Husserl (Langdridge 2007).

Phenomenology as originally envisaged by lussvas to be thetudy of universal
eidetic structures or essences of phenomé&ha reflected a theoretical perspective in
which a phenomenon was seen as able to &eheel in a prereflége or prepredictive

state: that it was possible to separate shbjective experience (the noesis) from the
objective phenomena (the noema), througgh process of phenomenology (Husserl,
1980). From a constructionist perspectiveorious problem is that the only access we
have to other’'s experience of phenomenothisugh conscious interpretation, and the
only way one has to access a phenomenothrsugh the constrgon of meaning.
Husserl had an awareness of this and attempted to control for this through a rigorous

process of bracketing aimed at the separation of the subjective from the objective.

Heidegger like Husserl recognised that humarscmusness is temporal and perspectival
and that there is potentially not just one universal eidos or essential nature of a
phenomenon that can be accessed but thatietywa&f interpretations are possible and
each may be valid (Heidegger 1962). However for Heidegger phenomenology, although
not searching for a universal essence, welsnsbre than the process of gathering the
subjective. Phenomenology is a critical ggss in which normal everyday experiences
are problematised with the aim to allowfrash look, to get to that place where the
phenomenon can be viewed in a new W@yotty 1996). Phenoenology is about the
development of a conversational relation with the phenomenon that is the focus of the
study. The aim of the conversational redatiis to break through or suspend the
preunderstandings and structupsdsmeaning that already sk and which influence the
current construction of meaning about fpthenomenon, to explore the phenomenon and

allow the emergence of a new or renewedstruction of meaning (Van Manen 1990).
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At times this happens spontaneously in diwes. After an intense experience we
sometimes find we can see the world ande feel dislocated from our previous
construction of meaning or ways of seeingweld and feel free to take a new direction
or the appropriateness of our curredirection is reaffirmed (Crotty 1996).
Phenomenology aims to achieve the sanfecefthrough a systematic and critical
process. This is getting ‘back to thentps themselves’ championed by Husserl and
carried forward by Heidegger (Crotty 199®henomena exist ithe lifeworld (Van
Manen 1990) and are reachedotigh lived experience (Sandelowski 1997). Phenomena
do not exist as separate or dete entities waiting to be stiedl. What is available to our
conscious being is a flow of experiencaghwo clear boundarigSchutz 1932/1967). It

is only through the process tfrning towards, or focusing on the particular experience
that we attach the meaning and understarg i discrete phenomenon. The process of

turning toward, or focusing attdon upon, has been termed mtienality (Husserl 1988).

3.2.1 Intentionality

Husserl's discussion of iméonality encapsulates the tran that all consciousness is
consciousness of something (Husserl 19298).98he act of directing consciousness or
turning attention toward an experience littsat experience outrom the flow of
experiences that seem to have no raEfi boundaries - or ‘duree’ (Schutz 1932/1967).
This process is of attributing meaningé&asituation which involves both reflection and
recognition (Schutz 1932/1967)he recognition fges on drawing upn one’s current
construction of meaning of the world to maense of a particular experience. Heidegger

described phenomena as something twine can bring to light (Annells 1996).

Heidegger in his move from the epistengtal basis of Husserl’'s work in which
intentional acts were individual, to the olutgical basis of hermeneutics further refined
the notion of intentionality. Heidegger took intenality out of the context of theory of
meaning to a theory of being. Heidegger caoneew intentionality as the constitution of
consciousness itself (Kockelmans 1993). Canssness to Heidegger was not an interior
thing but a projection from oneself. A Being‘Dasein’ cannot be coo®us of all things

at once as it is limited by human fadjc (the unrecognizedand unthematised
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everydayness and the fallenness, throwanand uncanniness of life) and finitude
(factical nothingness). Thus, consciousness isf@ning of oneself to an issue, but not
all things at once (Kockelmans 1993). liddion, a Being can only project out from a
limited horizon. This horizon is where the Beingitiated in the wodl. Interpretation is

not the acquisition of knowledge or information but rather a working out of the
possibilities, which are projected in understanding (Hgmeée 1927/1985). Therefore,

Hermeneutics offers a horizon or place to project from.

3.2.2 Hermeneutics

Hermeneutics is a word of Greekigin, the usage of whicin the Greek language refers

to an explanation or translation (Croty¥996). It is derived from the Greek verb,
hermeneuin, to interpret (Van Manen 1990). The word was also influenced by the noun,
hermeneia, or interpretatioBoth Greek words were deriddrom Hermes, who in Greek
mythology was the wing footed messenger gapoesible for the diswery of language

and writing through which he changed the unkablg into a form that humans could
grasp and understand (Thompson 1990). Therded hermeneuticadition began with
interpretation of biblical tes and has been dated to #eventeenth century (Van Manen
1990). When used in the cent of hermeneutic phenomengly, hermeneutic retains the
meaning of the interpretation of meaniagquired through text. terpretation is the
process through which a new mnewed and plausible meaniisgconstructd. It is the
process of moving beyond mere descriptiof a phenomenon or the cataloguing of
currently accepted subjective interpretations. The hermeneutic process of interpretation is
circular. It involves a movement between the specific and the whole, between projection
of meanings and anticipatiar understanding. The aim of this process is to uncover and

explicate an understanding of the phenomenon.

The metaphor of the circle in hermeneuinterpretation has been revised by many
scholars but represents the dynamovement between the partd the whole of texts to
seek understanding. This understanding is nat\@ay of knowing, but is experienced as
a way of being (Annells 1996).c&ordingly, the circle consistd two arcs and both are
equally important in hermeneutics. The forward is considered the one of projection

69



- this is what makes understanding possibfhe arc projects from what Heidegger
conceptualises as a fore understandingda@eer referred to this understanding as
prejudice (Gadamer 1985). The word préjed(pre-judgement) usually has negative
connotations attached to it but Gadamer reiméspit in a positive light as an inevitable
aspect of understanding. For Gadamerejyatice is something one brings into
understanding but it does notstect our understanding; stead by our prejudice, the
world opens up to us. It is from this startbat the field is opened for interpretation.
Therefore, the forward arc renders understanding possible and the return arc provides the

space for evaluation of an interpve account (Packer & Addison 1991).

Gadamer (1985) wrote of thetémpretive account as the oatne of a fusion of horizons.
These are the horizon of thetend that of the interpter. For Gadamer, understanding
does not happen independenthgsentially it means coming to an understanding with
others. In the process of understanding, mejudices are brought into question and so
understanding occurs in gatiation between oneself and one’s partner in the
hermeneutical dialogue. The aim of hermenealititalogues is to come to an agreement
about the matter at issue and coming to sucagaeement, for Gadamer, is establishing a
‘horizon’. The fusion of horizons is situatédstorically as the horizon of the interpreter
is formed within the traditions (horizons) abdliefs (horizons) of the time. Each time a
dialogue is entered into with the phenomenaréhis room for a reflective evaluation of
pre-understanding and a refinement of riptetation or undetanding. The acquired
understanding becomes the interpretive accddahce, all understanding is trapped in
the ‘hermeneutic circle’ where everythingnserpretation, contéxal and circular.

In hermeneutical philosophy it is recognisedttt any starting point of research one
projects into the study. This context wdffect the lens through which the study is
viewed. The life world or lived experienge the ground from which all people come
from and it can never be fully eliminated eviéthe ground is interpreted in a radically
different manner (Bruzina 2000). There is noywa adopt a stance from which to view
human life that is outside experiencee tAppearance of a phenomenon is embedded
within attributed meaning. The gearcher is called to be awaonf, as far as is possible,
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their current construction of meaning to allow the results of their interaction with the
phenomenon to surprise them: to allow the shining through referred by Heidegger or be
open to the fusion of horizons described by Gaeta In hermeneutics this is not a formal
process of bracketing as dnglly advocated in phenomelogy by Husserl, but more a
process of surrendering. This surrenderingnsopenness to incorporate and assimilate

insight from the reverse arc of the hermenegiticle (Wolf 1984 agited in Wolf 2008).

The interpretation uncovered will be a trueean Heidegger’'s view if it provides an
answer to the practical problem that matad the enquiry. FoHeidegger truth was
uncovering or self-showingHeidegger 1943/1993). For Gadamer truth comes from
effective-historical consciousness. Undemdiag is possible only in the context of our
prior involvement (prejudice)Jnderstanding/interpretation occurs always from within a
particular horizon that is defined by our ‘twscally determined situatedness’. Each
interpreter brings to a texd, unique horizon, with the fusiaf multiple horizons there is

the possibility of more thaone true interpretation.

3.3 The Foundations of phenomenoly as applied to research

Applied to research, phenomenology i tetudy of phenomena: their nature and
meanings. The purpose of such is daderstand individual experience and the
phenomenological researcher, through their amglgéns to provide ch descriptions of

the lived experience of a given phenomeno The phenomenological researcher’s
mission is to ‘return to the things themselves’. These ‘things’ refer to the elements of the

world of experience as lived.

The lifeworld is a key theoretical condepnd dominant focus of investigation for
phenomenology. The life-world involves evdmylg concrete and of meaning to us, as
we perceive and experience it. This inclsigeir experiences and understandings of our
self, body and relationships. It is often defireedthe being that isved and experienced.
This lived world is considerei be pre-reflective; it exisggrior to any thoughts about it.
The notion of the life world is that we live in a day-to-day world, rich with complex
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meanings which we use to guide our everydetfons and interactions. The term life-
world is used to direct thought towards thdividual's lived situation and social world
instead of towards a world of introspecti Merleau-Ponty (1962) famously explained

that man is in the world, and it is only becausésha the world that he knows himself.
In addition, some phenomenological theor{#te Sheffield schoct see Ashworth, 2003
& 2006) state that there are a number of dssestructures of thdéife world; these are

outlined in table 3.3.

Table 3.3 The essential structures of the lifeworld

Essential Structure Description/Meaning

Selfhood How does a givesituation impact upon
identity; the individual's sense of agency,
their own feelings regarding their voice and
presence in the situation?

Embodiment How does a given situation impact upon
feelings about the individual’'s body, their
gender, emotions and disabilities?

Sociality How does a give situation impact upon
relations with others?
Spatiality How does a given situation impact upon

the individual’'s vision of their geography|—
the places they need to go to and |act

within?

Temporality How is one’s conception of time, duratjon
and biography affected?

Project How does a givesituation impact upon

the individual’s abiliy to conduct activities
that are considered central to their life?

Discourse What language (e.g. educational, sacial,
commercial or ethical terms) is used |to
elucidate the lived experience, the
situation?

These inter-related ‘fractions’ (Ashworth 2003) are used to guide the analysis of
phenomenological data. Here,istnot claimed that theseaftitions are relevant to all
accounts of all phenomena. Instead, our knowleafgéhe ‘lifeworld suggests that we

can at least take the potential presence of these fractions as given. The task for the

researcher is to highlight these features and to describe the structural whole that is both a
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socially shared and individual experienbahlberg, Waern and Runeson (2008:37) state,
‘The overall aim of lifeworld research is tescribe and elucidate the lived world in a

way that expands our understanding of lanrbeing and human experience’.

In studies, the researcher aims to dispMhat participants are experiencing and how.
Therefore, the focus is on the intentiomalationship between the individual and the
meanings of the things that individual is focusing on and experiencing. A good
illustrative example can be found in a studydacted by Finlay (2003). In researching
one woman'’s lived experience of having multisiderosis; Finlay determined that the
participant was extremely conoed about the impact of h#iness on the mothering of

her children. This participant was spewdlly affected by the numbness in her hands
which she said meant that she could no longer do the “mummy thing” and feel the
softness of her children’s skin. Here, th&éentional, embodiedelationship between a
mother and her children was highlighted.

Phenomenological research asks, “Whatiss kind of experience like?”, “What does the
experience mean”, “How does the lived world present itself to me (or to my
participant)?” There is a double challenge Herghe researcher:rtly, how to go about
encouraging participants to talk about theprld as vividly as possible; and secondly
how to discuss and highlight the expressed dsians so that the lived world — the life
world — is adequately revealed. Meaningsaveced by the researcher evolve also as a
result of the researcher’s position; their attitude to the phenomena and the data. The way
the researcher has investigated the phenaraed framed the questions they have asked

is also of influence. In accordance, the researcher tries to ‘bracket’ or put aside previous
assumptions or understandings so that theybeawpen to the phenomenon as it unravels.
This bracketing process is aftenisunderstood and misrepregehtis being an effort to

be objective and unbiased. This is not the ceresearcher engages in this process to
be open to and to see the world differently. The purpose is to move away from seeing
how things supposedly are, moving towardseamgagement in howhey are actually

experienced, recognizing our nvdeing in interpretation.
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Given the broad philosophical underpinnirgggphenomenological research, researchers
have a number of empirical approaches ttay choose from. The competing arguments

for how best to do phenomenological research evolve from the different philosophical
stances, theoretical preferences and hodlogical procedures. Indeed, different
approaches are needed and determibethe type of phemoenon under study and the

type of knowledge the researcher aims to achieve. Rather than being a fixed entity, the
various phenomenological approaches are dynasitstantly developing as the field of
gualitative research also evolvess argued by Garza, (2007:338Jhe flexibility of
phenomenological research and the adaptabilitytoimethods to evevidening arcs of
inquiry is one of its greatest strengthSee Table 3.3b for an overview of the differences

between Husserlian and Heideggerain phenahogy, in terms of research orientation.
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Table 3.3.b. The key practical differenckgtween Husserlian and Heideggerain

Phenomenological researcldémted from Laverty, 2003).

Husserlian Phenomenology Hieleggerain Phenomenology
Otherwise termed Transcendental Otherwise termed Hermeneutic
phenomenology. Phenomenology.

Epistemological basis. Exential — ontological basis.
Questions pertaining to knowing. Quesis pertaining to experiencing and

understanding.

Concerned with how we know what we | Concerned with what it means to be a

know. person.

Not concerned with historical perspective Historicality is implicit.

or context.

The subject of analysis is the meaning | The subject of analysis is the transaction

giving data. between situation and person.

The essence of the conscious mind is | Culture, history, practice and language ig

shared. shared.

Meaning is not affected by the interpreterdnterpreters impact upon the derived data.

own belief systems or experiences.

Participant’s meanings can be reconstituté€tbnsiderate of thiore-structure of

via interpretation as it is believed that the understanding — interpretation makes

data speaks for itself. explicit what is already understood.
Bracketing supports ¢hvalidity of the The hermeneutic circle (including
interpretation — as being objective. background, co-constitution, pre-

understanding and evaluation) is

acknowledged.

The emergence of phenomenological researgsychology was initiated by Giorgi and
the Duquesne school in the 1970’'s (Wertz, 200B)fluenced by the work of Husserl,
Giorgi worked to develop a rigorous sibeiptive empirical phenomenology to study
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‘essential structures’ or ‘essms of phenomena as they appearonsciousness’ (Giorgi,
1985; Giorgi, 1994; Giorgi anéiorgi, 2003). In Husserliawords, the intuition of
essence descriptively highlights the sepacddtaracteristics o& phenomenon and their
meanings. Here, the phenomenologist fritra outset has a concrete example of the
phenomenon under study amdaginatively variedt in a number of ways so that its
essential features can be seen as separatelios® perceived to kgarticular, accidental

or incidental.

Phenomenological methods have since lifgmated from the work of Giorgi.
Hermeneutic variants identify the researcher’s role and the parameters of interpretation
and heuristic approaches focus strongly orrélsearcher’s role iself-reflection and how

such is creative and highly influential whproviding detailed desiptions of the lived
experience. In additig relational research approaches draw their attention to the
researcher’s journey, the research procadshaw findings evolve through dialogue that
occurs between researchers. In consideahegfocus of the current study it is important

to look at the different ways one coulVestigate it phenomenologically. In table 3.3c |
have summarised a number of approaches.riéxt chapter providea rationale for my

choice of method.
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Table 3.3c Phenomenological approaches.

Approach & main theoretical
influences

Methods

Scholars

Descriptive empirical
phenomenology:this is the most
classically Husserlian method, being
focused on identifying the essence @
the phenomenon through epoche™ a
the psychological phenomenological
reduction.

Researcher would compare written
descriptions given by participants of
an important event associated with
ftheir LLC. The researcher would the
nity to identify the essential or genera
structures underlying the phenomen
of living with a LLC.

The approach was first
conducted by Giorgi
and the Duquesne
nschool. There are now
| other scholars who are
oprominent in this field
including Les Todres.

The Sheffield School: his approach
attempts to build on the work of
Giorgi but has a more detailed focus
on existential aspects of the lifeworlg
This is achieved by including the
thoughts of existentialists into an
additional phase of data analysis. TH
is done by the researcher subjecting
the phenomenological descriptions t
the given existentials of the lifeworld
(see table 3.3)

The researcher would conduct
interviews and on their analysis focu
on existential themes, for example tk
l.individual's sense of self and their
relationships wittothers through their
day to day experience of life-limiting
iglness.

O

Peter Ashworth and
scolleagues at Sheffield
iéHallam University.

Heuristic: Husserlian foundations.
However, what is explicitly the focus
of the approach is the transformative
effect of the inquiry on the
researcher's own experience. This ig
often achieved by a process called
discernment

The researcher would look at a
number of types of data, for example
» from stories, poems, artwork,
literature, and journals — all
concerning experiences of LLCs. Th
would also look at themselves, turnir
the phenomenon of interest on to
themselves. In doing so, the researc
would consider their own
feelings/experiences of LLCs,
possibly aided by a reflective diary.
The aim would be to develop both a
detailed description and creative
synthesis of thexperience of LLCs.

Heuristic inquiry was
> developed by Clark
Moustakas and bares
resemblance tiived
eyquiry developed by
ngohn Heron (1998), an
mindful inquiry
haeveloped by Bentz &
Shapiro (1998).

o

Relational approaches
Heideggarian foundations. The
findings are viewed to have been co
created in the dialogue of the resear
encounter.

The researcher might just interview
one individual and choose to

- concentrate on the co-researchers’

cherception of identity and adjustmen
(their sense of seltheir being-in-the-
world and the ways in which they
have learned to cope with their
illness). Reflexivity would address th
relational dynamics between
researcher and co-researchers.

Linda Finlay. One

variant is the dialogal
research approach

t (Halling and Leifer,
1991 and Rowet al
1989). This is where a
few phenomenologists

einvestigate the same
phenomenon, discuss
their findings and
negotiate meanings.
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Approach & main theoretical
influences

Methods

Scholars

Max van Manen: considered to be a
form of Hermeneutic phenomenolog
Van Manen’s four existentials of
temporality (lived time), spatiality
(lived space), corporeality (lived
body) and sociality (lived relationshiy
to others) illustrate a fusion of the
objectivist hermeneutic circle (part-
whole) and the alethic hermeneutic
circle (pre-undetanding). Like
Heidegger, van Manen does not
embrace Husserl’s view of bracketin
and asks'lf we simply try to forget or
ignore what we already know, we
might find that the presupposition
persistently creep back into our
reflections’(van Manen 1990:47).

van Manen gives the researcher the
yfreedom to choose the mode of data
collection and analysis most suitable
for their sample and phenomenon of
interest. Here, | chose to conduct a
» number of interviews and focus groy
discussions. Thematic analysis is
conducted on the data and involves
some acknowledged interpretation.
The findings are viewed to be
influenced by the researcher’s
ginterpretations. This method aims to
bring to light thdived experience of
life-limiting illness through utilising
appropriate data collection methods
and considering different perspectivé

in analysis (see the four existentials).

Max van Manen

P

S

Interpretative Phenomenological
Analysis (IPA): a hermeneutic
approach. With this approach there i
less focus on description and more
focus on interpretation and
engagement with cognitive and socis
psychological literature.

Interviews would be conducted and
individual experiences illustrated

sthrough thematic analysis. The
findings would concentrate on the
lived experience of LLCs and be

alviewed to be influenced by the
researcher and co-researchers
interpretations. IPA is inductive and
grounded in the data, focusing on
emergent themes and acknowledgin
dominant literature.

Developed by Jonatha
Smith in the early
1990's.

g

=)

Critical Narrative
A hermeneutic approach. This
approach draws mainly on the

philosophy of Gadamer and Ricoeur]

Narrative analysis would be
performed on interview data. There i
an attempt to identify narratives and
analyse them for function and tone g
well as thematic content. There is al
a point in analysis where the
researcher employs imaginative

analysis onto the researcher to
decipher how and in what ways they

hermeneutics of suspicion to turn the

Darren Langdridge at
sthe Open University.

are viewing the narratives.

Despite their differences, all these formspbenomenology share a similar purpose - to

describe the lived experience and acknolgée the significance of our embodied,

intersubjective lifeworld. Gi@i (1989) states that thereeacore charactestics that
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remain constant across phenomenology, ificstance that the research dsscriptive
explores the intentional relationship between persons nd situations, uses
phenomenological reductionghe epoche and the plmmenological psychological
reduction (processes of brackef) and the eidetic reductiynand provides knowledge

of psychologicalessencesor structures of meanings in human experience through
imaginative variation (citetch Wertz 2005). However, therare other phenomenologists
who argue that aiming to identify esseneesl use phenomenological reductions are not
core to all methods. Indeed, some oelologies, for exampl¢he hermeneutic and
idiographic approach of IPA, downplay do not even acknowledge such elements in
their research processes.

Whatever phenomenological path is chosea,niethods need to be in line with the aims
of that form of phenomenology — and there denoverlap as can be seen from the
discussion of the various approaches. Heve the scientific worth of qualitative

methods leads from the ability of the researdlo communicate to others the appropriate

systematic approach of the study (Kvale 1994).

e The epocheis where the researcher avoids reliammee theories, explanations, scientific
conceptualisations and knowledge. By doing,ttii® researcher is aiming to return to the
natural attitude of the prescientific lifeworld (iz return to the unreflective understanding of
the lived, everyday world).

e The phenomenological psychological reductiamwhere belief in the existence of what is
observable in the lifeworld is suspended. éast attention is given towards the subjective
appearances and meanings.

e The Eidetic or transcendental phenomenological reductiera more radical take on the
epoche where a ‘God’s eye view' is attempteds®tance is often rejected by contemporary
researchers as it is arguedmunrealistic or unachievable.
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Chapter 4: Method

*k*k

In the current study, taking the stancehefmeneutic phenomemgy and utilising the
work of van Manen has both framed mysearch question and informed the chosen

methods.

4.1 My approach: Hermeneutic phenomenology

There is understood to be more flexibilitythe interviewing process with van Manen’s
approach to hermeneutic plfmenology than for exampleitiv using IPA. Following

Gadamer (1985), interviewers may contributerenof their own views to the process to

better encourage the production of meaning between interviewer and interviewee. This

feature of flexibility of this version ofphenomenology was particularly attractive
considering the nature of the phenomenaoean investigation and in particular the

inclusion of children.

Data is also analysed thematically hermeneutic phenomenology, much as it is with
IPA. However, the process by which themes generated is less prescriptive and guided
more by the relationship between researchertaxt — likened to having a dialogue with
the text (Grenz 1996). There is a deliberateyenaway from a mecharal application of
coding to discern meaning hermeneuticallgognizing the important role of the analyst
in the construction of meaning. Van Manen (19&@08s of needing to capture our desire
(to ‘accept from the stars’p.79) for understanding, bringirmur full attention to the
material at hand, engaging irifeee act of “seeing™ (p79). Phenomenological themes in
this context are understood as tructures of experienceperiential structures making
up the experience. In accordance with keel of involvement needed on behalf of

myself as the researcher, it would seem inappropriate for the data analysis to be merely a

mechanical content analysis.

80



Van Manen (1990) asserts that hermeneptienomenology is a dynamic interplay

among Six research activities:

1. Turning to a phenomenon which seriougtyerests us and commits us to the
world;

Investigating experience ag live it rather thamas we conceptualise it;

Reflecting on the essential thenwelsich characterize the phenomenon;
Describing the phenomenon througk #rt of writing and rewriting;

Maintaining a strong and orienteelation to the phenomenon; and

o g bk~ w N

Balancing the research context byiswlering the parts and the whole.
The purpose of these six activities is to stsBi gaining a deeper understanding of the

nature of meaning of our everyday expetiesn See Table 4.1 which shows which parts
of the whole process of producing igh thesis exemplify which activities.
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Table 4.1 Research activitiagd related thesis parts.

RESEARCH ACTIVITY

THESIS PART

RELATED ACTIVITY DESCRIPTION

1. Turning to a
phenomenon which
seriously interests us an
commits us to the world.

Introduction: choice of study,
discussion of interest in the
dphenomenon and pre-
understandings, the research
guestion.

A true phenomenological questi, according to van Manehd90), is only possible onge
one has identified an interest in the natoira human experience. Consequently, my
desire to bring to the forefront the exgarce of life-limiting iliness directed the
guestions ‘what is it like to be a child Ing with a life-limiting condion?’ and ‘what is
it like to be a parent of a child withlige limiting condition?’ In doing so, the starting
point for the study was formed.

2. Investigating
experience as we live it
rather than as we
conceptualise it.

Literature review.

Choice of participant sample,
recruitment and methods of data
collection. Interviewing.

A phenomenological descriptias always just one interpretation of that lived
experience. It is realised that no onterpretation will exhaust all possible

interpretations —others may be complimentargeeper. This study aims to establish @
renewed contact with the original exparce and to exploreiit all its guises.

3. Reflecting on the
essential themes which
characterize the
phenomenon.

Analysis, Findings and Discussio

n.

A trudleetion is considered tbe a thoughtful grasp of whate the most important
parts of an experience, the parts that make this experiesigndicant. In doing this th
researcher makes a distinction betweeraffigearance and essence of the findings. I
other words the researcher can frame aspé@sperience and alsghat it is that
grounds these aspects of experience. Phemological research brings the obscure info
focus. That which is not acknowledgedeweryday life is unviged. This study achieves
this through identifying (through descriptiand interpretation) the main themes and
essences of the gathered data.

\174

4.Describing the
phenomenon through th
art of writing and
rewriting;

Reflexivity — provided in the
e Findings and Discussion.

What is it like to do phenomenological resge? It is often really hard to actively
separate language and thinkengd to therefore be eloquemidkirue to our data in our
writings. My experiences and related thowgéite documented in the Findings and
Discussion chapters — where they are given #ssyst the reader oapturing research
moments and in articulating my thougbtshind the discussed thematic areas.
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RESEARCH ACTIVITY

THESIS PART

RELATED ACTIVITY DESCRIPTION

5. Maintaining a strong
and oriented relation to
the phenomenon.

Analysis, Findings & Discussion.

What is the purpose ofgtudy? What is the applicati to practice? Theory? One’s
own being? The aim is to arrive_at bettederstandings. | remained focused on the
research question so not to deviate fromrttain purpose of study. By doing this | wa
able to determine themes and conclusietsvant to the live@éxperience of the
phenomena under study that have researelttice and education implications.

IF

6. Balancing the researchThe research proposal, the

context by considering
the parts and the whole.

methodological needs and
nuances, the ethics of the study,
the plan and context of the study

—h

There is a need for concrete research plans.findings should illustrate the working ¢
the text — chosen in this study to be analytbednatically, analytially and existentially.
Themes and essences were drawn in this stadyresult of considering parts of each
interview/focus group against the natureeath full interview/focus group. In analyzin
the data | made constant reference &rdsearch questiondnelated objectives.

©
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4.2 Overall Design

The current study originally evolved from funded service evadtion project. The
service evaluation project involved focus growpth professionals and interviews with
parents. The focus groups were conducteth \ai second reseamhwho assisted the
facilitation of two focus groupand a third more experierdc@esearcher who lead the
facilitation of the focus group containing the @Rd Paediatric Consultants. This project
was funded by Kirkwood Hospice and The W#&sirkshire Forget-Me-Not Trust. An
academic panel and research steering gwape established to provide support and
guidance throughout the funded project (sppeadix 1 for details of membership of
these two groups). In addition, peer revigwas provided by two external academic
psychologists, namely Dr. Jack CadrenalLetds NHS teaching hospitals trust and Dr
Dorothy Fielding of Newcastle University. & each reviewed the original research

protocols.

The findings of the evaluation project weservice needs oriented and utilised a
descriptive level of angsis. For the purpose of this thefisther time was spent with the
focus group data and findings to add morengimeenological descrifin, thus evolving a
new framework of themes. However, given tbeus of this thesis the professional phase
of the research is included but considered as background to théeegpeof parent and
child. The parent data again was re-visifed the purpose of this thesis and deeper
phenomenological interpretation was cortéd¢ considering van Manen's four
existential’'s (of temporality, spatiality, quoreality and sociality — see chapter 3, table
3.3) in the thematic analysis. For the thplase of this study wth incorporates the
parent-child dyads a separagsearch protocol was desigrfed the children and had to
go through a separate ethisgsbmission. One parent wasilised from the previous
sample of parents with her child and atlier four parents and their children were
recruited for this phase. These data weexggally sought for the purpose of this PhD
study and therefore were solely analys using the outlined hermeneutic

phenomenological activities.

84



The phenomenon of interest in this reseaxas the experience of being a child with a
LLC and of parenting such a child. The aim was to bring to light, through exploration
within a hermeneutic phenomenological fework, these experiences and to also

highlight the implications of these lideexperiences for professional practice.

4.2.1 Samples & Recruitment

In phenomenological inquiry, purposivengaling is commonly used (Munhall 1994,
Crotty 1996). This method of sampling setestdividuals for studyarticipation based
on their particular knowledge of a plwmmenon, for the purpose of sharing that

knowledge.

Professionals

Local Paediatric health and social carenowunity and acute teams and those working in
specialist tertiary centres wee invited to participate inthe study. Professionals were
recruited via a link worker who was a membéthe research steering group. This group
consisted of health and socare practitioners who were aliteadvise on the nature of
illnesses and the appropriateness ofhoé@s for the population under study. Invitation
letters and information sheetsgarding participation ifiocus group discussions were
forwarded to professionals via the link worker (see appendix 2 for copies of this
material). Local Paediatric health and sbd@are community and acute teams and those
working in specialist tertiary centres mgeinvited to participate in the study. A
description of the researchexsponsibilities, a note makirigem aware of their right to
refuse participation and their right to witlgyr their agreement at anytime before, during
and following the interview was enclosedthe material for all participants.

Multi-disciplinary and multi-agency structn focus groups of between five to ten

professionals were invited to discuss 8teengths and weaknesses of current service

provision for children with LLCs (details @larticipants can be found in Chapter 5).
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Parents and children

Parents of either gender were considered pialeparticipants if they lived within the
locality under study, were abte speak English, and wetiee legal guardian of a child
(5-16yrs) living with a LLC. The sample glarents included a mix of individuals who
cared for children with: cancer and non-cankfe-limiting diagnoses, with different
cognitive abilities and at different disease stagdetails of each parent participant are

given in Chapter 6 & 7).

Children (5-16yrs) of either geler were consideregotential participats if they lived
within the locality under study, were alite communicate and be understood, and were
living with a LLC. The sample of children included a mix of individuals with cancer and
non-cancer life-limiting diagnoses, with diffetecognitive abilities and at different

disease stages (details of each cpddicipant are given in Chapter 7).

Those who met the following criteria were excluded the study:

e Children in long term remission

e Children who had undergone successful curative treatment

e HIV positive children or those with A.1.D.S. (As professionals advised
that the care of these children in the locality was of a different nature
to other children with LLCs).

e Children with cystic fibrosis expged to live beyond eighteen years.

e Children who were unable to communicate verbally.

Recruitment of parent participants occurretbtiyh a team of paediatrpalliative care
professionals — recruited by link professisntom the research steering group. After
explaining the aim of the study, the professlsrapproached poteati participants and
distributed an information slet and consent form to eglse their name and contact
details to the researcher if they were interestguhrticipation. It ismportant to point out

that participant selection was based ogned informed consent and a willingness to
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discuss personal life experienc@articipants were made fully aware that if they chose
not to participate this would not affect angalth care services received. A description of
the researcher’'s responsibéi, a note making them aware of their right to refuse
participation and their right to withdraw their agreement at anytime before, during or

following the interview was enclosed in the material for all participants (see appendix 3).

Parent-child dyads were actively sought. Qlaidwere recruited using the same process
as parental recruitment. If the child was kmotw be able to communicate verbally, then
the link professional included information abdlé research for the child — to be given
by the parent if the parent consented tirtiehild’s involvemen{see appendix 4). They
excluded from the study any child whom tHelt it would be inappwpriate to interview

(taking into considetion physical and pshological factors).

A description of the researcher responsietif a note making theaware of their right

to refuse participation and their right tathdraw their agreement at anytime before,
during and following the interview was enclosed in the material meant for all
participants. As indicated, where information was enclosed for the child, there was also a
form requesting the parent’'s written consantl permission for the researcher to make
telephone contact. Following repe of the researcher -ontact consent form, | made

telephone contact with tHamily/parent. The purpos# this contact was to:

e establish and reaffirm consent

e obtain information regardintipe child’s illness history

e obtain information regarding the child’'s current knowledge of their illness and
prognosis

e obtain information regarding the chitdievel of funcional independence

e arrange a pre-interview visit.
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The pre-interview visit was an informal nteg with both parent and child. As stated
within the DoH’s ‘Referencé&uide to Consent for Examination or Treatment’ (2001):
‘Consent can be written, oral or non-verb§b.2), this meeting created an opportunity to
establish a degree of familiarity and trust ahov&ed me to ensure that the child’s assent
was voluntary. The following statement was given to the younger children to inform them
of the study:

| would like to ask you some questions about being poorly and in hospital.
We will do some writing and thinking, bifityou get bored or just decide

you don’t want to carry on we willgbp and no one will get upset with you.

Is that O.K?

And to question their understanding:

What are we going to do then?

At this time, | was also able tooughly assess the language, communication and
intellectual abilities of the child, thus infonng the choice of interview schedule. A date
and time for the interview was confirmedthts point. However, | made a number of
informal visits to the homes of each intewi@articipant, prior to the actual interview
date. At the time of the interview/focus groe@ch participant was given a further verbal
explanation of the study, amavited again to participatéd.he following figure shows the

process of recruitment, consent and datéection for the paents and children.

88



1. Health care professionals identi
provided the parent(s) with the written material

fied potential participants and

Letter of invitation and information
sheet for parents

Letter of invitation and information
sheet for children

2. Parent and / or Child a grees to partici pate

Researcher contact — consent form

l

l

3. A short tele phone discussion with the parent
Reaffirm Obtain information regarding: Arrange a
consent e Child’s illness history pre-
e Child's knowledge of interview
illness/ prognosis visit
e Child's functional independence
4. Pre-interview visits
Discuss Roughly evaluate the If needed, further Confirm a date
study and child’s intellectual discuss the child’s illness and time for
confirm abilities and develop an history, knowledge and interview
child’s informal relationship independence
assent with the child

5. Interview conducted in the child’s home

Interview schedules

Figure 4. The process of recruitmeeonsent and data collection.
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Consent to interview was very much seen as a process rather than a one off event. Indeed
contact with families spanned a numberwsdeks prior to any formal data collection.
Readers may think that such prolonged involvement with families is unnecessary,
however | would argue that in interpretivesearch the strerdygtof relationships
established prior to data collection hawgpact on both the progress and outcomes of
studies (Flewitt, 2005). Indalition, building relationships th participants allows time

for them to reflect on their involvement the research, to ask questions and disclose
worries. Where children are involved, prolonged contact means they can reach a point of
feeling comfortable and at ease to express seéras as they wouldrdinarily in their
lifeworlds. Once data collecin commences, the child is alite express their thoughts

without too much difficulty or shyness.

4.2.2 Interview design and procedure
Each study used diffeméinterview methods and relatecbpedures. These are detailed in

the following sections.

Professionals

Three focus groups were conducted in this ystadd were deemed sufficient to detect
trends and patterns across theugpsa Morgan (1997:12) asserts thtae hallmark of
focus groups is the explicit use of group fattion to produce dat and insights that

would be less accessible withdlé interaction found in a group’.

The group discussions took place at the Umitgrof Huddersfield. Participants were
seated in a circle tfacilitateinteraction. Group introduction wastandardised including a
description of the selectio process, the purpose of the study, data handling and
dissemination. It was also cliastated that all commentgere important. Permission

was requested to tape record the sessiortak@inotes and parti@pts were assured of
anonymity. The groups lasted between one-ahalf and two hours, by which time all
participants had had an opportunity to contribute their experiences to the discussion. As
mentioned earlier, myself and a colleaguarking on the funded evaluation study co-
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facilitated two out of the three focus groupg#e third focus group contained only GPs
and Consultant Paediatricians at this early stage in my research career | felt
uncomfortable in leading the facilitation anaktéfore a more senior researcher lead the

facilitation for this group and | assisted.

The focus group agendas wadrstially constructed fromthe findings of a literature
review for the service evaluation study andesotaken from early research steering
group meetings (see appendix 5 for a copythaf agenda). A number of open-ended
guestions were asked in an attempt téedwrine the services and support given to
children with LLCs and their families. The professionals’ perceptions of current services
and the unmet needs for the child, family and themselves were also assessed. There were
two main sections of questions within eackeradp. The first section aimed to elicit the
experiences and perceptions of professionall véigard to current service provision. It
also aimed to determine if there was equal access to services for all families and to
highlight any known or possible barriers towsees for familiesand professionals. The
second section aimed to elicit the experisnead perceptions of professionals with
regard to current available support services for families and professionals. It also aimed
to determine professional recognition of the holistic care needs of families and to
highlight the current unmet occupatiomald emotional needs of professionals.

As a means of evaluating the focus groupnadge an independent researcher from the
academic panel with experience in focusugr facilitation and with knowledge of the
purpose of the study and the backgrounds of the participants, eevibtv questioning
route. As a result, the agendas were furtiexeloped to include appropriate prompts and
probes and a few questions were rephraseditddes of the Academic panel were chosen
for their methodological or subject focus exEe and were in place to provide academic
support and guidance.

As similar themes emerged in each group sinde by the third group there were no new

themes emerging, it was considered redunttaobntinue beyond this point. This was
consistent with the guidelines by Krue@#994) that recommend conducting more than
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three groups only if new themes continue to emerge. In addition, Morse (1995) has
argued that detailed descriptis are more important than the amount of data as excess
groups do not necessarily enrich resultsytmay simply prolong the collection and

analysis of the data.

Parents and children

All qualitative researchers need to consither setting and context in which the research
takes place. The context can often affect rimearch relationship. With children this
consideration is paramount. The clinic/hodpaiavironment can oftebe frightening for
the child. Therefore, the child’s own home w#m®sen to be the data collection site for
both parent and childnterviews, emphasising the nchnical and non-interrogative
nature of the inquiry(lIreland & Holloway 1996). Insome instances parent(s) were
present at their child’'s interview — this wagreed between me, parent and child on an
individual needs basis. It was recogniseat some parents and children could have been
overwhelmed by the unfamiliar research exttand so it was planned that in these

circumstances the interview would be terated. Fortunately this did not occur.

Individual interviews were chosen on thesisathat they are fruitful in discussing
personal experiences. However, efforts warade to adapt the process, employing
methods that were fun and suitable for the child’s cognitive development (Hill, Laybourn
& Borland 1996). Alternative methods toettstraight forward open-ended questions
included for example, brain storming, semtercompletion cards, pictorial vignettes,
ranking exercises, fantasy wishes (for exaniflil, three things that would make Sara or
Jack happy”) and draw and write exercisksystem of red and yellow cards was also
used to allow the chiren to make easy decisionbaat participation. Balen, Holroyd,
Mountain & Woo0d(2001) successfully utilised thigpproach in their studies with young
children that have aimed to evaluate childsaimderstandings of cancer and infertility. It
is important to note that the interview schedguvere used as guglésee appendix 6 for
a copy of the interview schedules). Othergjioms were added throughout the individual

interview process as a result of the parentiold’s response or questioning. And in some
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cases particular activities/ggtening routes were abandoned — as each child was given
the freedom to lead each interview ané &bout issues of interest to them.

The study was grounded in Interpretivism, which calls for a non-exploitive relationship
between the researcher and the researadrezibased on collabai@n, cooperation, and
mutual respect (Schwandt 1994). Furthermasean interpretive researcher, the aim was
to create a dialogue between the participgotactical concerns (for example, trying to
find funding for equipment needs or to béoaded out to play with friends) and their
lived experience. This was achieved at tirttesugh engaged reasoning and imaginative

dwelling in the immediacy of the garpants’ worlds (an Manen 1990).

Some authors claim that researchers showutdlify their intervieving techniques and
guestions to make them compatible witle thdividual linguistic and cognitive stage of
development of each child. When prepgrifor the children’s interviews, it was
beneficial to find out about ¢hlanguage that the childreneuat their personal stage of
development. Having informal meetings andcdissions with participants helped me to
establish such. Prior to the onset of theenview | could imagine how | could rephrase
guestions if needed in certain ways fortaer children. The challenge for the formal
schedule was to formulate questions aboutrdtesal concepts into the kind of language
that children understand and use (Shapir@a&r 1991). In practicegflective techniques
were used to identify inconsistencies and/atidate children’s answers. For example, |
would rephrase the children’s answers and report them back to check what they really
meant or said. According to Balenal (2001), if the interview is carried out in a natural
context, using open-ended @tiens and concrete accessories, children give more
adequate and meaningful answers than vemsmvering structured questions. However, in
the given study | realised even with corneraccessories and a set of open questions,
when interviewing the children | had to bespared for an element of surprise and be
willing to adopt a flexible questioning routeatlow the interview to be lead by the child.

By doing this, the child’s voicand experience can be conveyed.
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4.2.3 Analysis

The process of hermeneutical phenomenologletd analysis was operationalised in the

current study as follows:

1. The interviews were transcribedy myself verbatim. Each focus
group/interview was in van Manen’s (1990:99) words,callaborative
hermeneutic conversatiorthat was transcribed a®on as possible after its
conclusion.

2. Template analysis. Transcriptions weead with every effort being made on
my behalf to totally submerge myselftime text to try tadentify the implicit
or essential basis of tlexperience, thus seekingetlessential meaning of the
experience. The thematic statertsefessentials) were isolated.

3. Hermeneutic phenomenological writing.

All data was transcribed weatim. Nonverbal information was documented immediately
following each focus group/interview. | listeshdo participants’ verbal descriptions,
while reading and re-reading th@nscriptions, to ensure theiccuracy and to make any
necessary corrections or additions. This apgradso helped me to become immersed in
the data.

Using the typed transcriptions, | read and re-read the text searching for themes. A line-
by-line approach was followed during the thematic analysis of the data (van Manen
1990). Each sentence or semrcluster was examined and re-examined as | tried to
develop some insight into the phenomenon argrasp an understaimgy of participants’
experiences. The outcome of this initial approach to the data was the identification of
statements, phrases, and paragraphs thateseenreflect something essential about the
phenomenon. All the units of general meanigigsaned from the textrere noted, even

redundant ones.

During the second phase of the analysis,dliad the research question to the general

units of meaning to highlight those whiddeemed most relevant for participants’
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experiences. Eventually, selected stateméalelled units of meaning, became the basis
for constructing interpretive summaries and d@veloping hierarchical templates. The
finalised templates aided the flow of the interpretive summaries. These summaries
represented an attempt to explicate the nmgaaof the lived experience as described in
the text, and were revised repeatedly to enthaesufficient attetion was being given to

the essential themes.

Through the process of writing and rewritinigdeveloped a clearer understanding of
emergent themes. Eventually, the written aets of the themes organised in template
form, culminated into a hermeneuticakarpretation of the text. Van Manen (1990)
provides the following commentary on this phase of the analyidig inscribing, the

writing of the text is the researctt;is a relic of erbodied reflections(p.128).

The final step in the analysis was what van Manen (1990) refers ‘balaacing the
research context’ That is, | constantly assessd#lde overall text in terms of the
significance of the parts (themes) for the total structure or essence of the lived
experience. Van Manen (1990) cautions that lassearcher must be careful not to get
caught up in writing the themes and lose sitéhef essence. In fact, at several points
throughout the study, | found it nessary to step back, studyetparts, and to assess how

each part contributed to the total picture.

Template Analysis

The transcribed interviews became the phesrmtogical texts upon which the process of
hermeneutic analysis wa®raucted. The scripts we analysed withthe purpose of
inducting the different meanings the experiehad for each person. In order to organise
the research text consistemith the methodological emphasi§the research approach, |
selected a combination of three textual apghea to guide the analysis: the analytical
approach; a thematical approach; and anteximl approach. Theswere not separate
approaches to Template Analysis but weriergations within the way | used Template

Analysis.
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Template Analysis (King 2004) was used to organise the findings. The method is
commonly used in qualitative research as a fofrthematic analysis. The theory is that
the researcher develops a number of sofe template), highlighting themes and
constructs, which have been found within the textual data of their research. The template
is then modified as the researcher repeatsstigls, codes, and provides interpretation to
relevant text. It is therefore considered, that template analysis is similar to ‘content
analysis’ (Weber 1985) and ‘grounded theqi@laser & Strauss 1967). However, in
content analysis, all codes are made prioamalysing the text, which is carried out
statistically, and in groundetheory there are no preamived ideas about the codes
used. Template analysis appears to lie soreesvin the middle of these two theories. It

is also much more flexible, allowing reselaers to adapt the approach to their study
(King 2004).

Initially 1 looked through the text of one two transcripts (the first focus group, the first
two parent interviews — Adele & Laura, ane fiirst parent-child dyainterviews — Paula
and Amy), adding annotation and simple, maidgscriptive coding. then returned to
the text and provided more interpretatiby clustering codes togeer and ascribing
meaning to each group. This began a procedsesérchical coding, with more general
codes leading to more defined and specificsoiéese themes are not considered to be
merely objects or generalizations of a gtipel analysis, but as van Manen (1990:90)
states, more likened, metaphorically speaking.tdknots in the websf our experience,
around which certain lived experiences a@@un and thus lived through as meaningful
wholes’. From this point | adopted the analgicand existential approaches to data
analysis. In developing my themes | considered the reviewed literature and the data’s
suitable fit (or not as the case may be). dngidering the wider rel@ance of themes as
essential structures of experience | also camel the existentials of corporeality (lived
body), spatiality (lived spage temporality (lived timg and relationality (lived

relationship to others).

From here, templates were gradually formulated. All remaining transcripts were then
analysed via the process of coding, using titeainemplates. The initial templates were
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revised as a result of looking at the other transcripts. What was highlighted was the need
for existing classifications to be adjustddr further dimensions adding to codes, for
areas to be deleted, and fomneonstructs to be used tweate new sections of the
template. The act of thematic analysis in the current study is more than a superficial
reflection of the explicit meang of the participant’s descripts; it is a method as a way

of achieving a level of thoughtfulness thahcourages the researcher to make a
distinction between their fithand impression of the partieipt’s stories (the text) and

the essence of the experiencegumestion. In this sense, thatit analysis is a form of
reflective enquiry that guides éhuncovering of the essence ‘or. a bringing into
nearness that which tends to be obscueed elusive to thdirst hand superficial

reflection of an experiencévan Manen 1990:31).

The final templates for each participant sangke indexed and provide a tight and clear
organisation of the data. | found these ttatgs provided me with a well ordered
structure to my data that | could interpngth ease once | came to write up my findings.
In my writing | identified the tames within the temates that | found most relevant to
the phenomena in question. This action drawsutpe concept of the hermeneutic circle,
in an effort to uncover the story’s essefs) and works with the understanding of the
intersubject, interconnected nature of the inmtipe interview. It is during this stage of
the method that the essentiaties are sifted from the non ess& ones. What is and is
not essential is again a choice made by tlseacher and is relative to the context of
their interpretation. A concerted effort is made during this stageflext critically on the
choices made by repeatedly holding the idemtifikeme (a part of the text) against the
overall context of the story(s) being tokhd asking: does thisterpretation fit the
context of not only this particulaection of the textput also the text as a whole? Is this
interpretation succinct/in harmony/faithful withe overall context ahe text? Is there a

different way that the interpretation can be tetdas to convey thmeeaning more justly?
Once identified the essential theme® analled upon during the discussion of the

interpretation to help guide the selecte@@iotes from the participants’ stories in an
effort to further exemplify the essence(s) of the participants’ lived experiences.
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Hermeneutic Phenomenology aims to producgstéhat are oriented, strong, rich, and
deep (van Manen 1990). In my orientation as a psychological researcher, it was necessary
to work creatively to present the voices participants and their interpretation of the

phenomenon.

The analysis and review process was completed when no new themes arose.
Commonalities in essential themes betweernvér®us interviews were identified which
guided the uncovering of two essences. Thaserees are seen to reveal the essential
nature of the lived experience of the pap@nts who have livethe experience of life-
limiting illness, from the perspective of itth sufferer, parentor professional, as

understood by the researcher.

Hermeneutic phenomenological writing

Writing is an integral part of hermeneutiterpretation (van Manen, 1990), as is the
process of noticing, collectingnd thinking about things thate interesting. To highlight
the difference between phenomenology artiotjualitative methodologies (for instance
ethnography, ethnomethodology, symbolic hatgionism, conceptual analysis,
autoethnography) the dominance of the essleplhenomenological question needs to be
clear. No matter how any palar child lives through theillness, | want to know: How

is this experience? Is this what it is likehave a LLC? Is this what it means to have a
LLC?

The insight into the essence of phenomenalves a process of clarification, making
explicit the structure of a meaning of add/experience. Meaning is multi-dimensional

and multi-layered; therefore writing is a diffictiask. Soon | discovered that, as | began

to write, there was no great schema on whicldld draw to assist me in the process.
Within this process, it was my role, as an interpretive inquirer, to ensure that writings of
the interpretation of the participant’'s experience formed an adequate representation of
their voices. Then | had to ensure that my writings would produce a text, which could
readily be conveyed to readers. At times, wgitrad the effect that | could ‘instantly’ see

something in a manner that enriched my usi@ading of experiences. To see, in this
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context, is not a cognitive affair, but a refarerio the creation of axtthat spelas to our
cognitive and non-cognitive sensibilitiesafvManen 1990). Language is a major concern
in phenomenological research because responsive-reflective writing is the very activity of

doing phenomenology.

In my writings, | have made an attempt teorporate lived throughness, evocativeness,
intensity, tone and epiphangs qualities central to phomenological writing (van
Manen 1996).

Lived throughnessmeans that the phenomenon is placedcretely in the life world so

that the reader of the texhay experientiallyrecognise it. The aim is to portray a
phenomenon in such a way that, as a reafiéhre text, one may find continuity between
portrayal of the phenomenon atite particulars of one’s owlife. In the next chapters
experiences of life-limiting illness and the impact on life is discussed. Some of these
experiences may be to a degree recogniseddnjers and so links may be found between

the text and one’s own experience for example of iliness, pain, or hospitalisation.

Evocation means that the experience is brought vividly into presence, so that we can
phenomenologically reflect on it. For exampte the next chapters there are vivid
descriptions of pain, anxperience everyone can recognigdie challenge here is to
produce writing that not only provides ancrete description, but also evokes vivid

images and associations tipabmpt our thoughtful reflection.

Intensification refers to the use of poetry and art, for example, in order to produce
certain poetic effects and understanding. Inrtbet chapters some parts of some of the
children’s stories are convayethrough images and vigibes and the words of all
participants are examples of findingieaning through living with a life-limiting
condition. The purpose was tovgi certain meanings theifull value, so that

phenomenological meaning became embedded in the text.
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Tone refers to translating intelligible xperiences into ‘feelingly understanding’
interpretations. In the following chapters iraio create and imagine for the reader, forms
of being as a signigation of humanness — | will providxamples to illustrate meaning

and this may involve a degree of imaginative variation.

Epiphany means that the text must bring aboutransformative effective, so that its
deeper meaning makes an edifying appeal ¢ostf of the reader, such that it provides
sudden perception of the life meaning of something, so sti@igt may stir us at the

core of our being. | am hopeful that the text of the thesis will reveal itself to be rich,
diverse, pertinent and of significant qualitydpen the experience for the readers’ entry
into a deeper understanding of the phenomena. Ultimately, the readers will decide

whether this is achieved.

4.3 Ethics

The proposed study was submitted to and approved by the local research ethics
committees of each participating centre prio any written communication with any

health professional or parent/guardian.

Focus groups necessitate the sharing of inftion with other participants and members

of the research team. Therefore, privacy and confidentiality are important issues (Smith
1995). However, there is a dearth ofeddture surrounding the management of
confidentiality within focus groups (Wiams 1999). Smith (1995) implied that a
researcher could never completely enscoafidentiality because they have no real
control over what participantdisclose to persons outsiadé the focus group situation.
Therefore prior to the onset dfscussion, it was important thscuss this issue with the
participants, to provide general instiioos (Williams 1999) and obtain participant
agreement that they would not discuss anyigpant responses withersons outside of

the focus group situation. The future use of the focus group data and the conditions of
confidentiality were described in simplerms to avoid any participant anxiety or

distress. The process of analysis was dksscribed, highlighting #t researchers would
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not identify participats and although quotations would bxeed, there would be no means
by which a participant could beaced. All data were anonysed at the point of data

collection and stored andsgiosed of appropriately.

In qualitative intervievs, feelings and thoughts are expgldrin depth; professionals,
parents and children can sometimes regpetting experiences and need support and
reassurance in dealing withcsurecollections. In the eveonf such circumstances, my
first consideration was the welfare of the participant. | planned to stop the interview/focus
group if necessary and deal with the pgant’'s distress by providing support and
reassurance or by seeking appropriate help, whether it be familial or professional
(organised by the link professional). On omecasion this happened. | had visited the
home of a mother who was very distressed Wwéhsituation and in the hours | was at her
home she confessed to planning to takedwar and her two children’s lives. | remained

at the home until I was comfortable in the knowledge that this participant was in no
immediate danger of conducting this act ah@ had become calmer. Before leaving |
explained that | would seek support for hikre to the nature of her disclosure. On
immediate return to the research officednsulted a member of the Academic Panel
nominated for their Social Work expertigdter a short discussion it was decided that |
should contact the appropriate link worki@rom the researclsteering group). This

person then visited the home of the pgrant and arrangeappropriate support.

When providing participants with informati regarding their padpation, | did not
promise absolute confidentiality, as this megt always be possibler practical. It was
possible that | may (inadvertently) elicit comns that have prodsional and/or ethical
implications (Milner & O’Byrne 1998). For exnple, a parent might have disclosed a
concerning matter, for example abuse, durirggdburse of the interview. As a result of
such an event, | would have been undemoral and professional duty to report the
incident to the relevant pragsionals/authorities. In additipthe participants were made
aware that the findings from the study weble disseminated to a wider audience,
although they and their responsesuld not be indiidually identified. The nature of the

conditions of some of the diren also restricted any seription | could offer to
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introduce participants in the findings chapté the thesis. For example, a number of
parents had children with very rare genetic conditions. To lalél sanditions or to
detail too many of the disease charactiessor their disease trajectory would have

inadvertently compromised both confidentiality and anonymity.

With these issues in mind, | adhered tocalimponents of the DaRrotection Act 1998,

practically this involved:

¢ All data being anonymised #ite point of data collection

¢ Appropriate storage, restricted access asgafial arrangement of participant names,
contact details and tapes.

¢ No information released which allows the identification of parents, children,

professionals or volunteers.

Pseudonyms were used in the written material protect particignts’ identities. The
data were discussed in a professional amfidential way with supervisors. The tapes
and transcripts were locked in a secure abifhe tapes will berased and transcripts

shredded after the completion of thedts and subsequent publications.

Because of the sensitive nature of the sdmictured interview enquiry a certain level of
researcher risk was required. The researchepitoe meant that the researcher visited the
home of each parent and child interview ggrant, sometimes at evenings to conduct

the interviews. A few interview precautions were established:

¢ The researcher used a private car, wic the vulnerability of walking in an

unknown area.
¢ The researcher dressed casuallg\oid appearing out of place.
¢ The researcher carried a mobile phone.

¢ The research supervisor was made awéthe address and time of interviews.
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The recruitment procedures were designsal that local professionals knew all
participants and telephone corita@s made by the researclpeior to interview. This to

a degree provided an opportunityr the researcher to assess the participant and their
circumstances. | perceived myself to be @ableope with the possible sensitive content of
the interviews. However, an employee of thaversity of Hudderseld with counseling

skills was made available to provide sugpibrneeded. On the completion of each
interview, the research supervision team reflected on the interviews to discuss any

difficulties encountered.

4.4 Study quality

As already noted although there is no prggion of methods ofixed signposts, or a
cookbook recipe, there is a tradn to follow in the use ofmethods that allows the
demonstration of scholarship (van Manen, 198@cause of concerdout the value of
gualitative research methods, based on thetagans derived fronguantitative research
of the need to be able to generalise and shalidity and reliability, there is a particular
significance in the need to demonstratdéatarship that passes the ‘so what?’ test
(Sandelowski 1997).

Regardless of the research aygwh selected, it must be coangnt with the philosophical
underpinnings supporting the research tradigodorsed. In interpretive research, it is
essential to be aware dhe philosophical underpinnings informing the particular
approach being used and &dlhere to these underpings consistently. Van Manen
(1998) has stated thatethresearcher should be able tbcatate the theetical and / or
epistemological tenets of phenomenology hadneneutics. Consistency of the language
used to discuss or describe the work is ot importance, as it informs others that the
researcher understands the epistentitkages supporting # approach being

implemented, thus adding to theestific adequacy of the work.
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The meaning of scientific adequacy withirGadamerian context implies that an expert
and skillful technique is impimented with careful, systematic, and conscious intent of a
reflective process as we conduct the interpi@taof the text. This is relevant in the
current context as my analysis is guidgdmy own interpretation of the text and my
understanding of themes as related to preViterature and existential$t is implied that

the interpretation is sufficient, satisfactory and plausible. To ensure that scientific
adequacy has been achieved, it must be embedded in the language used to describe or
discuss the research approach and uhderstanding of the phenomenon of focus
(Watson & Girard 2004). Meaning is derivd@m the context in which the experience
(between the researcher and participantisy$thas taken place, where it is both within
and through the experience itself that megrcomes into being — through reading and

re-reading meaning is constructed (Gadamer 1997).

| have chosen to go beyond thee of particular procedures to follow defined criteria

to ensure quality, as such are highly debated within the literature. Instead, | argue that a
good phenomenological study achieves qualithigylighting the complexity, ambiguity

and ambivalence of participants’ experiences. As Dahkiead(2008) have cautioned,
phenomenological researchers need to dgniscent of making sure they do not make
definite what is indefiniteInstead, Lifeworld research shoulé identified as such by its
ability to both present paradoxes andegrate opposites, demonstrating holism
(Dahlberget al2008).

In accordance, Wertz (2005:175) offers accsmct description of phenomenological
study:

Phenomenology is a low-hoveringdmwelling, meditative philosophy
that glories in the concreteness p#rson-world relations and accords
lived experience, with all itsndeterminacy and ambiguity, primacy

over the known.
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As a researcher and interpreter, | needdaetaware of my prenderstandings/prejudices
and to understand how they could impact data collection andhterpretation. In
addition, | was clear that the apsis of interpretive practiceequires a leveof patience

to accept that there are incongnces and conflicting explaiats of feelings and events.

| understand that social life is messy in pictand if | was to not acknowledge such in
my writings | could be accused of not adetglaattending to my data. Through the many
writings of the text and itselated numerous interpretations, | was also aware of the
language | used, making sure | did my besteftect the meaning of the participant. In
this respect | can argue that research was achieveddbgh a fusion of horizons and

within the hermeneutic circle.

Another aspect of the implentation of the hermeneutic process is reflected in the report
and dissemination of the study - writtenayal. Garratt and Hodkson’s (1998) article
discussing the dilemma of using criteria agsess qualitative research is of related
importance here. They arguecacding to Gadamer that atthgh the content and form of

a research report is important, these areceottral to the expegnce of reading and
understanding that report. &tcordance, a report canro® fully understood by dividing

it up. A summarised report or amber of papers from thaeport, represent parts of a
whole, these parts cannot be understood clearly as parts; they are only fully understood as
a related whole. Therefore, the reportamntell a story in a sound manner where the
experience can be recognisasl plausible by the readewslthough, publications have
evolved and are ewihg from this work, the dominafbcus of my writing was to ensure
the full thesis formed a coherent whole. Ttia reader could piece all elements of this
work together, with no gaps, forming angie coherent and believable story was of

primary importance.

In addition, Gadamer (1997) would say that tbaders or audienedso bring their own
prejudice(s) to the experienoé understanding that text. Therefore each reader will have
different interpretations or undgandings they attach tbhe work. Indeed, Hermeneutic
interpretation is never final or completeisitalways an approximation, but one version of

that reality. As such, the findjs of this work can be construed as a result of my own

105



interpretation and understanding of tb&perience which may differ from another

researcher addressing the same phenomenon.

4.5 Conclusion

The research design and methods basedan Manen’s hermeneutic phenomenology,
presented in this chapter, Vgabeen selected as a meaonshighlight the day to day
experience of living with a LLCThe presence of me as a&earcher in the data means
that my interpretation may well be differte from that of aother investigator.
Phenomenology depends heavily on the researcher's use of self. Overall, the
considerations | made in working with tparticipants, in designg and carrying out the
interview processes, in the reflection on views about studying children, and the
considerations of rigor and @guacy — | have been enabled to be reflective and mindful

of my actions and interpretations.
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Chapter 5: The professional focus groups

*k*k

This chapter details the findings of theof@ssional focus groups. The membership of
each focus group will be detailed and the main thematic areas will be outlined. The
chapter will culminate with a discussion thiese findings and hothey have relevance

for the following two chapters — the findings of the interviews with the parents and
children. It is important to note that thistdavas gathered for a service evaluation study,
therefore the nature of the data is lessué®d on personal experience and more on the

views of services.

5.1 Overview

A total of twenty one professionals partiaipd in the three focus groups. Included were
health, social care and education profesdoimavolved in the care of children with
LLCs. Participants were from local Acutéend Community services in West Yorkshire
with one participant from a Tertiary chih’s service. Focus group one consisted of
eleven professionals mainly working imulti-disciplinary or multi-agency teams
including: learning disabilitynurses, a health visitor, an occupational therapist,
physiotherapists, social workers and teachgosne of the professionals involved in this
focus group were also managers of key multi-disciplinary services. Focus group two
consisted of five participants. They mge all physicians, including Consultant
Paediatricians and a GP. Focus group threeistedsof five nurses, including a specialist
outreach nurse, community paediatric nurgepaediatric acute nurse and a children’s
hospice nurse. All groupsdied around an hour and hadfduration. Discussion flowed
and participants were happy itateract witheach other. This meah did not have to
intervene with many questions. The focusugs provided a substantial amount of data

and the participants stated that tliney learnt a lot from each other.
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Table 5.1 Participant characteristics — focus groups.

FOCUS PARTICIPANT | PROFESSION

GROUP NAME

1 Laura Learning Disability Nurse

1 Diane HealthVisitor

1 Sarah Paediatriéehysiotherapist

1 Megan Learning Disability Nurse

1 Gill SocialWorker

1 Jean Learning Disability Nurse

1 Andrea Occupationall herapist

1 Tina Student Learning Disability Nurse
1 Marie Special Needs Teacher

1 Kate Special Needs Teacher

1 Lorraine Paediatrid®hysiotherapist

2 Joanne Paediatrician

2 David Paediatrician

2 John Paediatrician

2 Simon GP

2 Louise Paediatrician

3 Sally SpecialisNurse

3 Gail Community Paediatric Nurse
3 Tracey Community Paediatric Nurse
3 Beryl Paediatric Acute Nurse

3 Janine Paediatric Hospice Nurse

NB. Please note all names used for participants are pseudonyms.

Participants reflected on their own professlogperiences and the overlap of such into
their everyday lives. They identified positiaspects of recent service developments as
well as a range of problems and gaps @ssed with the current organisation and
delivery of care for children with LLCs and their families.
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Table 5.1b Summarised focus group coding template.

THEMATIC AREA LOWER LEVEL THEMES

Service Planning, Delivery and Co-ordination e Planning and delivery of care
e Teamwork
e Co-ordination and
communication
e Transition
e Funding
o General
o Adaptations and
equipment
e Support for parents and families
e Staff needs
o Training and education
0 Support
0 Bereavement

Specific Service Gaps Respite
Out of hours care
Challenging behaviour
Ethnic Minorities
Bereavement care

o0 Parent support

o Sibling support

5.2 Service planning, deliery and co-ordination

Participants in all three focus groups idaatifpositive aspects of specific services, but
also organisational and profemsal barriers associated wittie planning and delivery of
care. These barriers impactagon their abilityto provide or orgaise appropriate and

timely interventions.

5.2.1 Planning and delivery of care and teamwork

There was overt frustration with the demaonflservices outside their remit and equally
their reliance on these sereg and other professionaldften referral and assessment
processes and responsibility for action were a shared responsibility. The extent of the
problems reported by participants did vawith professionals working from a multi-

agency/multi-disciplinary base reporting ae# good practice. Where the roles of key
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services were clear and referral processewle participants expressed the ease of

planning services and care for children:

Gail (Community paediatric nurse): From a nurse’s point of view,

my role, making a referral to (Hosgi), | find is quite easy because if
you've got the support of your Consultahen basically you just ring
them up, have a chat with them. Sometimes they might write a letter
about the family before they're accepted and then as long as you've got
the support from the Consultant, yee’discussed at a meeting with
your multidisciplinary team and ¢n you go for a visit... and my
experience has always been veopd and the families that I've talked

to who thought that (Hospice) woubeé a place for them, then it always
runs smoothly...

Janine (Paediatric hospice nurse)l think the thing is that people
have got more used to our criteria and we’ve been around a lot longer
now. We very rarely do have tortuchildren down and sometimes you
can do that on the first phone call ifdéfinitely doesn’fit the criteria,

so that very few families wouldnget accepted, the majority of

referrals are accepted. (Focus group 3).

Where there was contact with a well infed and approachable Consultant, care
planning appeared to be more effective. 8ssionals appeared to be aware of hospice
admission criteria but it wasedr that at first they found difficult to understand. Being
able to be reliant on more experiencedffstvas the key to planning effective care.
Participants recognised that planning abNiayies according to diagnostic groups and the
nature and complexity of the underlying aireal condition. Where children receive care
from tertiary centres, such as paediatmcology units, there was a sense that provision

was good:
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Joanne (Paediatrician):Well | think provision is patchy, very patchy.
| think the oncology children in theain are relatively well provided

for because there is a co-ordinated central service. (Focus Group 2).

Particular problems were posed in the plagrand provision of services where the life-
expectancy of the child was largely unkmoar where no diagnosis has been made:

John (Paediatrician): | think the oncology group, they've got some
idea of how long they will need caaed therefore you can kind of plan
services. With the neurodegeneratognditions and in fact every other
diagnosis...| mean the cases we haween we don’t have a diagnosis
and those are the most difficult ones because you don’t know how long
they are going to live. Thereforpeople are reluctant to put in care
without a diagnosis, so | think thoaee the difficult ones as well. Then
there are children with severe cewmdbpalsy with severe and complex
needs and yet they are not going to die and therefore they don'’t get all

the help (Focus Group 2).

Where there was talk about reluctanceirtiplement care due to there not being a
diagnosis, it was clear to s#ieat services were operatinging the biomedical model.
Without a diagnostic label, professionals watea loss to know howo intervene. This
was mainly for two reasons; individual peskionals did not know what to do without a
diagnosis and services were organised in sughy as to make it impossible to provide a

suitable intervention without diagnosis.

Difficulties were also encountered where segvsectors could oph or out. Decisions
are taken locally by one service and otheereies may then have to find a suitable
alternative for the child and family. Inddaal schools, for example have autonomy to

decide on the level of care theyll implement for a given child:
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John (Paediatrician): Because the unit I'm on, a lot of pre-schoolers

go to school and they co-ordinateuedtion before they go into school

so we have a good system there. But, once they go to school, it depends
what schools they are in really, ifeyhare in a special needs school or a
mainstream school. | thik it's very variable, i8't it, how much co-
operation you get from school, hawuch a school will do, you know,

how much they’ll input into the naécal care and how helpful they’ll

be. Some schools are quite willinghelp, some schools are incredibly

helpful, and some schools are just awful (Focus group 2).

In summary, there was general agreement athes®cus groups thatehe is inequity in

the ability of professionals to plan and deliver services and care for children with LLCs
and their families. This results from differences in service organisation based on location
and diagnosis. Furthermore, @nt services appear to bdlaxible and healthcare overly

focused on diagnostic labeling.

A difference in the ability to adopt a teapproach for differentliagnostic groups and

age ranges was evident. Where teams waradised within organisational structures
such as Child Development Units, Children with Disability Teams and Shared Care
arrangements, teamwork arrangements weheedaand care provision reported to be

well planned and co-ordinated, for example:

John (Paediatrician): | mean we have, the children who are ill in their
first few years of life, | mean they are fairly well looked after in that
there’s the child development cenated every child with a disability
goes through that serviead we meet every simonths for each child

in that service and plan what we do (Focus group 2).
These teams have a routine, a protocol they are able to follow with each child that arrives

on their case load. Having such streamlipeactices removes thecope for error and

allows the team to follow the care of each child. However, where teams are not
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formalised within organisational structurésis can result in poor co-ordination, for

example:

Lorraine (Paediatric physiotherapist): | had a little girl and she was
only a year old and she had thirtedifferent professinals visiting the
house and she hadn’t even started widlcation yet, it was just health
(Focus Group 1).

Joanne (Paediatrician): | think the children who are in the other
categories (non cancer) who requpalliative care... it's whatever’'s
happening locally that they get &ss to. That might be community
nurses, Consultants, GPs, whoever, thete isn’t really an overall co-
ordinator of what happens. Oftenist child by child and often crisis
point occurs and you have to get as many people together as you

possibly can to provide whatevagrvice you can (Focus Group 2).

There is obviously a lack a@frganisation and co-ordinationtiaeen services for children
with non cancer conditions. But this situatipaints to other weaksses in provision.
Were these thirteen professals not communicating? Anelhy should a child be in a
position of crisis before services are impleteef® Whether it is from hospital or directly
from the GP, irrespective of diagnosis omeuld expect a comumication protocol to
avoid certain children beingontacted/given support by tooeany separate professionals
in the system.

5.2.2 Co-ordination and communication

Participants in all threéocus groups identified the importance of good communication
and co-ordination between agencies andviddal professionals, citing both strengths

and weaknesses of current working arrangements and professional practice. The need to
formalise a key worker for each child afamily was identified in all focus groups.

Reported advantages of such an appraacluded improved angroactive liaison to
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maintain care in the home, co-ordination between agencies and protection of families

from unnecessary duplication and intrusion:

John (Paediatrician): With the acute trust yes and they’ll go out
[nurses] and see them and actually do quite well in liaising with GPs.
They sit between the GP and do as much prescribing as possible and
involve and support the GPs lookingeafchildren in the community
rather than keeping them in hospital and...

Louise (Paediatrician): They need somebody as a key worker who
works with the families and primary care, maybe be part of primary
care as a health visitor or somethirige that really to work with the

family (Focus group 2).

Improved sharing of information between agesavas suggested. A co-ordinated record
of professionals involved in the care of eatttild was an idea put forward - so that
professionals involved with a specific childdafamily could be immediately identified.

In addition, focus group participants werarfk about their own inadequacies and those
of others in relation to keeping oth&ey professionals up-to-date through written
communication across primary, secondary and tertiary medical care services. Some of
these communication problems itiéed by participants wereansidered to be a result of
office location. Multi-disciplinary profesionals who share office accommodation
identified the benefit of regular contaghd informal direct communication. Problems
were highlighted where commuaition is both across agenci@sainly across health and
social care) and where teams use sepaffitee accommodation. A further contributory
factor to the lack of shared communication rbayrooted in time comsints. In a shared
office environment a team caget away’ with less formalised systems and yet ensure
services are co-ordinated. Where there isadist between professidsaeffort is needed

to complete formal records and to do thisfessionals need space in their working day

that can be focused on writing.
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5.2.3 Transition and funding

There appeared to be a lot of chaos surrauynthe organisation of transition from child

to adult services. Differences in working practices were reported to present difficulties in
providing and maintaining prosion. Funding arrangements were also found to delay
transitions. However, participants also itieed recent developments in health care
settings and spoke of seiyi up services for teenageisccordingly, different health,
social and education serviceave different age criteriand the transition period can
therefore result in care provision being prodds a combination gbaediatric and adult

services, for example:

Researcher: How does the transition from child services to adult
services... how does that work?

Lorraine (Paediatric physiotherapist): It doesn’t

Diane (Health visitor): It's different for every service so ...

Lorraine (Paediatric physiotherapist): Our Paediatricians we have an
agreement with the Duchene Muscularstrophy boys to stay with the
Paediatricians

Diane (Health visitor): And that's a reasonable thing

Sarah (Paediatric physiotherapist):There’s big issues around that, if
we go onto nocturnal ventilation we’teoking at extending their life
for up to five years so looking at qitglof life there you are going to
have to change services

Diane (Health visitor): That's right

Sarah (Paediatric physiotherapist): You cannot you know, from a
physio point of view we couldn’t éend our service beyond that, even
though the Muscular Dystrophy childrehrow up big issues (Focus
group 1).

Still, there is obvious confusion that ariseger specific cases/cotidins. Here, we have

a professional stating thahe care of Muscular Dysiphy (MD) boys is held by
Paediatricians. Whereas, we have otherthéngroup arguing thauch care can only be
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of limited duration and that other servicegtédo pass these boys on to adult services to
provide the best care. Furthermore, participaaport that currently during the transition
period from child to adult services, thaedolescent may be excluded from major
components of support. This may include daityooling for two to three years, prior to

gaining any educational provision foadult services, for example:

Megan (Learning disability nurse): Some do leave at sixteen in this
area but they can’t get a service till they're nineteen so...

Andrea (Occupational therapist): We have had children leave at
eighteen and they’ve gone inadult day services but

Jean (Learning disability nurse): In the locality where | work they're
leaving at eighteen so they caccess places in this area

Andrea (Occupational therapist): Only one of my cases, she’s left a
year early because if she stayedthrr twelve months she would lose
her place, so she’s left a year early

Megan (Learning disability nurse): It's the same in my locality, if
they left children’s services at sixteen they wouldn’'t be able to access

adult for another two years tillgly were eighteen... (Focus group 1).

Therefore, these children are being lost in the system and the children are failing to see
the benefits that continuity of servic@sovide. Participants gued that changes in
routine can cause upset and losing activities @aate more challenges for the patients
and their families in terms of providing cares and stimulation. Indeed, problems in
organising suitable arrangemeribr medical care throughatusition were identified by

both focus group two (doctors) and focus group one (multi-disciplinary) participants, for

example:

David (Paediatrician): | see quite a number of patients with Cerebral

Palsy; some of them are quite seriously affected. Also, some with
Muscular Dystrophy and some with learning difficulties. | suppose the
ones that come to grief are the ones with Muscular Dystrophy... it's a

small number but there isn’t ansyahand over process, you know at
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seventeen or eighteen, theren@body on the adult side (Focus group
2).

If there is no one within adult services pick up the medical care of MD patients,
paediatricians are left with awkward decisidagnake. They either continue the care of
an adult or leave the patientdgtruggle through a system thatin adequate and will not
meet their medical needs. With technolofjmdvances some MD boys (and individuals
with some other LLCs) are a number of yaate their adulthood — if children’s services
were to continue to provide all their cateere would be fundingssues as spending
would be taken away from other paediatservices. However, the multi-disciplinary
group identified problems resulting from the sustained relationships children and their
families have with their Consultant Paed@én, and the difficulties in then withdrawing

from such a supportive role, for example:

Jean (Learning disability nurse)y But we’'ve got three particular
Paediatricians who are GPs ... they act as GPs they are on call and that,
now if you've got a child, if yowe got someone with a learning
disability that hasn’'t specificallygot any problem and they get to
eighteen and the parent goes to@t GP says well what do you want

me to do | don’'t know her, I've never seen her, go back to your

Paediatrician (Focus group 1).

However, participants did identify servicevééopments in the area of teenagers and
young adults. These included planned provision of a teenage unit at the regional Hospice,
and a young adult team to be developed énréigion, which will include therapists and a
Consultant with a remit for young people withiygical and/or learning disabilities. These

developments further highlighted theed for local service developments.
Participants within each focus group identfiinding issues including: insufficient or

inappropriate use of funds, ahthere were various ‘potsif money and there were

frustrations with a systenthey argued that was claaterised by sluggish decision
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making. Various participantsuggested that funding for rsees was insufficient,
although this was generally ielation to specific servigerovision including respite care,
education, services for challenging beloavj sibling support,psychology services,

community nurses, equipment and adaptations, for example:

Beryl (Paediatric acute nurse):Our biggest gap is for brothers and
sisters, we’ve got nothing ... and as much as we’d like to do something
we haven't got the time. We waliheed bereavement people full time
to be able to do it, but it is a massigap and we’ve tried liaising with
the adult hospice because they’'ve gayroup for children who've lost
parents, but it hasn'teally, it hasn't reallyhappened.....and it's a
massive gap that we’re aware of but we’re not in a position to do
anything about it without funding someottedo it, which is incredibly

sad and we know that but you know (Focus group 3).

Joanne (Paediatrician): Yes they have Psychologists and Social
Workers but it seemed from what thegre saying that the services that
they are offering certainly at the mute are relatively limited in that

they’'ve got a fullcase load and so (Focus group 2).

Where professionals were repeatedly ackedging service needs, it was all the more
frustrating that services were not beidgveloped holistically — considering the life
worlds of the affected children and their families. It was suggested, as previously noted,

that funding arrangements do vary acoogdo diagnostic group, for example:

Joanne (Paediatrician):1 think there is some kind of funding in that
children with cancer from St James’, they do have a separate pot of
money so | think there is an issueith in that they have got the money
to provide that service whereasripgps locally we don’t necessarily
have the monies to provide as many community paediatric nurses for

example (Focus group 2).
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One starts realising that the services a amiéy be offered could be limited to their post
code or diagnostic label, even where d#gf& children and their families have very

similar needs.

In addition to problems with the demsi making process asoted, participants
highlighted a number of fundingsues in relation to the grision of adptations and
equipment which impact on the day to dayniyi quality of life of children and families,
and the ability of parents to care for thehild at home. ltwas also recognised by
professionals that parents who maintain wark further disadvaaged financially and
have to make unrealistic contribut®for equipment and adaptations.

General discontent with funding issuwas highlighted, for example:

Andrea (Occupational therapist): Well adaptations itself is a mine
field, you have to jump through thabany hoops to get anything,
money wise to refer for an adaptation it's just unbelievable and it takes
so so long and that's after I'vgot it through sociakervices (Focus

group 1).

In addition, problems associated with fhevision of less than optimum equipment and

changing the equipment as the needs of tild change were identified, for example:

Janine (Paediatric hospice nurse)l think one of the things we’'ve
found is families at home, they hat@have a certain bit of equipment
and maybe that might not be thesbehair for a cid, | can imagine
that's to do with the budget and restrictions and they then have had to
have a chair that is less suitedtkeir child or like an armchair, or
they’ve already got an armchair and they've got to let that one wear out

before (Focus group 3).
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Indeed, participants recognised that problessociated with inadequate adaptation and
equipment provision can impact greatly on gagents’ ability to care for their child at
home, particularly when their need is urgdhis unclear in the example given whether

the underlying problem was funding thie decision making process:

Janine (Paediatric hospice nurse)t think the other problem which we

do run across is trying tget equipment for a child who changes very
dramatically very quickly before thedie. The one | can think of had a
brain tumour which was very progsve and very quick and the child
actually died within | tink about twelve weeks of being diagnosed but
he was actually very heavy and it was a nightmare, trying to get that
equipment into the house. The family wanted to keep him at home and
even minor things were quite difficult to get. You had to rummage in
adult stores to try and get thingsdain fact the family ended up paying
for a bed and a device to get him up the stairs. Luckily they were in a
position to be able to pay for those things whereas a lot of people
wouldn't be...

Beryl (Paediatric acute nurse):l can think of one family who couldn’t

get things in time (Focus group 3).

Participants highlighted the financial burden placed on parents for adaptations and
equipment that are required for the care d@irtlsick child in the home, particularly in
long term care situations wh they work. Parents whaork are required to make
substantial contributions to adaptations and equipment and it is suggested in this excerpt

that this results in some paremsking the choice to give up work:

Diane (Health visitor): Because with the government change and
regulations a few years ago the amaiiat families have to put in now
IS quite considerable for adaptats. You know, for an average family

earning an ordinary waghe money is astronomical.
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Megan (Learning disability nurse): Because also that's why a lot of
our families are dependent on benefits aren’t they because

Jean (Learning disability nurse): If you can pay for anything you're

lucky

Andrea (Occupational therapist): If you're on income support, you

don’t pay anything, it's when you work

Diane (Health visitor): But giving up your job...and the other thing is
if you haven’t got the adaptationsamd you haven’t got the equipment
in you can’'t put the services in. @Hamilies are allowed to lug them
here and everywhere but you can’t parers in because of the lifting

and handling regulations (Focus group 1).

This excerpt also illustrates the wider agp of a system where access to care provision

in the home is dependant upon decisions abauding for adaptations and equipment.
Furthermore, the situation whereby families are left to struggle because equipment is not
in the home, highlights a lack of joined upnting. If families were provided with what

they needed as a matter of urgency and routiee there would be less risk of parental

or child injury in them carrying out care @iegly. Furthermore, the stress experienced by
families and professionals in organising fundireglects the potential for other services
having to pick up the cost pkychological care and for chilehr’'s services covering staff

for burnout issues.

5.2.4 Support for parents and families

The focus group participants identified the need for parents and families to have general
and specific support to cope with and adapthi child’s day to day needs, caring, and

the need for back up services to deal wattute problems and family lifestyles. The
ability of parents to edtdish a trusting and supporév relationship with a key
professional, such as their GP, Consultaatnmunity nurse, therapist or social worker,
was identified as an essential componenthaf general support that families need to

minimise the impact of caring for their child, for example:
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Kate (Special needs teacher)But do you think that there’'s some
difficulties around that because some families will only accept one
person that they get on with, | thiglou need that and to perhaps have
someone else there who can helpaisit if there’s problems that arise
Andrea (Occupational therapist): | mean at the end of the day if
you've got a severely disabled chddwith a life theatening condition,

the last thing you wanis loads of differat people. You know, you
want to spend the time to makeedationship with them; you need to
know that even if they can’t solvepaoblem there and then they can do
it on your behalf. You don’t have to go through the same story from the
word go. | think we should be thimlg about that for our parents and

our children (Focus groupl).

These professionals really want to make ises/better. As reported elsewhere, they can
see the gaps in services and aiustrated that nothing eing done. By referring to “our
parents and children”, one can infer thaesh professionals s¢kee well-being of the
families in their care as their respdnity. With prolonged involvement, the
professional almost becomes a family memdoad it is upsetting for them to know that
parents are having to repeatedly talk albstressing issues, when there could be a key

worker allocated to families to emrdinate care and shoulder the burden.

Because a key worker system has yet to bel@yad, participants identified the need to
support parents in deatjrwith the conflict that arises wh they deal with professionals

and services not empathetic to their needs, for example:

Sally (Specialist nurse):Yes and | think sometimes they want to just
use you as a sounding board to help thieal with the frustration with

the system. Recently a family went to the doctor with needs and he just
turned round and said “well thergdgople worse off than you”, so you
know, the family were upset and | think families do need support with

working with the system (Focus group 3).
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The need to respect the decisions parents make, when choice is available, was also
identified. Parents often looko health care preksionals for endorsement of their
decisions and help in ensuritigat appropriate care is ingage, such as decisions about

respite (home based or inpatient), for example:

Simon (GP): Parents have different attitudes, some don’'t want any
assistance, it's their child and thah&iof attitude exists as well (Focus
group 2).

John (Paediatrician): ‘...From the parents’ point of view an acute
ward isn’t necessarily the right place, but on saying that some families
choose to stay with children. A couple of weeks ago a family wanted
their child to stay onhe ward even though theg got home care and

all sorts of other things, they chose to stay. So | think we need to be
aware that although we tik it would be nice for them to be elsewhere
or at home it does come down to thehoices and that might not be

what we might think it to be, so (Focus group 2).

Similarly, the need for general support forguas in the lifestyle decisions they make,

such as family holidays, was mgnised by participants, for example:

Gail (Community paediatric nurse): | had one family and they said
“they’ve told me my child is goingp die”. They didn't want to go to
(Hospice), they had a supportive GPesjpvery littletime in hospital,
was discharged thinking their child had got just two weeks to live. It got
to the second week and they saiell we're still here and you know is

it going to happen? And | said yesst The week after they were going
off to Bridlington in a caravan anddin attitude was she could die at
home or she could die Bridlington, so | said wieif you want to go as

a family then you go, I'll make sure you've got everything to take. |
contacted a GP in Bridlington anddgou’re obviouslythe nearest GP
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to this caravan site, you knothere’s this child coming, you know
where the nearest hospital is and you know (Focus Group 3).

Not only do some professionals recognise accept family decisions, as illustrated in
the above excerpt — they sometimes pull allt the stops tofulfill their wishes.
Furthermore, the nurses described part eirtprofessional role asupporting parents in

expressing their needs and making deaisiat critical times. For example:

Janine (Paediatric hospice nurse):l think sometimes with some
parents it's quite hard tmake the decisions when their child is actually
dying in front of them. What thewant is to be parents and they
actually, some families want you toitiate the discussion about the
decision and when it's right to call the doctor and then you've got the

time to go through the decision they’ve made (Focus Group 3).

Other types of support, such as parent supgaups, were identifiedy all three focus
groups, but mainly in the context of bereaesn The range of issues identified which
affect the support of pants and families reflects the colexity of copingand adaptation
and the need for co-ordition, continuity and cordence in service provision.

5.2.5 Staff needs

Participants from all focus groups identifiadnumber of issues relating to their own
education and training, the need for supportcstmes including clinical supervision and
specific issues relating to bereavement. Participants were very positive about the
contribution of unqualified staff that with trang provide very goodlinical support for

children and their families, for example:

David (Paediatrician): We have a lad who's on a ventilator at
home...he also has the ventilatoisahool. | mean when | first heard of
this | said this is not going to work, definitely will not work. But, it

has worked and he goes and hasassistant at school and she knows
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how to manage this very simple veatdr machine. She just plugs it in
and he’s fine and he can do his lessons being ventilated. You know an
amazing level of care is possibleydu have the right people...I mean |
thought this thing with the ventilat was going to take some upgraded
nurse and | mean the lady who does d (&enior) health care assistant.

So there are people who can be trained to do this and it worked (Focus

group 2).

This also indicates, that there may be otheeas of care or catasks that could be
conducted by less senior staff if only twas reviewed, acknowledged and the training
was available. Participants also identiftbeé benefits they had accrued from experience

of working directly with children with.LCs in specialist Centres, for example:

Joanne (Paediatrician):I've previously workedfor quite a long time
at (Regional Hospital) in the Paediatric Oncology Unit there and so | do
have a reasonable amount of expergenf paediatric palliative care in

oncology (Focus group 2).

In relation to professional edatton and training, participants identified a general lack of
training and education provisiomhilst recognising the specialised nature of working
with children with LLCs. Some difficultiesvere expressed in legion to funding for
specialist conferenceand it was suggested that traigi and education tends to be

motivated by personal interest, for example:

Megan (Learning disability nurse): Well I've done the ENB 931 the
palliative care course. | did that becausgt it was veryrelevant to my

job. I can remember when | did the course the tutor was quite surprised
at me because | am from a learning difficulties background. It was
‘what are you doing here?’ sort ofitlg, but | did find that very useful

(Focus group 1).
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The lack of a planned approach toowding suitable training and education for
professionals involved in the care of childreith LLCs was identified as an issue which
impacts upon self confidence, sieesdelivery in relation toespite facilities, assessment

of needs and bereavement, for example:

Tracey (Community paediatric nurse): There’s no surprise in relation

to what they need. There are abirts of challenges, if you look at
gastrostomy feeds, you know over nigééds, social services are not
prepared to take that sort of rala, yet parents are expected to care at
home. It's not high tech in any wabut it's difficult to get social
services to understand that's howattlchild now feeds so that it's
normal for that child and a small amouwfttraining is all that would be
required for them to actually take that on. But social services keep
coming back to us and saying it's amdemnity issue and it's difficult

for them (Focus group 3).

It seems that in many situations, there is a lack of joined up thinking which leads to
families being left in potentially despera@uations. Also, in relation to home respite
and home crisis management where agenaf§ ate used, concerngere raised about

training, for example:

Andrea (Occupational therapist): Well how much is it for an agency
nurse? Eighteen pound an hour? And theegoing in four nights, five
nights?

Diane (Health visitor): And even the G grade with non-qualified staff,
you're still paying above

Lorraine (Paediatric physiotherapist): And you’'ve no real control
over quality have you? You don’'t knowhat training they’ve had; it's

about us saying what about creatangeam like this (Focus group 1).
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The palliative care @ans often need more support, buditmeeds are naways met by
using agency staff that are not skilled irlliptive care, or havexperience in dealing
with LLCs. Furthermore, they are expensivel & services were lier evaluated service
funders would see arpportunity for increasing teamzsis with staff at lower grades.
Indeed, participants in all focus groups itiieed the need for support, including clinical
support to deal with situations they do not@mter often, clinical networks to share

specialist experiaze, informal team suppaoaind clinical supervision.

There were positive comments made by some participants about clinical support
networks relevant tdahis field of work, although thesare generally not funded, for

example:

Lorraine (Paediatric physiotherapist): It's a new forum for therapists
working with children with musculgsroblems and | think you get a lot
of support. It would be nice ifdould go because you get an awful lot
of support...

Sarah (Paediatric physiotherapist):What we try and do is, we get the
room for free and we usually persigapeople to actually lecture for
free and then we get away with like asking for coffee and tea money.
What we have left over we givie donation, for example we gave to
(Hospice) for the new unit, that sast thing. And thds worked very
well, to get them things across atnging to get equality you know that
we’re all equal in the way we wiq but that’s just being a group
Lorraine (Paediatric physiotherapist): Of just interested

professionals really (Focus group 1).

There were also many positive comments abaiue of clinical supervision to support
staff involved in the care of ddren with LLCs, paiitularly in relaton to bereavement.

Participants reported various arrangemerssine receiving no supervision, others
reporting the inadequacies of supervisionwedl as formal supervision structures, for

example:

127



Andrea (Occupational therapist): We learn so much from each other,
but from a supervision point of view, | should say well | don’'t have
Lorraine (Paediatric physiotherapist): You don’t have supervision?
Andrea (Occupational therapist): | don’t have

Jean (Learning disability nurse):No

Lorraine (Paediatric physiotherapist): We have clinical supervision,
very strong, very formal way

Diane (Health visitor): Formal

Lorraine (Paediatric physiotherapist): For all therapists in my
locality

Researcher:Right

Lorraine (Paediatric physiotherapist): That's been set up recently
Researcher:And what are your views on that?

Lorraine (Paediatric physiotherapist): the staff get a lot out of it |
think, because they choose who supervises them, it doesn’t have to be a
manager, it's not appraisal, its clinical supervision. It's quite a new

concept to give a physio or OT (Focus group 1).

Interestingly, inadequacies in clinical smgsion were mainly related to the use of
managers as supervisors who were considerée out of touch ohave no expertise in
this specialised area of practidekey benefit to this supeision was it being viewed in

different terms from appraisal. Thesas less of a feeling of being judged.

In addition to the education, training and support needs identified by participants, further
needs were identified in relation t@mping with the death of a child. Good support
structures were reported within the dnén’s hospice environment, but elsewhere
support for staff was reported to be patchy. iffieequency of a child dying whilst in an
acute setting was highlighted as one fadtorcoping particularly for therapists, ward
based nurses and teaching staff. However]dahg-term relationspiprofessionals have

with children and their families was associateith the loss they felt. The need for the
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opportunity to discuss bereavement issti@®ugh team supporsstaff bereavement

groups, clinical supervision and coefiag was identified, for example:

Lorraine (Paediatric physiotherapist): My staff hasn’t sort of been
involved in the terminal phase dhat (Muscular Dystrophy) and
obviously they’ve known them since they were diagnosed usually. We
had an incident in my locality whicis similar which is based on my
experience many years ago and ieaféd me really deeply. You know
we had counselling and stuff after tlaatd | think the staff have got to
have some skills to help them topeowith the day to day bereavement
iIssues and, what do youys# the family?, whaare we going to say to
mum you know?, he’s dying how ahgoing to deal with it? And I
think that's a really difficult one

Diane (Health visitor): It's hard afterwards

Lorraine (Paediatric physiotherapist): It is because you do your
‘after death’ visit don’t you

Gill (Social worker): It's not just how do | dealith it professionally?
What is my role? What iy role as a professional?

Lorraine (Paediatric physiotherapist): No it's not that, it's how you
deal with it yourself as well

Gill (Social worker): Yes

Lorraine (Paediatric physiotherapist): And the support you get from
within the team and | think thattse of the big issues for my staff

Gill (Social worker): Yes because | don't think, well | know that
there’s not enough recognition of that fact and | mean it happens a lot in
hospices

Lorraine (Paediatric physiotherapist): Yes, yes it does

Gill (Social worker): It's done as a matter afourse, that you know
they recognise that staff need thait it hasn’t happened in this area
Lorraine (Paediatric physiotherapist): | think it's taken too lightly

Gill (Social worker): Yeah
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Lorraine (Paediatric physiotherapist): If you’'ve worked very closely
with a family for a long time and there was a time when the therapist
was there literally at the end andsita very traumatic event and | don’t

think you can dismiss it (Focus groupl).

So there comes a conflict in role, once a cikk. Professionals are confused as to how
they should act professionally when they fa@ling the pain of bereavement personally,
like a friend or family member, especialiy their involvement with the family has
spanned years. Participants also reportedoimefits of sayinggoodbye’ to the child by

helping with and attending the funeral, for example:

Beryl (Paediatric acute nurse):l think the other thing is that, if the
family are happy we go to the funerde check if it's alright with the
families first but we usually go and there’s usually a few of us isn’t
there? If the community has beewalved and other people, so that's
quite nice and often the Consultamtl go as well, so the whole team

goes and you know it's quitberapeutic in somays (Focus group 3).

With such words the services they provalte de-medicalised. These professionals are
not hardened to grief and attending a fahéelps their percéjon of supporting the

family and their own grief processes.

5.3 Specific service gaps
In addition to the general issues assedlatvith service planning, delivery and co-
ordination, participants highlighted specificpgain service provision which need to be

addressed.

5.3.1 Respite and out of hours care
Participants identified problems associateith access to and provision of respite care
for children and their families, particularly in focus groups one (multi-disciplinary) and

three (nurses). Whilst general problems hdeen noted in the previous sections
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including referral, assessment, funding issaied delays in desion making, there was a
consensus emanating from the focus groups rispite care provisn is inadequate for

children with high nursing and therapy needs, for example:

Andrea (Occupational therapist): The only thing with respite is, even

if it's there they get so little (noises of agreement). It's not really worth
it you know you can’t, | mean this area for any child with a disability
not just the ones at the latterdeonf their disease you can’'t have a
week’s holiday

Diane (Health visitor): And another things that all the money in this
area is the respite care is social services isn’t it? Health do not input
into respite care at all

Megan (Learning disability nurse): Social services employ nurses but
don't employ them as nurses, they are nurses but their titles are
residential social workers and they can’t practice as nurses which again
is an absolute shame (noises of agreement) you know

Diane (Health visitor): It's a nonsense isn't it, but health | think fall
down very badly there, them notuirag any commitment to respite at

all (Focus group 1).

Participants went on to highlight inadequacies for crisis, short-term and long-term
provision in both home and institonal settings and related difficulties in planning the

appropriate care, for example:

Tracey (Community paediatric nurse): Yes we do and | think,
sometimes you come against things likes family could do with some
help. Then you try phoning to getathfamily some help because you
know that Mum’s not quite at the end ludr tether but if she just had a
break then she’d be o cope better

Researcher:Yes

131



Tracey (Community paediatric nurse): And then trying to find
somebody that would say “yes alright then we’ll take that on, we’ll put
somebody in there X number of timgast to let mum have a break and

yet nobody. You end up banging youedd up against a brick wall
because nobody is listening ... and nobody wants to take that on (Focus

group 3).

Participants noted that there were different acceptance criteria for respite provision
between different providers such as sositvices, acute wards, schools and hospice
facilities. There were also many children wih@ not fulfill the criteria for any of these

services, for example:

David (Paediatrician): But then it is difficult to access other respite
care for that group of clients becawysmi’'re looking at social services
then and really you need to say ttest of care a daynhalators, you
know, antibiotics and thingghere’s just no wayThere’s just nothing

till you get to that point where you cgo to (Hospice). It's so difficult
for other people to take these chdd on board because of the package
of care they need whilst they’re thithem, even for just over night

(noises of agreement) it’s, stvery difficult (Focus group 3).

Indeed many children and families lose out on accessing support because they do not
quite fit the criteria. This takes me back tpravious point whereby | stated that services

still appear to be adhering to a biomedicaldel of care and tryintp fit children into

boxes. All these children are differenhdathe focus should be on their needs and
supporting them. In addition, the majority iastitutional settings, which are considered

by many to provide respite, suels acute wards, schoolsdatime children’s hospice do

not consider respite as th@rimary role, for example:

Laura (Learning disability nurse): You can send them to hospital and
not believe it because they'll bm the classroom the following

morning. Yes there’s a fine line tweeen acknowledging the fact that
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parents do need respite care, tltey need a break from their child
because it's relentless but you are compromising the child’s health. A
lot of these kids have very complex needs, they need one to one
attention

Kate (Special needs teacher)And at the end of the day you have to

function as a school and notare home (Focus group 1).

Furthermore, the use of the term ‘respite careonfusing in reldion to the children’s
hospice and the distinction between terminate and respite care is not clear. The
hospice considers their primary role as a ptewiof symptom control and terminal care

for children with life-limiting conditions, for example:

Janine (Paediatric hospice nurse)but what we don’'t see (Hospice)
providing a respite service at all.tAbugh that's part of it because of
the number of children we have going the amount of respite you can
give is quite limited. Wat you can say is maybe the symptom control,
you're doing the best tget to know them before symptom control and
terminal care because obviously its lot easier if you have that

relationship with families (Focus group 3).

In contrast participants in focus groups one and two used the term respite when referring
to children’s hospice and terminal careug indicating the levedf confusion amongst

professionals, for example:

David (Paediatrician): and once they are ready for respite then it's
(Hospice)...It's hard though sometimefscourse ... it's the responsible
thing but it's likeyou are saying that death tise outcome here and
depending how much they’'ve understood about it...You know if you
have a child whose spastic quadraplegic you probably won't have
discussed death at all with these parents and evegr imethnatal period

they aren’'t even discussed thewhy? Because you're trying to
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encourage them to be as active in their welfare in this child not
discussions about death, so theywu say respite care, well then you
bring death into the equation so we have to have a discussion about that

and what you’ll do about it (Focus group 2).

The need for a range of options for childesrd their parents, including home based and

institutional care was identified and dissed in all focus groups, for example:

Diane (Health visitor): Yes because | thought all the talk was about
having a hospice style of model wasit'tl mean with all the meetings
they had with parents beforehand ttrety used to have, that was what
parents were requesting, becauss thay you could opt in or out of
family support, as well as the athijust being taken to a place. And
that's quite a big issue, espdbiafor the younger children and for
children with terminal conditiondecause there isn’'t always the
expertise in a respite facility to do that

Megan (Learning disability nurse): And they also say don’t they that
having that physical buildg is the most expeng\part, well if you had
the right team of staff, interested, dedicated, skilled staff, willing to
provide support services in the rhe, that would appease a lot of
problems

Diane (Health visitor): It would

Megan (Learning disability nurse): And it's what a lot of families
need, it's not always about phyally going somewhere (Focus group
1).

Consideration of the needs afblings in respite provisnh was again identified by
participants in focus group three, for example:

Tracey (Community paediatric nurse): Yes, | think to be able to offer

parents respite in their home whémey need it but also for some
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parents the respite has to betside the home and allow them the
opportunity, both parents to spend ¢inwith other siblings because
often it's not. One parent has stay at home and look after the child
who has the needs while the othergma enjoys the healthy siblings
(noises of agreement) and | thinksibeing able to recognise that you

need both types of respite (Focus group 3).

Participants suggested that parents oftgpass emergency medical services and contact
the acute service direct for nursing or noadliadvice, prescriptions or supplies, for

example:

Beryl (Paediatric acute nurse):l think what tends to happen with one
bad experience with [out of hours GP service], they just access the
hospital. We get mums saying can you get me this and so and so, but
again if it's new nurses who ddnknow these chilgen then it's
difficult. But a lot of them certainlgfter five o’clock and at weekends,

we get phone calls from families and that's what we do a lot of the
time. It's just quicker and less trauticafor families to do that than it is

to go through all this business from thread to needle that spans years.
Well it's just not right to have to go over it every time the child is not

very well (Focus group 3).

Overall participants identdd the need to plan outf hours nursing and medical
provision for children with LLCs, which camspond to their acuteeeds with minimal

inconvenience and disruption. Accordingly, msgionals will try and organize care so
that parents are saved from the stressdedling with professionals who have no

knowledge of their childr the child’s condition.
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5.3.2 Challenging behaviour

Participants within each focus group alsghiighted the lack o&ervice provision for
children with challenging behaviour. These children have high care needs; therefore
providing a package of care can be very compia present there is arguably no suitable
service or respite facility to cater for tbemplex needs of these children, for example:

Gill (Social worker): We have a big problem this area we have a big
problem in having children with learning disability who need
accommodating. You know those siteas not necessarily with life
threatening, life limiting... it's usually the challenging behaviour side
of it (noises of agreement) and we just don’'t have anywhere. They end
up being in our respite unit andaging there with huge problems and
then they’re there for a year more which you know makes the whole
system skew

Jean (Learning disability nurse): I'm sorry but if you lived in this
locality and you can't get throughetday well, I'll ring you tomorrow
just in case you have because thisrét anything (The participant is
being damning of the supp@@rvices in her locality)

Diane (Health visitor): Other than the ward

Jean (Learning disability nurse): Other than the ward

Lorraine (Paediatric physiotherapist): We're desperate (Focus group
1).

This excerpt highlights the lack of provisiéor children with chdénging behaviour and

the professional frustration with the sitwati The following example also illustrates the
complexities that can be involved in providiogre for these children and their families.
Community care services will also not alwaysédnghe staff with the skills and readiness

to cope with and manage such behaviour, for example:
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David (Paediatrician): He bites himself at any sort of frustration at all
he’ll bite himself, so much so d@h he’s had to have all his teeth
removed and he’ll not only bite himself he’ll bite the parents, so he is
fine so long as he’s strappedwdo ... and he asks to be strapped
because he knows he isn’t responsible for his actions and he’s not, so
the lad himself wants to be putstraps... there was an incident where

he was not kept in his straps ahsol and he gave himself a nasty eye

injury with a pencil as a result (Focus group 2).

5.3.3 Ethnic minorities

Access and care provision for ethnic minodtyldren and families was a question posed
to each of the focus groups and participamised a number oksues which affected
their ability to support children and families. Focus group two (Doctors) made a
distinction between the main (Asian) ethmiinority communities and smaller minority
refugee communities — in terms of ease@hmunication. In particular, one doctor who
could speak Asian languages commented on hewas now seeing the difficulties that
non Asian language speaking doctors face wtmmfronted with only Asian language
speaking patients and families. This was because he was increasingly seeing patients
from Eastern Europe who could not spealglish and whose culturderitage he was
unaware of. All three focus groups identifiefforts which had been made to improve
access to services locally such as imetipg services, link workers and community

development work to improve accesgtonary care and the children’s hospice.

Indeed, participants reported access to ase of translator sepoes and were very
positive about their role and efforts, for example:

Tracey (Community paediatric nurse): Every interpreting service

like most services they are very shstaffed and very hard worked but
at the drop of a hat they can qudfien get you an interpreter quite
quickly if they’'ve got someone and iwe got a situation that needs it
(Focus Group 3).
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However, despite best efforts within existing resources there remained concerns that at
times there is an over reliance on Englisbaygng family members and that information
is at risk of being communicated inapproptiat® families. There were also concerns
expressed about the level of understandingeyf family members and the absence of

support networks within their own communities.

5.3.4 Bereavement care

Bereavement care provision was discussethlgnan focus groups 2 (doctors) and 3
(nurses) and various issues were highligh#® clear distinction was made between the
support in place for parents and the needs efsthlings of the sick child. The need for
bereavement care and the value of paagt bereavement support groups and ongoing

contact with health care pexsionals was recognised.

Participants thought that there were good support structures in place at the regional
Hospice including support groups for paremis;nned communication (such as birthday
cards) and bereavement visits. Parents and g&lian return to Hospice to stay if they

feel this may be helpful and attend amaal bereavement sereicThe professionals
involved in this service have dedicated wogktime to follow up families and are rotated

into the role for awo year period and are given thecessary support to undertake the

role, such as clinical supesion and counseling services.

In the local area of Huddersfield, a bereaent service has evolved over time (in the
acute hospital setting) with a core of five staff, largely on a goodwill basis. This includes
a parent bereavement group, bereavemesitsyiplanned communication (such as six
week follow up and birthday cards), plus Epdone answer machifher parents to leave

their contact details.
The main issue identified beyond the Hagpprovision is that there is no dedicated

bereavement care resource with psychologipuit and local practice has developed

largely on a goodwill and individuaiterest basis, for example:
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David (Paediatrician): Things have not so much been set up, they've
kind of evolved and developed. Foraexple we have a liaison Health
Visitor who has done the breaking bad news work over the years. |
don’t know what her job description lmit she is the one if we want to
give bad news to parents she’s inemery single one of them, she’s just

a magic lady, but she’s retiring soon so she’s just had years of
experience. Now that's a Health sifor with years of experience of
handling bad news and supporting paseafter they’'ve received that
...now some of our Community Nurg team have moved into this

area a bit to fill in tke void (Focus group 2).

The need to consider bereavement from diagnosis, througholitettoé the child and
during the transition period between active patliative care was highlighted. Preparing
parents for the terminal stage, particularly in non-cancer conditions where deterioration is
gradual was said to kdifficult by participants. In adton, parent support groups were
valued highly by participants, although thegahighlighted difficulties, which can occur

and the collective sadness when a child dies, for example:

Sally (Specialist nurse): Parents get friendly with other parents and it
must be difficult to see their fmels lose their children, going to each
other’s funerals and they know thaey will be there soon. They must
sit there thinking, “I wonder who'’s going to be next” and so it's the

effect of that and the support neddhere as well (Focus Group 3).

The absence of good social support during the oif the child is highlighted in this

excerpt:

John (Paediatrician): ‘We had one little girl who was very ill and died
by the age of seven and at thatditrer mum’s only network of support
were the health professionals. She had spent so much time either at
school or in the hospital that esthad no friends beyond that world.

Once her daughter had died and khad no contact so you know I think
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sometimes parents have enormoeeds which are very very difficult

to deal with, often on the bereavement side which are difficult to heal.
We make one or two bereavement visits after that it's (Focus group
2).

Professionals need to be able to prepare for a child’s death to give the family adequate

support but recognise there are oftemmunication barriers, for example:

David (Paediatrician): death and deterioratiothat’s a difficult area

for us to go on about because we spend most of our time trying to get
the child better and here we areyiag that things have got worse
suddenly...

John (Paediatrician): You see usually with parents they don'’t really
realise how really ill their child i@nd I'm beginningto realise that
actually what the parents see ig mat I'm seeing and you might have
discussed it with them over fouegrs, four times a year and you think
wait a minute perhaps these parents are considering a future with their

child (Focus group 2).

Problems also arise when it is difficult to determine the child’s progiaos! the terminal
phases are revisited. Parents and professionals prepare for death being imminent and then
the child recovers to such a degree that #lireyno longer considered to be in the terminal

phase. This can prove to be a massivain on professionals, for example:

Janine (Paediatric hospice nurse)l think one of the big issues for a

lot of the families is that they often revisit the terminal care stage a
number of times and that’'s actuatjyite difficult for them to realise to
think it is actually happening thisme because they've been there
before and sometimes they’re quite angry when it doesn’t actually
happen (noises of agreement) because they've prepared for it and then
they bounce back and so they naadawful lot of support and you do
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Gail: You get complacent don’t you sometimes with the ups and downs
and then they’re really are goingdo this time (Focus group 3).

Overall, participants identified the need to develop this area of practice further in relation
to better assessment of parent need aprdaved knowledge of thapeutic interventions
which help parents through bereavement. Fuytitevas identifiedby participants that
siblings have to go through difficult adjustmieprocesses prior to and post death and
their reactions can intensify the difficulty of the situation for parents. The scope of the
current provision, which does hmclude groups for siblings of sick children and allows
only limited follow up, is considered to be less than ideal. Hospice staff and participants
from elsewhere identified pvision for siblings as a sece gap which they recognised

but could not address within the exigfi‘goodwill’ arrangements, for example:

Janine (Paediatric hospice nurse)So we’ve actually started sibling
groups as well and sadly we can only do that for children who've lost
their brother or sister andatis a yearly (Focus group 3).

Beryl (Paediatric acute nurse):Our biggest gap is for brothers and
sisters, we’ve got nothing ... and as much as we’d like to do something
we haven’t got the time. We waliheed bereavement people full time
to be able to do it, but it is a massigap and we’ve tried liaising with
the adult hospice because they've gayroup for children who've lost
parents, but it hadrreally happened

Researcher:Right

Beryl (Paediatric acute nurse): And it's a massive gap that we’re
aware of but we’re noin a position to do arthing about it without
funding someone to do it, which is incredibly sad and we know that
(Focus group 3).

In summary, whilst there is a recognised negdupport of siblingsservice provision is

considered to be resource limited.
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5.4 Discussion

The focus groups provide an overview of thegea of health, social care and education
provision for the care of children withLCs and their families in this region. The
complex and often very individual nature of the needs of these children and their families
is portrayed as is the highgpecialised professional expertise and knowladgaired to

care for and support children in maximisiagd maintaining physical health, learning
and quality of life. In additin, the focus group participants illustrate the complexity of
needs these children have and their usenaify services including primary, secondary
and tertiary care facilities, mathealth services (for exgue, learningdisabilities and
clinical psychology), hospiceare, special education piswn, social services and

voluntary sector services.

The range of professionals involved is wied the parents have to negotiate with the
system on a continual basis as the needthefchild and family change. Repeatedly
professionals and parents are met with diggodoarriers in not fitting criteria which
impede access to services and supporerdhare also reported to be many service
shortfalls that result in pregsionals being unable to prdei appropriate care for all
children, especially thse with challenging behavioufspm ethnic minority backgrounds

and who may need support over a speriod due to rapid deterioration.

Community teams such as those with@hild Development Units/Children with
Disability Teams/Community Nursing Teams describe elements of their role in which
they negotiate within the stem on behalf of parent3hey report successes where
appropriate care was provided but many fatgins with referral and assessment
processes, the responsiveness of datismaking, timely provision of essential
interventions, and anomali@s the use of resaoces which are avable to support both
general and individual need. There appeardédoa call for the recruitment of less
qualified staff to widen local service provision and deseeapending. Furthermore,
additional support and @ming is needed for professidsato deal with end of life
communication and decision-making issues ma@ssist themselves and their patients

with bereavement/grief issues.
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Taking into consideration ¢hviews of these professidaand the knowledge gained

through the analysis, a number of seeviecommendations can be put forward:

e It is evident, that employing one professional to work on the administration of
joining up services, would be key teading excessive spending and maintaining

a coherent package of care.

¢ With so many inconsistencies between s&w regarding transition from child to
adult services (and a lack of knowledgewbiat to do for the best), it is suggested
that for children with LLCs there maylaebetter option of ‘shared care’ and a
service framework that calibe structured around cagi for those in their late
teens (who have been cared for by cleitds services) untileath. This being a

service separate from both child and adult services.

e ltis terrible to think there are familissruggling to care for their children because
they are not provided with appropriateindeed safe equipment. Even more
depressing is the realisation that, actf some of these ibdiren struggle dying
without the equipment that would make #rel of their life more comfortable. It
is suggested that commissioners valeate their budgets for children with

equipment needs.

e Where there is a child with complex health needs it appears nonsensical for health
services to not be involved in provigj respite care. Hence, healthcare providers
and services should be more involvedha allocation and delivery of respite

services.

As stated in chapter 1 - partnership workisgconsidered to be crucial and is a core
principle in the following key policies: The Every Child Matters: Change for Children
agenda (DoH 2004); The NSF for Children, Young People and Maternity Services (DoH
2004); Making it Better for Children andoung People (DoH 2007); Aiming High for
Disabled Children (HM Treasury/Dept of &whtion and Skills 2007); The Children’s
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Plan (Dept for Children, Schools and Families 2007). In addition and also of relevance
here - ‘Better Care: Bettéives’ (DoH, 2008) suggests

Equality of access to universal services

Responsible and accountable leadership

Choice in preferred place of caredamidening of community services
Better end of life care

Stronger commissioning and value for money

Successful transition between children and adult services

N o g M wDd e

Planning and developing an egtive and responsive workforce

The ‘End of life Care Strategy’ (DoH, 200&)so echoes the understanding that the
support these children and thé&amilies require is complexna as such a lot of careful
planning is required by commissiers when considering transition to adult services and

in planning end of life care services.

The findings of this phase of the researchendisseminated at a consensus conference |
organised. A number of positive outcomes evolved from this conference and are detailed
in appendix 7.

These findings provide access to the professsoneews of services and practice and as
such, do not provide so much insight baw they experiencdéeing a professional
working with children with LLCs and their failies. Thus, this analysis is not truly
phenomenological and instead is included $etting the context of the subsequent
studies. Before | interviewed the parents ahitlren | was aware of the difficulties faced

by professionals in providing care and the cursdrartcomings and strengths of services.

To this end the scene is set for the hermeneutic phenomenological method. Its main
purpose is to investigate and describe phemamas these are experienced in life - to

provide a voice to the human expedenust as it is (Heidegger, 1962).
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Phenomenology is oriented towards concetperience and to pelepin relationship
with others (embodiment, holig intersubjectivity, and théfe-world), to beliefs and
practices (contextuality and shared histogy)d to the intent to understand the meaning
of the person's experience (self-interpretatand intentionality). These premises hold
interest for health and social care, wheractice involves interacins and relationships
with people through their expences of health and illnesBgnner 19851994). In this
setting, phenomenology is able ittuminate the types ohuman experiences that are
possible, the context of these experieneesl how these experiences can be described
(Spiegelberg 19698Burch 1989Hammondet al, 1991 ).

Through language, the phenomenological teag the power to conydghe world 'as we

live in it'. The results of a phenomenologisaldy are descriptive in nature detailing a
variety of possible experiers. All such phenomenological descriptions can be
positioned against another phenomenological description, as the life-world is complex
and remains in flux. Therefore, it is entiralpderstandable thattainative descriptions

may continue to exist.

As a result, a full explanation of the warbf palliative paedizic care, and more
specifically Being and caring for aitchwith a LLC is not possibleAnderson, 1991) nor
is it possible to dictateausal relationships, orguuce law-like statement&dch, 1995,
van Manen, 1990). Instead, the phenomenobdgdescriptions will be validated by
mutual recognition given by the 'phenomendaday nod' which says 'yes, that is an
experience | could have' (van Manen, 1990kifiguon board the findings of this chapter,
the conveyed lived experiences in thdldwing chapters maycontribute to the

phenomenological nod and the realdeing able to ‘see’ whéife for these people is like.

Phenomenology's emphasis on the understarafipgople in a non-reductionistic way,
and on their experience within their enviragmt, as well as on the professional—patient
relationship, holds much interest for thoseshing to find meaning in their practice.
Thompson (1990) stated that phenomenalaigstudy allows subjective expression by

both patient and professional, which also nadlgw entry into the world of social and

145


http://www3.interscience.wiley.com/cgi-bin/fulltext/121440725/main.html,ftx_abs#b3#b3
http://www3.interscience.wiley.com/cgi-bin/fulltext/121440725/main.html,ftx_abs#b4#b4
http://www3.interscience.wiley.com/cgi-bin/fulltext/121440725/main.html,ftx_abs#b42#b42
http://www3.interscience.wiley.com/cgi-bin/fulltext/121440725/main.html,ftx_abs#b6#b6
http://www3.interscience.wiley.com/cgi-bin/fulltext/121440725/main.html,ftx_abs#b22#b22
http://www3.interscience.wiley.com/cgi-bin/fulltext/121440725/main.html,ftx_abs#b1#b1
http://www3.interscience.wiley.com/cgi-bin/fulltext/121440725/main.html,ftx_abs#b30#b30
http://www3.interscience.wiley.com/cgi-bin/fulltext/121440725/main.html,ftx_abs#b44#b44

political contexts where professionals preetand patients live. The phenomenological
text is produced to enable increased understgmaf human experience such that health
and social care practice can develop. Tie émd the phenomenological study of the lived
experiences of children with LLCs and thgiarents will producdindings that will

enable professionals to understand them better.
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Chapter 6: The parent interviews

*k*k

This chapter presents the themes identified from an analysis of interviews with parents of
children with LLCs. The participants’ livedxperiences are detadl and their voices

illuminated in given excerpts.

6.1 Overview

From a total of twenty-five parents’ responses, twenty parent interviews were
successfully conducted (see Tall.1). Ten interviews wereonducted with parents in
Huddersfield, six interviews were conductéd Halifax and fourinterviews were
conducted in Dewsbury. Of these interviewstesn were with mothers and four with
both parents. The remaining five intewiearrangements were unsuccessful due to a
number of factors, such as the child’s hoggtimittance, the deterioration of the child’s
condition and unsuccessful attempts to orgma an interview date and time. These
interviews are in addition to those conthdt and discussed in chapter 7. However,

‘Maria’ is featured both inhis chapter and chapter 7.
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Table 6.1 Participant charaasdics - parent interviews

PARTICIPANT | PARTICIPANT CHILD CHILD’S CONDITION** HOSPICE
NUMBER NAME(S) * AGE CARE
(YEARS) RECEIVED
(DAYS PER
YEAR)

1 Adele 11 Non-cancer v
(Neurological condition)

2 Laura 7 Non-cancer ®
(Cerebral Palsy and related disorders)

3 Bronwin 15 Non-cancer 0
(Cerebral Palsy and related disorders)

4 Dawn & Lawrence| 5 Cancer 0
(Leukaemia)

5 Julie 6 Non-cancer 0
(rare genetic condition)

6 Stephanie 5 Non-cancer 0
(rare genetic condition)

7 Faye & Mark 10 Non-cancer v
(rare genetic condition)

8 Mary 9 Non-cancer 0
(rare genetic condition)

9 Clare 10 Non-cancer v
(rare genetic condition)

10 Gina & Mick 6 Non-cancer v
(rare genetic condition)

11 Rachael 2 Non-cancer 0
(rare genetic condition)

12 Lindsay 15 Non-cancer 12
(Muscular Dystrophy)

13 Haley 8 Non-cancer 0
(rare genetic condition)

14 Catherine 2 Non-cancer 0
(Heart condition)

15 Dee& James 4 Cancer 0
(Brain tumour)

16 Maria 11 Cancer 0
(Leukaemia)

17 Chloe 5 Non-cancer 0
(rare genetic condition)

18 Belinda 9 Non-cancer 4
(Cerebral Palsy and related disorders)

19 Kerry 12 Cancer 0
(Bone cancer)

20 Tamsin 7 Non-cancer ®

(rare genetic condition)

*The given names are pseudonyms. ** Where a child has a rare genetic condition, the diagnosis is not

given to avoid a compromise in anonymity and confidentiality.
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The children of the parents’ interviewed waged between two and fifteen years. Four
had been given a Cancer diagnosis anaeh®ining sixteen had been given other life-
limiting diagnoses / prognoses. Of the twecltyldren, eight wereeported to receive
Hospice respite care. All of these seveitdthn had non-cancer LLCs. The table below
(6.1b) summarises the thenfesind across the interviews.

Table 6.1b Summarised parent interview coding template.

THEMATIC AREA LOWER LEVEL THEMES

The beginning The diagnosis & its immediate impact
e Shock
e Support

¢ New meaning attached to episodes of acute illness
New experiences

e Provision

e Recognition of professional focus
New focus

e Different outlook
e Total concentration on sick child.

An inner incentive and drive to provide Maintaining control
e Putting full efforts into care
o0 Blame and guilt
e Accepting lack of professional concern
Parent-professional relations
¢ Communicating needs
0 Understanding of situations
0 Information provision
0 Maintaining good relations
e Negotiating care
o Fighting for provision
0 Needs not followed by provision
o Tick box criteria
e Respite arrangements
o Insufficient provision
0 Peer support
o Difficult times

Trying to maintain a life balance Social life
e No perceived social life
e Peer support
e End of life care
Employment
e Ceasing paid employment
e Financial issues
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THEMATIC AREA

LOWER LEVEL THEMES

Feeling responsible for others

Sibling care
e Lack of provision
e Struggles to meet needs
e guidance wanted for sensitive issues
Open communication
e Prognosis disclosure guidance
e Truth telling
Disrupted family functioning
e Stress
e Marital breakdown
e Sharing care

Psychological effects

Threatened self image
e Issues of identity
e Loss of control
Social withdrawal
e Care demands
e Avoiding negativity
0 Trying to maintain a normal life
0 Being distant from unwanted attention
0 Being comfortable
e Peer support
Depression
o Difficult times
¢ Needing medical intervention
Anxiety
e Frustrations
e Decision-making
Fear for the future
¢ Degeneration
e Death
o Need for support interventions

Fear of reaching the bottom line

Communication with others
e Stress with periods of waiting
¢ Not knowing how one should feel
e Lack of support

Struggling to cope
e Pain
e Questioning
e Maintaining control

Facing the future
o Worries about energy levels
o Needing rest
e Uncertainty
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6.2 The beginning

For many of these parents there had beerteros about the sinister nature of their
child’'s condition far in advance of angiven diagnosis. Where conditions were
determined as rare and genetic, the npeyrto receiving a diagnosis was long and
uncertain. Still, to be told that theghild had a LLC no matter how far this was

anticipated was experiead as devastating.

6.2.1 The diagnosis and its immediate impact

All these parents reported enwtal struggles to be able to come near to accepting their
child’s diagnosis or in thevent of there not yet being a confirmed diagnosis, their
possible prognosis. For some parents, shess of being given the bad news was

heightened by their perceivéatk of professional support:

And we were really sort of giveihe prognosis which was quite... what's
the word?... shocking and there was no follow up of any kind... not even

information(Tamsin).

Interestingly, most parents recalled the badsdisclosure as being in a private office
space in the hospital setting. The news was given by the child’s Consultant and parents
were then left to return to the ward/homebsorb this disclosure in their own time. The
following two excerpts convey a sense of what the time of diagnosis and shortly
afterwards, was likéor these parents:

We were in the office at the endthie ward... the door was shut by the
nurse but but because there were windows out onto the ward, | could try
and avoid the situation by lookingtoat the other children up and down
the ward and the visitors movirgound... the ward was very busy and
alive that day... | remember the cottant seeming a bit tense and he
was stood rather than sitting... thend® ‘there is nothing we can do’
was what rang through my ears loudban anything else that was
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said...hmm... ‘We will strive to makgour child’s life as comfortable
as possible’ ... my heart was on the floor (Kerry).

And,
| were just sat on my own and Ihnember sitting there... there were
leaves falling off the trees and | can remember thinking all these trees
are dying and (child) is going to daad | sat there planning her funeral
(Catherine).

Immediately, the response for these parents togfocus on the end, on there being no
hope and of their child dying. Little thougivas on the here and the now. Through re-
reading these excerpts | can see the prafeals thinking behind conveying this news
and then leaving parents to have the time josadit is expected that over time questions
are likely to evolve about the day to day care and treatment plans. However, | can
remember in the interviews, being quite dtext at the thought gfrofessionals almost
sliding in, dropping bad news amstiding out. | viewed thiss potentially unethical and
insensitive. Indeed, some pate reported a lack of prafsional follow up despite their
perceived need for guidance post diagnosis. Mmrgnts spoke of having uncertainty; of
not knowing the extent of what having thsndition meant for themand their child and

of feeling that they had or have no reahceptualisation of what the future may bring.
Arguably, these issues were the focus of pésethoughts, much later than the time of

the bad news disclosure.

Adding to parental confusian the fact thathildren with LLCs can go through a number
of periods of ill health from which they caften rebound. Parents said that this can lead
to a ‘rollercoaster’ effect on emotions, espdlgionce they are awarof the life-limited

nature of their child’s illness, for example:
But | mean it was worrying becauseeeyday the Consultant came to me

and there was something else not working, you just dreaded seeing him

really... expecting we were going to bad that would be it... and then
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there would be hope because actually ‘this aspect is not actually as bad as
we thought’ or ‘this has stadeo work again’ (Julie).

Before a LLC is diagnosed, parents commertteat they could cope with the iliness
phases better than once they are aware ¢théd has a LLC. Without a diagnosis parents
are striving for a label but once this is knowlme parent is expecting the terminal phase

to always be encroaching.

6.2.2 New experiences and foci

Often, it is not until a diagnosis is confirmed that appropriate treatment and packages of
care can be implemented for children andrtfaanilies. This may mean new experiences

in terms of new procedures, of new professionals being involved in their care and
sometimes different provision in terms of riégs@nd education. Further to this, parents’
reported that medical advances have meaatt ttieir children can now remain in their
homes with relatively high level nursing needis.one respect this is beneficial for
families as they want their children twe in the comfort of their own homes and
surrounded by family. At the same time, thexehe added burden of parents trying to
meet all the needs of their ill child.ltAough some families would receive help, there
were many who stated that they receivedimal assistance and felt they needed more
professional input - especially when it caneetheir child needing to have complex
procedures undertaking that wessry nursing task oriented:

When she had the peg put in, it toole a while to get my head around
using that to feed her... we werens@ome with all this equipment and
feed and at first it was a bit of a case of trial and error... now knowing
how things can go wrong with it... | think we should have had a lot
more help at first and be shown a femes before we were left to have

to do it ourselve (Belinda).

Child feeding is a maternal stress and pleasure. Being a mother | am fully aware of the

stress incurred when my daughter refuses sneé#bwever, there is a sense of pleasure
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when she eats a full meal and when | can loaék over the day and Ilsatisfied that she

has had a good balanced diet. Obviously, when there is a need for children to be fed by
other means, mothers said that they haduesd stress and wormgue to the child’s
difficulty in eating by mouth. However, to then be faced with no longer being able to
have the comfort of knowing your child hesjoyed their meal and will no longer eat a

full meal you have prepared, is very difficult.

Parents acknowledge that after a LLC diagntis&y have new experiences in terms of
caring for and parenting a dying child. Before the child was viewed to be chronically ill,
but now the child is dying and asresult the lived experience is all the more emotional.
Where there is contact with gfessionals, those that were said to go the extra mile and

take time to sit and listen to whdliis now like are more appreciated.

The Consultant is very good... he will sometimes pop in to see how we
are doing... it is nice to know that lares, he has seen us struggling
sometimes and has done his best to help us out when he can...
sometimes him having the time for a quick coffee and to ask how are
things going is a big help (Tamsin).

However, parents’ reported that somdest professionals can become too narrowly
focused on the child’s condition, and not be varpsiderate of the impact LLCs have on

everyone’s lives, for example:

So, you know, but they’re not interestieelcause the (8pialist), like I've
said, you could actually take her (orgamon a dish and say right well is
it ok today or do you need to operate it, you don’'t needchild) and you
don’'t need me ...they're oplinterested irthat (organ) bit..they’re just

not interesteqdCatherine).

This excerpt illustrates the doctors’ focus as being purely biological, almost mechanistic
and ignorant of other factors relating to thsease that impact on the child’s well-being.
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The parent separates the dised organ from the child,gsiifying that the disease does
not characterize her child; tlodild is a being without the gan or the disease. This way

of thinking is not always recognised byetlprofessionals. Such a condition impacts
socially and psychologically on the full familyit, but the parent implies that this is not
acknowledged in consultationtndeed, parents in generegported that the lack of
holistic concern by professiolsacould lead to family frstrations and upset. Parents
argued that it is important that professionatsrk towards a more holistic approach to
care in order to promote within family relationships, relationships with professionals and

coping.

6.3 An inner incentiveand drive to provide

These parents discussed events that wleaeacterised by their ‘inner incentives’ and
drives to provide for their ill children, tog their child the begtossible quality of life
they could.

6.3.1 Maintaining control
They described how knowing that they wergtipg full effort into caring for their child
gave them a sense of satisfaction.

He cannot do things for himself... he cannot do anything about his
condition... and | do not want to likinking after he has gone well |
wish | had done this and | widhhad done that, because you cannot
change things then... so as longldehow that | have given him the
best quality of life he could hayeossibly had, theh have nothing to
reproach myself for latdHaley).

Here we can see how this patrés living for the now, but ahe same time imaginatively
looking back at the ‘now’ from the future. This issue of temporality was present a lot in
these parent interviews and will be discusgether in chapter 8. The above excerpt also
indicates the worry or fear ¢hparent has for potential reaich, if she was not to be

totally focused on the ill child. The child is totally dependent on his parents for all his
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cares, but there is a sense ofstration in having to meetldhese cares. Meeting the day

to day care demands are difficult for all thgseents, they all reported to be tired and
having little support. However, maintainingndrol over the day to garoutines did give

them a sense of purpose. In this case, tlild Ehtotally dependent. The mother implies

this is not his fault and it is her duty ag@d mother to make his life as comfortable as
possible and thus his death easier to live with. Thus, further looms the question of whose
fault is it? Where there were children wiglenetic conditions there were very delicate

considerations about guilt.

Referring back to the parent's perceived lack of suppbis was mainly directed
towards professionals. Parents spoke of hawviewy little space intheir days to rest
physically or mentally. They spoke of peskionals who were aware of this and who
were compassionate, but still this had causestration and at times, anger. Mary talks
about how professionals try support her with encouragemt and praise for how well
she is coping but such has served to besatgannoyance as she fethat by coping she

is not receiving theupport she needs:

‘How you've got this far, you're doing great job and cargn’ and really
| don’t know why | go because sometimes | feel more cross (Mary).

Mick goes on to talk about the reality tife two worlds of the parent and the

professional:

So when we are struggling and treee full of empathy and sympathy, by
the time they get home with their kidglling at them, they are at home,
you know. They have got their own lifeadthey are getting on with it. It
is twenty-four hours, seven days &el, fifty-two weeks a year for the
people that it affects. For the workethey have that escape and | do not
think as such they can take it asi@as as they need to. Why should they
have to live the reality we are lignit's intolerable. It's horrible and |
would not wish it on anyon@Jick).
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These frustrations and points of anger were multi-dimensional. At one extreme, parents
were annoyed that professionals can seetliegtare coping and commend their efforts —
instead of inputting more professional assisgarAlmost as if their ability as parents
being in control of situationsvas turned into a negativBy showing they could live
through these experiences, thegre not offered the supportathmight be available for
those who might give up and show they aoé coping. In the middle ground there is the
recognition that professionalseanot fully immersedah their lives, theiinvolvement is in
professional terms. This means that they rmot going to be consumed by each family’s
plight — they are working within constrainggd to be efficient they cannot afford to
absorb everyone’s problems. Whereas, atdiher extreme there is almost a sense of
naive jealousy in that parents want thee$ivof these professionals, perceiving these
professionals to be happy in their careelsdeed they have careers and these parents
also want careers. These professionals cdmg®e to healthy children and live relatively
‘normal’ and ‘happy’ lives.

The reference to life and the reality of thide being intolerablehorrible and something
the parent would not wish on anyone was echoed, albeit in different terms across the
interviews. Living with the knowledge thdteir child will most probably die in

childhood was reported to sometimes cause phlpain, the sense of loss was felt so
strongly.

When | think of when the end comes... and we don’t have her anymore
oh | feel sick, | feel tis indescribable paima it is a physical pain

(Kerry).

Still, there was said to be lgttime to ruminate on what will become of these children as
their lives were so very busy. The everygagcticalities and random emergencies were
exhausting and as such, enjoyment in life waisl to now be only child focused. In that,
a slight remission would be m®thing to celebrate as would a smile, anything that
signalled a fraction of hopend recognition that all their efforts weret for nothing.
However, life was perceived as horribledaintolerable. Parents would long for a less
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stressful life but there was cittyeexperienced ifkknowing that life would only change or
take a different route once the child has died.

| get so fed up of living like this a@nthen | have to give myself a good

talking to... life is difficult butat least | have still got hifMaria).

6.3.2 Parent-professional relations

Parents described instances whereby geidmals had lacked éhcommunication skills

to aid parental understanding in terms okdee trajectories. Professionals were reported
to give insufficient time to families to eare their understanding of their child’'s

condition, treatment options and decisions, for example:

We got a flow chart for every drupat she’s on... and at the beginning
we were told what each drug would dee were told, we didn’t have to
read it... you take it in better whegrou're told, this is what's going to
happen with this drug, this is whati®ing to happen with that... and then
when you've got a second flow chart, we looked at it as if we were daft
and there’s no one there tiell you, there’s no one ihere? They haven't

got the time, if there was someone to say this is what it's for and this is
what's going to happen, but there isn’t... you get support for the first sort
of month and then that's it again (Dawn).

In terms of medication, these parents valtiechart but the chart only had meaning to
them because they had the memory ofghefessionals talking them through the chart
and explaining the characteristics of each diiggthen be given a subsequent chart with

no additional verbal guidance was alien to them — the chart had no meaningful use, as
without medical explanatiornit could not be understood. #elated issue was how some
parents’ claimed that the language used byesdoctors also makes it difficult for them

to absorb information and indeed fully understand the content of consultations. Some
parents said that they have actively engaigelearning medicalerminology to try and

effectively communicate and understand the full content of consultations. Very few
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professionals were reportedlte able to engage in laymg&rms, in other words able to
simplify medical terminology and procedunesing more familiar words for the general
public. As highlighted earlier, a few paremilso commented that some doctors prioritize
the mechanics and biology of the child’s cdiwai and ignore theansequent effects of
the condition and its treatmieon other aspects of the atig persona and the well being
of other family members. Indeed, the lack afdiafforded to parentnd the lack of staff
resources and skill has left parents irfficlilt situations. Often they have found
themselves unable to understand the purpmseature of their child’s treatment and

surgery for which they may ke consented, for example:

And also as well that, like theformation they give you, | don’t know
whether it's just... the problem ighen you’'ve got a sick child... you're
obviously worried about them and you doalways take in what they say
....and hmm... and they just sort adsame that you've understood it all
and | came out of hospital... whene&th had her first operation thinking
she’d had (a particular operation).. e&hactually got a scar here... like a,
they call it a smiley dce... and, | said to (husband) well how come
they’'ve done (a particular operation)tifey’ve, if she’s only got a scar
down her side, how’ve they got into (organ) from side? And he says she
hasn't had (a particular operationjical, | felt really stupid because |
thought she had (Catherine).

This excerpt highlights a number of practieghical issues, in that the parent had not
realised what she had consented to. It sigmithe need for prod$sionals to repeatedly
discuss procedures/situations with pardontsonfirm their undetanding. | can relate
myself to being worried about something gedi and as a result have not been able to
take in what is said about issues relategeparate to such. | can trace situations whereby
| have been in deep thougdibout something and so hawet had full concentration on
whatever else was happening at the timeultang in me being 1d | had agreed to
meetings | later did not attend for exampt@wever, was | to be reminded of such facts
prior to their enactment — can different day my attentiomay be open to remembering
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such. Hence, the need for professionals to be very repetitive and use layman speak with
these parents.

However, despite the conflictmarents had with certain prefg@onals, they stated that to
provide their children with a good quality biffe, they tried theirbest to maintain good
relations with professionals. They realisiwht to receive many sgces or associated
needs; key professionals were instrumental in assisting witkiolegnaking processes.

Still, parents’ reported a number of instasieehere they had felt that professionals had
not acknowledged their concerns. This hadttedome parents’ feeling inadequate and
upset in that they felt their own opinions, views and experiences were not valued, as

illustrated below:

| knew that this particular drug wast suiting her... | wanted her to be
tried on this other that had been mentioned a few weeks previous...
anyway they kept her on this one and it wasn'’t until the tests they did
showed she wasn't responding welkttthey moved her on to this here
other stuff... | was annoyed on that thaigin't listen tous and listen to

us saying we know our child, we know this isn’t work{h@wrence).

It appeared to be commonplace, that protessds did not always acknowledge parental
concern. Maybe this is a resuf some parents being opeotective or unreasonable.
However, parents cited having shout to try and makprofessionals listen and to
repeatedly do so. Indeed, a number of p@retalked about fighting for statutory

provision.

For many parents the hard work and demaoidsheir life lead them to struggle to
achieve a level of emotional balanceedping a balance inwgd trying to avoid
ruminating on the emotional impact of the clsldituation and the possible future. These
parents described lives where they nevepped; they were always running from one

task to another, often negtery their own basic eeds. It was almost felt if they had
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stopped, the full realisation ofdlsituation they were in would be too much to bear — as
discussed earlier in terms of the physpaih felt when thoughts home in on this.

However, almost half of the parents miewed commented that no professional had
ever asked them about their needs. aAsesult, parents understood the professional
concern to be directed onkpwards their child. In someases, parents had had the
opportunity to express thraneeds to health @ocial care professiondtait were told that

services available could noécessarily provide solutions. This had lead to the following

comments:

There’s nothing, you get nothing hbme, once you leave that ward...

nothing, you’re on your own basicalgronwin).

We need someone to consider the paref these children that are like
this twenty four hours a day, thabn’t come into anybody’s bracket
(Mary).

There appears to be a cry for servicesad secognising the needs of these children and
their families who do not fit neatly into avgin service patient/client acceptance criteria.
To feel alone is a difficult place to be, oneynséruggle to survive or give up because of

a lack of confidence in abilitgr a lack of drive to careecause no one else seems to.

Current respite service provision is pevesl by parents to be reliant on their own
consciences. Parents’ reported that the currespite system is unable to cope with
providing the care that all families need. &sesult the health of many family units are
perhaps at risk, which parents argue ie tbng run will not be cost effective, for

example:
And it just seems a little bit more of a pity for the health authority to turn

round and say we are not having thiading when the end result will be
two very damaged adul{Mick).
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Professional attempts are reported by parents to encourage families to seek input from the
voluntary sector, to complement servideat are offered tlmugh statutory provision.
However, two parents claimedaththey had received no asaiste or support and to date

had not received any information fronmya professional regandg voluntary sector
assistance. It appears that family’s fare bettthey are part o& parent support network
where there is a sharing of information. w&ver, where there are families that do not
socialise with other like parenthrough hospice visits or asresult of acute admission,

such families are very isolated and akriof really strugghg both practically and
mentally. As stated in the above excerpt thental struggle involved in just trying to
achieve funding to meet basic needs is extivagiand can result in pants being affected

and perhaps requiring health serviaading to meet their resultant needs.

Indeed, many parents reported almost alwaysnigato endure a dege of conflict with
professionals to be allocated respite s&wiclhe following excerpt highlights the major

gaps in respite service provision:

The only respite that | get, and it®t local, is the hospice... about
three times a year... it is wonderfulyes...we go for four nights. The
big school holiday is the problem... s try to get a week away and a
week at the hospice if we can...ebk it up, but it does get very hard

(Lindsay).

Four nights, three times a yaarlittle respite, yet this faity received the most time at

the hospice of all the participants. Someuallty did not receive any hospice care. To
think these parents have labour intensive dutieer twenty four hours a day, having just
twelve days break is minimal. Many famgditave had charity assistance, although most
had found out about these organisations thrquegrs. All parents terviewed perceived

that there is inadequaterfding for respite care both in diraway from home. Parents
reported provision and staffing to be limited, which was claimed to place the contact
professional in an awkward position. Indeethst parents interviewed had spent some
time without any assistance, unaware o eespite servicesvailable to them:
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We do now [have respite]... for a loigne we didn’t... and we are in a
position now where we are receiving a small amount of care, more than
we have ever had but we did reallyed it in the early years and there was
nothing there... apart from wheshe started going to the child
development centre, she was eighteenths old when she started going
there... for two mornings a week... and that's the only kind of break...

that | got (Laura).

Laura talks about how she would have bgedffrom more assistance in ‘the early
years'. Having no break takes its strain andifgano one to pick up on this need or in
not knowing that she could have maybe sougititsome respite care meant that she had
to learn to live without @pport. Looking back the fatgi managed but Laura can

reminisce over how life might haleeen easier with some help.

Most parents spoke of being admitted to hospital for acute care, complex procedures or
surgical operations. In general, inpatientecaas viewed to be for treatment purposes.
However, inpatient care was said to be used as a respite facility for children with
challenging behaviour, as thalowing excerpt indicates:

It makes you suicidal, | mean | said ‘I'm going to kill myself’ and he said
‘what about the kids’ and | said ‘I'yoing to kill them first’, because |
said ‘I can’'t leave them with you lot because you can’t even give me any
help’... and then they said | was uridtg | says ‘well you don’t give me

any help’... 1 don’'t geany help, it's when it ge that bad, so they took
him in to hospital... and they said they were going to monitor him and
assess him and all this... and they put him asleep half seven eight o’clock,
because he was disrupting other kids on the ward because they put him on
a normal ward... so | says ‘well what good’s that, you're not seeing what
he’s like twenty four hours a ga.. ‘So how can you assess him?'... so
that went nowhere, | got nothingsel off that ...and that was only time

I've had respit¢Mary).
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Desperation obviously led Mary to seek hilpm the professionalsvolved in the care
of her child. Having had no respite due to ¢hbeing none in the @a for children with
challenging behaviour and having ooe listen to her pleasrfbelp; Mary had to resort
to exposing her desperation. Unfortunately, fettielet down in the a& the hospital gave
her child. She thought that iféhhospital staff were to expence her child for just one
day, they would realise how difficult things weeat home, her being able to care for her
child with no break. Instead, the staff gavenhmedication that she telf feels is cruel

to administer.

As mentioned previously, follgarents the intense caringaued for these children was
difficult and reported to be exhausting. In acamce, school holidays were perceived to
be a big problem for parents whose chitdrermally attended school. Suddenly parents
are faced with the full time care for sixeeks. Lack of available home carers was
reported by parents, which meant that exiee hours cannot always be provided. This
meant that parents would expect to incur vergctical difficultiesin the school holiday

periods, for example:

Because even though you have got equipment and hoists and that sort
of thing... to physically put him ia sling is quite hard by itself...you
know and then sort of like your hbiis on the bed and turning him,

putting clothes on him is difficulfFaye).

Where there is no package of care to repthaewhich a child receives whilst in school
parents are left to try and manage a s$iturathat could be detrimental to their own
health. Where there are lifting and handling éssuhe parent had no choice but to try and
continue with their child’s care needs everntifvas considered risky. Further to this,
when there is no school and no additional provision implemented in school holiday
periods, it may take a while for parents to readjust to their child’s full care routine, thus

increasing the risk for pantal stress and upset.
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6.4 Trying to maintain a life balance

Parents explained how they had had to reateltiheir lives on knowing their child had a
LLC. They began to prioritise activities ancethtime so that they could focus attention
on their child. Often, LLCs and related heaitire procedures had meant that parents had
to cease full time employment. Furthermoreytihad had to reduce social life activities

that they maybe had enjoyed and engaged in previously.

6.4.1 Social life and employment
Having a child with a LLC had brought ndiacuses that wereentred on providing a
good quality of life for the ilchild, and this usually hadeant neglecting their previous

hopes and aspirations in terms of their ifeas’ and their own future, for example:

| had wanted to go for promotion abrk before all this happened... |
haven't... I'm not wanting to spend anymore time at work than | have
to, my time is with my childnow... never mind going shooting or
putting in a few more hours here atiére... | want to enjoy the time

we have got togethéLawrence).

Life has taken a different turn for these parents, than that which they had thought. Not a
turn that could be forecast baitturn that now required tinfer parents to reprioritise the
important things in their lives. This incluslputting less attention on work and enjoyable

past times and more attention on enjoying their children.

Few parents have room forsacial life. Those who do, terd socialise with new found
friends rather than those they were closetior to their child’s illness or diagnosis.
These new found friends can sympathise wilithse parents anghderstand their lives
and constraints because they too haveild etith a LLC. Oftenparents will befriend
other parents through attending the sameiadjnbeing on the same wards with their
children or being at the hospie¢ the same time. Others ynaave made friends through
support networks, for example through chasit@nd related virtual message boards that

enable parents with childremith similar needs to converse. This had meant that the
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parents of some children, especially thesth the rarer genetic conditions, had made
friends from different countries around the ndo Often just receimg an email from
another parent who had had a bad day maeetparents realise they were not alone and

they could find strength to support each other and remain positive.

A lot of the time you can end up fee very alone in the world... it is
hard to keep up the will some tbfe time... having another mum to talk
to has helped though... | log on sometimes in the middle of the night
and she might be up having a braght too or | can get all my
frustrations down in an email aheér do the same with me... it helps

talking to someone who kn@wvhat it’s like (Chloe).

There is comfort in knowing others are expading similar lives, it serves almost to
make parents life styles seem more ‘normiakvas acknowledge thainly other parents

could really know what life was like.

It appeared that only in the presumed teahphase would there be additional support
offered via care agencies and a hospice conity service. This sometimes included
night sitters or sitters whoauld, for a few hours, be able to spend time holding the child
and reading them stories. Interestinglyeewvhen there was ith support given few
parents chose to leave their home in this tifiey took this time as rest but remained to

have a watchful eye over proceedings.

| suppose | could leave her to holdm but | need to make sure
everything is done ok, that he is not anfortable and that | am here if

anything crucial happens (Clare).

Having trust in professionals entering thebme was something that developed over
time. Parents would not immedit leave their child in theare of others. This often
meant that parents would only feel comforéali leaving their childat night time with

other relatives whom they knew would be quick to contact them in an emergency. Such
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time was relished and parentté&al of visiting the cinemar having a quick meal on the

odd occasion.

Employment is also an isstier all of these parents. Mamgothers have had to give up
work because of their child’s care needs: thmse mothers who do still work they have
flexible working arrangements or workitin school hours. Funer complications are

said to arise if there are siblings. In sucktamces, fathers have found that they have to
work many more hours to meet family expeniditar cut their hours tmeet the needs of
siblings. In some cases, fathers too have had to give up work because of the
care/treatment needs of their child, for example:

Well yes | work an hour a night (laughs) and | work on Sundays, | just
do, | do some cleaning with a friemth an evening... | just clean a day
nursery for an hour on an evening and | work at a local shop for four
hours on a Sunday and that's mgé#k... going to work, my husband’s

not working, he gave up work i@ a long time ago and | got made
redundant and then... | looked afterdanursed his mum when she died
and then his dad and then we had (sibling) and just going back to work
is not a possibility... at the momeiecause | can’t drive, ideally
(husband) would go to work andwould look after the kids, (child)
now is eight and I'm four foot eleveand nine stone, he’s four foot four

and he’s five stone, | can’t dooh my own any more (Haley).

Having a child with a LLC does not make th@seents immune from other family issues
and demands. Often trying to meet the neddgher family members, including siblings,
alongside caring for the child with the LLC iaqds on both parent’s ability to engage in
paid employment. Haley talks about findirgspite in the few hours she goes to work,
almost as if work has turned into a so@ativity for her. She herself labels her time
working as a ‘break’. Just having a few hoatd of the heavy routine at home seems to

lift her spirits. In contrastHaley talks about her husiwh and how, although he would

like a job, he is confined to their home. This is because their child needs to be lifted and
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is too heavy for one person. Therefore, Kateeds the help of her husband to manage
their son’s care. Furthermore, parents reploat they want to spend all the time they
have with their sick child. This is sometisdifficult to achievebecause of two reasons.
Firstly, the financial implications — often if there is a way for parents to work this is
needed so that theyan meet the costs oére and equipment. Secondly, for some parents
they can be at conflict with themselvegaeding work. In one respect they want to
dedicate their time to their child and in amat respect they need time out and to leave
work would also be an emotional wrench. Many of the parents interviewed were well
educated and had established goarkers, and so, to actuatlyme to terms with leaving
employment was difficult. For those parents who had given up employment, they
reported to be more eligible than parents still working for funding and benefits. However,
they did suffer worries with regard to thetdte and their abilityand skill to return to

their previous typand level of work.

Financially, having a child with a LLC hagjeeat impact. Although many of the families
had received assistance with funding for equptrand benefits, they still felt awkward
and belittled with the constaffighting’ they felt they hado do to receive any help, for

example:

We did have a little bit of troublevith the wheel chair and the pram,
because he needed the wheelchair in school, they were taking the pram off

us (James).

Equipment for these children was reported bsepts to be very»@ensive and that not
everything is provided. Thisads to a lot of parents incimg financial difficulties. In
addition, the parents who still manage torkvoeported to feel penalised, having to
contribute large sums of money due ttee means testing arrangements of funding

applications.
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6.5 Feeling responsible for others

Feeling responsible for everyone and ev@ng was a common theme that permeated all
interviews. Parents discussed occasions wtierg had forced themselves to try and fit
more events in a day than was possiblerater to try and keepvery one happy, to try

and avoid a feeling of failure and failing others.

6.5.1 Sibling care
Also, there were many concerns surroundingirgibcare and the lackf provision in

place to help families.

It is difficult to stretch yourself... | tell family ‘look | can’t do that
really’ but they do not always understand so | end up running around a
lot... My eldest can sometimes feeftleut so | try and make sure we
have time to go shopping once a month and that | can have some time
chatting about girls things... shesensible but she needs her mum too
and it is hard to be there for her as much as she needs me... services
don'’t really think about this, the fathhat we might want time out to be

able to look after ounther children bettgiCatherine).

Most parents with other children were awafethe current and potential struggles that
face siblings who have to cope with their t&@ts to having a sick brother or sister. Most
families have tried to normalise behaviours associated with their sick child’s condition,
such as the administering of medicaticansd so on, but expressed worry about the

psychological impact on their other children.

The following participant conveys her worriesgarding her daughterability to cope

with having a sick brother and her futwverries in the evertdf her son’s death:

Actually, I wouldn’t mind seeing a.you know a Psychologist on an odd
occasion really for like support, welbt support really, but advice for like

with (sibling), because it is reallgtifficult to... you know it is hard to
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assess what understanding children have what they are taking in and
what they’re not... and their reaofis, you know and whether we are
doing... the right thing with regard tehat you are telling them... because
you know it is very hard for her because she knows, you know, what is
going to happen to (child) and also Vest both my panets over the last

six years as well, which was quiteyou know, it was quite a blow really
because you know, they were supportive, they were close by and...
Although (sibling) was only a baby wh my Mum died, but my Dad he
could see her more or less every day and... you know, that had a massive
impact on her. You have only to talk about him now and she, you know,

ends up in tears and so she has had a lot on her plate, you know (Clare).

Clare is acknowledging her daughs struggles with theitsation and worries she is
already making the connection between handparents dying and hadwer brother will
soon die. This situation is very traumatic tage nature of Clare’s son’s condition has
meant a deterioration from a seemingly walid healthy child to a child who cannot
function to do anything withouassistance. This would bdifficult for a sibling to
understand and it is understabike that Clare worries abbhow her daughter will deal
with her son’s death. Indeed, si@arents’ reported that thésit siblings would perhaps
benefit from direct therapy and parents wbhEnefit from advice regarding issues such

as prognosis disclosure to siblings.

6.5.2 Open communication

A number of parents expressed that their families would benefit from advice regarding
issues such as prognosis disclodorthe sick child, for example:

Yes | mean we have never actually olyetalked about the... what will
happen ultimately, but | think hknows, you know... but it's sort of
unspoken that sort of thing... what do sey to him? We are not sure and

nobody has helped us with it (Lindsay).
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Many parents’ reported feeling uneasy a thought of communitiaag openly with their
child about prognosis. Some children had diffty in communicating but appeared to
understand what was being said to them. @Bthppeared to nehger have any capacity
to communicate so it was unclear to thparents what they should do in terms of
communication. For other children, wheere still active and could communicate
verbally there was still the fficulty of knowing what to saynd to what extent the truth
should be told or compromiseidthey asked very diregjuestions. For example, where
children had knowledge of other similar chddrdying there had been comments as to
whether they were facing the same fataeR& had directed sh communication down
different avenues as they did not know what to say for the best.

6.5.3 Disrupted family functioning

Because there is so much for parents to think about and do they often focus less attention
on themselves and their close marital refalips. Sometimes ‘lighg off steam’ and
releasing the stress of theirspwnsibility was directed towds partners in temper and

arguments:

If I have had a really bad day... my imet when he [husband] comes in is
attack, | need to scream at someboaly e knows, he does... but it does not

make for a good relationsh{Bronwin).

Over time this repeated behaviour had leasbime couples getting to a point of mutual

realisation that they neededdtart sharing the burden more:

Then as he got more ill and needing ¢ant care, | said well, he will just
have to sleep with me... so whenwas small it was ok because the three of
us could get in, now we cannot so (husiahas to sleep ithe spare bed and
occasionally he will relieve me and wdl let me get a couple of hours, you
know when | get really ted. But he needs his sfe®ecause he has got to
work you see... it is a huge problem for us, but there is nobody that can come

in and give us the rest we need (Clare).
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Clare commented that living in such a wags not healthy, sleeping with her child and
having broken sleep each night was exhagstWhilst interviewing Clare | was at first
unaware that her sick child was in our pmese. It was only once hsarted choking, that
Clare had to spring up out of her seat to suclis throat, that | realised he was there.
She explained how she had to do this quickly to prevent him actually choking to death
and as such | sat wondering how she ever manages to sleep with such worry.

Parents of children with LLCs have their waiylife taken over bynedical interventions,
appointments, care tasks, holistic conceers fights for better assistance. These
combined stresses have been found tecafharital relationships, for example:

| get fed up of fighting, | get fed up bfaving to prove a point we have to
cope with it, all parents of these children, we have to do it because we’'ve
no choice... | mean that's why he lefte, he couldn’t cope with it all
(Mary).

The daily workings of the family unit are digited by the health and social care needs of

the sick child. Indeed, parents reported wiayahich their family’s previous routine had

been forced to change due to the lack of support from health and social care services. As
indicated by most of the parents, all famihembers have had to learn to adjust to the

change of priorities, for example:
| don’t have time for anyone el#és as simple as th@Adele).

And,
And | feel dead guilty because whgau've got a child like (child) and
you've got grandchildren, they miss dagcause all your time is taken up

(Lindsay).

Parents talk as if life choices have bedtetaaway from them. Using symbolism - their

paths through the woods have nbeen set and they havefight through the brambles
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to negotiate any slight deviations. Evéough the paths are setesie paths are not in

straight lines, there are unexpected twists and turns.

6.6 Psychological effects

A number of psychological eftts were reported or integted through these parents
interviews. These appeared to stem fribi overwhelming care demands and fears for
the future.

6.6.1 Social withdrawal

Participants described how work had previousten an important part of their lives and
identity. As caring demands had increased, it had become necessary for these parents to
leave their workplace to care full time forethchild. Such decisions had been felt to be
enforced indicating a further loss of control pteeir own lives. Sti| to maintain their

identity it was as if all teir energies were now focused on succeeding in caring and
protecting and fighting for their child. Parerédt threatened but they were not going to

loose their strong and able cheter, albeit that was now focused down a different path:

| used to manage a team of six wank now I'm using similar skills to

try and co-ordinate care anaghiding applications (Rachael).

However, as touched upon previously, over time it appears that the lifestyle of these
parents necessitates a gradu#ting off from the outside world socially. Complications

are reported by parents to arise from ignorance of outsiders, for example:

| don’t know if you've been to Butlinbut there’s glass doors and there
were loads of kids all stood round watching her and | just said | don’t need

this and | shut the curtas... it puts you off does thétephanie).

His physical appearance affects him because of the reaction of other
people... he’s very conscious, apou go out and he knows if somebody

is looking at him without ttm all commenting (Chloe).
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The reported goal of all the pats interviewed is to try anachieve as normal a life as
possible for their child. The negative perdeps of others as exemplified above,

provides further barriers for these parentesercome. Further, the difficulty in losing
common interests with social companidras meant letting go and moving on to new

ways of being:

Our social life, | mean. | think peoplanderestimate the impact that it has on
your life, you are constrictein every way, in evgrsense of the word, you
know, you are not able to go out, you a able to function as a normal
family. Your interactions with othiepeople change, your social life... it

finishes (Clare).

In a few of the interviews it was noted thzdrents had made a conscious decision to
withdraw themselves from the social world.iF kffort was perceived to enable them to
be able to care for their child ber because their actie were in the best interests of their
child. Others were accepting of their situation. However, whilst acknowledging that to
manage the care needs of their child theytbadithdraw from their ‘ordinary’ lifestyle,
parents were annoyed at the lack of ackndgégnent received. This intense focus on
care duties made these parents also at afskeglecting the waing signs of over
exertion. Withdrawing socially from comfonty activities, which had previously shaped
their character had made therml&ed and part of ‘the inneircle’. This inner circle was
occupied by those only who had similar expecdes or were able to connect with their
way of being. This meant friendships were valued with other families with children with
LLCs and parents also strived to have less &monnections with # professionals that
were now involved in their lies on a regular basis. Pat® found increasgly, that if

they communicated with people outside thmily network, often, it would be another
parent of a child with a liféimiting illness, the subject of the conversations being care

related. This also helped pats to mentally normalise thddehaviour and ways of life.

Most of the parents interviewed expresses shpport they felt they received from their

peers, for example:
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She’s like me, she’s got another omel dike we go out and we make it so
we get to go out for lunch and we diss stuff together then (Stephanie).

I'd rather mix with my special needsates, which is quite peculiar but
they do, the thing is if you're apecial needs mum you just understand
what it's like (Rachael).

This final excerpt is verpoignant. Many parents’ highligid that perhaps no matter how
far someone may try and educate themselvesitathildren with ‘pecial needs’, only
those who experience it realkpow what it is like and can empathise with regard to the
highs and lows. But given the fact that theeers were going through similar struggles
and stresses, it made it more difficult foesle parents to recogei times where they
really needed to rest and ‘shoulder the lo&ableed, a few of the parents interviewed
explained how they had had times whereytthad been depressed. Low mood was
something that was a particular issue shafter diagnosis, but with time most parents
had adapted to their current way of beinge Deneral lack of cordl parents held over

their situation was aource of deep upset:

Now (child) could not wish for a bett daddy, he is absolutely brilliant
with him, but the first few years were hard for (husband) coming round
to accepting ‘this is my son, this is how it is going to be and there is

nothing we can do about it'. @hhe could not cope wiitiHaley).

6.6.2 Depression, anxiety and fears for the future

Where there had been periods of childalth deterioration however, some parents
confessed that they had neddmedical intervention to gghem through. Not having the
support to have time out had made them feadrloaded. Othersxplained that they
refused to get depressed as if it was something they could control. They talked about all
their worries and efforts being worthwhileander to keep their did as comfortable and

as ‘well’ as possible.
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For some parents, no matter how extedisthey were, they had no vision of
discontinuing their role as this was not &eayi choice. Life had become a set of duties
that could not be reorganised irrespectiok the prospect of a future emotional
breakdown. Parents had spent hours, dayssaeds fighting with the healthcare system
and letting their energies be drained byNbw, they continued their fight but were
realistic in understanding the perg professionals had in ligbt the lack of available
service provision. They had @ to the understanding thitakey held the burden, no one

cared as they do and no one is available like they are, for example:

Because some of the things, | metnonly through living with him that
you can spot the things, some of thangs like | take him into hospital
and | say | think his bloods are owdause he has been vomiting and they
say ‘oh he looks fine to me’ and lees look fine and then you take his
bloods and they are completely all over the place, but its so difficult to
spot unless you are watching him ak ttme, unless you know him really

really well you just won't see it (Gina).

Parents openly discussed psydgital manifestations antdistress. Anxiety around new
procedures was commonplace. Pégavere hesitant to cause suffering to their child if it
was unnecessary. They are caught within a paradox of wanting their child’s life to be as
long as possible but not wamgi to accept treatments that wiluse suffering in the short
lives their children have. | can relate to thssl have had adultdaly members who have
received palliative treatment, for exampie lower levels of pain. However, these
treatments were found to has&le effects and with hindsight my family members may
have chosen not to go ahead with such proeed It was very difficult for parents to
decide on palliative treatments for their children. They have the worry about doing the
best thing and the anxiety of not knowingetier they had made the right decision if
further but different suffering was then exipaced. Privately dealing with managing this
conflict and the general stressors of theued was difficult and as stated earlier,

frustrations were oftemented towards partners.
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Furthermore, emotional distress was ewd when parents recounted events and
discussed their worries in relation to anticipgtthe grief and future loss of their child. A
common theme was that psychat@d support was provided atisis points, rather than
providing guidance from the beginning and throughout the child’s iliness. The excerpt

below details a parent’s worgrer her son and his well-being:

All them kids go through hell... antiey get depressed, they get fed up...
and withdrawn and (child) did just foee Christmas and | did shout and
scream about it if you know, his, his rate is so low it got to the point
where he was questioning... his (major treatment) because he felt so
poorly and in the end they decidedpat him on antidepressants and they
brought, | asked them to fetch the dhilsychologist in... bless him he’s a
lovely man but he just, he [the psychologist] can't split himself like he
needs to... that's something else that&sver... looked aas part of his,

you know the treatment and his care i@t looked at, | mean if parents
can get depressed and they're nangahrough the trément... a lot of
them have been at it years and years they must get... it's got to point
where (child) is getting crafty with his tablets and if | don’t watch him,
he’ll throw them awayhe’ll pour them down theink, he’s done it in

hospital, he’s been caught doingMaria).

There were also parents wbommented upon past psychologioglut to help them deal
with frustrations with their child’s illass and in coping with the degeneration:

Mark: You've had to go a couple of times haven’t you? [to local mental
health hospital]

Faye: (laughs) yes, that was a baip, a big dip... lwas over there...
about ten days... I'm his mum and I'anly human... | mean as well, it's
like what another mother said to raé (Hospice), she'got a little girl
with even more medical problems th@ild) and she saitb me ‘when |

was growing up | never wanted to be a nurse’.
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‘Growing up | never wanted tbe a nurse’ is aery telling phrase. These parents are
nurses for their children. Yet of the twentyrguat interviews, seventeen claimed they had

received no formal counselling in any form, for example:

We've never been offered any support, never, no, we've just got on with
things, we’ve never been given the chance to have counselling if we had
have needed it... sometimes I've wonakadout having it... we were just
told that he’d got this horrible condn, it were explained to us, that he
might only live till whatever age and then we were left to come home and
deal with it and thatvere it (Chloe).

This group of parents are almost like agfmten group of patients. They get on with
caring for their childremnd their efforts are not recogniséJnless they hit crisis point,

psychological services are raincerned with their being.

6.7 Fear of reaching the bottom line

Stress with having to wait for interventigrihe signaling of a lack of communication

between and with professionalt add to the fear of reaching the ‘bottom line’.

6.7.1 Communication with others

James (quoted below) details how having to Waitreatment caused souch stress that

he felt it may have affected his ability attend the unit again & peaceful manner:

| mean it's bad enough if you've gab wait for a straightforward
operation, but not when you're on chemotherapy, you shouldn’'t even
have to be warned that you midtdve to go home... | mean having a
sick child for five hours on your lap ia corridor, it's not right... it's
shocking, it's something you see on tele in third world countries

(James).
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Many parents reported feeling unsupportedpbgfessionals with regard to their own
emotions. Parents described difficult expecesithey had enduredthout a professional

asking them if they needed support in dogm. The following excerpts identify family
experiences where little @0 communication was initiated|though parents felt it was

needed:

There is nobody there to tell you hgwwu are supposed to feel... there is
nobody there to tell you that theselfiegs are normal or it is allowed for

you to feel like thigHaley).

Dee:He says there’s no easy way tt yeu this he says he’s got

James: And that were basically it... yoknow, they told us if you want

you can stay in this room as loag you want, the phone’s there if you
want to ring anybody, otherdh that nothing really

Dee: We'd just found out what were wrong with him, he’s laid on bed,
I’'m sat there just crying me eyes out and nobody came near me... he
wanted to know why | were crying and... he’s still vomiting and all I'm
thinking was... and they all justasid there and nohot helping me.

However, some of the parents interviewed @iel that they had reised a level of good
support regarding end of life issues, whiwas found to be readily accessible from

certain sources, for example:
Well (Hospice), they keep in close caat with us don't thy, it's not just

a children’s Hospice they’re thererfas as well, you knowcan ring them

twenty four hours a dajBelinda).
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6.7.2 Struggling to cope and facing the future
All participants described how in various wdkiey had at different times almost reached
emotional breakdown. They discussed the esdkss of the inner pain and fight, which

at times had got so severe that it hadiendnem want to let go and break down:

I mean | have done it a few times | haeally thought all I need to do is Kill
us all, it would be finished... and nobodyuld have to look after us and |
am not leaving any pressure on anybodgeit is a sad way to look at life but

that is the way it makes you feel (Mary).

Parents’ search for meaning was eviderquestions such as ‘why did it happen?’ Many
parents indirectly expressedeir need to understand, trmdapredict, and control their
family situation. Such mental reasoning ggagents a sense of meaning, assisting with
their ability to cope with thsituations they find themselves It was evident in some of
the interviews that parents were managingdpe with what was happening to their child

by focusing on their child’s positive attributes, for example:

Because she was very bright, we kredve had a lot of physical difficulties
... but she was always very brightchalert so we were kind of hopeful
that you know things would turn outrigiht so you know it did come as a

bit of a shock (Laura).

Some parents are also able to cope byrfgdhat they are minimising any threats to their
child, this may be in relation to wantinglifeontrol of medications, complying with all
treatment options or exerting all efforts t@{act their child. Some parents also provided

examples of how their determination and peesance resolved situations, for example:
Yes we have become quite experpagsenting cases... yes it's things you

learn as you go on, so ligpose on a positive noy@u do collect a lot of

skills yourself along the way (Laura).
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Once parents stop this struggle, they maleenselves susceptible to the emotional
decline.

| need rest at present... | am talkimgterms of time to rest to the point
where we are rested... to get enough gnéngether to restart a social life

... you know to actually see people that are not there as family or my
family, to actually resitroduce ourselves to pdriends... all around rest

at the moment, | can’t see any further thast. |1 am sure there are lots of
other needs but the prityr at the moment is ¢&ng enough rest... last
time | worked, | worked thirty sixrad a quarter hours, a standard week,
and last weekend | was desperatelyniy to alleviate some of the work
for Gina [wife] which | am not very seessful at because at this stage of
the pregnancy she should not really be... but we worked it out and | did
thirty four and a half hours out ofaHorty eight which is a weekend and it

is longer than a workgnweek and that is g a weekend and you know
you do it because you have to daitd there is no other way of... you
could not live with yourself and | thinthis is the worst thing... that it is
really left down to your own consmce and | do not think any person
could turn their back on a child that needs... and not live with themselves

then afterwards (Mick).

Many parents did not deny their child’s illness but instead focused on more of a positive

outlook or outcome, for example:

Socially really it does &ct her, that she has speech, | think that is the
biggest, the biggest sociptoblem, although no she doesn’t have social
problems, she’s a very sociable litt@l (laughs) but that is the biggest

bar (Laura).

So we're lucky that he dn’t die and everything, #t he survived but, he
is very badly disable(Adele).
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We find ourselves lucky because we’got friends over there... a couple
there and that, their poson like he couldn’t be operated (James).

The fact that these parents are able to find happiness in their lives and see that other
families are in worse situations is a creittheir strength of characters. Each parent
spoke vividly of their life, their child’s conddn and its impact. Aa result, | have a lot

of respect for these parents as they maledgecial for their children. They begin by
compromising their happiness in stopping emgpient and previous activities. Their

lives are difficult but enriched by theifferts and time spent with their dying children

who are loved more than words can convElgese parents make real the phrase that

people will do aything for love.

6.8 Discussion

The lived experience of parenting a chwith a LLC has many dimensions as
exemplified by the given thematic analysisttie case of a childith a LLC, the whole
family has the difficult task of trying to adjust to a situation which is dominated by the
stresses of long lasting uncertainty and undiability (Patenaudend Last 2001). This
Being is one of feeling trapped, with andéess list of demanding challenges. However,
where there is a hope in achieving a healbdalance of tasks, and where there is
sufficient expert assistance or social supgbg,parent can continue comfortably in their
caring role and be enriched by the experiedeeillustrated in other studies, the pivotal
role played by health professials is critical to parents in coming to terms with their
child’s diagnosis, prognossnd associated health neeallery & Smith 1991, Casey
1995, Coyne 1997).

Parents struggle to meet the responsibilities teeythey have towds their ill child, to
other family members, friends and work. Ascumented in the literature, parents may
focus on the ill child to the exclusion ofrtually everything else, including their
relationships with each other, extendadily, and friends (Gravelle 1997). Stesh al
(1989) and Stein and Woolley (1990) discoveteat families of children with a LLC had

no time for social and leisure activities.whs also expressed the current study that
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parents were unable to do anything as a cooipées a family because all their focus was

on the ill child who was unable to engage'normal’ everyday activities. As a result,
difficulties such as marital discord, sibling rivalry, inattention to other children, and loss
of relationships with extended family andefids were reported here to often result.
Interestingly, marital difficulties have been reported by other researchers who have
investigated the impact of childhood chroriness on family life (Thoma, Hockenberry-
Eaton & Kemp 1993, Whyte 1992).

The parents’ Being as individuals with thewn wants and needs is threatened. Cutting
themselves off from social tties and striving to gethe best healthcare and support

for their child leads to them neglecting their own essential needs, resulting in energy
drain, as well as feelings of guilt towards oneself, family and others. In accordance,
Baldwin & Carlisle (1994) revealed that metk faced with such dg routines of care

can become isolated, with considerably metgd social lives. Emerging psychological
manifestations and overwhelming fatigue léada feeling of being trapped in a vicious
circle; anticipating grief without a meansdbange any outcomes, culminating in a fear

of reaching emotional breakdown or ‘tfl®ttom line’, whereby they can no longer
muster the emotional strength to tione with their everyday tasks.

There was a realisation thatdkigh all the struggles thdgce, there were times where
emotional breakdown was in view. In thesmes parents needed to accept that they
could not be all to everyone, they neededstimp the mental stggle. This letting go
would enable motivation to rekindle; it markéue turning of the tide and a return to
being able to see their purpose, their chilttgeds and the positive aspects of their Being.
These parents talked of their lives beingigred by their children, of their children’s
drive enhancing their well-beg and through meeting their chiiésh’'s needs they realised
their many skills and their strength of character. This is a world they have been thrown

into, but they have adapted to and depeld both physically and emotionally towards.

Therefore, this lived experience can be dedre illuminated by six thematic areas which

can be viewed as continuousnstituents: inner dre, maintaining a life balance, feeling
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responsible, psychological affects, social withdrawal, and fear of reaching the bottom
line. Central to this lived experience is ehment. These parents gain strength from their
children, their acts and exchanges and in doing so maintain an acceptance of their world
(figure 6). As Frankl (1962) conveyed, peop&ve a psychological need to seek meaning
and purpose in their lives, and this drivera can help them to face and get through
really difficult life events and experiees. Folkman (2001) has also stressed the
importance of trying to find befit in a negative experiea, arguing that successful
coping and positive affect are a result pbsitive reappraisal’, a so called cognitive

reframing of an experience to be able to view it in a more positive way.

(1) An inner incentive (4) Psychological affects
and drive to provide (2) (5) social withdrawal
Trying to maintain a life
balance and (3) feeling

responsible for others

Enrichment

(6) Fear of reaching the
bottom line —
identifying nearing the
onset of an emotional

breakdown

Figure 6. General structure of the lived exgarce of parenting ehild with a LLC.
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These constituents of the lived expeice appear to be governed by the unique
relationship that develops between parantd child to which Frank has alluded in
patients and their caregivers more generally. He comment&hbatarer is the other

half of the ill person’(Frank 1995:6). As this relatiomi® develops, the parents move
away from their everyday familiar worlds and become immersed in a new shared world.
A dominant aspect of this world is the mafability of the child, which makes them
highly dependent on their parents and challsrgrents to alleviate their suffering and

to find ways to support them. This task isilitated in one respediy the freedom that is
inherent in a world where social conventia# be overlooked. Parents are allowed to

act as they see fit, in a mamrikat aspires to authenticity.

Parenting a child with a LLC thereforaifdamentally involves a move away from
inauthentic behaviour thas governed by everyday sociabnventions, towards an
authentic existence — governby the reality of Being. This as indicated, is not an easy
transition: the abandonment of social pretegtmventions and norms of behaviour that
stand in the way of authentic behavioudiSficult and there are bound to be lapses. For
example, a lapse may be a time where mtarénd themselves dwelling on wanting to
live alternative liestyles. There is a need to move beyond the constraints imposed by
society, and it is the parent’s role to abantmse inhibitions and & entirely into the
world of parenting and caring, to immersesrtiselves into this world which is their
child’s world. In this respect parenting aildhwith a LLC consists of a fusion of
interests. Parenting has tipetential to open new directions in their life worlds, and
through continual introspection in the phersmlogical tradition, tis process can be

unending.
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Chapter 7: The parent — child dyads

*k*k

This chapter presents the themes identified from an analysis of five parent-child dyads.
The participants’ stories represent a rich teusf similar but disprate experiences. The
themes that emerged from the descripteenmentaries reflected happiness but also the
ongoing frustrations, as well as the challengegylved with being a child with a LLC

and of parenting a child with a LLC. Each parent and child was given pseudonyms. In
one case the child’s diagnosis is not statetthisavould potentially enable the child to be
identified.

7.1 Overview

At the beginning of each interview | askedch child to tell me a little bit about
themselves. If the child was able to writegyttwere then given the opportunity to write a

few lines about themselves. This was used as an ice breaker and a point of reference to
discuss condition related issues throughitvet interview. Sophie and Bobby were too
young to be able to write down their thoughts and Peter and Amy were given the
opportunity to use their own Personal Computerghis task, but bdt preferred to talk.

Danny chose to write a few lines:
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This writing enabled me to go on andka®anny about: his relationships with his
siblings; his understanding and experiena#s his condition and treatments; his
relationships with his grandpants; why he worried about$imum; to gently ask about

the loss of his brother, its impact andhé had thought about life after his transplant.
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Similarly, all of the children provided detadf their likes, dislikes, being ill and
observations of parental upset. Each child wag &diculate and abl® clearly describe

their thoughts and experiences.

| began the parents’ interviews by asking them to outline the sequence of events to date:
detailing the time of diagnosis, age at diagsiodiagnosis and how this had affected the
daily lives of themselves and their child. Rich descriptions from all parents were

received. They were very open abouwitlexperiences, thoughts and feelings.

Due to the differing viewpoints | wanted to obtain and because of the age ranges of the
children, different interview schedules weredsvith different question areas. However,
what was interesting to uncover was thgorting of similar incidents and the uncovering

of lived experiences from the different viewpts of the parent anchild. To this end,

the chapter will provide an overview of the findings.
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Table 7.1 Summary of parent-child dyad analysis template.

THEMATIC THEMES

AREA

Tracing the early | Parental instinct (Sandra & Bobby)

days Diagnosis & its impact(Paula & Amy), (Sandra 8obby), (Edward & Sophie)

Interactions with
professionals

Age-related communication issues

e Decision-making (Maria & Danny)

e Not considerate of child inonsultations (Paula & Amy)

e Child lacks knowledge ré:LC (Sandra & Bobby)
Good relationship with key professionaldGail & Peter)
Knowledge & uncertainty

e Child

o Lack of illness related knowledgPaula & Amy), (Sandra & Bobby)
Lack of ability to transfeknowledge to selfGail & Peter)
Desire for illness-related inforrtian (Paula & Amy), (Gail & Peter)
Desire to talk about end-t@ife issues (Gail & Peter)
Concern for parents (Paula & Amysail & Peter), (Maria & Danny
o Concern for siblings (Paula & Amy)

e Parent

(ool elNe]

o

Lack of illness related knowledgBaula & Amy), (Sandra & Bobby)
Lack of ability to transfeknowledge to selfGail & Peter)

0
o Desire for illness-related information (Paula & Amy), (Gail & Petef).
0

Concern for siblings (Gail & Rer), (Maria & Danny), (Sandra &
Bobby)
e Professional

o Lack of illness related knowledge angst professionals in acute cafe

(Sandra & Bobby)
o0 Lack of communication betwegmofessionals (Sandra & Bobby)

Critical
incidents/life
events

Trials & tribulations
e The body suit (Paula & Amy)
e The wheelchair (Paula & Amy)
e The unexpected (Sandra & Bobby)
Difficult times
e Bereavement
0 When siblings die (Maria & Danny).
o When other children di(Edward & Sophie)
0 Losing friends (Edward & Sophie)
o Childs concept of delat(Edward & Sophie)
e Everyday issues
o0 Mum stops me playing(Sandra & Bobby)
e Pain & suffering
o0 Physical (Maria & Danny), (Edard & Sophie), (Gail & Peter).
o Mental (Maria & Danny), (Gail & Peter).
0 Hospitalisation (Edward & Sophie)
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THEMATIC THEMES
AREA
Issues of Changes
appearance e Degeneration (Gail & Peter), (Sandra & Bobby)
e Losing hair (Sandra & Bobby), (Edward & Sophie)
External Prejudices
e Stares & comments (Paula & Amygandra & Bobby), (Gail & Peter)
e Upset (Sandra & Bobby)
e Child shelters parents (Sandra & Bobby)
Now and the Changes
future e Finishing work (Edward & Sophie)

e Lack of social life (Gail & Peter)
Reality checks
e Prolonged disease trajecy (Maria & Danny)
Dashed hope (Maria & Danny)
Focus on negative outcomes (Maria & Danny)
The unknown (Paula & Amy)
Girlfriends (Gail & Peter)
Life is ok
e Because | was born like this (Paula & Amy)
e Because itis all that is know(Maria & Danny), (Gail & Peter)
Hopes & dreams(Paula & Amy), (Sandra & BobbyjEdward & Sophie), (Maria &
Danny), (Gail & Peter)

Integrative theme

Protectiveness
e Truth-telling
e Overprotection
e Self-protection
0 Resiliency

Prior to outlining the emergettiemes of the analysis, lillbriefly provide a background

to each parent/child dyad. The themes will thendiscussed in terms of their relevance

to each dyad. The integrative theme will be d&sed in the final part of this chapter.

7.2 The Murphys: Paula and Amy

Paula and Richard have three children 4eHeAmy and Oliver. Both Helen and Amy

have LLCs; however Helen is unable to communicate with words. Paula is the main carer

for the children. Richard works away from hoared so in the week, Paula’s main source

of support is her sister who lives nearby. Riespare is received for Helen. Paula is 40

years old and works part time from hondeny is the middle chd, she is 15 years old
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(Helen is 17 and Oliver is 12) and sagends mainstream school. Amy has Cerebral
palsy (CP). Amy suffers from seizuresdamas difficulty controlling her muscle
coordination. Amy has Ataxic CP whicheans she has low muscle tone and poor
coordination of movement; st@oks shaky (tremor-like) whetnying to perform a task,

she has poor balance and is vemgteady when trying to walk.

7.2.1 Interview locations and characteristics

The downstairs of Amy’s home was open plRaula chose to be interviewed at a time
when her children were out of the home. temiewed Paula at the dining table in the
kitchen area. Amy chose to be interviewedha lounge, with Helen laid on an adjacent
sofa and mum in the kitchen preparing aat This lead to Helen (who also has CP)
sometimes providing noise in reaction to whAaty had said or had been questioned and

on occasion Amy’'s mum would also adtbmment. However, Amy was most
comfortable with this arrangement and comtadnthat she felt more at ease speaking
with family members present than alone in her room. This was also thought by Paula to

be a result of the untidiness of Amy’s room.

(i) Tracing the early days

Being and caring for a child with a LL@wvolves many memorable experiences, some
uplifting some upsetting. Entwined throughouegh experiences are practical aspects —
the delivery of care, communication, etions, and their impact on others.

Paula was a bit nervous about being intevei@. She explained that she had had some
negative experiences since theth of her two daughters withealth and social care
services. She went on to explain how these services origialigpted her capacity to

care for her children:
| remember when Helen was bornshe wasn't right... and yes | was

devastated but she was my baby and no one was going to take her off

me. | was a young mum but | was capabldg,in them days things were
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different and | suppose looking baclethattitude was | could have had
more of a life had | let someone else look after her... hmm and then
with Amy, she has more ability bonce | knew | did struggle with the
why me? Again! | got depressed asmlfish about it but again she was
‘is" my baby and | wasn’t going tbe of any use tthem moping about
and feeling sorry for myself... they are beautiful children with really
beautiful personalities... but the rets wanted her off me too. In the
end we had just had enough and it \wgseed that if had more family
around me | would cope better and Health visitor and others were ok
about things then. But | am telling you they made things so hard for me
at first and if they had just beeretie to help and ndéell me how to do
everything | know the situation woulthve been easier for us all and |

would look back now on happy times, but | can’t (Paula).

Paula’s husband was in the forces when the children were small and this meant she was
living away from family and with minimaupport from her husband. Further to this she
commented that social workers and healsiters would initially assume her incapable

due to looking younger than her years. In thst fiew years of hedaughters’ lives she

talks about having to fight seces to be able to maintalrer daughters’ care. Ironically,

she is now in a position whereby she is livingselr to extended family but has repeated

struggles in trying to déhelp with any care:

Now the children are more grown upfeel more comfortable about
letting go of their care a bit. Helen is looking towards going to college
and Amy is now very independent anyway. | work from home but I'm
starting to think it would help me toe able to open up a business, we
would be better off really... Stilwe need better advice about these
colleges though and | need to know she will be ok... maybe just go for
a trial run at first... but so far we ¥%& not been able to see in to that.
Services are stretched and thisans we end up having to wait around

a lot or just trying to make d@aula).
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‘Making do’ seemed to be an attitude that kept occurring in the interviews with this
mother and daughter.

(i) Interactions with professionals

Healthcare relationships form a triad in paediatric care, the triad being the parent, the
child and the professional(s). Howevee tbhild, although involvedh discussions and
decisions appears to have a minimal cootion. Indeed the datpertaining to the
hospitalisation of children, relates to issuefs power. This isexemplified by the

description of consultations, given by Amy:

They talk to my parents and | will just sit there thinking yes | am here
you can look at me when you ataking because actually you are
talking about me.

Adults make decisions assuming no confliciraérest but on some occasion there is:

My parents like to make all the dsmins and they do that because they
think they have my best interestshatart but sometimes | need them to

just let me do what | want to do (Amy).

Amy gives the impression that she feelshbtie medical world and her parents are
infantalising her, they are not acknowledging her maturity and ability to express her
views and make her own choices. Amy is an adolescent not an adult so there will still be
final treatment decisions to be made by parents, however if Agnwas to feel more
included in consultations andathshe had more control oveer being, then she may not

feel as side lined. Conversely, Paula has a different perception of consultations and

Amy’s level of independence from her parents:
They are both independent girls... but Amy can be out alone and go in

town shopping with friends and that'sjlike any girlof her age... and

when she is shopping... | mean | doworry; she’s got good friends...
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| know she is ok... she has beenatdew parties too... I've let her...
but I've made sure I've dropped her off and picked her up but then
there were other parents doing same... with Amy | have the worries

that any mother has withhg teenage daughter (Paula).

Now that Amy is getting older | think we all try and work around Amy
more... when she sees the paediatni@athe physio well then yes | am
there but they always give Amy the opportunity to talk and for her to
say what is happening and how shgoing on... hmm... that has been

something they are doing more alately (Paula).

It is interesting to see th&aula felt Amy was having input to her care and the autonomy

to voice her opinions.

Linked to Amy wanting to be more involveal direct communicatin with professionals

were her illness related worries and her et protect her parents from them:

| do worry that one day | am going bave a massive fit and just die or
if it happens gradually where will I go? And how will it happen? There
is no book | can find to tell me what will happen but I'd like to know
what is possible and if | can plan fany of it. It would really upset my
mum if she thought | wasitiking about things likehis but it is on my

mind (Amy).

Amy had obviously been thinking a lob@ut potential outconseif she had been
searching for literature on her condition dratl not found anything on lifespan issues or
terminal care. It is hard to try and understand what it must be like for a fifteen year old
girl keeping these worries inside, wantihg be educated about her illness but not
wanting to cause her parents to start thigkioo deeply abouler requests. She is
expressing a desire privately for more knowledgd to plan therel, but | am presuming

this is not known to her parents or professils involved in her care (at least Paula did

194



not touch upon this reality). Interestingly,uRadid mention at dlerent times throughout
the interview that she did not see the puepokthinking about a negative future. This
active ‘blocking out’ of potential outcomesud have lead to Paula denying any signals

from her children to talk aboufidispan issues and terminal care.

Amy’s desire for further information about her condition flagged the issue that despite
her maturity for her years, she did in fact lack knowledge about her illness and was
uncertain about her futurecbuld see she was excited abbatoming an adult and the
responsibilities that may come with it but skas also in fear ofetting ill. In this
respect, she did not perceiter condition to be causing rh#iness at the moment but

was aware that in the future things couglthnge. Indeed, Paula dereference to not
thinking about Amy becoming poorly. Shees Amy’s disabilities and fights the
struggles for care and equipment, but blocks out the notion that Amy has a LLC so is in

fact not a ‘well’ child:

Amy does brilliantly, she is just likany other teenager. | believe she
has a bright future and | want to encourage that. | don’t think it would
help any of us to start talking abatishe was to start not being well. |
don’t want to think down them lines with Angi?aula).

It was awkward, listening ta parent of a child with &LC talking about their child
having a bright future. Howowld she have a bright futusghen her life was limited?
Maybe this is rooted in our different contieps of time. When | think of my future |
think long term and maybe Paula looks & thture more in terms of her immediate
years, for example in talking about family support Paula statglder sister has a lot

of input into this family angs happy to always be at hand'.

(iii) Critical incidents/life events
Lessons had been learnt from past interastwith professionals and services and there
were times when the family could be quiterdissive of situationgshereby they had had

to ‘make do’. However, there were other times where this had caused really deep upset.
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Two examples were cited by Paula and Aifilyese were equipment related, to improve
the daily lives of Amy and Helen. Paula talksazbut how as a mothehe wanted to be at
peace and know that she has tried her best farhileren to give them the best quality of
life she could. As Amy and Helen have growp, Paula has realised that different
equipment may give them more independeog indeed more life enjoyment. She feels
that if she had ignored this knowledge, trstre would have beefiling her children.
But, trying to get such aids to daily lhg meant a long process of bureaucracy and fund

raising.

Amy is a very bright adolescent who talkisout being hindered by her tremors and her
mobility difficulties. With this in mind, bdt Amy and Paula have spent a lot of time
researching treatments and aids to dawynyj. With interest they stumbled upon an
Australian invention, a body suthat assisted with tremor There were reports of
fantastic results in children of various agegh developmental disabilities that had
mobility difficulties. Items like this are nouhded and are really expensive. Therefore,

Paula and Amy knew that they woulldve to start fundraising again:

The arm sleeve is very expensiveve® had to do a lot of fundraising

and when | grow and need ahet it will mean fundraising again...
(Helen makes a noise and appears to laugh, | take her hand)... shut up
Helen... (Helen squeezes my hdadghing)... She is laughing because

I’'m talking about growing and she knows | am trying to diet... Helen is
naturally small but | have to worat my figure (all laugh)... so yes
when | GROW, | will end up needingnother one so we will have to

start thinking up ideas to ggome money to pay for (Amy).

It costs thousands but it makes such a difference to her. She can
actually type when she’s wearing it, which means her support assistant
doesn’t have to keep helping hertavhen she gets frustrated at not
being able to hit the keys on aff day... It has given her a lot more
confidence and because the tremoless obvious when she has it on,
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then she feels like she is fitting more... the school have been very
good actually... the have really helped us out and gdioand with all

the fundraising... they can réakee a difference in h¢iPaula)

This is an example of a triumph in adveysithey worked as a family to find something
that could help Amy and were not stopped ieirthracks by formaservices saying they
were unable to fund it. They found strengththeir purpose and the community worked

together to help.

Wheelchairs are needed for most children with LLC at some pioindt throughout their
illness trajectory. Children grow and develop, which necessitates different chairs and
adaptations. Helen has very restricted mobility but was reported to be craving her
independence. The family fund raised gndchased an electronic wheelchair via the
occupational therapy services. They werdlydaappy with the chaibut there needed to

be some adjustments so that Helen coyperate the chair more easily herself. The
family were refused further funding to adapt the chair. Out of desperation Helen’s
grandfather set to designiran invention that would ale Helen to operate her own
chair. With success, Helen now has a chair Witk of wood and other materials attached

to it so she can work the electronic contrdigee to her body posining and restricted

movement:

The wheelchair situation really lgaupset me. We waited for what
seemed like forever to get it and Helen, she was so excited about
getting it and then she couldn’t ugeThe support just wasn’t enough
and she tried her best but was all other place in it and just couldn’t
operate it. | rang all around and exipled how she couldn’t use it... but

no one was willing to budge and help out, | ended up slamming the
phone down on a woman. All this mgnand for something that would
gather dust as she couldn’'t use. my dad bless him thought | was
going to have a breakdown over it. We both ended up in tears and
Helen cried, she did cry... it took a few weeks but we have it sorted
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now, it looks a bit funny but we can beeative with bhnkets and stuff
(laughs) because we still have to consider fashion and not bringing
unwanted attention really... but yeke whizzes all over the place in
it... and | suppose seeingrhability to getabout has made me feel a bit

better about her going to college (Paula)

There are things that have causddtaf stress. Helen’s wheelchair got
us all stressed out. It took ages for it coming and then it wasn't right.
We thought that is itshe can’t use it but granad has seen to it so she
can use it. It was a nightmare thougtuse | was upset about it but | got
fed up of everyone getting stressedt over it and | kept thinking

people just don’'t care (Amy).

When services are unable to meet care needs there appears to be communication
breakdowns between services and families. iRarare not reassured that they can have
their children’s needs pported and can be left to try amdrk out situatbns in isolation.

This wheelchair appears to have been imsémtal to Helens independence and Paula’s
acceptance of Helen growing up and wanting her own space and distance from her
family. These families cannot always contain their upset and in situations such as this
illustrated one, all family members can be affected. My current focus is on the parent-
child dyad, but ‘their’ expeence is not just dgkc. Amy was upset by her perception of

no one caring outside of her family. Was thiperception of no one caring about this
situation or was it more generalised to theiesvn their totality? Aanother point in the
interview with Paula she commentélNnthing is automaticallyput in place, we do the
chasing... we do the research and the askiBgandad is reliable and fixed the situation,
there is however an awareness in this farift those outside the family unit are not so
helpful because they are not asogionally involved in their lives.
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(iv) Issues of appearance
Despite Amy’s independence and her abitiyattend mainstream school, she does not

escape the public stares and teasing:

| just wish that people would thir&kbit more about what they are doing

— would they like it? No they don’t cause when | stare back they turn
away. Maybe that is embarrassmentFor god sake sometimes | just
think get an education. Yes | miglobk different but I'm still a person

with feelings(Amy).

It doesn’t happen in school butdbes if I'm coming home from school

and like when we go shopping. &ybody looks and | hear them
(Amy).

| have been teased ftwoth the way | walk and talk in the past and
because | have fitted at school. Things are OK now but | have been
upset about it before. I've not alwaydd my parents about it as they
would have probably gone into schdol sort it out and | didn’t want

it... I am over it now and | thinignoring it was best thing to d@émy).

Paula did not really divge any information regamy Amy being teased or
discriminated against in any way becauséefappearance. In a number of areas of her
interview she talked about Amy being like any other fifteen year old girl. Sat on the sofa
Amy did look like any other fifteen year old, but as she got up and walked into the
kitchen her condition was thdmghlighted by her unusual walAs human beings we are
alerted to situations that are out of thdioary. Perhaps Paula does not see this and now
that Amy spends less time out with her paseand does not bring such up as an issue
with her parents — then such is probably re@rsas an issue by Paula. Or is it that Paula
is choosing not to ‘lodkat this? Repeatedly, Paula appeto apply a conscious strategy

to focus on the ‘normal’. Several quotes incldde far could be gued to suggest this.
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(v) Now and the future

In the interview with Amy it was nice that Helen was present and could try and
communicate where she saw appropriate. VBeusdised issues that had been memorable
for both of them, including Helen’s wheelchair incident as mentioned previously. The
girls seemed very close, they had their cstyle of banter witheach other but it was
obvious they cared greatly about each othé&ltithat had Helen ndieen present, then
Amy may have discussed her sister’s conditin depth as throughout Helens interview
she would make reference to not beiag affected as Heleror that things werénore
difficult for Helen’.Looking at both girls and relying any own prejudices in just seeing
their outward disabilities | could relate tow this was probably the case. However,
Helen would sometimes moan signaling shegisad with the comments. If | had have
had more time and scope within this studyduld have liked to ha spent longer with
Helen to explore her world and perceptiongiti@ermore, | would have liked to have had
time to sit with Amy in private to ask her more about why things were harder for Helen. |
felt uncomfortable to do this whilst Helen wa®sent. | did not wartb infantalise her or

disregard her presence.

Amy did have concerns about her futureéeérms of the nature of her condition and how

it may evolve over time. Still, she had hopes and dreams:

| would really like to be a teachertduknow that that could be difficult

for me. It would be hard to study and physically do it. Maybe a teaching
assistant in a primary school is masalistic. It depends on how | go
(Amy).

However, Amy refers to being realistBhe considers her future and gives herself
options. Maybe this puts less pressure asdiephysically and mentally. When asked
about differences and if her life would &y different without her LLC, she actually

found it difficult to imagine being different:
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| was born like this and so I've wer lived in a CP free body so | don’t
know any different. | thinkt is probably hardefor kids who are able
bodied from birth and then somethihappens to them causing them to
have to lose... or stop doing thinthey have always done or been able
to do(Amy).

I've always thought, better to be bolike this than suddenly Oh No
you wake up and can’'t walk or talk propefAmy).

| had not spent much time thinking about thisaapt before — is it harder for children to
experience a LLC after a ped of healthy, illness freehildhood? Thinking about it,
these children may experience grief for thearied losses that do not occur to those
children who only know a life ohospitalisation, strict nigcal regimens and more
controls and barriers in their lives. Paula sadibout things being difficult at first, but in
terms of family coping rather than specific to her children with LLCs. She discusses
specific upsetting experiencesthibese are not spéici to the children’s conditions, but
rather they are related to care or equipment. Maybe, from the perspective of the parent if
a child is born with a LLC they have thetial shock and diagnosis to gradually deal
with but where a child has been relatively fit and then becomes ill, again the parent has
the added grief for the lost future they pr@ed their child wouldhave and the memories

of a previously well child to deal with.

7.3 The Thomsons: Sandra and Bobby

Sandra and David have one child — Bobl8andra is the main carer for Bobby. David
works full time but is with his family every evening and weekend. Both Sandra and
David have received genetaounseling. Hospice provisiomas been suggested to the
Thomson’s but they have declined. Santa32 years old and works part time in
administration. Bobby is six years old artteads mainstream school. Bobby has a very
rare genetic condition. Bobby is active but is Benahan his peers, has lost his hair, has

tight skin and joint pains.
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7.3.1 Interview location and characteristics

Sandra chose to be interviewed on one ofdays off from work, whilst Bobby was at
school. I interviewed Sandra in the loung®bBy was playing footbalvith friends in
the street when | arrived to conduct his imiew. Bobby was excited at my arrival and
immediately finished playing to enter hhieme with me. Bobby chose to be interviewed
in the lounge, where he could play with a femys out of his toy box in the corner of the
room. This location also meant that whersiced he could have full view out of the
lounge window to observe his énds still playing in the ste¢. Sandra remained in the
lounge for the duration of theterview, assistig with responses when she saw fit.

(i) Tracing the early days

Parents talk about parentakiimct a great deal. When ailchis not born with obvious
physical disabilities and does rappear to be overly sick, dan be very difficult for a
parent to express their instinctual concemgrofessionals. Sandra talks about how her
pregnancy with Bobby went really smogthhow she was suppoden labour and how
Bobby was seemingly a healthy child at litHowever, over the following weeks Sandra
became increasingly concerned with Bobby’s appearance, how his facial features were
not similar to family, how his skin seemed a bit ‘tight’ and how he did not seem to be
growing at the same rate as other babiesdittg the baby clinic. This instinctual feeling

of something not being ‘right’ with Bobby’health was something over which Sandra
had initial conflict with hethusband and professionals. However, in time it was agreed
that Bobby was failing to thrive and his bodymposition was not as robust as babies of
similar months. Then came arigs of tests for Bobby as Paaticians were unable to
immediately determine his condition. This wageriod of concern for all the family but
Sandra talks about how nothingubm have really preparedem for the diagnosis and the

related prognosis:

He was almost a year old wheve found out, which is apparently
good... we have spoke to other famdiin other countries whereby it
took a lot longer. It is sange, but it was actuallynly as a result of me

suggesting this condition that wetdgbe diagnosis. A friend abroad has

202



a friend with a child with the sane®ndition... | got in contact with her
and it seemed like Bobby was very similar, although | hoped beyond
hope that he would have somethiniglsly different that would mean

he wouldn’'t eventually die fromt... but these children are very
similar... | suggested it to our Paediatrician and he took notice and we
went into the testing for it. To beld he had this was devastating. The

condition is very rare and | hopedyload hope that it wasn't (Sandra).

Because some LLCs are genetic, they maydrg rare which means Paediatricians may
have never had to deal with a child’s parfar condition before. Therefore, providing a
diagnosis (and prognosis) can be very much temaf trial and error. As such, there are
many children who are not diagnosed for a nunabfe/ears and then parents can still be

left with a degree of uncertainty.

(i) Interactions with professionals

In interviewing Bobby | was unsure as to whlaggree he was aware of his prognosis. He
knew he was different but | do notritk he considered himself as ill:would like to be

like other children’(Bobby). There had been a few occasions where he had needed to be
taken into the accident and emergency departrard later admitted to hospital, but he

had been on acute care wards and not around very ill children. This is perhaps a reason as
to why he was not expressirigs condition to be of a seus nature. Still he could
reminisce about consultations and talk ablist limitations, his experiences and those
around him — and he did so in a manner thaninated his livedexperience of being a

child with a LLC. Sandra was op&bout her feelings and sdtthat she had not talked

to Bobby about his condition and its severity:

He will be lucky to reach thirteeor so... if he reaches sixteen he’s
doing extremely well, so... | think thesual life expectancy is nine or
ten year old. So, we sometimes think half his life has gone. You have

just got to deal with it haven'you, and you can’'t be miserable...
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Bobby... you know, you've just got tdo it for Bobby... He doesn’t
know (Sandra).

Bobby has intermittent checks with his Pagitigan. Difficulties arise when Bobby has
needed emergency care. This has meant &advaliing to explain Bicondition to every
member of medical personnel involved becabhsy have not known how to take on his
care. Thus, highlighting the lack of shameotes between professidsand the lack of
knowledge around rare childhood LLCs in acute care settingslkingabout routine
appointments whereby the presgonals are familiar with @by, it is interesting to note

Bobby’s recollections of these consultations:

We don't see the doctor much but whee do he talks really loud and

slow. That's what | remembéBobby).

| usually get the toys out and playith them when the doctor is
talking... mum or dad tells him hoWm feeling... at school we had a
story about a boy going to the doctor because he was poorly and | put
my hand up and said ‘but sometimes you see the doctor when you are
not poorly’... because | do... that docteith the fluffy hair, I think a

lot we go and I’'m not poorly. But it igist because he wants to talk to

us and see I'm not poorly | thir{Bobby).

Bobby is feeling ‘well’ most of the time and trying to make sense out of needing to
keep making hospital visits to see the sgatiRaediatrician. In mainstream education in
the primary school years there will be talkoat the jobs of different people, the doctor
being one that makes children better witegy are poorly. The lack of communication
Bobby appears to be having with the profesal may contribute to his confusion and

need for meaning making.
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(iii) Critical incidents/life events

Whilst interviewing Bobby, there was a point evh Sandra had to leave and enter the
kitchen to cry. At this point | got Bobby to put his coat on and encouraged him to rejoin
his friends outside to play. | returned teeag with Sandra in private as | was worried |
had caused her upset. | had not direciyt Bobby had started to talk about his
appearance which had struck a nerve with Sandra. She then explained how she was in
fact pregnant and worried about the birtrad§ibling — how Bobby would be affected by
this child being born healthy. We sat and had a warm drink. Although, this was not part
of the formal interview and thus not tapecorded, Sandra gavee the permission to
reflect on our conversation. It had not occurtedne that a parent with a child with a
LLC would then be upset at having a hiea baby. My presuppositions would suggest it

to be a relief rather than a burden. Heem | can now see thdtaving a subsequent
healthy child can mean the parent can stargtireving process for ¢hsick child and also

a process of upset for the sick child -otigh making comparisons with the healthy child.
Sandra queried how she would explain tobBy why this baby dichot need to keep
going to the hospital, why this baby wouldgr taller, would have hair, would not start

to degenerate. Sandra spoksat not having envisaged tle$eelings before getting
pregnant and even spoke ladw it may have been easien everyone had she not got
pregnant a second time. She made an istiege point, she talkedbout how the baby
would have to experience the death of its ol@ether, but she alsspoke of how she did

not want to be childless ambw she had always wanted manan one child. All I could

do was listen and try my best to instill hoptere | could. All the time | was thinking
how devastating the situationiis entirety was. | am not@unselor, but | suggested that
maybe the hospice could help her through thisvds at this point | realised the family
had refused hospice care. | sat in hope tihese services had maybe been offered too
soon and that they would be offered agairhia future. We later resumed the interview
with Bobby.

Again, in her actual interview Sandra discusisedpregnancy and related fears. In this

context she re-affirmed that Bobby was unegenaf his prognosis and that this was

something the whole family unit was struggling to come to terms with:
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I’'m pregnant and hopefully thishild will be fine... | worry now,
guestions are starting to go aagh my mind now... | think because
I’'m, because I’'m pregnant and Bobby is very inquisitive... and as this
child develops and it's developing normally and Bobby’s not (crying).
My husband wouldn’t even want tdkao anybody, he needs to get on
with life and take each day asdbmes... he doesn't want to know

what’s down the line, he’s just dealing with the pre¢8andra).

The trials and tribulations are recurrentiie lives of these families. Sometimes having
longer term plans gives families somethinddous on and give them the strength to live
through the difficult times. For other familigbe reality is very ha to bear and to

almost dismiss this reality is what they needldoto be able to enjoy their lives. Perhaps
focusing on a future for these families @® tdifficult and living day by day means they

can obtain as ‘normal’ a life as possible.

When | first met Bobby he was very quiethaltigh, | could see when he played with his
friends he was almost like any other rougll &umble six year old boy, play fighting and
moving around quickly. However, when we t&dkin the interview he displayed some

frustrations with his mum:

| like playing out and dad lets nfmeit not always mum... and when she
does she keeps watching or coming out to see me. My friends at home
are used to it but it makes me mad if | have a friend for tea... when |
have a friend come | tell them its béstike play with building circuits

or for me to be Spiderman and them the baddy but inside (Bobby).

If he starts running espially outside | think gie up!, just go steady
Bobby you know, you're going a bit toosfa.. when he’s at school he
doesn’t get none of that, So (laughs)... because he has such a slight
frame and he can get unsteady, and like if you've got eighty mile an
hour winds outside and lgoes outside, you're frightened of him being

206



knocked down by the winds or... err if’Bglaying out with his friends
on the street, you're frightened ofcawatching him because if one of
them just knocks hiniSandra).

Sandra has understandable anxiety. Due éontiture of Bobby’s condition, a small fall
could mean a broken bone. | can see how litamiould be to strike the balance in
allowing Bobby the freedom to socialise fseavith his peers and to experience a
childhood as any other child carperience theirs, alongside terry of an incident that

may cause pain and suffering for Bobby gadentially impact on the duration of his
condition. To this end, parents with childrevith LLCs may be accused of being over
protective but to be carefree may result igateve health outcoes. Phenomenologically

we can question how we judge appropriateele of ‘protectiveness’ and what do we

mean by the notion of ‘over-protection’.

Bobby is just six years old now and | think mpatents are protective their children at
this age anyway. Perhaps oymotection is illuminatingamongst these parents purely
because the child has a LLC. However, theeevary real fears ne — if Bobby was to
fall there is a high risk of a bone breaking,amthigher than in a healthy six year old
child. To this end, do we thee-label Sandra’s anitoring behaviour tqust that — she is
monitoring Bobby’s behaviour in order tprotect his health? To use imaginative
variation we could consider how different wey behave if our ¢ld was in a swimming
pool — would we be more observant if ourl@itould not swim? | would argue that we
would as the risk of our childoming into difficulty is far greater than a child who can

swim. So then, is this over-protective belwav? Or just being good parent? | suppose,

there may be a time whereby Sandra will perhaps need to try and let go a little bit, and

especially if Bobby reaches adolescencethes independence from parents is more
crucial to wellbeing and development. Bobby whien be more verbal about his wishes

and behaviour, but will most probably be more educated about his condition and aware of

risk.
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(iv) Issues of appearance

As mentioned, being pregnant is provinglkte a difficult time for Sandra. However,
looking specifically at Bobby lifespan, not including the tenof diagnosis, the most
difficult times have been associated witbldy’s appearance and him getting upset by it.
This upset has hurt Sandra and has causetb Is¢art thinking more about the future and

what the future holds.

Most children of Bobby’s age have a full hezdcair. Unfortunately, due to the nature of
Bobby’s condition he lost all of his hair floee he was two years old. This was an

emotional time for Bobby’s parents and now is a constant reminder of how ill he is:

He knows he’s different...but he’s ver... we don'’t hide it and we’ll

say the word (name of condition) we’ll talk about one of the other
kids (with this condition)or something like that, but he never asks...
The only thing he ever asks aboutviBy he’s no hairpecause his hair

fell out when he were eighteen mbrid... hmm... he never says, well

if he says “well I'm only little aren’t 1?” I'll say “well it doesn’t matter
because people come in different sizes, because you know your

Grandma'’s little isn’t she?” you know (Sandra).

His physical appearance affects him because of the reaction of other
people. He's not like a little old mabut, he's different, and as he gets
older, the older children that we'weet, they are like little old people!
You see, so... as he's getting alde It's affecting him more and
because he knows, he's very coossj and you go out and he knows if
somebody's looking at him. Withodhem all commenting, because
people are cruel and yeah, so... Hmm, so it does affect day to day

living (Sandra).

A young bald child stands out in a crowatfention can drift onto difference albeit

unconsciously. These stares are not unnotéet highlight Bobby’s uniqgueness. When
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every other child around you has hair, trybogunderstand why you do not will be very
difficult for a child aged six to comprehend:

| am going bald... well it is all goneow but it might come back one
day because | am still growing. | am the only one in my school without
hair and even the teachérave all got hair (Bobby).

Via a support group for children with Boblytondition worldwide he has met other
children with his illness but does not makeference to these children when he is
guestioning his uniqueness. He is strugglinginderstand why he is different, the label

of his condition is known and he is awardltd other children but he does not understand
really why he is different. And this something which anyone would find difficult to
explain to a six year old child. When issuegsur and the child is upset there appears to

be little support available for families in tackling such difficult communication. Brushing

off issues and encouraging the child to try and embrace their uniqueness appears to be the

only favourable option to take.

Being different brings attention. As stdfettending public places elicits stares, and
interactions with othersighlight misconceptions:

They stare at me a lot... people... sometimes | feel like people look at

me as if | am an aliefBobby).

More than anything, it'she cruelty of other people and it's not mainly
children, its adults... | rememberighone time shopping and | had him
in the pushchair and | had to listen to these two women surmise over
what was up with him and one of them was saying she bet he didn’t
have long... that just made me fdefrible, my stomach just dropped

and | couldn’t challengithem, | just got awa{Bandra).
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Each dyad talked about them being morke @b accept the condition and what may lie
ahead, if they are not subjected to ignorant commeritae'is a healerivas put forward

by Sandra and other parents in this studyisTik a cliché but was used to breach
experience that parents appearedind difficult to talk abotior to put into words that

would convey accurate meaning. Trying to immagjvely enter the child’s or parent’s
world is difficult here. To have experiencprejudice in some other form may come near

to this experience or havingda need to ‘fit in’ to a si@tion outside obne’s ordinary
experience. Sandra talked about gettumged to people looking and making odd
comments but still said that such comnseoén be upsetting. Sandra takes comfort in
Bobby being accepted by his peers at school, but even at six years old Bobby is sheltering

his parents from upset and not disclogigystruggles he has from time to time:

| have lots of friends but thegre not always kind. Sometimes I'm not
the fastest and my legs hurt and they stop playing then... and they
laugh sometimes because I'm going bald and | get (Bséby).

He's very, he's very quiet isoBby, extremely shy, painfully shy, hmm

at first with people... but, he's geiy better. Especily since he’s had

to go in to full time to school. Hmm... but I think, he has, he’s had
trouble mixing... because of his shynessd he tends to stick to the
same two friends all the time, but fegetting better, | mean at one
time he wouldn’'t have spoken to aastger. Oh no, in fact when he
were about two, eighteen months, tyear old... if a stranger spoke to
him he’d cry he was so shy, but he’s a lot better now hmm... but no
school’s really good with himral just doing him good... And... Even
though he’s got all these physical didiieis that he ca't keep up with

the other kids he cannot get doan the floor... unaided, he can’t get
up unaided, he can't get changed for PE unaided, he can’t fasten his
own shoes, you know stuff like that he just, he manages it very well and

the other kids they know... they're very good with him, they don’t sort
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of make him any different, they titelaim well... To say that they're all
a similar age... you know, which I think is lovegandra).

From what Sandra has seen Bobby is now dihgchool, she has noatevorries in terms

of him being excluded. Bobby reports a differeritiation, whereby his disabilities are
sometimes highlighted by the behaviour of peers toward him. The being laughed at
and the friends stopping playing are not essuhat have been picked up by Sandra.
Children can easily fall in and out of friefis and this may be a reason for Bobby either

not disclosing upset or iBandra not reporting such.

(v) Now and the future
Bobby is an only child but with a siblingn the way, Bobby has started thinking about

what this may mean for him:

| am going to be having a baby Hwet or sister... yes... it will be
nice... I've got friends thabave brothers and they play. But if | have a
brother he can have my toys andill get some new ones. It will be
nice to be the biggest and to telly brother what to do... hmm... if |
have a sister I'm not sure | will likéthat much. | don’t really like girls
that much (laughs)... but Jacobstgot a girlfriend (laughs) (Bobby).

This appears to be a reaction not unlike amgothild of six may have to the prospect of
a new sibling soon to be bormterestingly, Bobby does notlitain a way that indicates

he is foreseeing any of the issues Sandra is prophesizing.

Bobby was full of energy when we had the imtew. He was excited that his friends
were still outside playing and that maybe they would remain outside for him to join them
later. He would keep running the bay window rad look out at them to monitor their
presence. | asked him if he played out a‘Mbst of the times | am playing football out
there or like | play Spiderman or Power Rangerd@obby). | sat ooting through
Bobby’s toys with him commenting on all theagbtoys he had and | thought about what
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a personality he is and how if it was not fog physical appearance buld see that he is
no different to any other siyear old child. Sandra madgmilar comments and talked
about how she can cope with Bobby’s physical restraints, but would maybe find things

more difficult if he was to become mially disabled by his degeneration:

You know and hmm | mean if Bobbyas, this is going to sound
horrible and really cruel, but, ifdbby were mentally disabled as well
as physically, life would be twice as bad, where as now, he has got a

quality of life, he can do things hmm... and we do get(@andra).

The nature of Bobby’s condition does iactf mean that Bobby could face mental
deterioration in his final gars of life. Sandra undoubtedlyalises this is a probable
aspect of Bobby's illness. Like other parem this study, looking to the future may be
more in the immediate sense than long temnorder to be able to cope with their

situation better.

As we have already touched upon with Sandmfalmily is not really trying to look too

far into the future as they find this tooipf@l to comprehend. The more immediate future

for Sandra is wrapped with worries abdbé new baby and Bobby’s acceptance of it.
There is also the covert anticipated upsdtafing the continual comparison of a healthy
and very ill child in the family. To date, atitdon can be diverted away from this but the
differences may be highlighted and verbalised by the children themselves. This remains
to be seen. However, Bobby had a lot to say about his future:

I’'m looking forward to getting big...I'd like to be playing football for
Leeds when I'm big but because my mum says | might stay little, I'm
not sure if | could do a good job ibg little... I'd have to do some

thinking again about if | stay little.

And what things would be liki¢ he did not have his LLC:
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| would have more energy, | wouldn’t hurt and... It would be nice to be
able to go out and play in thaest everyday and go swimming and to

Mac Donald’s for a Happy Meal and places.

Bobby has the same dreams as many othertitys of his age — to play football for his
favourite professional team. Yet despites lyioung years he is aware of how he is
different now and how he magmain different. He is cogniscent of his limitations and
talks about how he would be able to do mane meet his ambitions if he had less pain
and fewer disabilities. Bobby idifferent to his peers omany levels, his external
appearance is frail and child like only in stature,is small in height and will remain to
have stunted growth over his lifespan. In this respect, the frailty will increase and so his
ability to join in activities Wil lessen. Not being able to join itself singles you out as

different.

7.4 The Burtons: Edward and Sophie

Karen and Edward have one child — Sophie. Edward is the main carer for Sophie. Karen
works full time but is with her family every evening and weekend. Edward is 38. Since
Sophie’s diagnosis Edward has not work&bphie is five years old and attends
mainstream and hospital lswl, as dictated by tremaent. Sophie has Acute
Lymphoblastic Leukaemia (ALL). Sophie isroently going throughreatment for ALL.
Chemotherapy has induced significant hair lmsg has enforced a reduction in her social

network. Sophie is pale in aparance but still very active.

7.4.1 Interview location and characteristics

Edward chose to be interviewed with Kayelthough Karen contributed little due to
attending to Sophie who was also prése®ophie’s intervie@ commenced in her
bedroom. Both parents were at home tbe day and happy for us to conduct the
interview upstairs. Throughotite interview Sophie playedith her ‘Barbie’ dolls. This
caused the interview to change locationsumber of times, including going into the
family bathroom whilst she bathed her dolls in the sink and then downstairs in the lounge
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and conservatory whilst Sophie tried to fiather clothes for the dolls and parts of her
‘tea set’ to prepare tea for them.

(i) Tracing the early days

In the Burton family difficulties were reported about having to get used to medical
terminology, coming to terms with the diagisoand trying to maintain hope. Sophie’s
illness commenced almost a year ago. What fivat a concern over a lump in Sophie’s
neck soon was realised to be Leukenfsphie is currently on treatment so her
movements outside the family home areited. She frequently attends the regional
oncology unit for more intense treatmeatiministration but currently is being
administered treatment by the community splest nurse. Edward explains how he had
to finish work because he needed to takensch time out to get Sophie to her hospital
appointments and to be with her when she has needed to be admitted:

Sophie is my life. There was no way | could keep up with work... |
needed to be with her, Karen caditive and when | was at work |
couldn’t concentrate. The situatitras knocked me for six... we live
each day as it comes and hope to God that she will get through this... it
is really stressful, she has beerotigh a lot... you'll have to prepare
yourself for some harrowing stories, she’ll tell you a lot, she remembers

everything and she’s not dasthe knows what's happenifiedward).

(i) Critical incidents/life events

Edward went on to detail ‘finding out’ theadjnosis and how beirig the hospital both

helps and hinders their well-being as parents:

When she has needed to be in thepital it has been nice in so much
as ideally we don’t want to be there, but the staff are lovely and it is
good to be with families going through the same... you know...
especially when you see their kids getting better... it gives you hope...

but on the other side of the copou end up with more heartbreak...
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we’ve ended up making friends withhetr parents, it'$iatural you are

on the same ward... same ward dayl night or you are bumping into
them at clinic... but then thingee not going so good so you worry for
them and then quite recently we hhé upset of one dbophie’s little
friends passing away... it's notgood... it's teartbreaking,
heartbreaking... she was a similar @ageSophie and they really have
ended up being friends. Sophie knotliat Sarah has gone to heaven
now but it is strange for her... and for us... well its heartbreaking... we
have tried our best to be there f8arah’s parents... they come round
now and again but you see it is hard for them now seeing Sophie. For us
we are grateful to still have Soghbut losing Sarah has made us see
how things can change... theyncahange quickly... you can think
things are going ok and this cancercan fool them all and take kids
just like that (clicks fingers)Edward).

| wondered how Sophie had processed thiktye&lad she gone to the funeral? Did she

fully understand what had happened to hienfi? And had she made any inferences?

Sophie knows her friend has died but we are unsure really how she has
taken that in. She talks about seelmgy again and we find that really
hard(Edward).

Accordingly, Sophie had not attended the fuhdfaren and Edward said they had tried
to explain to Sophie that Sarah had gonkdaven, that she was now with the angels and
although Sophie could not see her anymoed thaybe somewhere Sarah was happy,
looking down and smiling. When interviewirf§pphie she started making reference to
one of her Barbie dollgoing to heaven now and she ké&fting the doll up as if it was
flying to heaven. | asked her what is heavedeed she explained it was where Jesus is
and the angels and that Sarah is there naskéd who Sarah was to which she just said:

‘My friend’ (Sophie).Then quite out ofatblue, she went on to say:
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If 1 go to heaven | need to hawey ears pierced. Sarah’s mum told my
mum that Sarah put her ear rings in before she went because she said
ladies don’t go to heaven withotiteir ear rings... | want my ears

pierced... will you tell my mum | wa my ears pierced? (Sophie).

| found this upsetting but | tried not to overtly show it. | felt that Sophie had not fully
understood the concept of death, yet she knew Sarah had gone, she knew Sarah had been
poorly like herself and maybe in her owrotights she was concluding that she could be
going there too — hence wantit@ have her ears piercedotaConversely, she is a very
feminine child and in a child with prettylothes comes pretty makeup and ear-rings.
Perhaps my immediate response of upset a@gding more meaning to her words than

what was a simple request to have her p@sced, a request that is probably made by
many young children. Looking back at my mwhildhood | had my ears pierced aged

seven but | can remember that was after a very long time of asking.

Sophie goes on to talk aboutdven as a phystplace to go, whicindicates that she
either does not fully understatite reality of death or that slu is in line with the belief
system of her family. Sophie may have natrser friend degenerate; her memories are
undoubtedly of play and friendship. It would @#ficult for her to imagine never seeing
Sarah again. | also say this because as an adult | have lost friends and family through
death and still | do not rule out seeing theseppeagain. Is the reality of loss ever truly
realised? And is this reality really that diéat in a child as compared to an adult?
Perhaps as an adult we can communicate thoughts and understandings better and
these maybe be very much determined by our cultural belief systems and ways of being
as passed on through generations. | doknotv the full historyof Sarah and of how
Sarah’s passing has been communicated toi€oplowever, my step father died a few
years ago leaving my seven and nine yeaisilllings to come to terms with losing their
father. As a family we explaed that their father had gote heaven and would now be

in the company of other relatives that hadddand would be with Jesus. | remember my
siblings writing letters to their dad with iBtrations of heaven with clouds and angels and

big gates - these were buriedttwhim. To this end, it waslear at that time that my
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siblings understood heaven as a place andtheat father would somehow be able to

read their messages.

Times in hospital were reflected on withixed feelings. Edward explained how when
Sophie has needed to have long or even shorter term stays, they have taken her own
bedding to the hospital and some of her soys to make the environment feel more
home like. Meeting other children and parents following a similar journey was reported
to provide support. However, when there haeen hospital stays there has been periods

of intense treatment and times whereby Setas been physically sick and complained

of pain.

Sophie has been really brave... she taken it in her stride and even
when she’s had terrible sickness $lasn’t cried with it... she has said

she wished it would stop, but shasn’t cried with it... we have...
different stuff has had it's differemeactions and witlone lot she got
really bad mouth ulcers... they tlgawere terrible... her little mouth

was really sore and there were open wounds and she did go on a lot
about when will it be better bause it was hurting... when we know
she is... she is or must be in pain that is really hard for a parent to have
to sit through... but the staff atdhospital | mean they are very good
and do their best helpirtger with that (Edward).

Sophie when reflecting about times in hospiigdiked mostly about the different children
she sees and plays with. She did, howeverabtut having intravenous lines put in and
such being painful an@ven when the cream is supposed to be worKiBgphie), which

| presumed must be something that is pua@hild’s skin to maybe numb the area before
insertion. She also talked about not likibging sick’ or having‘sore mouths’and that

these timeswere the worstest bits(Sophie).
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(iii) Issues of appearance
For Sophie and Edward a big event was wBephie lost her hair. The seriousness of
Sophie’s illness was now visible and Edwéatked about how it was the point at which

there was no more denying what was happening.

Edward showed me pictures of Sophie befthe ‘cancer’. Sophkihad very long very
blonde hair. He explained how when theyravéold the hair loss would happen, he had
not realised how much it wadilupset him. He saw it as a means to end; this had to
happen for Sophie to get better. But his #oms were still raw as he explained how
Karen had one day started brushing Sophie’sliagk in to a pony tail when the hair just
was lifting off the scalp in thick clumps. Hdks of how for a few dgs they tried not to
brush the hair and just tie it back looselyaiagrying to draw out the inevitable. But how

each morning more and more hair was on the pillow:

She takes it in her stride really... Shgetting used to having to go into
hospital and all the tablets as wéellthink it's loosingher hair really
that's been the worst for her... BBg a girl it's not, obviously it's
harder for a girl because most boys have no hair anyway; they have it
shaved off any way. When it started coming out... we were told but it
was awful... trying to do her hair... &l went over course of a couple

of week and what we did in end toake it easier was to keep her
having it cut that bit shorter gbat what was ending up on the pillow

was not as devastatifgdward).

| have this Barbie haiand if | go out | ware itlt's nice. I’'m going to
ware it until my hair is back. Yosee these Barbies here I've cut their

hair off and but they are still nice ones (Sophie).
As illustrated in these two excerpts, the @veinSophie losing her hair has been more

devastating for her parents than Sophie. Sopaiesee that hair is just hair, but for her

parents this meant losing a piece of Sepher identity before the cancer.
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(iv) Now and the future

In the literature there are studies thagérently discuss how mothers have to leave the
labour market to focus their attention on th#ichild. Comparatively less research has
looked at the role of fatheia the care of children with LCs. Karen’s job is close to
home whereas Edwards’s work could mean he was involved in a lot of travel. Still
needing a regular income it made practicalssefor Karen to continue work as in the
case of an emergency she could be gramtadel and it would take just a few minutes to
get home. Karen said it was difficult to worktla some respect it helped her to maintain
normality in her life, whereas Edward was vepen about the fact that he felt he could

no longer concentrate on work and needed to spend his time with his child:

| do worry, | worry about hegetting infedibns about her falling ill and

it going unnoticed... atelast if | am around and this happens | have
only myself to blame... but to beohest | am glad to just know | am
here in case anything happensit..does Karen good to go out to
work... but like I've said my mind won't take having to think about
work and Sophi¢Edward).

The downside of having cancer other thandheious upset and iless related concerns
all relate to the family reducing their previosscial network and activities. Edward talks
about friends becoming awkward around themdifig it difficult to talk about Sophie in
case they say the wrong thing. He talidsout feeling embarrassed because of the
difficulty in wanting to have other things talk about but also not wanting the subject of

Sophie’s condition to be totally avoided:

| think a few of our friends have ifted... we have had to be careful
about infection... infection... hmm and so we have had times when we
have been worried and we’ve asked people to not to come if they have
had colds or... you know if they habeen feeling under the weather...
and I'm not sure if they’'ve understood or thought we’ve been being

funny... but | think a few of our friendsave now just took it that it's
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best not to bother us... they stayay... others they don’t know what
to say, we don’'t know what to saynd so on... increasingly like | say
we make friends with people wlawe going through same... and we are
sticking together so to speak... it's rthat we think less of the friends
we went about with before... it's jushat we don’'t seem to have as
much in common any more... we ¢abe going having bbgs or on
holiday or out leaving Sophie all time and we don’t want them to be
upset or not knowing what to say... it is difficult and our social life...
well it's practically stopped... but we're ok with it at the minute, | think
it has gone down the road it was mgito go down because of what's
happening with Sophi@gdward).

Losing friends was not a situa | expected these families to be in. Now knowing the
types of demands LLCs have on families | can see how having any form of social life
will be difficult. These families befriend like families for support. Friends from a life
without life-limiting illness cariry to be compassionate but they are unable to know what
this life is like. | am on theutside looking in ath | can see the upset, the life disruption
and the striving for ‘normality’ but because | am not a parent of a child with a LLC it is
difficult for me to truly know their reality.

Sophie also talked about misgi her nursery friends but Viag nice new friends. She
mentioned how she would like to do more attg and go more places and could blame
the cancer instead of her parents as the baha¢ disallows such. Alost as if the cancer

is like a wall she has to climb and once she is over it she will either be able to do all the
activities she would like to do with all her friend or she will be going to see heaven to

play with Sarah:

| have to try my best to get ovier.. the cancer... when | get over it it
will be hard work... lots of times in the hospital | think and having
more medicine... to when | doKknow... | think | will be doing my
dancing at dancing class and | want to go Disney land then... or if not
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when I've got over it... | will be goig to heaven and | will be doing all
that there but with Sarah cause shalready there you see and she is
my best friend, | like Rebecdaut really | like Sarah begSophie).

The words used in the beginning of this quotatseem quite adult like, almost as if she
has listened to her parents’ use these wondsshe has adopted them in her talk in how

she will do her best to get over it.

Sophie’s interview was really chaotic, | wap and down stairs, joining in the dolly
washing and feeding and having to get in andddyilay characters in order to try and
gather some meaningful data. It is no wondat then | asked about issues pertaining to

what Sophie enjoyed in life, she made refee to the toys she was playing with:

Well... | enjoy playing with these Barbies. | want a Barbie horse and
carriage really though. | think thatould make it better. And 1 like it
when | can have friends to play ahlike parties and | like parties a lot

if there is a cake and | blow the candiBsphie).

Having a party and being with a group aéfrds is probably something Sophie is looking
forward to as she has had limited contact Viigends recently due to treatment. Despite
the difficulties in coming to terms with the illness and the demands and effects of
treatment, Edward too commented thaip&e’s energy and strength of character

maintained the family’s well-being;

This hasn’t phased Sophie... not one bit... she is such a happy child,
she has not moaned with it all. && had things happen to her which |
know will have hurt but she’s kept that energy about her. She keeps us

going (Edward).

When asked what she was looking fardl to, Sophie gave the following

responses:
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Getting my long hair back... Well | wamd be on TV dancing and if |
wasn't poorly then | know that it would be easy... | would like to be a
dancer. | have had to stop dancingsskes but | can start them again on

one day if | get better.

Now in ear shot, Karen and Edward bbabmmented how Sophie was destined

to be a dancer.

7.5 The Hills: Maria and Danny

Maria is divorced and is not in contact with the father of her children. Maria has three
children — Adam, Laura (13 years) andnbg. Danny is the youngest child. Adam was
the eldest and was tragically killed two ygago on a family holida Maria is the main

carer for Danny. Maria’s parents provide a ¢desable amount of support to the family.
Maria is 36 years old and does not work.nBw is eleven years @land is currently
educated in hospital. Danny has nevéteraled mainstream education due to the
constraints of treatment and as a result has difficulties socially interacting with other
similarly aged children. Danny also has Acute Lymphoblastic Leukaemia (ALL). Danny
has suffered with Leukaemia recurrently from the age of three years old and is now

awaiting a bone marrow transplabanny is pale in appearanaed is reserved in nature.

7.5.1 Interview location and characteristics

Maria chose to be interviewed in the loungleilst her parents took Danny to their home
for lunch. Danny chose to be interviewed ie tamily room, where he sat with his black

kitten. At the request of Danny, his muamd grandparents remained in the lounge

throughout the interview.

(i) Tracing the early days
Because Danny has been ill for so long, both Maria and Danny struggle to imagine a life
without Leukemia. Maria tks about living though having hope and then having the

hope repeatedly dashed:
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We have struggled since his first gliesis at three. He’s had treatment
he’s got better and then it's conmack again. When Adam died the
shock of it was heavy and | havet meally got through the bereavement
because | am not free of worry... | am just thinking about what if | lose
Danny now all the time becausendw there is a high chance now...
and to lose two boys, | am not surean deal with it. Laura is getting
older now... she has a lot of woron her shoulders... It's my parents

who help me. We would all needre without tem (Maria).

Because the illness has returned so mamgdithe family really do not know of a life

without worry, or at least cannagmember a time without worry.

(ii) Interactions with professionals

Throughout this study, in interviewing pareisd children | have become increasingly

aware of how sometimes decisions are mattbout consideration of what a child’s

perspective may be, for example:

Many many times I've said | don’t want to carry on with it... and it has
meant them waiting a bit longer before they can put me through it
again... They do listen at first but thérey go into persuasion overdrive
and | end up giving in... Sometiméget fed up with living like this
and... | have stopped taking tabldiefore and even thought about
taking them all at once, especialiynen my brother died (Danny).

| was saddened to be faced with such a yatmigl who was depressed and grieving for

his brother, in the face of his own cloudy figuGetting professionals to listen to him

was a difficulty. Maria also touched on @y not wanting to continue with his

treatment:

We have had a lot of problems whim and him wanting to die. Like |

have said he has wanted to refuse treatment in the past. | have to watch
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he takes his tablets, everythingle is depressed, he’'s not had a
childhood and he has had to go through his brother dying too. | haven't
helped things as | have been vdown. The kids don’t know but | have
tried taking my own life because there are times when | just can’t cope
with everything. | keep going for the dachildren | havdiving but it is
hard(Maria).

The issue is not solved, so persuading Dannget@ompliant with his treatment is an
ongoing trial. Danny’s grandparerdge supportive and try to evolved in many of the

day to day tasks, like helping Maria with the children and cooking and cleaning. The
house is very clean but assat interviewing Danny, | whed | could interview the
grandparents who are elderly and are hawmdave the worry of a very depressed

daughter and grandchild.

Danny lacks enthusiasm for his own treatrbut acknowledges his dilemma. He knows
that to not adhere to treatment may result sndaath. For him, that is not so big an issue

as the potential impact hikeath would have on Maria:

My brother died and my mum hasken it badly and so | do worry
about what she would be like if | dielt.is something she thinks about
but she can't talk to mabout it and | real don’t want to talk to her
about it. But then | would like to talk to someone about it. If | die |
want to know that my things will gto who | want them to go to and
stuff like that and | want to know there will be help for mum with
it... She doesn't really cope now sdread to think wht she would be
like and | don’t want her killing hee#f. I'm not scared of dying, | think

I will... but I like to beorganised and would liki® know that my mum

will be ok (Danny).

As can be inferred from this excerpt aloBgnny had a very adult like nature. He was

reserved but talked in a wélyat suggested adult like reflection and rationale. This maybe
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because of his interaction | an adult world and of learning about his illness and its
eventualities. However, Danny needs reasserdnat he may have a good life period in
front of him and if not thethere will be support availabfer his family. Danny is closed

to his family with respect to talking aboutadle and dying issues, yet he does want to talk

about them.

(iii) Critical incidents/life events
This family are still grieving for Danny’s bther Adam, who was tragically, killed a
couple of years previous to the intervielhere are photos everywhere of Adam. Danny

implies that the death of Adam wagyelifficult because it was not expected:

Adam... he was healthy so we didexpect him to die... we were on
holiday when it happened... beirgjupid jumping in the pool... he
banged his head and that waganny).

The death of Adam has made the possibentmality of Danny’s condition all the more

real and unfair.

Few of the other children interviewed talked in any depth about pain. They would
briefly state how a particular treatment hurtfiegt but they then got used to it, how
physiotherapy can be hard work but they s&e the importance of it. Danny however
was more direct about the memoriespafn he had endudeof the years:Every single
needle that has gone in my body, | remember it... every pipe... every time I've been sick |
remember it’.And: ‘From since | can remember | havad to look forward to pain ‘to
get me better I'm hurtinghow but you can’'t see itFor an eleven year old child,
Danny’'s comments were very deep and factalhost adult like at times. Perhaps this
was a result of his lack of socializati with other childrenHis writing definitely
reflected his age, but was still very to th@int and lacking childike emotion, such as
any indication of ‘giddy’ enthusiasm. Danmsgems to go with the flow; he has tried

communicating his discontent in continuingatment. However, professionals and Maria
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still push to continue with it and because he feels that his desires are not acknowledged
when he voices them, perhaps he kidther feelings now as a result.

This family appear to have been sufferiiog years. Communication has broken down,
they are grieving for a child lost and hoggediminishing for both Danny and Maria.

Danny talks about how he has not enjoyed lifeaashild, but this is because he hasn’t
been able or encouraged to engage in dikll activities. It transpires that Maria has
been in and out of psychiatrcare and caring for Danny has been easy at least for the
last two years:Since Adam has died it just seeriike Danny doesn’'t want to live

anymore either{Maria).

(iv) Now and the future
As mentioned, a lot of the family disaisn is around Adam and keeping Adam’s

memory alive. Danny and Laura seem to havgpical brother andister relationship:

| enjoy playing chess with my grddad, getting on my sister’s nerves
and just sitting watchig TV with my kitten(Danny).

Danny and Laura, they fight like cabd dog sometimes but if anything
was to happen to eithene of them they wodlbe devastated... Laura
comes and still has a cuddle, we are close but Danny keeps to himself
(Maria).

Danny did not mention any effecthat his illness maybe yiag on Laura. Instead he
spoke of how she annoyed him and so howvbald do things to purposely annoy her.
Maria talked about how Laura has had #idlilt time in coping with Adam’s death,
Danny being ill and Maria beindepressed. Accordingly, Laura is close with Maria but
because her grandparent’s home is closertiodcshe actually spends more time there.
This is probably a refuge for Laur@yay from the depression and conflict.
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The future was a difficult area to talk kdaria and Danny about because they were so
down beat. Maria smiled when thinking abuaiitat her future may hold and just said:

If I could change anything, | wouldave a life | could look forward to.

I’d live more for the future than | do no{Maria).
Again, Danny was very blunt:

Fact is I'm probably not going to rke it to working age so | don’t see
the point in thinking about jobs taouch. | just look at each day and try
and be happy and hope my mum is happlystart talking about what |

want to be | think it will make heworse... she might start thinking of

what if it don’t happeriDanny).

Despite the fact that Maria m&ived Danny to be distant from her, | think this is just a
result of the experiences he has livedtigh. Danny loves his mum; he is not so positive
about his own future but wants to protéis mum’s. Perhaps this issue alone gives

Danny the strength to continue his figimd to not enter a deeper depression.

Danny ccommented that he thought it is easieaccept having a LLC if it is something

you have grown up with:

| think those that get cancer as an adult or even at my age and they
haven’t had it before, it is harderrfthem. They find it harder to deal

with because all of a sudden everything changes because of it. They are
sick, can’t go out, can’'t do thingkey have always done and don't
know if they are going to get better not. Whereas, these things are

what | have grown up witfDanny).

Danny knows no different life and so cannot naieg activity he has never engaged in or

be told he cannot do sotheng he has always done. Danny only knows a life with
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leukemia. To this end he is not upset that he has not always attended school or made

friends of his own age:

My friends tend to be older than rbet that is because I've not really
had much to do with kids my agetend to spend time with friends of
my brother or sister and | spend &db time with my granddad. If | get
through the transplant | will end umwing to school and then making
friends my age. It isn’t a problethough as | like to be by myself a lot

too (Danny).

Danny is very direct in the interview andIsoelieve him when hsays that although his

life is not ideal, he is content wittow he has lived his life to date.

7.6 The Roberts’: Gail and Peter
Gail is divorced. Gail has three childrenElizabeth (29 years)Sarah (25 years) and

Peter. Peter is the youngest child. Gail i tain carer for Peter. Elizabeth and Sarah
have both left home and have their own families. However, Gail does receive support
from Peter’s father and her two daughtersil 82 years old and works part time. Peter

is 14 years old and attends a special schBeter has Duchenne Muscular Dystrophy
(MD). Peter is mentally alert and is able to communicate but with slow slurred speech.
Peters upper limbs have restricted movements, he can no longer walk and needs
assistance in moving his lower limbs. Patemobile with the aide of a specialized

electric powered wheelchair.

7.6.1 Interview location and characteristics

Gail chose to be interviewed the lounge whilst Rer was at school. Peter chose for his
interview to commence in tHeunge whilst Gail prepared aeal in the kitchen. This was
followed by a detailed tour of the full houggven by Peter to illustrate a number of
points made. This lead toghnterview being conducted in most rooms of the house.
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() Interactions with professionals

In other children’s interviews there wetemments about professials not taking them
seriously or neglecting theierds. However, Peter was aneample of having struck up
a good relationship over the years with his Ratedian. The trialsand tribulations he
had experienced lead to a trusting boledeloping between the two individualsknow

| can trust in him to tell me how thingseaand | feel comfortable in telling him how
things are... it is just we ddrélways have a lot of time talk about lots of stuf{Peter).
This relationship was probably aided by Peter’'s perception eofptbfessional being

rather ‘cool’:

James (Consultant) is really cool. He’s not like a doctor he’s not posh
in any way and he doesn’t talk using words we can’'t understand... he
iIsn’t time obsessed either. When we see him it is really relaxed, we talk
about what is happening with me htiisn’t dead serious and what |
like is he knows me, knows me dika family friend really and he
always listens to what | want o on about. Mum is always there, if
she wasn’t | might even talk to hiabout the girl subject (laughs), well

he’s a man isn’t he (Peter).

Peter talks of his consultant almost ahéf is an exotic breed, something out of the
ordinary because he is able to be xeth and converse with him. Again though, an
opportunity to arrange a consultation or chameting whereby he naliscuss issues of
importance to Peter is being missed — whetherishan opportunity rigected on the part

of the consultant or whether this is someghthat is being blockeby Gail is unclear.

The ‘girl’" issue is cited in the above excerpt but at other points in the discussion and
indeed tour of the family home, Peter makeference to wanting to talk about terminal
phase issues and being remembered. Thesweme of conversatidme does not want to

face immediately with his mum.

Peter is an intelligent child and realis€sil's awkwardness about facing the future.

Interestingly, he does not attribute his rowehavioural issues in terms of his own

229



struggles to cope with his deggration. It is difficult for Petetio face his future but this is
not just a selfish concern, he appears tinlpavorry about how Gail will cope with his
further degeneration and ultimately his deathorry about when there is no me for my

mum to worry about’. (Peter).

A dichotomy of understanding was apparent in the intervigvedd with Gal and Peter.
Each was aware of the disedssgectory of MD, what tend® happen as the child ages
and what tends to be the sauof death. Yet, in Peter's open desire to talk with
professionals about what will happen andhow Gail commentedn her uncertainty
regarding Peters future, it made realize that there was ater in place for them both.

It was difficult for them to transfer theinowledge of the condition to their own being:

MD takes all your functioning away the end... moving ends up less
and less... it gets harder to eat... all stuff to do with functioning
slowing down... It would be difficult but better to know what was

going to happen with m@eter).

All MD boys appear talegenerate the same way... we are now at this
stage of Peter finding things incresgy difficult with his upper body

movements... | am not sure how resteal his ability will get (Gail).

These excerpts clarify my meaning. Both Gaitl Peter talk abokhowing but later talk
about not knowing. Is th self protection? Or is it siply the case of wanting to know

more minute detail of their individual case?

Gail however, also notes thelwa of the relationship Petaas with his Consultant:
James (Consultant) is a straightforward talking man, he tries not to
mislead Peter and he tells him how things are... hmm... we both

appreciate this and | know ifngthing was bothering Peter he would
feel happy to talk to James about it (Gail).
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Because Peter is mentally alert and well intbgyty he has started to want relations with

girls. This is a subject Gai$ having difficulty in dealingvith, not leastoecause of the
gender difference — as it could be seen as an easier subject to broach if she was having
discussions about relationshifgsher daughters, in being arfale herself. The present is

being viewed as a difficult time by both mother and son because of this ‘sex’ issue:

Sometimes it is hard being inishbody. The mind works but the body
don’t. | want a girlfriend and somgorn would be nice (laughs), but |
can’t exactly ask my moén to go and get it can Ny mate has a stash.
But then | start thinking if | had girlfriend what the hell would | do
with this body I'm in? Are there pple who | can talk to about this
stuff? (Peter).

He is raising issues like he wantsneet girls; he has got to meet girls.
| don’t know how to address this atigere has been no one him or | can
discuss these things with... there &ig issues there really isn’'t there
(Gail).

Gail's two daughters hadftehe family home but would visregularly. Peter appeared to

have a good relationship with them both:

| can see that my sisters have had different experiences growing up than
what | have but I'm not sure if thelife has been much different or
even better... Anyway, things will ha been different for them being a
girl... It has been a gradual procegting into this chair and | do miss

the things | used to be able to do but then | might have stopped doing
things like football as I got older anyway.

Peter compares his functioningtiwvihis siblings ad reasons his accepta of having to

stop activities in terms of how this may haeen the natural result of ageing. Thus, had
he not had a LLC, then maybe his currendtipaes would have been favoured anyway
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and his childhood be as distinobfin his sisters. It is inteséngly to see how Peter makes
sense of his own life dominated by a familydeaup of females. His upbringing he sees

as different not because of his @ss but because of his gender.

(i) Critical incidents/ life events

MD is a degenerative condition, the deteriomati® gradual but it is still difficult for the

child and parent to experience:

| worry alot about what he is thinlgnhe did used to have quite a lot of,
not behaviour problems, but sort ofat of frustrations to do with his
illness and coping with things that have happened to him... | mean we
have never actually openingly talk about the... What will happen
ultimately, but I think he knows, ydknow... it's sort of unspoken sort

of thing. (Galil).

The unfairness of the conditiomas internalized by PeteGail talked about how Peter
tries to remain strong, but has had episodesnger and heightenanotional outbursts.
He blamed this on other issues at the tbuereading between the lines Gail was aware
that he was trying to hold on to his strénglf character in facing times of adversity.
With these degenerative nuances to dedhw@ail has feared talking about further
degeneration and end of life eawith Peter. Gail also sedlsis as a topic she would

prefer to avoid.

(iii) Issues of appearance

The difficulty with Peter’s ondition has been its degentra nature. This has been

difficult for both Peter and Gail to come to terms with:
Obviously over the years he has deteriorated and by the time he was

nine he was in a wheelchair, aralic wheelchair. We went sort of

using a manual chair from aboutvdi but he went off his feet
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completely at nine. And somewhere he was completely wheelchair
bound and it's a condition thatarts and the legs gast and then it just
works through the body, so. At the moméetis sort of nearly fifteen

he is sort of struggling withhis upper body movement. He has got
school obviously as well, so. He nedudp sort of with food cutting up

but he is still managing... he still manad&sil).

Having a disability provokes stares framore able bodied people. Over time,
Peter has realised this is something that makes up his life, he seemingly used to
the stares and ignorance of outsidétewever, there are times when he has

been upset because of people’s latkonsideration for his feelings:

I know they don’t mean to be cruel, they are just being nosey and
having a good look because | lodiferent. They probably try and
work out what I've got... it just isn’t nice being stared at, it just makes
it clearer that | don't fit in... | sypose a lot of people work hard to
stand out in a crowd (laughs). For mes natural, a gift... I've heard
lads at the youth centre say stupithgs like ‘I wonder if he can talk’

or ‘look at him he’s spitting’ and #y laugh and it pisses me off. They
are the ones who think they are hardd it would give me pleasure to
kick their heads in if | could... tmh justice...When you have what |
have got | think you feel you have poove yourself, to show that you
can do things that people puese you can’t do. But then everybody

tries to prove themselves in some wBgter).

This excerpt also illustrates how Peter tries to normalise his experience in his talk of how

in some way everyone tries to prove thelwms® By saying this he is saying his

experience is not unique to him having a LLGt&ad these times of conflict are part of

ordinary life, of being a teawger, of being a ‘normal’ huam being. Peter’s ability to

make fun of situations seems to help hmough the difficulties he faces. Interestingly,

Gall did not report any specific discriminatazyent. This could be because she does not
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notice these events, or simply she has ma&nbpresent when thédyave happened. The
alternative could be because thmar little relevance in henind and their busy lives to

go onto discuss, remains to be seen.

(iv) Now and the future
Further to this, there is reported to be vettyeliin the locality that Peter can be involved

in socially:

He doesn’t have a social life, badigaHe goes to school... That's fine.

He is at a special school and hgogs it... And he actually mentally
does not fit the criteria for speciathool, but he struggled so much
with mainstream but his clinical eds are met much better at special
school... But of course, he does not sort of have a lot of friends there
because they are all...nmm... A lot more severe, a lot more mentally
handicapped... But you see there ishirag locally either, cinemas that
they can access locally, like you aooking at traveling to Leeds or
Huddersfield... shopping, if it's wiet time, you can’'t go shopping
about town anyway because it's metry accessible so he likes to go to
White Rose... | mean, it's got everytigi there, it's undecover and its,

but hmm... so at the moment he is only going out once a month away

from home, which is not enough (Gail).

Peter does go to a local youttub during the week but thithe extent of his social
activities. Gail has two older daughtersdatalked about how when they were younger
she was able to take them dancing, let tigento the cinema and enjoy other activities.
This is upsetting for Gail because despite Pgibysical disabilities, he is very articulate
but is not being able to express his mentditeds and enjoy his life to the full because of
the lack of resources in the area. Peter ditbebat there was a lack things to do but
he did get enjoyment out of attending the yociub and looked forard to his shopping

centre visits.
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Accordingly, Gail’s life is cireed around Peter. She has talder daughters but the focus
of all her energies is Peter, whether it terading to his daily casg trying to organize
further house adaptations amfraising, her lifas Peter. Peter regnizes this and talks
about how going to college or attending resfatglities away fromGail may enable her

to start building herself a separate life tigahot focused on Peter. Thus, these focuses
will remain after Peter’'s death and Peter widit then have the concern regarding Galil
not having activities to helper through her grief. Althoughime apart was discussed in

a different context with Gailt does appear that she woudd willing to let go and free

up more time for herself:

For us both to haveldtle bit of time out, youknow, | mean he needs it
as well. I mean, yes | have got then | can take him out, but he does
not want to be going ewith me all the time. He needs to be away

from me (Gail).

Peter was the one child in this study phase that attended the regional hospice. This
provision was valued by both Peter and Gaitl they spoke of how they enjoyed their
time spent there:

| am sort of in contact with a couple of families, but not local. Families
that | have met at Hospice... Most times we have now planned his
visits so that we go with anothemidy from the North who have also
got a boy with MD, but it's the oldéoy that's not gbMD that Peter
pals up with... its great, you know and while he is there we don’t fuss
now we let him stay up while two orrée in the morning if that's what

he wants. Watching videos or themputer, you know and he is really
enjoying his visits. Before he was really worried about ‘what if there
was nobody there that | know of? there anybody my age?’ you know
s0... And so they are really good at now booking us in together. So it
is really good... | mean dfe often we have gon® the hospice when

he has been poorly, rather than hospital (Galil).
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Being around people in similar situations was reported to be of support to the parents in
this study. Going to the hospice at the satinge as other children with the same
conditions allowed Gail the space to talk watiher mothers about experiences. Gail also
talked about being at ease whilst at the hospice because she knew all Peters care would be
carried out with skilland attention and that sknas surrounded by people who would

allow her to rest and have time out. For Pdiere at the hospice was definitely viewed

as a holiday. He felt unrestricted and happy¢owith a friend for the duration of his

stays. The hospice stays made life good.

As discussed under the rubric of other tesmooking into the future was difficult for

Peter and Gail. When they did try and visualise future, they realised they would like
more information and support with dealing wilfferent issues. Further to this, Peter
struggled with trying to adike other able bodied teenagereflecting on his past and

acknowledging his difficulties:

| have sometimes gone out of waystwow people | can do things and
without anyone realising, sometimédave hurt myself doing it... |
have many arguments with peopldo find it reasonable to tell me
what | can’t do or shouldn’t do. Ifhh not here for long then | think |
should be the one who decides whe&an or shouldn’'t do... I'd love to

be able to run agaifPeter).

Planning for the future for Peter meant that he should aim to achieve and to not let his
condition stop him in his tracks. BeforGail had commented on his difficulty in

schooling because he is mentally able:

Whatever | end up doing | would like to leave home and study
somewhere. Trouble is | need a caned &refuse to take my mother to
college with me (laughs), even thighushe will have heart failure if |

leave he(Peter).
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As noted, previously Gail acknowledges thaytiboth need space. Perhaps, if Peter was
to attend college in the future this wdube a welcomed break for Gail. When asked
about the future, Gail just talked aboutrigeable to have more breaks and worried about
the growing up issues Peter was facing &ow to deal with t§ degeneration. As a

result, Gail opted for focusing more on the present than the future.

7.7 Integrative theme: Protectiveness

Through my analysis | identified a thermifgat was common to all the main themes.
Therefore, this was conceptualisas an integrative thenss it cuts across the categories
and sub-categories of the final template. This theme enabled a more holistic analysis to

be formulated.

Through out each interview issues of protectiveness appeared to transcend the lived
experiences of both parents and children.paltents in the sample talked around issues

of truth telling — in terms of what they shdutonvey to their chilér parent about their
illness and if it is best to talk about such issues or not. Parents had had no support in
terms of talking to their chilgén about their prognosis buethhad chosen to not broach

this subject. Where other issues had oadirthat the parents knew their child’s
degeneration would have impact, there had baésn an opting out of talking about such
issues truthfully. Maybe this was downttee parents finding theichild’s degeneration

and death too difficult to comprehend themselves and too painful to consider talking
about with their child. Insteagharents talked of being optistic with ther children and
supporting their child’s hopes and aspiratiams,matter how these may not be possible

to achieve.

Implicated were the parentacts of over protectiveness. They were worried about the
consequence of their child’s actions in terms of their detriment to their child’s health. For
example, Sandra would be over vigilantwatching Bobby play, anxious of him falling
and causing himself a sinister injury. Otherquas talked of having difficulty in ‘letting

their child go’, in terms of their child gwing up and wanting independence from their
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parents — just in case anything was to hapgash them not be there. Interestingly, the
children themselves showed similar protectiveness towards their parents. This could be
exemplified in the children who wanted tdktabout end of life care issues, of planning

and of worrying about whateuld happen after their deathut to converse about these
issues with professionals).nd in the children who had danegative experiences with
peers but had chosen not torwotheir parents in talking aloit them. All these examples

show the Childs strength of claater in shouldering these burdens.

In addition, resilience with their life situatis could be seen to develop from both the
child and parent’'s acts of self protection.e$b were illustrated in parents actively not
engaging in thoughts about the distant futurenot dwelling on their child having a
limited life span and in thinking about the d&teation that theicchild was going to live
through. Similarly, the children watd reason their Being inliaof how they were happy
with their life and although they could not do the activities more able bodied people
could do, or the activities ¢y could do if not on treatment, this was ‘ok’. They
rationalised this in a number of ways; byisg that without their condition they may
have decided to stop doing these activities anyway, or they had no desire to do these
activities, or they could maybe considermpithem in the future. Such visions helped
them to deal with the now and to findgmeness through other exjences and activities

they were able to do.

7.8 Discussion

LLCs impact on a spectrum of issues within families. These may include issues relating
to the child’s autonomy, the activities they able to be involved in and what realistic
education and employment opportunities they imave. These are practical issues, but it
was thought provoking to investigate the anpLLCs have on less concrete phenomena

- such as verbalised thought processes, thetioms of others, ancbnceptualisations of

the condition; of the prospect of the child dyemgd of future plans. It was interesting to
examine the responses of both children @adents, to see how life is similarly or
differently experienced and to identify hogwents may have shaped experiences or

perceptions about the pastethbresent and the future. Tparent-child relationship of
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each dyad appeared to be strong. Parerdstiea needs of their children high on their
agenda and the children werery supportive of their paresand their parent’s actions.
Parents sometimes had worries regarding hay there approaching issues as there was
no ‘cookbook’ of guidance for them to draw umpd@ut children even when they were not
in full agreement with how their parents weaekling issues wodlreciprocate support
and would appear to consciously not addhe stress their parents were suffering by
making them aware of any discontent. E¥te® younger children euld hold back telling
their parents about incidents that had m#dsm upset. This is not to say that their
relationships were weakened by a lack of omss to each other, instead | feel their
relationships were stronger ligying to actively avoid conflict. Each participant was
aware of the difficulty of their lives antheir need to focus on happy times and positive
outcomes was evident. Psychosocial supfartparents and children extends beyond
addressing concepts of death and mediealisions. By focusing attention on age-and
developmentally-appropriate personal gpgdarents and children could maximise the
quality of their time together. Guilt anchguish arising from th parent’s sense of
responsibility was evident, espally in Sandra’s case. As &u | felt that more support
could be offered to parents wh their child’s diagnosis hd®en given and when family
dynamics change.

Hospitalisation was a significant feature of #agarticipants’ lives, yet few mused over it

as being a main part of their lives. Irgtetion between children, parents and healthcare
practitioners and systems however, was songgtioited. Of course, what constitutes the
best interests of the child can be debaBad.one is left wondering how the child places
themselves in this powerful adult dominated environment. Are they vulnerable? And do
they have any say in what is happeninghem? Perhaps the deg&echild involvement

in healthcare decisions is eely dependant on the adults (parents and professionals) — in
allowing such inclusion. In thistudy it was found that some thie children were actively
contributing to healthcare decisions wéas others were excluded. It was understood
however, that irrespective ofdHevel of the child’s involverm# and their lack of desire

for procedures, the potential consequences of not complying with professional advice
outweighed any disgruntlements. Henceildthn found themselves with few choices.
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Accordingly, doctors were perceived as thest powerful and the most likely to exclude
the child from conversations — yet thexclusion was not always acknowledged by

parents.

Where previous studies have looked at therdmution of the child inconsultations, they

have provided a stereotypical view of the disilparticipation of tht being confined to

the provision of medical information ancetbipholding of a ‘joking fdationship’ with the
professional (Tates & Meeuweas@001). Indeed, therwas evidence here that for a few

of the children the interactions they had with medics were of an informal nature.
However, this study demonstrates tredrvices are moving forward in palliative
paediatric care as children are estahftighgood relationships it their health care
providers and wanting to have frank convéme with them, indicating their comfort in
interacting with these professionals. Alleas can be made between professionals and
children — but efforts are eded for this to happen. &v the younger children may
benefit from talking about issues they have overheard from paren&not gite get to

grips with, for example in the case of Sophnelerstanding the deati friend who had a
similar condition. As stated by Stevens (1993), some of these children know a lot about
their situation(irrespective of what they may convegp it is ineféctive and damaging

to conceal information from them. He advocates, that questions should be answered
truthfully, especially since it is claimed that the child often knows the answer and is just
seeking confirmation. However, for someldfen and parents concealment from each
other may actually strengthen their bond @oérchild). For many dying children it is
argued that their primary concers to have their parentear but to also be able to
communicate their thoughts anebafs with others (Liben &oldman 1998). In addition,
although children who are dying have levelsagfareness about their status, they may
find it hard to ask direct questions — foraexple Amy had desires to know about what
may lie ahead but she did not know how to go about asking. This again may be in
response to parental pretence or desiravimid mentioning death (Pizzo & Popplack
1993). Children can feel more lonely and &etl by not being able to talk about their
feelings in such circumahces (Dangel 1998). Moreovehe level of communication
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dysfunction can impact on the grieving pess, by leaving a sense of unfinished

buisiness.

When professionals are interacting with s there is however, a call for the use of
less technical language so that children engome cases parents, can understand their
situation better. This was something touthgon mainly by Amy and Paula, Edward
and Gail and Peter. But at the same time there is a call for practitioners to avoid using
language and a tone that iseo\simplistic, making the chiltkel patronised. As children
get older they are increasingly involved nmedical encounters but for children with
LLCs, communication and leang disabilities might ftther reduce opportunities for
involvement. Phenomenology provides impottansights in to the lived bodily
disruption that is intrinsic to the expenice of LLCs. In paitular, phenomenology
discloses the ways in bodily changesralte experience of stounding space, disturbs
taken for granted awareness of interactoith objects, disruptorporeal identity,

affects relations with othersnd changes the experience of time.

What is really impressive in this studytisat these children in cegnising that they are
viewed as being different, and they haveetmlure stares and societal assumptions, still
hold onto a sense of self. The pressure tmbamal’ was felt by both the parents and the
children in this study. This had caused efforts to try and reduce the impact of the
condition. ‘Normal’ is a label inferred fromliscussions pertaining to these children not
wanting to be characterised by their conditibhese children did not display self pity
about their life and either commented that such was the only life they knew or inferred
that their condition was part dieir identity, or that it wa something that they had got
used to and so was not a major difficulty feem. Furthermore, parts did not dwell on

the loss of their ‘health or wished for ‘healthy’ chidl. They would instead talk about
how their ill children had enriched their Iseln addition, the children did not express
any sorrow for themselves and instead were on the whole very upbeat. It was inferred that
these participants felt that ‘this has happetieid,is me and I'm going to live my life in

the best ways | can’.
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Indeed, this meant that for parents their gies would be focused on their ill child and
providing them with the besjuality of life theycould. There is a lasgbody of research
which suggests that caring for a child wislevere disability places families under
financial strain as a direct result of the in@ed amount of care, paiarly if that child
also has additional medical needs @ifaaw 1980, Baldwin 1985, Baldwin & Carlisle
1994). Recent work has focused on theluom=d ability of the primary carer,
predominantly the mother, to participate fuilythe labour marketShearn 1998). It has
been noted that many mothers feel obligedease labour market participation on the
birth of a child with a disabty or at least reduce thgarticipation (Bearn & Todd 1997,
2000). Interestingly, in this study we see the radrkhange in societal norms in a father
leaving work to allow his wife to continua the labour market and to allow him to be
with his child. This was not perceived as @abligation but a need on the father's part

(Edward) to be totally focused on his child (Sophie).

Furthermore, the children found it difficult imagine living differently — something they
conceptualised when asked to imagine lifthaut their LLC. They were ‘used to’ a life

of slow degeneration, of losing previouslyldheapacity but for mosof these children
they struggled to fully imagine themselvesahle bodies or having a life with no ill-
health limits. In consideringhe meaning of living with &LC here, it is useful to
consider the phenomenological notiontbé lived body (Sartre 1956, Merleau-Ponty
1962). As embodied subjects, these childremdbexperience their bodies as objects
among other objects in their worlds. Instetdir bodies and how dy live with their
bodies represent their view on the world. They are embodied, not in terms of them having
a body like they have a cematoy or possess a wheelchaiather in terms of them
existing or living their body (Toombs 1992). Thedy is therefore a vehicle for seeing or
living rather than just the physiologicélody observed by others. In the case of
progressive disability time maye disturbed in the sense that the future, rather than the
present, assumes overriding significantee assumption ‘I camlo it again’ can no
longer be taken for granted by someone wiptgesical capabilities are diminishing. This
finding has relevance for the essential theméhefparadoxical teporality of the here

and now which is discussedtime next chapter (chapter 8).

242



Frequently adults will ask children: ‘Whaould you like to be when you grow up?’ As
the child grows up their desired roles becamae realistic. Whaitvas interesting about
these children was that they already theg healistic visions fotheir future. Although
the youngest children had child like visions, they were stithrawof the possibility of
death or degeneration which would obvioudfgét their choices. Hoever, one wonders
about how deeply these childrane affected by the factdahthey may not meet their
aspirations. Indeed the thought of adulthoodhallenging especially for these children
because they are aware that they may eath adulthood, or indeed could need a lot of
care if they do. As stated in the literatumsiew, it is acknowldged that patterns of
understanding in children areuitl; children’s individualexperiences, environment,
including family environment, their inteftual capacities, their emotional profiles,
ethnic, cultural and religus backgrounds — all contribute to how and when they come to

fully understand the meanings of theindss and untimely death (Faulkner 1993).

Vygotsky’s (1978) work was focused on the indival, like Piaget (1962) but in contrast

he realised that to acquire an underdiag of child development one needs to
understand how and in what ways menpabcesses stem and develop via social
interactions and different contexts, amd how mediating socio-cultural factors,
particularly language can afft development (Rowe & Wes$t 2002). The children in

this study were reflexive — they were tmal and creative, they spoke of actively
monitoring situations and pe@pland as a consequence of their experiences they had
accrued knowledge that had enabled thermaalify or reject norms. Children in this
study were aware of their iliss and the limits it had put upon them. They were able to
articulate their experiences and desires enthis respect each child appeared to be
advanced cognitively in consideration of thage in years. Even Sophie was aware that
death could happen to her whishin conflict with theory with suggests that children of
her age do not usually sense that death isvemt that happens to children, including
themselves (Armstrong-Dailey & Zarbock 199Blowever, the adoleents in the study
would comment on their peers in hospital and letnge they might also be to death, this
invoked worry for them and they would express a desire to be able to plan for the
eventuality. They were logical and consisteghey had each spent time thinking about
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the meanings and impact of their oweath and how they thought their death would
affect those around them, line with the ideas oft8lion & Papadatou (2002).

The children in this study wet@ghly observant of adult baviour and so were able to

pick up clues about their situation. They dtmat their peers find outward symptoms and
signs of their illness or treatment, such keddness, difficult to cope with. This was
mainly exemplified in the accounts of Amy aRéter — and this realisation did seem to
increase their isolation (Stillion and Pdptou 2002). However it was something that
they had built resilience towards in order ypdchieve a sense of Being normal. There is

a large body of evidence suggesting children Hagé resilience, thathey are able to

draw strength from their experiences and successfully integrate themselves into society
(Zani 1995).

With children dying from cancer, it has be&und that there is a kind of ‘mutual
pretence’ where, in order togiect their parents, children allow them to decide and set
limits on open discussion about illness amatti (Savins, 2002). This is not quite what
was found in this data. Here, protectiveness wasignificant theméhat was present in

all dyads. Of particular interest was howe thdolescent children expressed that there
were subjects they wanted to discuss witmeone but felt thauch were too awkward

to talk about with their parents. These revemainly related to end-of-life issues.
Throughout the child’s life journey with BLC it was made clear that their main
concerns centred on the well-being of othenifp members. They were cogniscent of the
upset their condition was causing their farmalyd did not want tdurther add to this
burden. Consequently, very few direct conaéis had been held between parent and
child about life-limiting issues. Adolescentse aware of their environment, of the
potential consequences of their condition and their potential short life span. They want to
be provided the opportunity to have privateadissions with professials to explore end-
of-life issues, their cares, en their funeral and ways thepuld be remembered. These
conversations are not conversations they idiately want to have with their parents.
They do not want to be shielded from reality but they do not want their parents to have to
face such too soon as they understand life is already hard for them.
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Conversely, parents indicated their need to hold on to hope and to keep a focus on
maintaining their child’s quality of life and iextending their child’$uture. It was also
interpreted that these parents impact up@nitidlependence of their children. Children
talked about how their parents were over pritecas compared to the parents of their
friends. They thought that their parents thda degree understand atftheir lives were

like but for the adolescents, it was felt that parents found it hard to let go a bit and to
accept that they are growing up. This concept of over-protectiveness was acknowledged
by parents themselves. Parents talked abeirtg over vigilant and aligned such with
their worry for further iliness or injury in & children. They also displayed moments of

self protection in their avoidance of dirembnversations with their children regarding
sensitive issues and in refusing to speinde thinking about the longer term future.
Almost as if these parents were already at the edge of their coping ability and the
nervousness and hurt that was possibleengaging with truth-telling and facing
eventualities would be too much to handld amy be would have deep effect on their

ability to live life and extract the happsgthey have in their current lifestyle.

However, it could be conceived that the diffities these childredo have, arise out of

the concerns others including their parents, have for them. Childhood is thought to be a
time full of fun and games, a time freewbrry, although it is probably more complex
than that we as adults may recall. Thekdgdren however, were @ kept from fully
participating in normal life events and this was either as instructed by the demands of
their treatment regimens, the illness itself, dker vigilance of theiparents otheir own
conscience in not wanting to worry their ggixers. Interestingly though, these children
were said to be happy and were enjoyingirtichildhood in spite o&ll these barriers.

They each spoke about theivfarite pastime and what gave them the most pleasure in

their lives.

Victor Frankl's (1962) seminavork, ‘Man’s search for maning’, conveyed that people
have a psychological need seek meaning and purpose ireithlives, and this drive
alone can help them to face and get throweglly difficult life events and experiences.
As indicated in the literature review, ingtarea of study we can draw on existential
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psychology. Freedom (Sartre, 1956), agerayd responsibility (Heidegger, 1962,
Levinas 1969), self-transceme (Frankl, 1992), and the quest for meaning (Frankl
1961, 1988, 1992), each have significance forehmments and children in coming to
terms with life whileconfronting imminent dath. There is no greatexistential crisis

than that of facing one’s owredth or the death of your child.

The following chapter will go on to illuminate tlessences of the lived experience of the

parents and children of this study.
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Chapter 8: Discussion of essential findings

*k*k

Previous chapters have detailed the theniimiitings of this research and how these have
held resonance with previouierature. The hermeneut&pproach to inquiry seeks a
deeper understanding of phenomena through analysing accounts of human experience in
a particular context. It asks ‘what istessence of the phenomenon’ through asking those
who have experienced it to richly deseritheir experience (van Manen 1990:9). The
intention of this study was to examine theaning of the experience of Being and caring

for a child with a LLC. Thus, the study askehildren with LLCs, their parents and
professionals involved in their care to sdabe their lived wperiences. Using a
hermeneutic phenomenological gegstive, these descriptions were analysed to elicit the

meaning of the phenomenon.

This chapter discusses the overall essential findings of this research, also highlighting the
methods and limitations of the study. A nuenlof recommendations for practice and
education are outlined, and areas for furtlesearch are suggested. The chapter makes
explicit the unique findings antbntribution of this study aniihally, a conclusion to the

study is provided.

8.1 The essential themes

Van Manen (1990: 177) defines essence asthat which makes a thing what it iget

the essence of a lived exmace can be quite ellusiand is forever changing.

Chapman equates the search for the essence(s) of an experiente.wgheling an
onion so that as one slowly and heedfully... unravels the multiple layers of the
participants'experienceéshe essence(s) are revedlé@hapman 1994:202). If this task

is successfully invoked the language statenoérihe essence(s) is a description which
Van Manen (1990:10) claims... reawakens or shows us the lived quality and
significance of the experiencearfuller or deeper mannern peeling away at the layers

of the participants' experiende an effort to move beyonthe words, lidentified two
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essences - Being normal in an abnormakady world and the paradoxical temporality
of the here and now - which | then wou&o a single thematic statement aimed

sententiously to capture the essential nature of the participants' lived experience:

The lived experience of paediatric life —limiting illness is expressed
by an overt desire to be normal inan abnormal unready world, an
illness and parenting experience that evokes the paradoxical
temporality of the here and now.

| will outline the process by which | reachiiils essential statemieim section 8.1.1 and |
will then reflect further on each of the essendt comprises. However in offering this

single thematic statement | am cognisaintan Manen's words which state that:

No conceptual formulation or sirggktatement can possibly capture the
full mystery of this experience. Sophenomenological theme is much
less a singular statement (conceptategory such as decision, vow or
commitment) than a fuller description of the structure of lived
experience. As such, a so calledrtiatic phrase does not do justice to
the fullness of the life of a phem@non. A thematic phrase only serves
to point at, to allude to, or hint at ... the main significance of the text as
a whole (\an Manen 1990 p. 92-93).

With this statement one is drawn to conceas #il research is yet another interpretation

- another way of understanding the lifeworld.

According to van Manen (1990), a good phenoaohegical description is an adequate
elucidation of some aspeat a person’s lifeworld. To pvide a good phenomenological
description, one that capturédse essence of what it meatwslive with a LLC, it was
necessary to review and reflect on the thedes/ed from the rigorous process of data
analysis, as these provided a means foroatological description of the particular
phenomenon in question (van Manen, 1990).
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Hermeneutic phenomenologgttempts to gain insightful deriptions of the way people
experience the world pre-reflectivelyyan Manen 1990:9). ldoes not offer us the
possibility of effective theory with whitwe can now explain the world, but rathier
offers us the possibility of plausghinsights that bring us imore direct contact with the
world’ (van Manen 1990:9). Hermeneutic phenanlegy has always had a special role
in furthering knowledge. For childrenittw LLCs and their parents, hermeneutic
phenomenology had an important role to pilaypoth reaching an understanding of the
reality of participants’ dailylife and in creating a space for participants’ voices to be

heard.

For the participants, the experience ldfCs was not only peonal, but was also
transactional, communicative and profoundigiab A human being carot be taken into
account except as being an existent m tiddle of a world amongst other things. The
ontological question of ‘what does it mean toaehild with a LLC or to parent a child
with a LLC?’ is also the key to Heidger’'s (Annells, 1996) phenomenological view of
the person. According to Heidegger (1996), Beiatyvays capitalisedis that primordial

state that enables everything else to come into existence.

Accordingly, Being a child with a LLC or panting a child with a LLC literally means
Being ‘there’ and ‘there’ meanliving as or caring for ahild with a LLC. | understood

that Being a child with a LLC or Being a parent of a child with a LLC is not extrinsic to
participants’ existenceln other words, theoarticipants in thisstudy are not isolated
individuals who then dgr into a relationship or subseaquly take up dealing with the
world. | understood the participants as Being present in the palliative paediatric care
experience. According to Heidegger (1996), theiistence has to bsonsidered within

the framework and againstethbackground of the life-worldnto which they were
‘thrown’. As such, these participants do notséxvithin palliative paediatric care without

the other people, patients and professionals.

249



8.1.1 Process of developg the essential themes

The initial analysis undertaken revealed words and phrases that stood out as useful to the
interpretation of the meanings attributeal the phenomenon. After highlighting these
meaningful words and phrases from the indigidwanscripts (the parts), it was necessary

to relate these back to the whole stoaesl look for shared meanings, and differences.
Thus, the process of entering and re-entetiir@ghermeneutic circle was evident, as my
ongoing dialogue with the text. Through dialeg | asked questions such as: How did
certain events impact on the meaning of thpeelence? What was it like to be in this
world? This dialogue enabled me to donst a phenomenological account that was
rigorous. The hermeneutic process of regdire-reading and dialoguing with the text
revealed a number of themes that begamefaresent the shared experiences of the
participants. This was an extremely time consuming and involved process, as | found that
| was continually reflecting, questioning and eading, to ensure that | was being true to

the experience and disclosed meanings as faithfully as possible.

Once | had completed my thematic analysis efdhta | still felt that there were aspects
of the lived experience not being illuminatedadequately revealed. There were words
of the participants spinning@rnd my head that | felt werek#o revealing the essential
nature of their experience. By essentia@nttes | am not referring to a Husserlian notion
of essences whereby | needed to engagelena of imaginative variation to strip back
concrete examples to their essentigatéires. Instead, in adopting hermeneutic
phenomenology, | tried to remain close to pagticipants experiee. As argued by van
Manen (1990), grasping a thematic undergtamds not a rule bound process; | knew |
could almost touch the expermn get closer to its reality if | was able to provide the
reader with a fuller description and interfateon — my thematic aatysis was uncovering
the lived reality of life limiting illness but it veanot telling all that was there. The ‘ah-ha’
moment of my research was dinawing together the essential themes. | cannot describe
my thinking that brought me to articulatinigese themes but now they are articulated |
can describe their meaning. Their undersitagavas evoked by my internal dwelling on

the parts and the wholes of the texts andhe templates of the thematic findings.
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8.1.2 Being normal in an abnormal unready world

Although the presence of paindliscomfort and loss of ontrol featured across the
interviews, and should not be underestedatthese aspects were overshadowed by
participants’ struggle and search to makesseand meaning of thie@xperience and the
world that they are part of. The study skawvthat participantstrive to achieve
normality; however they felt thrown into a world that was out of touch with the everyday
world. It is interesting to note that therncept of ‘throwness’ is a key concept in
Heidegger's phenomenology. It refers to basonditions of the world that humans are
thrown into. Throwness is Heidegger's way of revealing and expressing the existential
experience of ‘Dasein’, as thrown humanbmit to the world, and exist tactically with
others (Heidegger 1996)

Gadamer (1985) distinguishes three modegrgfagement that pelephave with their
surroundings. He uses the example of a hamkVhen using a hammer, we have no need
for focal awareness of ourselves and our.tdble skills and praates we bring to our
activity are so familiar to us, that we are simply unaware of their experience. This is the
ready-to-hand mode of activitilowever, when some problem is encountered such as the
hammer may prove too heavy for the jdats weightiness becomes salient. This
breakdown of action represents the un-readyaiod mode. The present-at-hand mode is
entered only when people detach themseli@s an ongoing practical involvement in a
project at hand. People have to stand baokl reflect. The hammer becomes an
independent entity, removed from all tasks pursued. In ready-to-hand mode, participants’
life was familiar and normal because theih&gours and situations fit other people and
they were able to go about a usual lifestBet for example, being told or becoming
aware of the life-limiting diagnosis, difficult phas in the disease trajectory (biological,
social or psychological) drospital admission moved them to the unready-to-hand mode.
These events/lived experiences brought the awareness of being in an abnormal unready
world and participants felt thelife did not continue advefore. The use of the term
‘abnormal unready world’ is awkward but lierate in that tb experience of the
participants was fundamentalbne of contrast from thepre-known everyday world or

the perceived everyday world of otheFsom awareness comes understanding and the
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participants were then movéalthe third form of engagement, present-at-hand, where the
participants reflected on theeaning of Being a child with BLC or in parenting a child
with a LLC. The need to be seen as ndraeveloped the awareness of being in an
abnormal unready world and participants fed#itHife did not continue on as before or

like others and therefore their wonvould always be ‘different’.

Entering into an unready world can be likednto embarking upon an adventure; the
endpoint of which is both mobile and invigblThe journey is not determined but instead
unfolds allowing the future to ®vly reveal itself as it teases the present (Heidegger
1962). In this context, feelingd# powerlessness, gartainty, and isolatimare lost in the
parent and child’s perceptionghey respond by trying to ta&n their Being in a ready

world or in other words retaining normality.

Each parent spoke about how their child was just like other children but intermittently
their comments would flag differences. rFexample, in both Sandra’s and Bobby’s
interviews they made reference to how Bobbynzd join in all activiies with his friends
because of his disabilities, this withitself was acknowledged to single him out as
different. Some of the children tried to reasbair constraints, for example Peter in his
desire to be perceived to be like any other teenage boy comménthds been a
gradual process getting into théhair and | do miss the thingaised to be able to do but
then | might have stoppetbing things like footbaks | got older anywayBut it was not

just the children who had been thrown into this abnormal unready world — it was the
parents too. Living life knowingour child will die before you is within itself part and
parcel of Being within an abnormal @ady world. This knowledge had brought many
changes to their life worlds they had poasly known. Some parents for example, had
continued to work to try and maintain some normality in life whereas others had been
ejected from the world of work either becaukey could not copavith dividing their
attention or because the care requirementbeaif child demanded it. As a result, social
networks decreased or changed and families found themselves increasingly in the

company of other families going through similar circumstances.
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Van Manen (1990:102) suggestattiwe take on and becorntige space we are in. For
example, as the home is a known familiar space where people feel secure and
comfortable, home is a place where we can bisetves and be what we are. In contrast,
van Manen (1990) uses the example ofkwsg alone in an unknown, foreign and busy

city as creating feelings dbstness, strangeness, vulner@piand even excitement. For

the people in this research study, they ti#placed from a usual everyday world. The
uneverydayness and sometime unfamiliarality of life sometimes rendered them unable to
derive understanding of context in any magful way. As van Manen (1990) points out,
there are cultural and social dimensions eisged with lived spacthat we learn through
experience. However, nothing really prepapesple for the world and space of living

with a LLC, as many of the dimensions are so unfamiliar.

8.1.3 Paradoxical temporality of the here and now

Paradoxical temporality here refers mainlyntmw the participants of this study actively
blocked out the future despite everythirgpat their here and noteing conditioned by
it.

The awareness of events in our lives as bedoi after life stages is one of the formal
characteristics of temporal experience and a fundamental aspect of the sense a person has
of his or her continuity. Most of the everttat we might place on the ‘timeline’ of one’s
life are routine. Some, however, mark magbanges: marriage, the birth of a child, the
death of a parent, retirementfter such events, things are not what they were before.
This is particularly true in the case afLLC. Scannel (2000:56)rites that when she
learned that she might have cancgrfelt my life organisng into a sharply divided
‘before’ and ‘after’, with cancer cleaving the middlerhe experience of before and after
presumes the temporal continuity of diwes, but such news, portending not merely a
change in life but intimating its closure, msignal the end of one self and the beginning
of another, thus challenging the verynse of continuity that time-consciousness

constitutes.
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In the presence of a LLC patients/parentssthealise that everything has changed and
that they now have a new life with ‘a differenéw of the future’. But just as the dilated
now presumes past and futureg ghattering of one’s self in iliness, as real and painful as
it may be, still depends on theap and abiding sense of the self’'s continuity established
in time consciousness. It is always againstiihckground of this continuous sense of self
that all of our experiences announce thenesela the now, even the most disturbing.

Participants discussed objective and subjedtime and were very much focused on the
now. If their thoughts ventured into the futuddten it was the immediate future rather
than the long term, and then talk would méaek to the now, in a sense that they would
talk of the future and reflect on the current now — as they (parents and some of the
children) could reflect on the past as bewegy different to thenow. Time was discussed

on many levels, on the level of life routinend specifically what it feels like to
experience that routine, but also on the ledfeéxistential realisain of the contingent
character of what we do and what we caamtand finally on the realisation of mortality.

It was with this focus that parents especiallsre able to continue the care in the face of

adversity and fearing ‘exhing the bottom line’.

Paula mentioned at different points throughbet interview that she did not see the
purpose of thinking about a negative fétu- the focus was on the time they have
together in the here and now without tooamwoncentration on what the future will
bring. Indeed when the future was consideredias the immediate future that reference
was made to rather than any long tguossibilities. Her daught Amy however, was
more open about her futuredathe uncertainty iheld for her — sh was excited about
becoming an adult but was in fear of gettinglill this respect she was aware of how time
could change her Being in the world. For eathhe parents involved in this research
having a future focus would often give thehe strength to live through the difficult
times, but in direct opposition was the inabilitiyparents to confrorthe reality of how
time will bring death. Living in the here and now was evident as a coping mechanism in
the interviews | held with both parerdasd children, for example Edward commented:

‘we live each day as it comes and hop&aal that she will get through this’.
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‘Otherwise’ was written when Kenyon (1996as in good health — a poem about her day
routine. A few years later, she learned stz had an aggressive form of leukaemia. She
died fifteen months later dhe age of 47. One of thewepoems she wrote during her
illness was ‘The sick wife’, in which she ergses her sense of lost freedom and vitality
against the background of the seeming doge of everything that she simultaneously
experiences around her — children, retired émsjpdry cleaning swinging on hangers — as
she waits in the car for her husband in a shopping centre car‘idavi:easily they
moved/with such freedom/evélre old and relatively infirm’The last lines of the poem
formulate and reveal her inner statie cars on either side of her/pulled away so
briskly/that it made her sick at hearfKenyon, 1996:221). Simultaneity is a temporal
form we all share, but how we take whapegrs in it can diffegreatly depending on
whether we are well or ill. Simultaneity has ttapacity to bring indiduals together in a
common experience, but the #igs of the sick housewife sesvto isolate her painfully
from those with whom she shares the séaime. She knows they have the benefit of the
ordinary and routine that stwsce had but that might havedn otherwise then and that
now is otherwise. They have the freedtimt freedom from her illness would restore
(Brough, 2001). The participantsf this research expgsed similar sentiments, life
continues at speed around them and althalgéctive time is realised, their subjective
time is at a different pace to those outsiole their experience. To represent the
paradoxical temporality of the here and ndwhave taken some excerpts and merged

them together to form two short pogenThese are displayed in table 8.1.
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Table 8.1 Poems representing the paradoxical temporality of the here and now.

Parents

Children

There is nothing else we can do

My child is going to die

| sat planning her funeral

Everyday there was something else
working

Over the years he has deteriorated

We sometimes think half of his life has gon
When | think of when the end comes, | f¢
sick; | feel this indescribable pain

We have never actually openly talked ab
what will happen ultimately

| don’t want to think down them lines

Its 24 hours a day

All your time is taken up

| just look at each day and try and be happy
These things are what | have grown up with
If it happens gradually where will | go?
nand how will it happen?

If I'm not here for long then I think | should &
the one who decides
el would really like to be a teacher but | know ti
=¢hat could be difficult for me
| am going bald... but it might come back o
oday

| am still growing

I’'m looking forward to getting big
| have had to stop damg classes but | can sta
them again... if | get better

| have to try my best to get over it
I'd love to be able to run again

I’m not scared of dying

e

nat

ne

Art

If I go to heaven | neetb have my ears pierced.

8.2 Reflection on methodology

Van Manen (1990:31) identifieaktivities which provided meith a methodical structure

that promoted freedom and initiative imy involvement with the dynamic process of

hermeneutic phenomenological inquiry. Here | will reflect on the research process and

how these intertwined activities were considered.

Through telling their stories and describing tHiged experiences, thgarticipantdn this

research divulged the history surroundin

g tleeiperience. These are histories which are

suffused with an illness experience, which wihenmeneutically analysed can reveal an
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understanding of the expence as lived by the pg&cipants. The illnes is therefore seen
to be the lived experience of theséase or of caring, from its ons&ti§inman 1988).
This aspect of ‘turning to ghnature of lived eerience’ (van Maner,990) utilises the
understanding that allxperience can be seen as tempamahature. Hence, a person's
experience of being told the prognosis iseaperience that is imbdewith a history of
this moment's "becoming’; a history of pagtexiences that all rolhto one and influence

the interpretation athe present moment.

When | commenced this research | knewdh&a gathering phaseowld be difficult, not
quite as active as | might hatfeought with the children, but difficult. | put plans in place
that | felt would make the process easier tftg participants to enter in to and would
allow a greater depth of matakito be gleaned for later alysis. Particularly for the
parent and child studies, | had to attend alemof ethics board meetings to argue the
basis of my work and why | wanted to talkdepth with these ‘vulnerable’ groups. | can
remember on receipt of my first few ‘reselaer consent to contact’ forms, colleagues
telling me “you are brave” and me thinking let they talking about, | am just the
researcher in this dynamic”. Maybe | started alittle naive. To develop a level of trust
with these parents and children | would malsatsito their homes and engage in general
conversation and play. | wanted the intemgeto start out withthese people being
comfortable in talking with me. | think thistally worked and that my research findings
have benefited from this stance. Howevdrad not considered how by doing this, | was
making myself more vulnerable. My statas the researcher became less formal and |
suppose | became something more than an acquaintance. Incregsirghys would talk
about quite private topics such as their fegdifor their husbands or annoyance with their
own parents, almost as if to some degtewas evolving intoa counseling figure,
someone who could listen. | did not gekteow these people well enough or long enough
to become friends with them, but myofmnged contact made me feel emotionally
involved. | would find myself irtears after interiews and would ruminate a lot on what
had been said. | also struggled to reducecomntact. Through establishing a relationship
with these participants prior to data colleatil allowed myself to enter their life worlds
and to genuinely be caught up very strongly in the emotion of their lives.
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The essence of the participants' experiengéven within the languagef the stories that
arise once the taped interviews have banscribed. The method chosen supports the
unraveling of this meaning so as to prasénn a manner that is conducive to others
taking meaning from it. To mine the meaning from open-ended interviews is an
enormous task and one that takes considetabéand care. Tayldi1994) speaks of the
enormity of this qualitative poess, but also of the outcontleat can be achieved so long

as this interpretive process is approachetth the high degree of mindfulness that it

deserves:

It is the responsibility ofny researcher doing interpretive work to sift
through the gathered information vesgrefully, so that the essence of
its meaning can be salvaged. Otlutails that haveno contextual
bearing on the main intentions oktihesearch are put to one side. The
salvaging of qualitative information is reminiscent of searching for
gemstones of a certain type; some gamnesof a desired type, others are
precious but they are not the typangesought, and some of the other

stones are clearly pieces of graveln&s and grit (Taylor 1994: 187).

The transcribed interviews became the phesrmtogical texts upon which the process of
hermeneutic analysis was made. The interviews were analysed with the purpose of
inducting the different meanings the expecemad for each person. With each reading |
was back there, back in the participartame, remembering the sequence of events we
engaged in, the body language and the emotConsidering all these memories that
alluded to all my senses | was able to arrive at interpretations of experience. These

memories helped me to illuminate the experiences through writing.

The analysis process was messy. | wanteddorteeverything that wasaid, | felt that it

all held meaning and so was worthy of an audience. Over time | moved away from
wanting to report everything and | searchied what | perceived to be the most
meaningful parts of the whole. But then illdbund that | wantedo look at the whole

but more academically, to allow the essentigureaof this lived experience to be shared
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with my audience. To do this, | set about trying to find what | considered to be the
essential themes. Through all the everyday moments | had captured, | asked myself what
was the commonality of this experience? How were thought processes and related
comments framed? And how did this thanpact upon behavios? And the lived
experience of Being and caring for a childlwa LLC? As | have stated earlier, once |

had got to this level of description anderpretation | had a ‘ah — ha’ moment. | was
always looking for parts of éhtext that echoed a senseaof individuals experience of

their illness or of cang for their child. | am excitedbout how | can now get across to
other people better thisred reality. It has been a tenconsuming process and | know
that | could keep going back to my themaéimplates and keep rearranging titles and sub
themes because with every read and re redldeofiata | see different things. However, |

do think that | cannot move beyond the datg famther than | have. According to Van

Manen, essential themes are not:

Objects or generalisations; metaphorically speaking they are more like
knots in the webs of our expenice, around which certain lived
experiences are spun and thusedivthrough as meaningful wholes.
Themes are the stars that maketh universes of meaning we live
through. By the light of these stan®e can navigate and explore such

universes\fan Manen 1990:90).

The themes identified are relative to mgntext of engagemenwith the text and
therefore accepted as simply one oagst many ways of understanding these

experience(s). Other people will see oth@ngh and maybe will draw other conclusions.

Rather than me conceptualising and theegsbout what it would be like to experience
life-limiting illness, | have sought to undensththis experience from those who live it as
an intimate part of their being-in-the-vidr Commonalities in essential themes between
the various interviews were identified whiguided the uncovering of two essences.
These essences were later called upon in the formulation of a single sententious phrase
that captured the cardinal nature of the ipgrants' lived experience. The analysis and
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review process was completed when no more new themes arose. The outcome gained
from following the six stages of this nhetd was the uncovering of two essences: Being
normal in an abnormal unready world and gagadoxical temporality of the here and

now. These essences are seen to illuminategdbential nature of the lived experience of

Being and caring for a child with a LLC.

This activity of the research method atge to the value of seeking a greater
understanding of a human exigmce by treating the peopkeho are actuallyiving the
experience as the experts. This again, sasething | had to keep a strong ground on
when it came to putting together ethic pragdesand attending ethics board meetings. |
had to repeatedly argue my eder wanting to speak with gants and children living this
experience. On completion of this thesisfeel | have remained oriented to the

phenomenon and my chosen methodology throughout.

8.3 Strengths and limitations

A variety of strengths and limitations are identifiable within this research. These relate to
issues such as my status as the resegrtie chosen methodgly and methods and the
research findings.

| acknowledge that | am a novice researcher but although this is a limitation in itself | feel
it has been to a degree compensated by teydst in the phenosmon under study and in
phenomenological methodology and methods. Triterest has led to information being
gathered from established researchers anégsmnal health and social care workers and

| have engaged in wide reading thatshhelped me to concentrate on both the

phenomenon under study and the research approach.

Roberts and Taylor (1998) argue that tocbedible, phenomenological researchers must
research areas where they have expertidly knowledge of pghative care and
paediatrics was limited before | commenced tesearch. | had hagkperience of adult
family members requiring palliative care ahdhad been an informal carer for these
individuals. |1 had worked for a few mdrst in a palliative care setting, conducted a
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locally funded paediatric padtive care service evaluati study and had experience of
working overseas at a summer camp wathildren with developmental disabilities.
Throughout this work | have lost loved oreedd | have also become a mother. Although
these experiences do not fffyame as someone havingxpertise in the phenomenon
under study, | believe each exigace has helped me to erttfpae with myparticipants
and to develop a sense of what their lives ae lilam aware that there is still so much |

have yet to learn and discover.

| believe that | have a number of inheresttengths that have helped me with this
research. | am at ease and able to hademh conversations witheople irrespective of
their age, standing and levelmfevious contacthave had with them. Through my life to
date, both professionally and socially | hdearnt to listen closely to people and be
guided by my intuition so thahrough interaction we can resolve difficulties or get to the
heart of an issue. For example, this is ewidin helping a student determine what it is
about a subject they are having difficulty wilthese skills or abilities | have developed,
have allowed me to engage in this reseavith confidence. Furthermore, | believe these
abilities coupled with my openness made pgodicts feel comfortable in my presence
which led them to be very open about theiesvLived experience material in this study
was gathered and reflected upon by meansnafepth interviews The relationships
formed with each person were trusting, addirlgrge degree of depth and richness to the
data. The quality of the gathered datdelieve was dependent upon forming these

trusting relationships.

The chosen methodology helped me to recognise the importance of the influences that |
bring to the research and the impact of these in generating data. | aimed to channel all my
internal and external resources to produgghanomenological answer to the research
question: ‘What is it like to be and care tochild with a LLC?’ This was demanding in
terms of there being no direct path tollow. Hermeneutic phenomenology is a
philosophy and not a methodology, and so hearsher is required teead and extract

the principles of this andpaly them to their study. Thig&ves the researcher open to
criticism that the process of translating philosophy into practice involves the researcher's
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interpretation. In seeking to & the decision trail clear wthers, | have tried to distill
the philosophical principles and have set thauh in a way that | believe is accessible
and open to scrutiny.he lack of methodological framewomeant that | had to use high
levels of interpretation to amve credible findings. | had tkeep assessing whether the
research design | was using was leadingthe uncovering or illumination of the
phenomenon. Whilst it is not the type sfudy from which strong probabilistic
generalisations can be made, and there isvish (or need) to generalise any of these
findings, it is possible that ¢hviews of the partipants may correspond with the views of

others in similar circumstances.

| acknowledge that the process of settingraythorizon can never be complete or fully
understood by others, but thah&ve taken this direction dar as possible in working
towards the development of a fusion of horizorise principles of the hermeneutic circle
have served to highlight thelue of analysing #hdata at a macro and micro level over a
number of years, living witlthe data, and acknowledgingetkbvolution of the data over
time, both through conducting further interviewth participantsand through awareness

of changes in social, political and persoooantexts. The methodology served to guide
the level of interpretation undertaken, advocating that analysis should move beyond
description but that interptation should not move beyortde data and out of the

hermeneutic circle.

A further factor to consider is the apprgpeness of the sample of participants. My
epistemological approach was to seek knogéefrom those who live the experience.
Therefore, all participantaere either a child with &LC or someone who cared for

them, including parents and professionals. A gate keeper process was used as advised by
the research steering group and academiwelpalhis meant that key professionals
originally invited participants to participat®ne then has to consider the strengths and
weaknesses of such an approach in terntkeofinal sample and my control over it. The
sample achieved may be or may not be regmedive of the population of children with

LLCs and their carers. The gatekeeper may have only approached families they ‘liked’ or
they felt had experiences that would enrich my findings. However, the premise was that
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there would be no bias and the gatekeepeuld send out information packs to all
families that met the given research criteria. Still, one can say the research was limited to
accessing the insider perspectives of those chosen by the gatekeeper. However, the
research is unigue in it in-depth focos children with LLCs temselves and their

parents.

A limitation was imposed by the lack of partiaig diversity. People who were part of an
ethnic or racial minority were absent in tisimdy. The issues of ethnicity and race and
how it impacts on everyday life are impamt and require further research and
understanding within this donrai The breadth of the study iiself also a limitation. It
was frustrating not to have the scope toigo much more depth and to interview the
participants longitudinally rad to also go on to interviewther family members. The
challenge now is to explore separate detailed studies, soofi¢he issues that this study

has raised at a general level, sucthadived experience girotectiveness.

| propose that the study’s inherent strengtimitations and quality must be viewed
against the methodological goaf bringing Being intoview. The strength of the
presentation of the actual thesis is also irtgrdrin achieving this goal. To this end, the

reader can judge how well the documentl@sn crafted as a phenomenological text.

8.4 Implications

While the general structure of a doctoral study should concludeavg#hries of specific
recommendations for practice, educatiand research, a listof prescriptive
recommendations is considered by some to be inappropriate for an interpretive
phenomenological study (Darbyshire 1994), the af which is to deepen understanding

by illuminating and interpretingmportant themes. It doesot describean objective
reality or discover generalisable rules abaytarticular situation. However, the findings

of this research do have practical implications for those working within palliative
paediatric care. My intent is to enhanceasamess of Being and caring for a child with a

LLC and the possibilities for change within qaractice, education and further research.
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Indeed, this research has pied a rich interpretation of the meaning of living with a
LLC to children patients and their parents. $iated, interpretative inquiry does not lend
itself to generalisation. However, the implicatsofor practice that have arisen from the
participants’ experiences in this study ynhe significant and resonate in similar
populations. The suggestions | make have not bearen to be statistally significant to

a large cohort of participants, instead tlaeg drawn from the interpretation of the few
participants in this study. However, thadings provide unique insight for planning and
implementing appropriate health and sociakcservices and adding significant evidence
on which to base practice andueation that should be enltaal by further research. This
section discusses these implioas and provides a number of recommendations aimed at

improving practice.

There are a number of issues, which candaFessed by individual pfessionals in their
day to day practice. Ehfindings illustrate the inter-depdant nature ofelationships
with professionals and parahtevaluations of life eventsThe findings highlight the
importance of inter-personal skills, communication skills, and provision of information to
parents and children using appriate terminologyrespecting parent'giews, adopting a
holistic family centred approach and deyshw trusting relationships. A number of
current service strengths were identified unithg: the contribution aome professionals
who were perceived to be dedicated te ttare of children and the contribution of
specific services such as the children’s hosgasvice development needs to build on
the strength of services such as the cbils hospice and advoeatts philosophy to
other areas of provision. However, a numtemore specific practice recommendations

can be seen to evolve from this research.

It is advocated that professionals ad@ptsubjective approach when working with
children with LLCs and their families. The reason for this is twofold. Firstly, what
parents and children know and what they tdlbut can be varied. The implication here is
that professionals should not rush in witmeec rules or protocelregarding bad news
disclosure or other aspectd information relating tothe prognosis. They need to
approach each child and parent individuadly they are each unique with their own
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histories and dynamics. Secondly, the notion obtgctiveness’ in failies needs to be
considered. In essence this might be vieagdnutual deception/denial which is frowned
upon in the literature. Heever, the way it is lived is acilly embedded within caring for
each other. So again, for professionals rtsh in would force a break in their
protectiveness. Here, professals need to act as a thiparty to explore what each
person wants to share with the other and to twogo about this. This is a difficult job to
work out but professionals need to tryawoid the jump from silence to whole truth-
telling prior to interactingvith families (see Langsdown 199@oth points lead us to
realise that this holistic understanding aamy be achieved if the professional has a
relationship with the familyand knowledge of the child.

In forging friendships with other like families, miscommunication can occur and so it is
felt important that professionals could afford the time to talk with families regarding their
specific situation and to offeng support they me need to dedth the impact of issues

in other families — for eample in cases of loss.

Participants here talked about having theysdidled with care and medical related tasks,

or in being constrained by ducAchieving a life balance can be difficult. Both parents
and children benefited from being part adacial network and having time out from their
everyday situations. Even when families miat talk about theidiscontent it does not
mean they would not benefit from receivingmabelp. Here, participants were managing
but there was a definite cryrfonore practical help, assistanand holistic care like that
offered by the children’s hospice. The hospicevides social activity for both children
and parents and peace of mind in knowing staff who work within it are well trained and
able to meet the needs of all those who thage for. Parents want to be with their
children so they expressed a desire to be able to be accommodated in the majority of any
respite activities they could be afforded.

The findings from this study provided valuable information and knowledge for those

involved in the care of paediatric patiem#th LLCs. The findings also represented
possible areas for further research.
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8.5 Recommendations fofurther research

The study suggested that there are many aspédhe care of children with LLCs that

require further consideration. Any researeimdeavour that seeks an increase in

understanding and awareness of the needshibdiren with LLCs, their families and

carers, is helpful as many potential reseatithctions exist. The following topics may

provide additional insight into the nature of the phenomenon:

A systematic comparison could be carried out between patient groups; for
example, comparing those with cancenditions against theswith non cancer
conditions. This may provide a deeper understandinga apractice and
commissioning level of needm relation to needed ailable systems of support.

At a theoretical level the issues inheretith different conditions and their impact

on the lived experience of life-limiting illness could be explored.

A number of further in-depth studiecould be focused upon the integrative
themes of the current research — including the issues of truth-telling,
protectiveness and resiligndNith concentration on these elements of experience

a greater understamdj of their existence could be conveyed.

In the literature reviewral subsequent findings | discussed the notion of ‘a good
death’. Accordingly, one of ¢hmost difficult challenges faced by end-of-life care
providers is helping patients achieve ramintain a sense of dignity. There is
mounting evidence that suffering and distr@re major issues facing dying adult
patients and some studies suggest thathmsarial and existeial issues may be

of even greater concern to patientarthpain and physicaymptoms (Field &
Cassel, 1997 & Breitbart, Rosenfeld &8k, 1996). Dignitytherapy is designed

to address psychosocial and existential distress among terminally ill patients. The
therapy engages patients in a briefdividualised intervention designed to
engender a sense of meaning and purpbseeby reducing suffering in patients
nearing death (Chochinov, Hack, HaskaKristjanson, McClement & Harlos,

2005). To date | am not aware of whetbethow this intervetion has been used
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with children with LLCs. It would benteresting to conduct a piece of action

research to evaluate the worth of such.

e It would be interesting to tern to my sample of pamés and children (if they are
still living) to investigae issues of long term coping and any changes in their
lived experiences that have occurred rotime. In addition, | would take the
opportunity to engage with wider family members for example siblings and

grandparents to achieve a sensw/lodét life is like for them.

e A bereavement study could albe initiated; looking at pants’ life worlds after

their child has died, bringing to the fore issues of spirituality and religiosity.

e | am also interested in the lived experienoéthose with LLC&nd their carers in
other countries, whereby socio-politicaktgms and models of care may be very
different. Through such research a numbentdresting findings could be shared

to develop practice both here and abroad.

8.6 Unique contribution

The contribution of the study goes beyond thdividual elements #t constitute the
findings. This study provides a rich ontological interpretatiotherathan a mere
discussion of the lived expgence of the phenomenon; umgdiened by the philosophical
hermeneutic of Heidegger (1962) as veslthe ideas of van Manen (1990/1996).

Nature of the sample

Few studies have conducted in-depth qualigatesearch with parents of children with
LLCs. | am unaware of a hermeneutic pheeapological study that has involved parent-
child dyads, or any phenomenological studgpttihas looked at the perspectives of
professionals, parents and children. This stcaly therefore be considered unique in its

focus. The sample was difficult to achieve astiand privileged tdear their stories and
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have been touched by the generosity of parespecially as they talked candidly about

their experiences.

New and original findings

This research hopefully encourages readerhoughtfully reflect on what it is like for
families and those involved in their care andémsider practice improvements that may
enhance the family and professional experasn The full significance of such reflection
will ideally promote further questioningnd inquiry about this and related human
phenomena, as the phenomenologieest can never be consive nor complete but is
provisional. As van Manen (1990) noteld:should only make people wonder — that’s the

point’.

No other study has formulated such a mywadhematic findings and none to date have

described the essential natwfehe experience for cliiten and their parents.

Connectedness to recent policy initiatives
A number of comments throughout the interviemsl focus groups pertained to a lack of
co-ordination, whether it is ini@s of referral to ppropriate services an terms of poor

communication systems. As previously stapedtnership working is considered to be

crucial and is a core principle in the following key policies, and as such should help

services work towards achieng better standards of care:

e The Every Child Matters: Change for Children agenda (DoH 2004)
e The NSF for Children, Young People and Maternity Services (DoH 2004)
e Making it Better for Children and Young People (DoH 2007)

e Aiming High for Disabled Children (HM Basury/Dept of Education and Skills
2007)

e The Children’s Plan (Dept for Children, Schools and Families 2007)
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In addition, a number ofuhding issues were highlightad this research. The 2005
manifesto commitment to double funding fend of life care will therefore be
appreciated by children’s sere& To try and ensure childrempalliative care services

are given priority and planned well, the follmg eight goals are put forward by ‘Better
Care: Better Lives'. In accordance thisearch will add to thenowledge base, allowing
service providers and commissioners to understand the child and their family’s
experience of palliative care ter and thus putppropriate plans in place to meet the

given goals:

e Improved data

e Equality of access to universal services

e Responsible and accountable leadership

e Choice in preferred place of caredamidening of community services
e Better end of life care

e Stronger commissioning and value for money

e Successful transition between children and adult services

e Planning and developing an e€tive and responsive workforce

Furthermore the findings of this researclvéhaignificance for the ‘End of Life Care
Strategy’ (2008) — community services atdl not comprehensive for many children
with LLCs, as such this may be contrilmgtito more children dying in hospital. Parents
and children spoke of how they enjoyed vigjtithe children’s hospice but they received
very few days respite there. Other resm@zvices were patchy in the provision they
offered and there were families in this sampleo received very little or no support.
Parents and children do prefer to either bleaabe or in the hospice setting, this research
therefore does not advocate that the familgfmice for the child would be to die in
hospital. Bereavement services were ram@ntioned — where thewyere it was evident
that provision needs to be developed lggadls in line with the recommendation of the

‘End of Life Care Strategy’.
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Peer reviewed work

To date, | have had one paper accepted byt@nnational peer keewed journal and |
have presented parts of thigssearch at a number ofderences both nationally and
internationally. It is planned that | wikubmit a number of further papers to peer
reviewed journals. These papers will fecon the procedural issues of conducting
research with life-limited children and will further disseminate the unique findings of my
research. A further abstract has been submitted to theCbhgress of The European
Association for Palliative Care, being held in Vienna May 2009. | am awaiting a decision
on this submission - the focus of the papesndruth-telling from tle perspective of the

adolescent.

New projects

As stated earlier, | am interested in thed experiences ohbse with LLCs and their
carers in other countries, whereby socio-political systems and models of care may be very
different. Recently, | was successful imeving school innovation funding (School of
Human & Health Sciences, The Universityrtiiddersfield). This money is funding a trip

to Cuba, whereby | will initialt investigate ethics in researahd practice. | have made a
number of links with Cuban professionalslaacademics and will be visiting a number of
polyclinics who provide palliative care. It roposed that an external bid for funding

will be formulated in collaboration with mguban counterpartsahwill have a mixed
method design and will evaluapalliative care pmvision and the lived experiences of

patients and their families.

8.7 Conclusion

This study reinforces the value of hermeiephenomenological rearch that aims to
explore the experience of Bgj and caring for a child with a LLC. The findings of this
study have provided insights intiee world of palliative paedtric care and the world of
the patients and their families implicated inTihe challenge is one of Being thrown into
an abnormal unready world which compels onedwsider the paradoxical temporality of

the here and now. This brings recognition aheghe same as others in a lived space but
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also being different in a fundeental way that has a significant impact. The challenge is

met by adapting to the environment to find ways of Being.

It is my hope that other academics and msienals who read this work can appreciate
and be informed by the interpretations préseénn the findings and discussion chapters
of this thesis. This study has helped meitderstand the lived experience of Being and
caring for a child with a LLC. I trust that tHmdings of this reseah contribute to the

study’s aim.
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Letter of Invitation to Professionals

(University/Hospital headed paper)

Date

Dear

Care Provision for Children with Serious and Life-Limiting Conditions in

Calderdale and Kirklees: A Servie Review and Needs Assessment.

| am inviting you, on behalf of the Centre forieince Based Health Care, to take part in

a research study looking at the care needs of children with serious and life-limiting
conditions.

Your participation is requested as a healtltjadacare or educational professional to one

of a combination of uni-professional, multi-disciplinary and multi-agency structured

focus groups. Further Details of the study camdoed in the information letter enclosed.

With best wishes

Yours sincerely

Name and Title
(Researcher / Healtbare Professional)
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Information Sheet to Professionals

(University headed paper)

Information Sheet for Health, Socal and Education Professionals

Care Provision for Children with Serious and Life-Limiting Conditions in

Calderdale and Kirklees: A Servie Review and Needs Assessment

You are being invited to take part in @earch study. Whether or not you take part is
entirely voluntary. We have summaristb@ main objectives and methods being

employed and hope that this enables you then@adecision about your participation in

the research. If you require further information or a copy of the research protocol please
contact the project lead Alison Timlin

If you do decide to take part but subsedlyewish to withdraw you will remain free to

do so at any time, without giving a reasaol duch a decision will remain confidential.

Project Aims

The overall project aims are to review currantess arrangements and service provision
for children with serious anlkife-limiting conditions and theifamilies in Calderdale and
Kirklees, to identify unmet needs in preian and make recommendations for service
development. Information on the present s®mw available will begathered through
talking to children, parents (and carers) asdvice providers. A full research report
including recommendations for the deyminent and improvement of services for

children and their families will be published.
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Research Objectives

1. To estimate the number of children witkeliimiting conditions within the Calderdale
and Kirklees population.

2. To review current access arrangements service provision for children with life-
limiting conditions and their families in Calderdale and Kirklees.

3. To assess the needs of children with lifeiting conditions and their families in
Calderdale and Kirklees.

4. To identify unmet needs in current care provision in Calderdale and Kirklees for

children with life-limiting conditions.

Your Participation

Your participation is requesti in one of a combinain of uniprofessional, multi-
disciplinary and multi-agency structured feagroups of between 7-10 health, social care
and education professionals. The focus gromisdiscuss the strengths and weaknesses
of current service provision fachildren with seous and life-limiting conditions, and in

addition offer opinion regarding what leveldatype of service yowould like to see.

Sampling is purposive reflecting the need lealth, social and education professionals

with experience of caring for childrenittv serious and life-limiting conditions.

Management and ethical approval for staffp@articipate has been agreed within all
relevant organisations prior to the staftthe study. There will be no fee paid for
participation and each particigamill need to negotiate/plaattendance within the course

of other duties and commitments.

Recruitment and Consen of Professionals

You have been identified and approacbhgdhe link Consultar®Paediatrician or
Community Paediatric Nurse and invited totgpate. It is up to you to decide whether
or not to take part. If you do decide to tadet you will be given this information sheet

to keep and be asked to complete an inttimtact form agreeing for the researcher to
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contact you. If you decide to take part yare still free to withdraw at any time and

without giving a reason.

Following receipt of your contact details you vk invited in writingto participate in a
focus group in advance. Another information leaflet will be included with the invitation
together with a consent/confidentialityrfio and confirmation slip of attendance.

The focus groups will have aindependent, experienced fiteitor with a structured
discussion format. As a participant you will akerted to tapeecording equipment and
the confidential nare of the group.

Data Analysis

The data generated from the focus growpkbe transcribed anonymously by a member
of the research team and analysed using lem@nalysis. In order to address quality
issues the template will be verified layn independent person and upon completion a
provisional report will be sertb two nominated members of each focus group to provide

clarification and to ensure the research remains participative.

The final report will be & to all professionalsivolved in the focus groups.

Confidentiality

The Centre for Evidence Based Health Gaitecomply with all aspects of the Data

Protection Act 1998 and opermatially this will include:

e All data will be anonymised dhe point of data collection

e Appropriate storage, restricted accesd disposal arrangements of participant
names, contact details and tapes.

e Any information which will allow individual professionals or volunteers to be

identified, will not be released.
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In the analysis and presentation of the resniltthe focus groups particular consideration
has been given to maintaining anonymitytled participants. The composition of the

group will be described but participants will figen pseudonyms (false names) with no
direct reference made to profession or jole ttWhere direct quotes are used care will be

taken to ensure individual anonymity is maintained.

In addition, you will be asked to keep themes of any other group member confidential
and will be asked to sign an agreement tepkall information discussed within the group

as confidential.

Research Organisation

The research study was initiated andpsrsored by Kirkwood Hospice and the West
Yorksire Forget-Me-Not Trust. The research is being conducted by the Centre for
Evidenced Based Health Care, UniversityHoiddersfield under the miction of Dr Jane

Nixon, Karen Warner and Alison Timlin.

If you have any questions or would likethuer information please do not hesitate to
contact Alison Timlin on 01484 472670.
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Health, Social and Education Professionals - Agreement
to Researcher Contact

(University headed paper)

Health, Social and Education Professiosls - Agreement to Researcher Contact

Name of Researcher: Karen Warner / Alison Timlin

Name of Consultant/nurse: .........cvvvvevven...

Title of Project: Care Provision for Children with Serious and Life-Limiting

Conditions in Calderdale and Kirklees: Aservice Review and Needs Assessment

e | have read the information sheet and kept a copy

Please complete your contact details in the space provided

Date

Name

Signature of professional

JobTitle

Contact details ...l Tel no./bleep no.
...................... Address

...................... Bestime to contact
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Professional Consent Form and Confirmation of

Attendance

(University headed paper)
Consent Form and Confidentiality Agreement for Professionals
Name of Researcher: Karen Warner / Alison Timlin

Title of Project: Paediatric Palliative Care Provision in Calderdale and
Kirklees Service Review and Needs Assessment

1. | confirm that | have read and werdtand the information sheet dated |

N (/=] €110 I ) for the above study and have had the opportunity to
ask guestions.

2. | understand that my participationvisluntary and that | am free to [
withdraw

e atanytime

e without giving any reason

3. I understand that the focus groull be tape recorded. []
4. | agree to take part the above study []

5. 1 will not disclose confidential details discussed during the focus grdup
or disclose the names of other inv@dl without their prior agreement.

Name Date Signature
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APPENDIX THREE: Ethics materials
regarding participation in the parent
Interviews
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Letter of Invitation to Parents

(Hospital headed paper)

Date

Dear

Care Provision for Children with Serious and Life-Limiting Conditions in
Calderdale and Kirklees: A Servie Review and Needs Assessment.

| am inviting you, on behalf of the Centre foritkence Based Health Care, to take part in

a research study looking at the care needs of children with serious and life-limiting
conditions. One part of the study involves mitewing parents (or cars) of children

with serious and life-limiting condition® find out about your experiences.

Whether or not you take part is entirely vduntary and if you do not wish to take

part this will not affect your child’s care in any way.

Find enclosed an information leaflet explag the study and what to do if you want to

be involved.

With best wishes

Yours sincerely

Name and Title
(Health Care Professional)

305



Parent Information Sheet

(Hospital headed paper)

Parent (Carer) Information Sheet

Care Provision for Children with Serious and Life-Limiting Conditions in
Calderdale and Kirklees: A Servie Review and Needs Assessment.

You are being invited to take part in aresearch study. Before you decide whether or
not to take part, 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 relatives if youwish. Ask us if there is anything that is

not clear or if you would like more information.

Whether or not you take part is entirely voluntary. You will remain free to
withdraw at any time, without giving a reasm and this will not affect any aspect of
your child’s care. If you do not wish to t&ke part this will not affect your child’s

care.

What is the purpose of this research?

The research projects aims to find out how eagyifficult it is for parents to access care
in Calderdale and Kirklees, to identify unmet needs and make recommendations for
future development. Information on the messervices available will be gathered
through talking to parents (or main carensjl dealth, social anddacation professionals

involved in the care of children wierious and life-limiting conditions.
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A full research report including recommendations for the development and improvement

of services for children and theimfdies will be published in May 2002.

Who are we?

The research study was initiated andpsrsored by Kirkwood Hospice and the West
Yorksire Forget-Me-Not Trust (a charitabteust which raises funds to improve the
services for children with lg-limiting illnesses). The resadr is being conducted by Dr
Jane Nixon, Karen Warner and Alison Timlirom the Centre for Evidenced Based
Health Care, University of Huddersfield.

Why have | been chosen?

A selection of parents (anthain carers) of children with serious and life-limiting
conditions from the Kirklees @nCalderdale region have beewited to take part in the
study by either their hospitalo@sultant Paediatrician, Conumity Children’s Nurse or

the Forget-Me-Not Trust. We are hoping to carry out 40 interviews.

What will | have to do?

If you think you might want téake part please complétee initial contact form. A
member of the research teawill then contact you. If yostill wish to take part a
convenient time and place to conduct theringsv will be arranged. At the beginning of
the interview you will be asketd confirm that you are stihappy to proceed with the

interview and sign a consent form.

The interview will consist of a number of agii®ns regarding your experiences in caring
for your child. This will include discussirtge help and support you and your family
have or would like to have. €he are no right or wrong answeng are simply interested

in your opinions. You can stopdhnterview at any point task questions or clarify the
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meaning of any of the questions askegoli change your mind at any time and do not
wish the interview to continuthe interview will be stoppk It is expected that the
interviews will last approximately 1 hour. Thearviews will be tape-recorded so that we

are able to analyse their content in detail.

Will my taking part in the study be kept confidential?

All information that is collected from you duag the course of the research will be kept
strictly confidential in linewith the 1998 Data Protection Act. Each interview will be

given a code so that names are not used. Your name and contact details will be shredded
following the interview. Tapes and interview transcripts will be kept locked away and

only the research team members will have s&¢te this information. No names will be

used in the final report and no one will be dblédentify you. The tapes will be erased at

the end of the research.

What will happen to the information we collect?

The information we collect from all parerdaters will be summeed in a report and
presented to the Health Authority.

If you want to know more, what should you do?
If you have any questions or would like tuet information pleasdo not hesitate to

contactAlison Timlin at the University of Huddersfield on telephone number 01484
472670
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Parent (Carer) Agreement for Researcher Contact

Name of Researcher: Alison Timlin

Name of Consultant/nurse:

Title of Project: Care Provision for Children with Serious and Life-Limiting

Conditions in Calderdale and Kirklees: AService Review and Needs Assessment.

e | have read the information sheet and kept a copy

e | am happy to be contacted by telephone by the researcher to arrange an
interview.

Please complete your contact details in the space provided

Your name Yourchild’s name

Address

Paostcade

TelephoneNumber

Preferred contact time

Thank you for completing this form.

Please return it to Alison Timlin  in the addressed envelope provided.
Centre for Evidence Based Healthcare

University of Huddersfield, Harold Wits1 Building, Queensgate, Huddersfield HD1
3DH
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Name of Researcher: KarenNarner / Alison Timlin

Title of Project: Care Provision for Children with Serious and Life-Limiting
Conditions in Calderdale and Kirklees: AService Review and Needs Assessment.

1. | confirm that | have read amehderstand the information sheet []
for the above study and have tihd opportunity to ask questions.

2. | understand that my participationvisluntary and that | am free to [
withdraw

e atanytime

e without giving any reason

e without affecting my child’s future care.

3. I understand that the interviewil be tape recorded. []
4. | agree to take part the above study. []
Name of Parent (Carer) Date Signature
Researcher Date Signature
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APPENDIX FOUR: Ethics material
regarding participation in the children’s
Interviews.
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(Hospital/University Headed)

Dear

With reference to the following project:

Care provision for children with serious and life | imiting conditions in

Calderdale and Kirklees

I am inviting you and your child, on behalf of the Centre for Evidence Based Health
Care, to take part in a research study looking at the care needs of children with
serious and life-limiting conditions. One part of the study involves interviewing

children with serious and life-limiting conditions to find out about their experiences.

Whether or not you allow your child to take part is entirely voluntary and if
you decide to not allow your child to take part this will not affect your

child’s care in any way.

Find enclosed some information explaining the study and what to do if you consent

to your childs involvement.

With best wishes

Yours sincerely

Sister Ann Brady

(Children’s Community Nurse).
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Parent I nformation Sheet

Experiences of children with serious and lif  e-limiting conditions in Calderdale and

Kirklees.

You are being invited to allow your child to take part in a research study. Before you
decide whether or not to give your consen t, it isimportant 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 relatives if you wish. Please do
not hesitate to ask if there is anything that is no t clear or if you would like more

information.

Whether or not you allow your child to take part is entirely voluntary. You will
remain free to withdraw your child at any time, without giving a reason and this will
not affect any aspect of your child’s care. I f you do not wish your child to take part

this will not affect your child’s care.

What is the purpose of this research?

The research projects aims to find out how children experience, understand and cope with
serious and life limiting conditions and hospitalisation, and to identify unmet service needs and
make recommendations for future health care development. Information on these issues will

be gathered through talking to children with serious and life-limiting conditions.

Who are we?
The research study was initiated and is sponsored by Kirkwood Hospice and the Forget—-me-
not trust. The research is being conducted by Alison Timlin from the Centre for Evidence Based

Health Care, University of Huddersfield.

Why has my child been chosen?
A selection of children with serious and life limiting conditions from the Kirklees and Calderdale
region are being invited to take part in the study by recommendation of their consultant. We

are hoping to carry out 15 to 20 interviews.
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What will I have to do?

Please also read the information enclosed for your child, and if you agree to your child’s
participation then give the information to your child. However, if you feel that your child is too
young to understand this information, then it is thought most appropriate for you to disclose
information regarding the study and their possible involvement in your own words. Ask your
child if they would like to participate and if they agree then complete the enclosed researcher
contact - consent form and return. Once your consent form is received, a member of the
research team will then contact you. If your child still wishes to take part a convenient date
and time will be arranged to meet prior to the interview. At this point, the researcher will also
ask you about your child’s illness history, how much they know about their illness and how it
affects their daily life. It is proposed that the researcher will be given the opportunity to meet
your child prior to the interview so that they can establish a degree of familiarity with your
child and to determine your child’s understanding of the research. A suitable date and time will
be confirmed for the interview to be conducted at your home address. At the interview you will

be asked to confirm that you are still happy to allow your child to be interviewed.

The interview will consist of a number of questions regarding your child’s experiences of being
il and needing health care. This will include using child led activities to discuss the help and
support your child has had or would like to have. There are no right or wrong answers; we are
simply interested in your child’s opinions. It is expected that the interviews will last around 1
hr, but this will depend on the child’s age and concentration. The interviews will be tape-

recorded so that we are able to analyse their content in detail.

Will my child taking part in the study be kept conf idential?

Each interview will be given a code so that names are not used. Your names and contact
details will be shredded following the interview report. Tapes and interview transcripts will be
kept locked away and only the research team members will have access to this information.
No names will be used in the final report and no one will be able to identify you or your child.

The tapes will be erased at the end of the research.

What will happen to the information we collect?
The information we collect from all parents and children will be summarised in a report and

presented to the Health Authority. A shortened copy will be provided to all involved.
If you want to know more, what should you do?

If you have any questions or would like further information please do not hesitate to contact
Alison Timlin at the University of Hu ddersfield on telephone number 01484 472670.
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Parent

consent and agreement for researcher contact

Name of researcher: Alison Timlin

Name of Consultant/nurse:

Title of project:Care provision for children with serious and life-limiting conditions

in Calderdale and Kirklees

o~ w

Please

Your name

I confirm that | have read and understand the information sheet for the
above study and have had the opportunity to ask questions 0
I understand that my parental consent is voluntary and that | am free to
withdraw my childs participation

At any time

Without giving any reason

Without affecting my childs future care

| understand that the interview will be tape recorded O

| agree to allow my child to take part in the above study 0

I am happy to be contacted by telephone by the researcher to provide the
researcher with some information about my childs illness and to arrange

an interview O

complete your details in the space provided

------------- Date ------------ Signature ---------

----------- tdephone number —-----------

Thank you for completing this form. Please return the forAlison Timlin in the

envelope

provided. Centre for EvidencesBa Health Care. The University of

Huddersfield, Harold Wilson Building, Queensgate, Huddersfield HD1 3DH.
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Dear

| am inviting you, on behalf of the Centre for Evidence Based Health Care, to take
part in a research study looking at the health care needs of children. One part of the
study involves talking with children to find out about their experiences.

Your parent(s) has agreed to let you take partint his study if you want to.

The decision to take part is now yours. | f you deci de that you do not want to

take part your care will not be affected.

Please find enclosed some information explaining the study and what you will be

asked to do if you agree to be involved.

With best wishes

Yours sincerely

Sister Ann Brady

(Children’s Community Nurse).

316



Child I nformation Sheet

You are being invited to take part in a research st udy. Before you decide whether or
not to take part it is important for you to understand why the research is being done
and what it will involve. Please take time to read, or ask your parent to read you -

the following information. Please ask if there is a nything that you do not understand

or if you would like some more information.

Your involvement is voluntary. You can deci de not to take part at any time, without

giving a reason and this will not af fect any aspect of your care.

What is the purpose of this research?
The research projects aims to find out how children experience, understand and cope with
being ill and needing hospital care, so that services can be improved. Information on these

issues will be gathered through talking to children with particular health care needs.

Who are we?
The research is being carried out by Alison Timlin from the Centre for Evidence Based Health

Care, the University of Huddersfield.

Why have | been chosen?
A selection of children from the local region are being invited to take part in the study. We are

interested in your experiences of care and are hoping to carry out 15 to 20 interviews.

What will | have to do?
If you would like to take part, the researcher will meet you so that you can be certain that you
want to take part. At the interview you will be asked to confirm that you are still happy to be

interviewed.

The interview will consist of a number of questions and activities relating to your experiences
of being ill and needing health care. There are no right or wrong answers; we are simply
interested in your opinions. It is expected that the interviews will last approximately 1 hour.

The interviews will be tape-recorded so that we are able to look at our conversation in detail.
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What will happen to the information we collect?
The information collected from all the interviews will be looked at and a report will be written

summarising all our findings.

Will anyone know who you are?

No, all the taped interviews will be given a code; no names are going to be used. Therefore,
no one will be able to identify who you are.

If you want to know more, what should you do?

If you have any questions or would like further information please do not hesitate to ask your
parent or contact Alison Timlin at the University of Huddersfield on telephone number

01484 472670.
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APPENDIX FIVE: The focus group agendas
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FOCUS GROUP AGENDA

1. Introduce self

2. Thank all for attending and invitdl to introduce themselves

3. Following introduction:

‘The overall project aims are to review current access arrangements and service
provision for children with serious and life-limiting conditions and their families in
Calderdale and Kirklees, to identify unmet needs in provision and make
recommendations for service development. Therefore, it is important that today
we try and explore these issues, focusing on current practice and suggestions for
improvement with regards to children receiving palliative care for their terminal

illness and the services in place or required for their families’.
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Learning Disabilities Group

1. How successful are the current access and referral systems?
. How are services accessed and patients referred
. How quick are the procedures and once refereed do parents have direct

contact with the professionals

. Views on current education facilities for these children
. Views on current financial support for families
. Views on other provision and ideas to improve current practice

2. How accessible and efficient are your services for patients from ethnic minorities?

. Are there issues also relating to the uptake of services?

3. What respite services are available?

. How do parents access these
. What are the views on these current arrangements
. How could these services be improved - ideas

4. How are the children’s and their families needs assessed?

. Individually - by each professional for their own service
) Collectively — all professionals coming together to plan care
. How successful is communication between agencies

5. How do your services achieve normalisation of life for these children?
° What services / professionals are involved with these processes

) Could these services be improved
6. How efficient are your transition services?
. For instance in catering for adolescents / transferring children to adult
services

7. What are your views on current staff training? And expertise? And supervision?

8. Other issues?
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GP/Medics

1. What is the level of your involvement with these children?

. Involvement in care and care planning
. Do you think your skills and knowledge are used to their full potential
. How efficient is the communication between local consultants, tertiary

consultants and GPs and the multidisciplinary team

2. What provisions are in place regarding psychosocial support for patients, relatives

and staff?
. Views on current provision
. Ideas for future provision

3. What provision are in place regarding respite care?

. Is this sufficient

) Who supplies the service

. What is the level of availability

. How do parents access these

. What are the views on these current arrangements
. How could these services be improved — ideas

4. How satisfied are you with current bereavement care?

. What information and services are offered to parents and siblings
5. How accessible and efficient are your services for patients from ethnic minority
communities?

. Are there issues also relating to the uptake of services?

6. What are your views on current staff training? And expertise?

And supervision?

7. How could inpatient / outpatient services be improved?

8. Other issues?
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Nurses

1. How successful are the current access and referral systems?
. How are services accessed and patients referred
. How quick are the procedures and once refereed do parents have direct
contact with the professionals
. Are key worker systems efficient and reliable

. Do you have multidisciplinary records

2. How accessible and efficient are your services for patients from ethnic minorities?

. Are there issues also relating to the uptake of services?

3. What respite services are available?

. How do parents access these
. What are the views on these current arrangements
. How could these services be improved - ideas

4. How are the children’s and their families needs assessed?

. Individually - by each professional for their own service
) Collectively — all professionals coming together to plan care
. How successful is communication between agencies

5. What are your views on current staff training? And expertise?
And supervision? And support?

o Views regarding psychosocial support for the family

6. Other issues?
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APPENDIX SIX: Parent and child interview
schedules.
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Interview Schedule for Parent(s)

S

Participant identification number
Interviewerinitials
Dateof interview

Locationof interview

Socio-demographicdetails.

5.
6.
7.
8.
9.

D.0O.B of child/children
Sexof child/children
Sexof parent(s)
Ethnicgroup(s)
Religion(s)

10. Relationshigo child/children

11. Occupatiorof parent(s)

History of illness
12.Could you tell me a little abowthat has been happening?

Prompts
¢ Time of diagnosis
¢ Age at diagnosis

+ Diagnosis
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13.Can you tell me about how this has thiected the daily life of your child?
Prompts
¢ Activities of daily living (washing, persohaare, dressing, going to toilet, eating
and drinking, mobilising, getting in and out of bed)

¢ Maedication.

¢ Technical nursing care/medical care
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14.How do these affect othergects of your child’s life?
Prompts

¢ Social life

¢ Friends

¢ Schooling

¢ Leisure including holidays
.

Independence.
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15.Can you tell me a bit about thelppgou receive at the moment?

Frequency Who Location Payment Key-
initiates worker
contact

GP
Con. Paed.

Local/Specialist

Comm. Paed nurse
QOutreach spec. nurse

Healthvisitor

Socialworker

Specialisteacher

Psychologist

Speechtherapy

Counsellor

Alternative therapist —

specify

Physiotherapist

oT

Dietician

Voluntary sector —

specify

Respite care — specify

Home

¢ Voluntary

¢ Nursing

¢ SS

Away from home

School/nursery

¢ Residential/
Daycare

¢ Type

Inpatient

¢ Hospital

¢ Hospice
(child/adult)

Holidays

Other
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16.How has your child’s needs affectéek day to day life of your family?
Prompts

Social life

Leisure activities including holidays

Finances

Housing adaptation

Transport issues

Employment

siblings

Other difficulties

® & & 6 O o o o

17.Has anyone talked to you abgutur own needs?
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18.As a carer what do you consider are your needs?
Prompts

Psychological, spiritual, religious

Practical support

Financial

Information

® & & oo o

Respite

19. Of the needs discussed which one is the most important for you?

20.What additional help have ydrtied to get but couldn’t?
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21. Are there any other comments you would like to make?

22.Would you like to read a summary of durdings when the study is finished
YES/NO

Thank you very much for all your help.
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Interview schedule for younger children

[ —

. Participant I.D. number o
2. Interviewer initials e
3. Date of interview e
4. DOB of child e
5. Sex of child e
6. Ethnicgroup e
7. Religion e

8. History of illness and child’s knowledge (obtained from parent)
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9. Hello, is it OK if we have a little chat and do some writing today?

10. Do you mind if | tape record our conversation today?
(Here, the rules of the yellow and red card will also be discussed).

Personal factors

11. As a mechanism for getting to know the child in an unthreatening way, an ‘about
me’ sheet where the child can write (or ask the researcher to write) some basic
details about themselves, and their likes and dislikes (for example, about food
and pop stars, school, what happens at hospital) will be initially used. This will
also reinforce the notion that the interview is about their perceptions, not right or

wrong answers.
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ABOUT ME

Social-ecological factors

12. Then the child will be assisted to compile an ecomap, which is a chart of people
who the child views as important. This will help the researcher to understand the
childs social context. The ecomap will be referred to at different points in the

interview when discussing who might be told about or help with specific
emotions/tasks.

The charts will be filled in to indicate the people nominated by the child as the

‘easiest to talk to’, ‘best helpers’ and ‘most fun’ — about personal things.

334



People

Easiest to talk to

Best helpers

ost fun

Speculated interpersonal factors, pers

onal factors, adjustment/ adaptation

13. Outline faces displaying various emotions will be used to stimulate a listing and

brief discussion of key emotions and situations that give or have given rise to

them.
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O

Shocked

O

Happy

O

Sad

O

Angry
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Adjustment/ adaptation, personal fa

ctors, social-ecological factors

14. Next, the children will be asked to turn over sentence completion cards, which

will ask about intense feelings.

These cards will have several functions:

- to elicit actual examples of extreme emotions

- to explore who in practice children turn to in specific situations

- to ascertain which responses of other people in those situations were perceived

to be helpful or unhelpful.

- To ask what else could have been done or who else might have helped.

| feel really

safe when...

The saddest

I've ever felt

was...

The happiest |
have ever

been was...

| feel scared

when...
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Psychosocial stress, stress processing, personal fa ctors.
Now a ranking exercise will be included to specifically look at particular problems

and coping strategies.

Problems — questioned in a way that pertains to child’s specific illness
disease related, e.g. trouble breathing
15. If you had trouble breathing what do you think you might do?

What other troubles are caused by your illness?

disease related pain, e.g. leg pain
16. If you had leg pain what do you think you might do?

What other troubles are caused by the pain?

medical procedure related pains, e.g. injections hurt
17. If you were given an injection that hurt what do you think you might do?

What other troubles are caused by the different medical procedures?
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hospital related problems, e.g. being kept awake at night by other children, lack of

privacy
18. If other children kept you awake at night what do you think you might do?

What other troubles are there when you are in hospital?

common problems, e.g. school, parents, friends.
19. If you were having arguments with your friends, what might you do?

What other troubles do you have with school or your family or friends?

Possible coping strategies could include

e distraction

e social withdrawal

e wishful thinking

e self-criticism

e blaming others

e problem solving

e emotional regulation

e cognitive restructuring
e social support

e resignation

Taken from Spirito et al (1995).
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Personal factors, adjustment/ adaptation, stress pro cessing

20. A pictorial vignette will now be used — showing a child in hospital —

The vignette will be matched to the age, gender and race of each child interviewed

‘Sara/ Jack is in hospital, she/ he is not well, can you list three things that

would make Sara / Jack happy?

Adjustment/ adaptation, service evaluation.

21.Finally a brain storming exercise will be carried out — to determine what they
understand and have experienced so far throughout their illness and hospital
visits.

What have been the best things / worst things about hospital?

What have been the best things / worst things about being ill?
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22.Would you like to ask me any questions?

Thank you for helping me.
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I nterview schedule for older children

1. Participant I.D. number e
2. Interviewer initials e
3. Date of interview e
4. DOB of child e
5. Sex of child e
6. Ethnicgroup e
7. Religion e

8. History of illness and child’s knowledge (obtained from parent)
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9. Hello,

As you know, I'm here so that we can have a short discussion on

topics related to your illness, is that ok?

10. Do you mind if | tape record our conversation today?

(Here the rules of the yellow and red card will also be discussed).

Personal factors

11.Can you give me some basic details about yourself?

What are you three most favourite things?
What are your three least favourite things?
Do you enjoy school?

Do you have any hobbies?

What foods do you like or dislike?

What things annoy you?

What makes you laugh?

343




Social-ecological factors

12. Can you give me some information about your family?

- Do you live at home with your parents?

- If you think of the way they are with you — what words would you use to describe
them?

- Are they supportive?

- Do you always agree?

13. Is there anyone else outside your family who is important to you?

- Why?
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14. In considering all your family and friends, who do you find it the easiest to talk

to?

- Do you feel that you could talk to them about most things?

- Are there any things that you couldn’t/wouldn’t talk to them about?

15. Who do you consider to be your best helper?

- Why?
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16. Who do you consider to be the most fun?

- Why?

- Have there ever been any difficulties for them do you think?

- Isthere always someone you can rely on for support?

Speculated interpersonal factors, pers onal factors, adjustment/ adaptation

18. Now, for a bit of fun I'm going to show you some outline faces displaying various
emotions, | would like you to tell me what feelings you see in these faces and |
would like you to try and relate to a situation recently where you too felt that
emotion — What feelings do you see in these faces and perhaps you could tell me

a time where you felt like that.
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O

Shocked

O

Happy

O

Sad

O

Angry
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19. Do you always feel in control of your emotions?

20. Do you think you get enough support?

Adjustment/ adaptation, personal fa ctors, social-ecological factors

21. Next, the children will be asked to turn over sentence completion cards which will

ask about intense feelings.
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These cards will have several functions:

- to elicit actual examples of extreme emotions

- to find out which people children turn to in these situations

- to ascertain which responses of other people in those situations were perceived
to be helpful or unhelpful.

- To ask what else could have been done or who else might have helped.

| feel really The saddest The happiest | | feel scared
safe when... I've ever felt have ever when...
was... been was...

Psychosocial stress, stress processing, personal fa ctors.

Now a ranking exercise will be included to specifically look at particular problems and

coping strategies.

Problems — questioned in a way that pertains to childs specific illness

Disease related, e.g. trouble breathing

22.1f you had trouble breathing what do you think you might do?

What other troubles are caused by your illness?
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Disease related pain, e.g. leg pain

23.1f you had leg pain what do you think you might do?

What other troubles are caused by the pain?

Medical procedure related pains, e.g. injections hurt

24.1f you were given an injection that hurt what do you think you might do?

What other troubles are caused by the different medical procedures?

Hospital related problems, e.g. being kept awake at night by other children, lack of

privacy

25.1f other children kept you awake at night what do you think you might do?

What other troubles are there when you are in hospital?
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Common problems, e.g. school, parents, friends.

26.If you were having arguments with your friends, what might you do?

What other troubles do you have with school or your family or friends?

Possible coping strategies could include

e distraction

e social withdrawal

e wishful thinking

e self-criticism

e Dblaming others

e problem solving

e emotional regulation

e cognitive restructuring
e social support

e resignation

Taken from Spirito et al (1995)

Personal factors, adjustment/ adaptation, stress pro

27.What gets you stressed?

cessing
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28. Do you think that since you have been ill you have become you have become
more or less patient of situations and people?
- Why?

29.Do you think you have adjusted well to being ill and having to attend hospital?
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Adjustment/ adaptation, service evaluation.

30. 1 would like to finish with a brain storming exercise.

a. To see what you have experienced and understood regarding your illness.
b. To look at how you think the services you have received could be improved

c. To think about other services that you haven't received but that you think could

help you.

31.Would you like to ask me any questions?

Thank you, for helping me with this research.
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APPENDIX SEVEN: Outcomes of the

consensus conference.
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The Consensus Conference

*k*k

As mentioned, this PhD study evolved fransmall scale funded liative paediatric

care evaluation study. After the surface level analysis of the professional and parent
interview data | presented these findingisa consensus conference. There was two
thousand pounds remaining in the project budgdtorganised a local venue and invited
parents who had been involved in the staahyg professionals dm across the region
involved in palliative paediatric care drservice funding. In addition, | asked key
professionals to do presentations detailing thetfvices and expressing practical needs as
they saw fit. Thankfully, these professionalgreed to participate without being given

financial gain. In the afternoon, we spent time in small groups considering action points.

Organising the conference was very time comgg, not least constructing a large mail
merge and individual names badges. Howeldeel that the day went smoothly and

there were a number of positive outconftlsase see below the summarised outcomes:

Consensus Conference: Feedback and Action Plan

The consensus conference aimed to:

a) Present the findings of a locally commissidmesearch project exploring the needs of
children with LLCs and their families across Calderdale and Kirklees.

b) Provide examples of innova#wservice developments in health and social care which
support children and families with life-limiting conditions.

c) ldentify areas of service which require development.

d) Secure agreement from the commissiome&is managers of health, social and

education services to develogéb provision to address needs.

It was agreed that a summary of the@wpy work and action points concluded at the

Consensus Conference would be circulatedaxticipants. These are summarised in the
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following sections. There were six group work sessions including strategy and
commissioning; communication and co-omion; social andpsychological support;

education, training and staff suppand respite and supportive care.

Strategy and Commissioning

In order to address multi-agency and boundasyes in a strategic, cohesive and co-
ordinated way it was recommended that a €aldle and KirkleeStrategy Sub-Group’
be established to review models of gopdactice, redesign services and secure

appropriate funding through the business piag process for children with LLCs.

Action A: Establish a Calderdale and Kirklees ‘Strategy Sub-Group’ for Children
with Life-Limiting Conditions.
Lead responsibility: Manager, Partnership Commissioning Team (Contact details

omitted here).

Communication and Co-ordination

Two action points emerged in relation ¢communication and co-ordination. General
issues associated with communication anebrbnation such as the need to simplify
language, clearly define roles, servicasl aesponsibilities, nm services and links,
establish key working and single assessmeeate identified. It was agreed that the
Calderdale and Kirklees ‘@tregy Sub-Group’ would addige these issues as detailed

above.

Action: as Action A above

In addition the difficulty for parents in influencing service development and decisions at
a strategic level were identified and it svagreed that a parent council should be
established with appropriatanks with the ‘Strategy Suksroup’, Kirklees Partnership
Board and Calderdale ChildrentlwDisabilities Strategy Group.
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Action B: Establish a Parent Council

Lead responsibility: (parent) and (Community Sister), Huddersfield.

Social and Psychological Support

The general issues raised by the researck emphasised within the group work and the
need to consider the social support neetichildren with LLCs, their parents and
families in the planning and development of services.

Action: as Action A above

Education, Training and Staff Support

The group work identified various actions regqd to improve the education, training and
support for staff involved in the care diildren with LLCs. These included:

Learning from ‘champions’.

Learning from others involved in tloare of a child — communication, multi-

disciplinary training, opedays and training days.

Pre and post registration training.

Dissemination of good practice.

Generic training for all professionals assdhealth, social seéoes and education.

Contracting education and training on a multi-disciplinary basis.

It was agreed that the commissioners emfucation and training (Confederations),
providers of education andatning (University and servicend purchasers of education
and training (health, social, school and voluptsectors) need to be better informed

about the needs of children with LLCs.

Action C: Improve links between and avareness of commissioners, providers and

purchasers of education and training.

Lead responsibility: (Senior Nurse Paediatrics), Calderdale Royal Hospital.
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Respite and Supportive Care

Two groups considered respite and supportive aad highlightedssues raised by the

research. A number of recommendationsenaade by the groups which also overlap
with other group work, including the needstoengthen parent armthild consultation and

involvement in planning and service development.

Specific recommendations included:
Needs led service development.
Involving parents in training.
Exposing strategic planners and commisgise parents and children’s needs.
Innovative use of existing facilities, suab schools during weekends and holidays.
Increase choice.
Ability for parents and children to dip in and dip out.

Services that foster indepemie rather than dependence.

Action: As Action A and B above

Summary

The funded project was conducted within tiieen time constraints. Left over project
monies were utilized effecly in order to bring staffparents and service funders
together. This was done to explore serviceettspment and to try and ensure a better
future and support locally - for both professatmworking within palliative paediatric

care and for parents and the children with LLCs themselves.
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