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Seven families took part in a phenomenological studyptsider the effects on
family life when a parent has chronic renal failurénisTis a topic which has not
attracted much attention, possibly because the inciddmeeal failure increases with
age, and as such, young families where there is pacmtalic renal failure do not
make a major contribution to the workload of a renal. umherefore their needs are
not necessarily to the fore.

In looking at family life there is an acknowledgemefithe fact that, for the
majority of people, there is a life outside their cheahiness and hospital
appointments and there is a need therefore to incorgbigatether life into planning
their care. It is therefore suggested that a worthvapfoach would be that of
family centred care, more commonly seen within the d&ec domain, but here
taken from the view of the adult at the centre, rathan the more usual centrality of
the child.

From the study three central themes emerged:

* Normality in family life
* Living with uncertainty
* Protecting the family.

Overarching these themes the ‘life view’ of the parevds important. This is a
common thread in all the themes and affects the washich the parents approach
their life. This, in turn, affects how the childreorn this study are involved in
family discussions, about the influence of chronic réalre on their family.

This ‘life view’ fits well with Paterson’s (2001) shiftiqgerspectives model of
chronic iliness. In this study it is argued that to ntbetneeds of the family the
information provided needs to be congruent with the Viéav’ of the parent. This,
combined with a family centred approach, is the bedeglydo facilitate the sharing

of information with the children.
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Chapter 1

Introduction

1.1 Introduction

This chapter introduces the research project. It bdnyirtonsidering chronic
diseases in general and the recent policy initiativ@sh are driving practice in this
area of care. It then moves on to look specificatlghronic renal failure (CRE)and
particularly at the pre-dialysis area of care whereidked as a consultant nurse. It
was from following questions asked by patients, who weregasents, that the
research aims were formulated. The project, usingeagrhenological approach to
consider the effects on family life when a parentdtasnic renal failure, was
therefore developed directly from clinical nursing pratid he title of the project
also perhaps deserves a little explanation so thae#uer is clear what to expect
within these pages. The second part of the title tdilatis the colon is descriptive,
an overall view of the study put as succinctly as possible part preceding the
colon is a play on words — the study involves familied toerefore families matter to
this study, but additionally it implies to me as an adulise that the people we care
for are part of a family and that sometimes we neddak beyond the individual in
front of us to the wider context of their life. Thietwas also set within the
contemporary political scene. As the project developedjteen paperEvery Child
Matters’ (HM Government 2003) was published. This policy promotesdehad
service delivery in which the child and family are centfBamily Matters’ is used
conceptually to encourage those caring for adults with ©Rfild services around
the needs of the patient and their family. Followirgyittentification of the research
aims some of the key concepts that underpin this rdseaeadiscussed. The chapter

concludes by setting out the structure of the remaindéreaiesis.

1.2 Chronic diseases
Within England chronic and long-term illnesses are thdgminant disease patterns,

rather than acute disease. This can be attributeshstih part, to increasing life

! Chronic renal failure (CRF) — the result of a number of pathological processesing irreversible
damage to kidney tissue. Caused by slow, progressive kilisegse over a course of many years —
perhaps 10 — 20 (Chalmers 2002 p 54.)
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expectancy (Department of Health 2001a). However, theeq of chronic illness is
relatively new and as Sidell (1997) suggests the term chitm@ss is frequently not
defined precisely and may mean different things to diffepenple. A simple
definition of chronic illness is given by Payne and Bfli-(2001) as ‘those for
which a cure is currently unavailable’ (p12). There aa@yrpotential effects of
living with a chronic iliness, for example physical angigt®logical problems as well
as reduced quality of life and socio-economic difficslfPepartment of Health
2001a). Importantly, the coping mechanisms employed botihebaffected
individual and their family are very different to thasged during an acute episode of
illness. There have been a number of recent policytivwés which aim to improve
the care that people with long-term conditions receiMee driving force behind
many of these new documents was the NHS plan (Departheiealth 2000), which
set out a number of core principles. The third conecjple states ‘The NHS will
shape its services around the needs and preferencesvafuadipatients, their
families and their carers’ (Department of Health 2000. pT4e subsequent expert
patient programme (Department of Health 2001a) aims to emgeeople to
become more active in the self-management of thediton, whilst more recently a
document laid out new intentions for supporting people lwitlg-term conditions
(Department of Health 2005a). This aims to provide a sysigmatient centred
approach which in turn will lead to empowered and informed mtatieln this latter
initiative community matrons who will lead the co-ordina of care were introduced.
Chronic renal failure is one of the long-term disease®red by these initiatives,
although it rarely receives a specific mention withie téports. It is to this disease
and its influence on family life that we now turn, s forms the basis of this

phenomenological investigation.

1.3 Chronic renal failure

A functioning kidney is essential to life with its maiarposes being to eliminate the
end products of metabolism and to regulate electrolytesifoubody fluids. The
kidney has many roles within the body which include¢hesretory functions, and
in addition metabolic and regulatory functions (Chaln2€@2). Initially the person

with CRF suffers few problems, but symptoms such adrni@ss and anorexia develop
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as end-stage renal disease (ESRipproaches. Treatments are available for people
who have CRF however, it is important to rememberttiese treatments will not
cure the disease but are therapeutic measures to efalbtedontinue (Taylor 2000).
The history of treatment for CRF provides an intergstiackdrop to this study as
medical and technical developments have meant changfes fimcus of research.

This historical perspective therefore forms the next qiatiis chapter.

1.3.1 The history of treatment for renal problems

Treatment for renal problems has a long history. Bialgan be traced back to
Roman times and the use of hot baths, but there waad®rstanding how the
treatment worked. The understanding of the principlesdahalysis and the
mechanical technology to undertake the process developedHeoaarly 1900’s
(Smith and Thomas 2002). Initially, the majority of treants focussed on those
with acute renal failure, haemodialysis (HB&puld not be used as a regular
treatment for people with ESRD until the 1960’s when vias@ccess was improved.
The design of the external arteriovenous shunt, anohtéaal Cimino arteriovenous
fistula enabled a change in the focus of treatmemtabdf chronic disease
management (Fleming 1999/2000). The last 40 years has seecmaggs which
have increased our understanding, and improved life expgd@npeople with

ESRD. Kidney transplantation is now, in many ine&a considered the treatment of
choice by both patients and healthcare professionadsalso the most cost-effective
treatment (Franklin 2002). These large, successful kidaeglant programmes
have developed from very tentative beginnings in the 1950’¢l{&md Thomas
2002). Dialysis technology has also changed and improvetharkvelopment of
peritoneal dialysis (PD)rogrammes since the late 1970’s have enabled more choice
for patients (see for example Wild 2002 and Graham 1998)seTinedical and

2 End stage renal disease (ESRDB)ENd stage renal disease is reached when chronicfaéned
cannot be controlled by conservative management and tlieepatient requires either dialysis or a
kidney transplant to maintain life (The Renal Assaoigt2002 p 156).

3 Haemodialysis (HDx)- A form of treatment in which the blood is purified odesihe body, by
passing it through a filter called a dialyser or aitifikidney. The filter is connected to a machine
which pumps the blood through the filter and controls theeeptbcess. For patients with end stage
renal disease each dialysis session normally lasts thiree to five hours, and sessions are usually
needed three times a week (The Renal Association, 2082)p 1

* Peritoneal dialysis (PD)- A treatment of renal failure in which blood purificatitakes place, using
the patient’s own peritoneum as the membrane. Badgjalgtis fluid, containing glucose (sugar) and
various other substances are drained in and out of thergel cavity via a PD catheter (The Renal
Association, 2002 p 159).
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technological advances have led to increased availabflireatment for renal
problems and an expansion in the numbers of people undetgeatigient. This
historical perspective regarding treatment options pomant for this study. Initially
HDx was essentially a home based treatment and tasdéction criteria were
applied (Smith and Thomas 2002). An example of idealts&hecriteria is given

here, however it is acknowledged by the authors thatmat@nts rarely exist:

“The ‘ideal’ patient for maintenance dialysis woulel & young man or

woman (aged less than 40 and more than 20) with family

responsibilities and a roomy house, a stable job andagatra tough

temperament, without systemic or coincident diseasavéiod

although in terminal renal failure, has been well lookfer and is

capable of rapid rehabilitation from the many metabaiat mutritional

problems of this state.”

(Cameron, Russell and Sale 1976 p 299)

These authors also consider that the first principtegular dialysis is that ‘the
patient must be independent and taught to carry out procdduit@mself’
(Cameron, Russell and Sale 1976 p 106). However, what cdnawe from this is
that, in the early days of HDx, the treatment usualbk place in the home and the
patients were generally younger than today. Home HBr fell out of favour, but
looks set for a resurgence with the National InstitateCliinical Excellence
guidelines (2002) on the provision of home HDx. During therim much HDx
treatment was hospital based and now PD is alscas@jlanother homed based
therapy. This historical perspective may go some wéneglo explain the patterns of
treatment seen in the literature review reported imée chapter, the dated nature of

the articles and the prevalence of HDx.

1.3.2 Epidemiology of chronic renal failure

CREF is found across the age spectrum but is essengallyas a disease of the elderly
(Roderick and Khan, 2002). Data from the United Kingdom (U&hd& Registry
(2005), which originates from renal units and covers tlae 804, the year in which
the data collection for the present study commenceds ginendication of the

activity connected with treatment for kidney problemse €stimated annual

acceptance ratef adult patients starting renal replacement the(®&®T)" in the UK

® Acceptanceof newly treated patients into the RRT programmesisessed as a rate per million of
the population per annum (pmp pa). The ‘per annum’ is oftplied and acceptance rate is therefore

14



in 2004 was 103 per million population (pmp). This equates to paéénts starting
RRT. The median age of people starting RRT has inedefasm 63.3 years in 1998
to 64.7 years in 2004. These data show us that younger pdupleegin treatment
are in a minority, and as such, it may be easy tor@tie specific needs they and
their families have. When people commence therapyrtajority (71%) begin on
HDx, with 26.5% starting on PD and only 2.3% having a pre-emptaresplant.

1.3.3 Terminology

During the course of this study some of the terminolaggd within the renal
speciality has changed. This is probably in an effortakenthe terms more
acceptable to patients, but also means that thereossastency in terminology across
the UK and North America. Chronic renal failure hasdime chronic kidney disease
whilst end stage renal disease is now referred to aBlissied renal failure. Chronic
kidney disease has been divided into five stages basestiorated glomerular
filtration rate based on an international classtfa@adeveloped by the United States
National Kidney Federation (Department of Health 2005ii)) stages 3 and 4
equating to the pre-dialysis phase. A decision was takeonplete this study using
the terminology that was current at its inception. réfuee the terms chronic renal

failure and end stage renal disease will be used throughout

1.4 Current provision of renal care

The receniNational Service FrameworK8ISF)for Renal Services, part one —
dialysis and transplantatio(Department of Health 2004a) apdrt two — chronic
kidney disease, acute renal failure and end of life ¢Bepartment of Health 2005b)
are being used to guide and improve renal care for peoplestiges of their illness
and aim for patients to become ‘informed partners i taie’ (Department of
Health 2005b p 1). These government publications followed in patient and
professional recommendations made in the Kidney Alliaepert (2001) and the

Renal Association’s (2002) Treatment of adult patientk veihal failure (% Edition).

more usually quoted as pmp. Since pre-emptive trangpitambefore patients require dialysis is rare,
acceptance into RRT approximates to the acceptanciratialysis. The two are often used
synonymously (The Kidney Alliance 2001 p 20).

® Renal replacement therapy (RRT)- used to describe treatments for end stage renal failure
which, in the absence of kidney function, the removalaste products from the body is achieved by
dialysis and other kidney functions are supplemented lgysdrThe term also covers the complete
replacement of all kidney functions by transplantatitime(Renal Association 2002 p 150).
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In this section the guidance from these documentgtrétins to the pre-dialysis area
will be considered. It will be linked to practice iretlarge, urban renal unit where |
was working as a nurse consultant managing the pre-diaigse for a group of
patients with chronic renal failure. The time spenhinithe pre-dialysis area covers
treatment prior to commencing RRT, and is essentially pagpy. This phase of
care is being increasingly recognised as an importantftimgatients, their families
and health care professionals. It has been likenedjoairaey’ by Andrews (2001 p
72), during which the individual and their family come teept a ‘different view of
life.” Only after this has been achieved can decisitwosiatreatment be made. The
Kidney Alliance (2001 p 41) report recommended ‘structured eiducand
counselling of patients approaching ESRF involving the midtgigdlinary team and
other patients should aim for the seamless entry oRID lising the patient’s chosen
modality.” Whilst the Renal Association (2002 p 125) stédtas education and
preparation for dialysis including vascular access arela@ayents of care in the
management of those approaching ESRD. The NSF parDepartment of Health
2004a) considers that patients should spend approximatelean@ythe pre-dialysis
phase to enable patients and carers to be adequatelyguteddnis latter guidance is
not underpinned by research but has been suggested followirggomal
agreement. Within the same NSF (Department of H28lida), the first two
standards relate to access to information to enablemefdb decisions and appropriate
clinical and psychological preparation. It also suggistiseducational programmes
are one means of improving information giving and encouragingfarmed
participation in care. It is to information giving, paui&rly within the context of

CRF, that we now turn.

1.4.1 Information

Information giving is a well-established nursing role, atzdly information has been
shown to reduce anxiety (Haywood 1975). The professional greddiacussed in the
previous section indicates the importance of the provisfanformation for people
with CRF. In addition, a recent Department of He&®04b) publicationBetter
information, better choices, better health. Putting information at thee®f health
gives guidance on the provision of information and e)q#wit one of the benefits
will be enabling people to manage their long-term comaltimore effectively.

Patients are unable to make informed decisions unlesatéeyven enough
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appropriate information (Coultet al. 1999, Department of Health 2004b). For
adults with a diagnosis of progressive CRF there amyrthings to come to terms
with. There are significant psychological effectdl{ggworth 1995) and diagnosis
and its consequences can take time to adjust to (Coupe 1998ahpriibelar

challenges faced by patients with ESRD are capturedebfptiowing quote:

‘Patients with ESRD are faced with complicated and aeling

treatment regimens that include dietary and fluid re&iris and

medication schedules. Irrespective of whether treatns

predominantly dialysis-centre based or home based, {satiead to

have sufficient knowledge, skill and ability to carry thir treatment

regimen without direct supervision of healthcare perdonne

Klang et al. (1998 p 36)

Information is required by the patient to aid adaptatiofanégfet al.(1998), in a
small study of 28 patients who undertook a structured, sghadation programme,
found these patients showed improved functional and enativell-being when
compared with 28 patients who had not undertaken the edupatigramme. These
positive effects were apparently carried over into its¢ $ix months of dialysis.
Interestingly, the positive effects seemed particulaoffceable with the younger
participants. However, information needs differ fonwndbals as Wagner (1996)
showed. By considering nurses’ and families’ perceptiémeeds when a family
member was being treated by haemodialysis, Wagner (1996) tbhahmany of the
family needs centred around information, whilst the raisteessed the ability to cope

in an emergency.

There appears to be a generally held belief that thiergaatients are given
information about their condition the better, howewéh renal patients this is key.
This is because the course of CRF leading to the ioitiatf RRT is often varied and
unpredictable. As the uraemia develops, specific neuralbgifects including
confusion, drowsiness and memory impairment (Camerossétl and Sale 1976)
become more pronounced. Clearly this is not the bastth attempt to give
someone information upon which they will base decisidmasitheir future
treatment. Early intervention is essential. Thkd with the recommended time to
be spent in pre-dialysis care, as the information lsan be given early to allow the

patient and their family and carers to reflect on thgl plan for the future.
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It would seem that many renal units already have the ednabprogrammes
recommended by the Department of Health (2004a). A suomjucted by the
research board of the European Dialysis and Transilansies Association/European
Renal Care Association (EDTNA/ERCA) investigated psmn of pre-ESRD
information, education and counselling in renal care$ida-Ganeet al. 2002). The
survey concluded that most of the participating centres (he%hpa structured pre-
ESRD programme using a Multi-Disciplinary Team (MDT) applod his type of
intervention is also supported by a Canadian articlakeBand Thomas (2001), and
by Klanget al.(1999), the latter describe how participating in an education
programme can help patients make a choice in moddIRRd. Programmes were
all found to have a similar content. Topics coveredlide normal kidney function,
medication, diet, haemodialysis, peritoneal dialgsid transplantation. Other topics
sometimes considered were employment, the importanegsafe activities, holidays
and Kidney Patient Associations. Educational mateusdsl within the programmes
are often produced by companies with a vested intered®n FOther UK literature
including O’Donnell and Tucker (1999), Wilkinson (1998) and Coupe (1998b)
described programmes which followed similar patterns. etheation programme
run in the unit where the research was undertaken aifaigr sessions. The
approach to education in this unit will now be discussedilathe way in which the

research question came to be formulated.

1.5 Development of the research aims

As part of my remit as the consultant nurse for padydis, | regularly reviewed adult
patients and their family members. | was also resptanfr the co-ordination of the
monthly education sessions which were attended by psitidetr families, carers and
sometimes friends. In addition | undertook some of thehieg at these sessions, on a
relatively formal basis, and also individual teachingsgmns for families on a more
informal basis, with the latter sometimes occurimthe patient’s home. At all times
patients were encouraged to bring their families and cangh them. As a result of
these consultations, and perhaps also because | pastiey my third child at the
time, patients with young childréoften asked what to tell their children about their

iliness, how to tell them, and when to tell them aliceatments and the possible

" Child/Children — for the purposes of this study, persons under the afeyafars.
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effects of these on the children’s lives. Sometiméseural changes in the
children had been noticed either by the parents, or perbppged to them by, for
example, the child’s school. As a result of theseigse delved further into this
area. Brief computer searches revealed very littlieyersations with the nurses in a
paediatric renal unit revealed that they had informdborchildren with CRF, and
also information for the parents of the children amdrdsponse — ‘surely it will be
the same won't it?’ | did not feel that it would be arather did the parents with
whom | discussed this lack of information in responsihéd initial questions.
Others suggested looking within the cancer literaturdyegsfelt that it could offer
parallels. | did this, and there are some aspects whiclhe drawn on, but it still did
not ring true — a fact to which I will return laterthis thesis. Much of the cancer
work at the time appeared to focus on the death of atpar@halthough this may
become relevant it was not the prime concern fort ppasents with CRF.

From my initial searches there appeared to be a gapfessional knowledge
concerned with CRF and its effects on the familysekmed that | could identify
what | thought it was not —to me it did not resembbdrtaa child with CRF or
having a parent with cancer, but | was no nearer idemgifyhat it was. Reflecting
on my family situation, with young children, | wonderedvhowould approach this
situation if it were me. How and what would | tell mlyildren? | liked to think that |
would have the courage to tell them the whole truth, lmutldvi? At a time when the
parents are trying to assimilate information for thdweseabout how the illness may
affect their future, they have to process the inforomaéind convert it into a form that
their children can understand. This complex situatiotgoasly a challenging area
of practice. Some information is available to guide fii@aners concerning
psychological care for families with CRF (see forrapée Sedgewick 1998 and Auer
2002a). However the focus, when families are discussedually the spouse or the
carer. Molzahn and Kikuchi (1998 p 411) note that there has"Getially no
research’ which considers the quality of life for childeend adolescents when they
have a parent on dialysis. More recently, Dingwall (20081pp 57) wrote a chapter
entitled ‘Support for the family and carer’. Here agam focus appears to be on the
spouse and carers. Children are mentioned in this chapgyeonce, within the
context of child carers. The situation is therefampounded because there is little

research to guide the practitioner; there appears to ediconsideration of the
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effects of CRF on the family where children underédge of 18 years are involved,

and little material on which to base appropriate infdimmafor these children.

The material presented thus far in the thesis hasatetl how CRF is essentially a
disease found in older people. Therefore in consiggmunger patients, who
potentially have young families, a sub-population has b#emtified for whom
specific information needs are not being met. As desttiere is minimal
information on how to deal with CRF from a familyrpgective. My desire was
therefore to capture, in some detail, the experiencparehts and children regarding
CRF, and how they consider it has influenced their fatii@d. This will by its nature
mean different things to different people and may be infled by numerous factors
such as personal experiences of family life and/or imohividuals cope with their
diagnosis and disease. It is a huge topic and thertferresearch aims have been
carefully chosen and refined to consider in depth twasanénich are of particular
interest to me as a person, a practitioner and a oksgarThe aims are also
congruent with current health care thinking and provisioor-example, supporting
people with long-term conditions (Department of Hedlii5a) and providing
information to enable people to manage their conditioore effectively (Department
of Health 2004b), and firmly grounded in practice. The shadytherefore taken
shape as a two-part project, using a phenomenological appreitic the following

aims:

Part 1
To explore the influence that a parental diagnoschaodnic renal failure has on the
family and the information needs of the children witthease families from the

perspective of the parents.

Part 2
To explore the influence that a parental diagnoschaodnic renal failure has on the
family and the information needs of the children witthease families from the

perspective of the children.

The aims of the research are intricately entwinetidependent on each other. Both

perspectives are required to try to ensure that a fullygigs obtained of the

20



phenomenon under consideration; how family life isa@éd by parental CRF. The
research aims hope to develop knowledge for practiceingrthem both to the
information needs of children provides an opportunity to uacdata on which
changes to practice can be based. This latter aspgesotisularly important within

doctoral studies with an emphasis on clinical practice

The factors, which led to the formulation of the sesl aims above, have been
detailed. The chapter now moves on to consider key ptsteat underpin the study,
revisiting information provision, then moving on to the chaggosition of children

in society and as research participants and concludimganatief consideration of

family centred care.

1.6 Information revisited

In the section above, the provision of informationhimtrenal units in general, and
more specifically the unit in which | worked have beensidered. What is clear is
that policy makers consider information to be key, lmrtenof the documents
considered specifically address the information needs larehj unless it is the child
who has the renal problems. This was true of the umithich | worked. We openly
encouraged parents to bring members of their family wigmt few however brought
children — possibly because at the time of most appoittntkea children would be in
school. If children attended an outpatient appointniexyt tere offered the
opportunity to come into the consultation. Howeueejrtinclusion in the
conversation would be affected by many factors includingttiieide and skills of the
health professional undertaking the consultationyisées of the parents and how
vocal the child was willing to be. The education sessw@re run during the week;
at a time children would be attending school. The tinoifilpe sessions — 11am —
1pm was initially fixed to allow those attending to mahke best use of travel
concessions. This reflects the age of the majoripadticipants; however it was not
good timing for those in employment. As an experimeme, geries of education
sessions were run between 3pm — 5pm. The group had differgnt feel to it
because of the age of the attendees, however, it @dtgnade childcare issues
worse as the sessions extended beyond the end ot gay. The information
provided very much focuses on the adult perspective, withcavledgement of the

needs of adult family and carers. For parents witk @& have a complex situation
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— the patient is also a parent and, as well as requiriognation themselves, they
may wish to share the information with their childesmd their children may want to
understand what is happening to their parent. In exploringptibence that CRF has
on the family and the information needs of the childreave had to make an
assumption in relation to information giving. This istttiee parents are able to
assimilate information and then have the ability andnatibn to pass this
information onto their children in an appropriate formd @t an appropriate time. Itis
to how we, as a society, view children and their neethformation that we now

turn.

1.7 Children

There are moves within society to improve the informagjiimen to children,
essentially driven by legislation i.e. the Children A289). The NSF for Children —
Standard for Hospital Services (Department of Health 20@R)ea that children are
different to adults and therefore need distinct andredigervices. It also describes
how children, young people and parents should be partneasdrwith access to
appropriate and accurate information. This NSF urgestibed should be a
partnership with parents, children and young people to pladelivér services. The
NSF for Children (Department of Health 2003) is writtethvezihildren who need to
use hospital services for health issues in mind. Howeévermrinciples it enshrines
are applicable to this research as a model to encouragspadion and partnership to

ensure that appropriate information is available.

A variety of approaches may be taken regarding what awcchildren are told about
the impending changes because of parental illness. Adoigght from nurses by
parents has often been given on instinct ratherahagvidence base. For example,
two nurses, Black and Hyde (2002) when discussing what tchitdlken when a
parent has colorectal cancer, write about the lackedic resources aimed at
children and how they therefore used their extensiverexme as healthcare
professionals and parents to guide the information givingneSevidence exists to
guide information giving for children, however most of ttisnes from the adult
perspective. In an article reviewing paediatric-nursingtmesx when helping
children understand health and illness, Rushforth (1999) suppeneti that

information has been proven to reduce stress and aniatuits. However, within
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paediatric nursing these ideas appear not to have been iraterpomo practice
because of the way children’s development has been vieeel supports the idea
that children should be offered ‘full, clear and appropretplanations which they
are capable of understanding’ (p 684). However, Sagtaah (2000) feel that
children are still predominantly seen as passive recpiitealth-care rather than
active users of a service. It could be argued thatghisicase here, where the focus
is on the adult, whilst the children are very much sdanotiine for care. Recent
publications indicate that there appears to be more odsbamng undertaken that
includes the child’s perspective. Smith and Callery (2008)vrgwed nine children
aged 7 —11 years regarding their information needs prior tessidm for planned
surgery. They concluded that these children had recetedniformation directly
from the hospital or the healthcare professionalse children were however, quite
capable of identifying the types of information they reqlimed could therefore
contribute to the development of information. Sintylahildren expressed a desire to
be consulted and given information which helped them torstatel their iliness
(Coyne 2006). All of the research discussed aboveeeelatthe sick child requiring
information and explanation. However, it appearstt@needs of the well children
in families where an adult has CRF have, to date) lzagely ignored. Therefore
assumptions have to be made. | have presumed thatthehild with a parent with
CRF would be no different, and would want to be provided wiiormation that they
could understand. Children’s views are a potentially rizlvee of data (Coyne 1998)
and this source could be utilised to provide informatiorckoldren in a form relevant
to them. This is congruent with the Research Govem&remework (Department of
Health 20011) and the NSF for Children (Department of Health 2003) disated
above. This leads onto the role of the family, anid&d how the family is defined.
This then moves us towards the concept of family cdrdage which is more usually

found within the paediatric nursing domain.

1.8 Families
The term family is an everyday term, and as such doeikthought of as a simple

concept to understand and define. However, within thepdiiseiof sociology, as

® This document has been superseded by'thed#tion of the Research Governance Framework
(Department of Health 2005c). However, the first editias been used during the write-up as it was
current when the data collection took place.
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Thompson and Priestly (1996) describe, it is a concepbttatpies much time and is
a topic of lengthy debate. This is not the occasiomioagk upon a lengthy discourse
on the family and its variety of forms and functionsowséver, it is important to be
clear and set down an understanding of the family ak inghis research. As
indicated defining the term family is not a simple taslo@nell 2002). The term
family may mean different things to different peopleddes however appear that in
most cultures the family is seen as an important kgaiping, however the function
which it serves may vary (O’'Donnell 2002). This may goesavay to explain why
the family, as used by researchers, appears frequenthiltaéined within the
research context. Within the renal setting many stuapeear to focus on the effects
of CRF on the family — see for example Flaherty an8r@h (1992) and Brunier and
McKeever (1993). However, closer examination reveasttie family is often not
well defined and frequently children are specifically excluidech studies unless
they are adult children. Brunier and McKeever (1993) hightigistin the following

statement:

‘research has been based on the mistaken assumbiabise
“family” can be clearly defined and that there isansfard of
“normal family functioning” against which “problem” famiBecan
be measured and subsequently “treated.”

Brunier and McKeever (1993 p 657)

Many definitions of families do exist. There is, fameple, the definition provided

within the 2001 census:

A family comprises a group of people consisting of a redror
cohabiting couple with or without child(ren),or a lone paneith
child(ren).It also includes a married or cohabiting coupté tieir
grandchild(ren) or a lone grandparent with his or her
grandchild(ren)where there are no children in the intenge
generation in the household. Cohabiting couples include sare
couples. Children in couple families need not belong th bot
members of the couple.’

(Office for National Statistics 2001)

There are also the concepts of the ‘nuclear famiyg e ‘extended family’, which
are frequently seen in the literature. A nuclear famidescribed as a man and

woman in a steady relationship with each other, weo laave children, whilst an
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extended family refers to a number of nuclear famikiés are related to one another
(O’Donnell 2002). Within the current research the fansilg key concept, however,
the research focuses on the individuals within thelfantie adults and their

children, and their views on the effect CRF has onlfalifé. The research is not
principally about the relationships within the family dachily bonds, even though
these are important for family life. The definitiohfamily used within this research
is therefore deliberately loose and derives from the wbfmithet al. (1998),

reflecting their belief that there is a wide variatinrfamily types.

‘The family — a household consisting of one or more adarid
one or more children, the adults being parenis twco parentis.
(after Smithet al. 1998)

1.9 Family Centred Care

Family centred care is a concept that has evolvedamamber of years, particularly
within the paediatric setting. In a recent publicat®hieldset al. (2006) consider the
concept of family centred care by critically reviewingduilitative research studies
which were identified during a Cochrane review. The studere considered
unsuitable for statistical analysis because of tpe#litative approach, however the
authors felt their content would further illuminate tmcept of family centred care.
Shieldset al.(2006) suggest that family centred care is a cornerstopeediatric
practice, however its efficacy is unknown. They digghlight that no single
definition of family centred care exists, rather sa dif elements or characteristics
tend to be given. These have been suggested by othectutte the notions of
involvement, participation and partnership, with informaigiving an important part

of the process (Smitét al. 2006). Shieldst al.(2006) define family centred care as:

‘Family centred care is a way of caring for childred #meir families
within health services which ensures that care is plaarathd the
whole family, not just the individual child/person, andnahich all the
family members are recognized as care recipients.’
Shieldset al. (2006 p 1318)
Normally, family centred care is applied to profesalanursing care within the
paediatric setting, where the child is sick. Howevwethis study, family centred care

is being approached from a different angle where l@sault who is sick, but the
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family, as a whole, still require care. The defontoffered by Shieldst al. (2006)

would therefore seem appropriate to either situation.

1.10 Clarifying the need for this research

Families where there is parental chronic iliness andi@nldo not appear to have
been a focus of research interest. Mukhesjes (2002a) corroborate this and state
that, at the time of their research, studies whichidensd the experience of being a
parent and having a chronic iliness were sparse and usualtyaigpy in nature.
They undertook a study looking at the experience of pavatitanflammatory bowel
disease (IBD), a topic which had received no consideratior to their study.
Mukherjeeet al (2002a) consider that there are numerous reasons whygaisf
research should be undertaken. These include: helpingtpaise to the challenges
of parenting whilst coping with a chronic illness, reassceaf the findings were
positive, and evidence on which guidance and advice foriéenahd health care
professionals can be based. A second paper from the Mugherjeeet al. (2002b)
looked at the experience of the children in the famwibsre a parent had IBD. Here
again, the rarity of published research which considerexberience of children in
families where there is parental chronic illnessnessted. These papers add weight
to the need to undertake this study in a group whose expesiandeneeds appear to
have been largely disregarded to date. Additionally,l@ttar to the editor of the
Journal of the Royal Society of Medicine, Frank (2002s@aTs the impact of
chronic iliness on the family. He acknowledges the butbanpartners carry and
would support research into this area, but adds that the ticquesses generations. He
highlights the under-researched areas of child carershangréfound effects on
children of parental disability and states that theseldvprovide challenging areas of
study. This study therefore seeks to cross some of tiea®ns and consider the
impact of a chronic iliness, CRF, on the family frdme perspective of both the
parents and the children. It also aims to look speadifiat the information needs of

these children.
1.11 Summary and structure of the remainder of the thesis
This chapter has considered the background for the ressaiidiow the research

guestion came into being. It has looked at various kegsafrom policy to practice
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within chronic illness in general and for CRF in particultt considered various
assumptions that have been made within the researdiaarskt out key issues which
are approached from a different angle within this ptoj@te next chapter, presented
in the form of a literature review, specifically consglbow parental renal failure
may affect the children within a family. This provides tiackground for the
research, has helped clarify ideas, and has also infdehe thought processes and
design of the research. After that, the ethical ssuerounding this project are
discussed within Chapter three. This is a potentialljlexinging area, where children
are to be involved in research, and the chapter therdferesses the development of
ethical frameworks in general, but also looks specificatlithe issues surrounding
involvement of children in research. Chapter four dessrbe methodology, the
philosophical underpinning of the phenomenological approachamktow this
affected the methods used to gather the data. This le@dShapter five where the
choice of data analysis tool is described and justifiedth@ data gathered are
presented. The concluding chapter covers the discudismtations of the study,
application to practice and the final conclusions.ulreference list is offered and

appendices lend support to the thesis.
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Chapter 2

The potential effects on children of having a parent with laronic renal failure: a

review of the literature

2.1 Introduction

The previous chapter has considered the aims of the stddya clinical context in
which it is set. A literature review was undertakenltorninate the area further.
Some proponents of research using phenomenological appsosgdgest that no
literature review should be undertaken until after datie@ation. The methodologies
behind this research project will be explored in moreildatthe next chapter;
however, the position of the literature review here regiclarification. Whitehead
(2004), using what she described as a Heideggerian phenomeabégproach
tempered by Gadamer’s philosophical hermeneutics, suggetstisahalidity of the
research idea can be enhanced by an early literatuesvrévt can be shown that
little is known about the topic or if the researcbuanrd the topic has been undertaken
within another discipline. This is because use of Gadampproach enables the
researcher to acknowledge their place within the researthhe knowledge they
bring to the situation. Undertaking a literature review thigrefore not compromise
the data analysis. On the other hand studies whiclaml¢ostake a Husserlian
approach, and so involve bracketing, may be compromisetitérature review is
performed initially as this may influence the researshaew of the topic and
potentially hinder the final description. As the formeripms has been taken within
this project the literature review was undertaken to suppdrgave focus to the

initial part of the research. The question posed f®réview was

‘what are the effects on children of having a parent afitonic renal failure?’

The literature search was undertaken using the follodatgbases CINAHL (1982 —
January week 5 2003), MEDLINE (1966 to January week 2 2003), Britissirig
Index (BNI, 1994 — January 2003), AMED (Allied and Complemsniiéedicine,
1985 to January 2003), EMBASE (1980 to 2003 week 8) and PsycINFO (1872 —
February Week 1). In addition the issues availablbaridcal education provider

library of the American Nephrology Nurses AssociatiofANNA) Journal, called the
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Nephrology Nursing Journal since 2000, were hand searched 884nonwards
when the subscription to the Journal commenced. r&&fe lists of the identified

articles were scanned to provide access to further material

The search parameters are given in Table 2.1. Ahiteevere scanned on the screen
and material deemed relevant was saved. It was at#ge that much of the
information was rejected as the majority of matcloeschild related topics, and
indeed parental feelings related to CRF were related tohiltehaving the CRF and
dialysis, not the parent.

Table 2.1

Search Parameters

Search Terms

Children, child, family, parents, children of impaired pasenarers, family care,
caregiver support, family centred care, professionallfamiations, family nursing,
caregivers, chronic renal failure, kidney failure, fmareal dialysis, renal dialysis,
hemodialysis (sic), haemodialysis and dialysis.

Inclusion criteria
The only time limits imposed upon the searches weretbbthe database dates —
this was because initial searches had revealed little pabllisvaterial in the area. The
search was, for pragmatic reasons, limited to artiol&nglish. Articles were only
considered if the primary focus appeared to be of theteftan the children, rather
than the family.

Exclusion criteria
Children with CRF, parental experience of having a chilth @iRF.

2.2 Children and parental chronic renal failure

Seven articles were identified from the documentethlitee search that related to the
search question. Six of the articles are North Acagrin origin, the remaining one
South African. These papers are summarised in TablenZzlZgages that follow.
They are listed in chronological order to highlight tzed nature of the material.
Further information on the studies is given in AppendiXHe literature was

reviewed in a critical and systematic fashion. Critieaiew of the literature plays an
important role in establishing the need to undertake resaacthan help to ensure
that the end result is in a form that can be incorpdratto practice. The analysis is
based on the format given in Appendix 2. This templateritical evaluation (after

Hek 1996) is essentially for research material and wagfibre used mainly as an
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aide mémoire to ensure that all material was approachedgthodical and
consistent way. Due to the dated nature of the mhfeuad it was not amenable to a
more prescriptive form of critical analysis. This vpasticularly noticeable with
respect to ethical issues. Far reaching changes tthibaleequirements inherent in
undertaking a research project, as well as new expewaif documentation relating
to these procedures means that this section of thestattitdes is frequently below
current standards. The typology of evidence used to gldbsiimaterial can be
found in Appendix 3. A synthesis of the seven artiatéditionally includes a small
amount of extra, mainly descriptive, literature relatimghte caring role that children
undertake when a parent has CRF. This extra literalsodudfilled the search
criteria. This synthesis is presented under the follgwieadings which essentially

emerged from the review

» potential effects on children’s development, health andtvehg
» specific needs of children

* how children may cope

2.2.1 Potential effects on children’s development, health, andlveeing

There are many factors which may impinge on the devedoprhealth and well-

being of children. The potential effects discussed withig section have come

directly from the literature reviewed. In a project lexpmg family adjustments to long
term HDx, Hooveet al. (1975) made some additional interesting observations which
they felt were worth recording. This paper highlighted mowech of the preceding
research had considered how ‘the family’ adjusts to Hidkx that there was very little
(and none quoted) that examined the adjustment of childrerhete a parent on

HDx. It is important to note, as detailed earlierf tha focus of dialysis treatment

has changed over the years — at this time the only optionkl have been home or

centre based haemodialysis, and for a younger anddafarlation.
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Table 2.2
Summary of key articles

Type of
Study Supporting | Objectives Characteristics of Article or Study Conclusions Does it help answer the
Evidence questlon‘?
Hoover D Considers the Written as reflections of observations and Need for data about how children| Raises important points.
et al 1975 (Summary | adjustment of anecdotal notes from interviews with patients| develop in families where a parentOther life changes may happe
review children with a | and spouses. has a chronic illness. to the family along with dialysig
articles and | parent on HDx. | Three in-depth interviews over a 10-month Nurses’ contact with patient and | — these may also affect the
discussions of period — data essentially collected for another| family provides opportunity for children e.g. moving, changing
relevant project. both assessment of the children | school.
literature)* Data collection did not focus on the children. | and anticipation of stressful times. Is the effect on the children
Random sample — 72 families, 36 of which hgdChildren who are at risk need to belifferent if it is the mother or
children — average 2.1 per family. identified and interventions father that require dialysis?
instituted to promote optimum Where do children get their
growth and development. support?
Tsaltas C1 Motivation Approached 10 families (21 children) — Six Drawings — showed emotional Children showed moderate to
1976 (Descriptive | seemed to be thatfamilies (15 children aged 6 — 18 years) agreecdonstriction, anxiety, depression | severe depression.
and other | attention to the | to participate. and bodily concern. Children with a parent on

research or
evaluation)*

influence of
home HDx on
children may
shed light on the
area of
depression in
childhood.
Insight into the
psychological
problems of the
parent
undergoing
dialysis.

Group psychological testing (Minnesota

Multiphasic Personality Inventory — MMPI) andand hypochondriacal MMPI

family interviews designed to show

» school achievement

* socialisation

* body functions and body preoccupati
Children undertook drawing e.g. human-figurg
and draw your family — rationale — familiar to
author. The drawings were also scored by
another, named ‘expert’ and compared with
‘control’ drawings from friends’ children.
States highly motivated, self selected group.
Parents aware that treatment would not be

offered to children, but referrals would be made

if appropriate.

yrParental concerns that the dialysi

All children showed depressive

patterns.
School achievement was felt to b
affected in 10 of the 15 children.

D

)

may interfere with the children’s
recreation and socialisation.
Children showed minimal sleep
disturbances.

Parents very sensitive to
psychomotor disorders — e.qg.
hyperactivity.

dialysis face real stresses and
often cannot find the words to
express themselves.
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Type of

D

Study Supporting | Objectives Characteristics of Article or Study Conclusions Does it help answer the
Evidence questlon‘?
Evans 1978 D To debate the Unable to comment on the characteristics of th®ialysis is a family problem — not| Highlights parental wish to
(Summary | correctness of | study as none are given. just a patient one. appear ‘normal’ in front of
review the Tsaltas Number of participants is given only as children.
articles and | (1976) paper ‘several’. Children of dialysis patients
discussions of To reflect on It is unclear if the children were directly actively involved in
relevant interviews the involved in the study. administering HDx at home.
literature)* | author has No interview questions or topics for discussion Suggests that the problems
conducted with | were given encountered by the children ar
‘several’ dialysis moderated directly by the
patients, families amount of social support
and dialysis unit available to them.
staff members.
Goldman et C1 Focus on the 8 families had son or daughter (aged 12 —21 | All the adolescents still relate to | Appears to enhance self-estee
al. (Descriptive | reactions of years) living at home. 6 agreed to participate.| their father respectfully. Generallyof children as they gain
1980 — 81 and other | adolescent 16 adolescents of whom 15 agreed to particigatieey were proud of how the illness confidence in helping their

research or
evaluation)*

family member
with particular
reference to
developmental
life crisis and the
stresses of
having a parent
on home HDx.

Interviews held with, patient, spouse, family a
whole and adolescents.
Initial information obtained at clinic visits.
Families were visited at home between 1 — 3
times. Visit 1 was the family as a whole
interview — described as non-directed and fre
flowing.
Topics explored:
» how home HDx had changed life
* problems
 how illness and treatment were
discussed with children
¢ impressions of effects on children’s
behaviour.

s\was faced.

Information about the illness was
generally received from the
mother.

About 50% were specifically
einvolved in father’s dialysis
treatment.

Realistic about life expectancy of
father.

parent survive.

Children have specific
information and emotional
needs in relation to dialysis
which need to be addressed.

Adolescents interviewed privately.
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Type of

o

Study Supporting | Objectives Characteristics of Article or Study Conclusions Does it help answer the
Evidence questlon‘?
Friedlander C1 Impact of Termed a pilot study — looked at children’s No quotes were given from the | Parents were not aware of whg
and (Descriptive | chronic HDx of a| fantasy lives hoping it would give insight into | parental perspective however their children thought.
Viederman and other | parent on the the child’s perception of parental illness and | parents were said to express guilt Children showed aggressive
1982 research or | children living at | treatment. over becoming ill, their limited tendencies, pseudomaturity an
evaluation)* | home and on Involved families of both centre and home HDxemployment and educational identified with the sick parent.
their relationship| patients who had been on HDx for at least 6 | opportunities and their dependence
with the sick months and had at least 1 child aged between @nr-treatment which involved othef
parent. 14 years. family members.
12 families participated — 7 home and 5 centre No significant differences were
HDx, and 14 children. perceived between the centre and
Semi-structured interview with parent — focus-home HDx children. The analysis
how child was affected by the chronic iliness.| had to be taken on trust as there
Children asked to draw a picture and tell the | was no reproduction of any of the
story of the picture. A standard set of questiondrawings although some
were then asked of each child. descriptions were given.
6 children of physically well parents were asked
to draw a picture and tell its story.
Schlebusch B3 To ascertain the | 4 patients had adolescent children and were | Little personality change identified Dialysis is not just a patient —
et al.1983 (Individual | psychological included in the study. 8 children (aged 13 — 18between experimental and contrgl hospital problem but affects
well-designed| effect of parental| years) matched against controls for age, sex amgloup, but marked changes in children too.
non- in-centre HDx socio-economic status. adjustment. Children of HDx patient appeat
experimental | their on Two standard psychometric instruments were| Tended to score more highly on thenore self-sufficient and
studies)* adolescent used areas related to self-sufficiency. | sometimes have difficulty with
children. » high school personality questionnaire social relations.

» personal, social, home and formal
relations questionnaire
A clinical interview was also undertaken.

Wilcoxon matched-pairs signed ranks test use

to analyse the psychometric tests.

2d
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Type of

Study Supporting | Objectives Characteristics of Article or Study Conclusions Does it help answer the
Evidence questlon‘?
Molzahn C1 To describe one | Exploratory, descriptive design. Overall, that the quality of life of | Children appeared to need mo
and (Descriptive | aspect of the 25 children and adolescents (8 — 16 years) | this group of children appeared to ‘goods of the mind’ —
Kikuchi and other | reported quality | chosen as a convenience sample were be good, but further research is | information about how various
1998 research or | of life of a interviewed privately, in their homes once a | required! family members were feeling
evaluation)* | selected group of week for 2 —3 weeks — a total of 65 taped Need for carefree family holidays| and decreased fear in relation
children and interviews. parents’ condition and

adolescents
whose parents
were being
treated by
dialysis therapy
for renal failure.

Content analysis was performed on the data -
categorisation was based on the Aristotelian-
Thomistic conception of the good life.

treatment.

Literature review identified that
the children’s and adolescent’s
experience tended to be
described either by the parents
or with the family as the focus.

*for full typology please see Appendix 3.
The typology is adapted from the National Service Exaank for Older People (Department of Health 2001c p 11).
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Seventy-two families participated in the Hooeerl. (1975)study. Thirty-six of
these families had a total of 75 children and it was camsn@ade by mothers
(fathers are not mentioned) and interviewer observatainmade the researchers
guestion how children adjusted. No indication is givennadigg the questions asked
in the in-depth interviews. The article stresset¢hddren were not the focus of the
data collection, indeed it is not clear how many of3Gdamilies with children are
represented within these comments. There is no coasimieof ethical aspects of the
research documented within the article — this is partiguweorrying as it would
appear that the data were collected for one purpose ame dthem were used for a
secondary purpose. This article makes the point that wheking with families it is
important to be aware that other life changes may hagpine family along with
dialysis and these may also affect the children,anmgle moving school or house.
However, Hooveet al. (1975)felt that home HDx caused great changes for the whole
family, particularly in the first year of the dialgsireatment. They cite psychological,
sociological and physiological resources as wellrae,tmoney, space (p 1374).
Families draw on these resources during home HDx tre&tnthildren often
experienced stress as family life altered and paresgalirces were directed in new
ways. The points were also made that parents may eduoglp in understanding how
the parent-child relationship may be changed by dialysiss-htiwever needs to be
understood before help can be offered. The authors alstianexl where children

obtained support.

In a smaller study involving 15 children aged 6-18 years whergarent was
undergoing home haemodialysis, Tsaltas (1976) found thaeathildren were
moderately to severely depressed and two thirds had egsgred by teachers for
behavioural problems in school. These are problems whiclhave a direct influence
on the health, development and well-being of a childedent literature review by
Waslicket al. (2003) concentrating on chronic forms of depression inipaed
populations estimate the prevalence of chronic depressitwe child and adolescent
population as between 0.1% — 8%. They therefore suggesticdepression is a

relatively common disorder.

A vast amount of literature (1741 articles) pertaining &dydis related psychological

problems was considered by Tsaltas (1976). None of theriadas reviewed within
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the final article. She drew the conclusion that nofrtdae papers referred to the effect
of dialysis of a parent on a child — a point contraatidty Evans (1978). The impetus
behind her study appears to be a wish to discover more dholitood depression
and it may be that this motivation has coloured therjpmetation of the results.

Details pertaining to ethical approval and participant cdra@nnot documented,
although there appears to have been a consent processatg 10 families were
asked to participate. Tsaltas (1976) states that sitiégsnsonsented to bring their
children for the psychological tests (using the Minnadétltiphasic Personality
Inventory) and family interviews that formed the datdemtion. The author
acknowledges that the participating group is highly motivatetlessentially self-
selected. There is no indication of the compositioth® families, except the total
number of children involved. It is unclear if they anepresentative sample. The
fact that these children, in this author’s opinion, shomederate to severe
depression is a potential effect of having a parent on HDis.however made

explicit that the exact cause of the depression is umknthe possibilities that the
child is identifying with a depressed parent or reacting &mgés in home
circumstances brought about by home HDx are both mentiolmeaddition the
stresses faced by these children are highlighted and howechitalty struggle to find

words to express themselves.

In a small study, termed a pilot, Friedlander and Vieder (1982 p 100) looked at
what they termed ‘the fantasy life’ of children hoptoggain insight into how the
child perceived the parental iliness. Only four referesoggport this article which is
sparse even given the lack of literature in the afidee children of both centre and
home HDx parents were included in the 12 family samplee assumption has to be
made that some consent process took place, as 50%adigibée centre HDx
families declined to participate, but this along with ogtéical issues is not
documented. The authors do not consider whether thisedelftion process affected
the study results. The approach taken was that of esserotured interview with the
parent. This focussed on how they perceive that thenchitmess has affected the
child. From these interviews the researchers concludg¢génents were not aware of
what their children thought. The parents were oftemicithe children would also
develop renal problems, this was a source of guilt fop#rents and in some

instances altered the way in which medical attention seaight. Despite this
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potential and understandable ‘over-protectiveness’ the {saname aware of the
importance of family relationships and displayed a sehpede at the coping

mechanisms of their children.

The use of drawing as a research or therapeutic toocilliren has been a subject
of interest for a number of years. In a brief gattn their book Greig and Taylor
(1999) say that children’s drawings are believed to revealtites inner mind.

They do however sound a caution indicating that drananggarticularly susceptible
to false interpretation and suggest that drawing shoulddzbasspart of a strategy
where the interpretations can be linked with a vaoétyther sources of information.
More recently Driessnack (2005) undertook a meta-analysksnig at how children’s
drawings can help their voices to be heard, she conclhdethere were ‘strong and
definitive results supporting the use of drawings to fatditcommunication’ (p 421).
In her summary, Driessnack (2005), notes that ‘offeringlicdmn the opportunity to
draw appears to be a potentially exciting way of engagidgraolving children as
active participants’ (p 422) — in other words, encouraging idigabut also listening

to and using the explanation the child gives to accompaaiygitture to enable fuller
understanding. The 14 children (aged 7-14 years) who participafeedlander and
Viederman (1982) study were asked to draw a picture andeedtoiny relating to it.
This technique worked well, and elicited good data from thecasitperspective.

The same drawing technique was administered to six chitdre@althy parents — it is
not clear why this control group comprised six childrenaw kthey were selected or
approached. A standard set of questions was also askadngparticipating child —
however the authors felt that this method did not ‘prond@m®gue’ (Friedlander and
Viederman 1982 p 101) in the same way that the drawing techaidu€his is
perhaps echoes of Tsaltas (1976) and children finding it uliftic express
themselves using words. The results concentrate mamtliye children’s drawing,
the interpretation of which is performed by the authaifsere are no reproductions of
the drawings, although some descriptions are given.intéeretation of the
children’s drawings showed, amongst other things, aggressidencies. Several
other authors have noted behavioural changes which rfexy Hfe long-term
development, health and well-being of the children. Muwizand Kikuchi (1998)
indicated that six out of 25 participants were not periognadequately at school.

Hooveret al. (1975) also noted lowered school performance but also dotenh
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incidents of stealing and increased aggression at home #ngeers. Schlebuseh
al. (1983) described some of the adolescents they interviasvbeving difficulty
socialising, and Tsaltas (1976) documented parental corttatrisome HDx may

interfere with children’s recreation and socialising vyders.

In an article paying tribute to carers of renal patiedtgr (2002b) puts in a
paragraph about child carers — in the context of diatleiendent patients, but offers
no evidence from the literature to support her words. i§tsarprising as she writes
about children often appearing to take everything in thedrestbut highlights
potential problems at school with behaviour or under achmewe These latter two
problems were highlighted by the work of Tsaltas (1976). A2@02b) also
mentions how children may receive less time or atiarthhan they need because the
parent becomes absorbed in their illness and treatam@atint made by Friedlander
and Viederman (1982) and reinforced by Schlebeset. (1983). Evans (1978)
describes the importance of social support in allowing amldo adjust to parental
illness and dialysis treatment. Children have spesdeds which if met help them
to grow and develop; the following section looks at theseific needs as identified

by the reviewed research.

2.2.2 Specific needs of children

It is now acknowledged that the needs of children diffen those of adults (Greig
and Taylor 1999). In an article written from professiangerience Dingwall (2001)
considers the social needs of patients with renkair&aiHe writes briefly about
working with families where there is CRF and gives adweigainst trying to protect
children from the realities of illness and treatmerawdver despite the relative
abundance of literature considering psychosocial aspe@RBfand the impact on
the family no evidence in support of this statement isreff. This article begins to
give insight into the specific needs of these childbem,does not identify or give

advice about meeting these needs.

The needs of adolescents are explored by Goldhah (1980 — 81). The
investigation focussed on the adolescents’ reactiongattv@ on home HDx. It
should be noted that there is a discrepancy betweditléhef the published paper

and the original definition given below for inclusiasithin the study. This arises
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because the researchers wished to include any familyayadrent on HDx, however,
in the event in all the families recruited to the gtildvas the father on home HDXx.

The term adolescent is defined within the context ofahaly:

Families were asked to participate in the study if thalyamcluded at

least one son or daughter between the ages of twelvsvant/-one

years who was living at home (or who had lived at home nvithe

years prior to the study) while a parent was on homesisaly

(Goldmanet al. 1980 — 81 p 236)

This article is unusual in containing a definition, sineest of the articles lack key
definitions, for example, of the term family, leadimgambiguities. Eight families
met the Goldmaet al. (1980 — 81) criteria for inclusion within the study howeve
only six of these families agreed to participate. Theaathiew the family as central
to the work. The presented literature review was mintmaidid highlight the dearth
of information relating to the effects on children ofgraal dialysis. The two studies
cited were Tsaltas (1976) and Evans (1978), both of which asedesed within this
review. Nearly 50% of the text is used to present aecavheach participating
family, and also in providing tables allowing comparisonghefparticipating families
and the two that did not. Within the six families therere 16 adolescents, who then,
it appears, underwent a separate consent process, dbarflgse to complete the
study. Interviews were undertaken, with the family ashale, the patient, the spouse
and the adolescents. The adolescents were interviewatlpy for between one to
two hours. Some of the topics explored within the ineavgiare given. Goldmaat
al. (1980 — 81) identified that this group of adolescents had gpeaibtional and
information needs in relation to their father’s g&s$. An additional observation
worthy of note was that information about the iliness \wenerally given by the

mother — within this study the spouse — not the patient.

It is suggested by Evans (1978) that many of the needs andrsodateountered by
children are moderated directly by the amount of sacipport available to them.
The motivation behind this article appears to be a desitentradict the Tsaltas
(1976) publication. Evans (1978) feels that there is liteeghat relates to children
and parental dialysis that should have been considerédditas (1976). In addition
he presents ‘reflections on interviews | have had vatlesal dialysis patients,

families, and dialysis unit staff members’ (Evans (1978) p.348is paper is

39



essentially an opinion paper looking, at a superficiallJ@ate¢he adaptation of
children to parental HDx. The number of participantsnisnown and it is unclear if

children were directly involved.

A study described as exploratory and descriptive in desigouw to report the quality
of life of both children and adolescents who had a panewtialysis (Molzahn and
Kikuchi 1998). In this study both HDx and Continuous Ambulateeyitoneal
Dialysis (CAPDY are considered. The children were chosen as the ééths study
as, from their literature review, the authors concluthed although effects on the
children were considered, these were usually from thenpearperspective. This
research was therefore seen to begin to redresmlduece, and investigate the
perspective of the child or adolescent. A convenienoplksaof 25 children between
the ages of 8 and 16 years took part. Interviews weret@rivetheir own homes and
researchers returned up to three times. The theortcadwork for the study was
the Aristotelian-Thomistic concept of the good life. Iké&dn and Kikuchi (1998 p
411) describe this concept as ‘a compendious set of promssitimout the real goods
that must be attained and enjoyed in the right ordepesybrtion for a person to
have a good life.” This then leads to their definitadrguality of life for the study
which is ‘the good life or happiness, in the ethicalh@athan the psychological)
sense.” The Aristotelian-Thomistic concept of the glifecddefines seven types of
goods that must be attained for a good life, they aeg@ods and as such meet

human needs. These are given as

* goods of the body

* goods of the mind

» goods of character

* goods of personal association
» social goods

* economic goods

» political goods

Molzahn and Kikuchi (1998 p 412)

The above ‘goods’ are defined within the article and arewssd within the data

analysis to provide the themes and categories. Ty sbncluded that these

° Continuous Ambulatory Peritoneal Dialysis (CAPD) — peof peritoneal dialysis carried out
manually during the day, by the patient or their careid\2002 p 224)
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children appeared to have what was necessary for a deokidivever more
information (goods of the mind), particularly in relattmnhow other family members
were feeling and specifically regarding parental condiod treatment, would
enhance their life. This is similar to the findings ofl@woanet al. (1980 — 81) and
highlights the need for relevant information which isessible to the child. Giving
children information may help them to cope with parenRF@nd a variety of
coping mechanisms have been identified from this literathese are considered

within the next section.

2.2.3 How children may cope

One study was identified which is not a product of Néutierican research, that of
Schlebusclet al.(1983) working in South Africa. The study group chosen were
adolescents with an age range of 13 — 18 years. Potertigigfore these
individuals were a very different adolescent group toehoterviewed by Goldman
et al. (1980 — 81). The study also had other features which setritfeppa the studies
considered so far. Schlebussthal.(1983) chose centre HDx, not home HDx as the
treatment. This was because during the course oflitleeature review Schlebusdt
al. (1983) felt that the area of home HDx had received ratiemtion. The study was
also the only one that used an experimental approamin. dtalysis families from the
centre met the criteria of having adolescent childrees&Hamilies contributed eight
children, four boys and four girls to the ‘experimentabuyp. These adolescents were
matched for age, sex and socio-economic class witlnadamilies who were said to
have good physical and mental heath. The small samzpléssacknowledged. The
authors used two standard psychometric tests and a cimiealiew. No details

were forthcoming regarding the content of the cliniotdrviews. Statistical analysis
was performed using the Wilcoxon matched-pairs signed-rasksdespite the small
sample size. This test is frequently used in behavisarahces research, as it
requires paired data and the ability to rank the differebetween pairs. It can be
used with small sample sizes (Siegel and Castellan 1988)eldbisclet al. (1983)
stressed that dialysis is not just a patient-hospytadldbut that the children are
affected. They identified that the adolescents of loakedysis patients can appear
more self-sufficient than their counterparts withltigeparents. This can be seen as

a coping mechanism.
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Two of the studies considered in previous sections, EV&Y8] and Goldmaaet al.
(1980 - 81) specifically mention children taking on a carilg aod helping with
parental dialysis. The latter study identified that 56f%he adolescents were
specifically involved in helping with their father’s dyals treatment. This appears to
have had a positive effect in promoting confidence and enfiatioeé adolescent’s
self-esteem. As Evans (1978) was considering the selagftaialysis setting —
home or centre — and Goldmanal. (1980 — 81) looked specifically at home HDx
patients with adolescent children, the finding and commegmtn the involvement of

children is probably not surprising.

Pseudomaturity and identification with the sick parentwdscribed by Friedlander
and Viederman (1982) when interpreting the children’s drawiig&se are potential
mechanisms children can employ to help cope with chimarental iliness. In
addition Evans (1978) described how parents wish to appeanafion front of their
children. This may sometimes influence where haemaisalgkes place. It has
been noted by the researcher that parents frequenkly tha assumption that
children will cope better if dialysis is based withih@spital, as the child does not
then have to face the disruption at home. This efifoielp children cope with
parental illness may in some instances be misguided aa9 §8976) indicates.
Children and families cope differently with situationsl &or some children the
separation that occurs with attendance for hospitsddaaemodialysis is harder to

cope with then the disruption to the routine when diglgscurs at home.

2.3 Discussion and conclusions from the literature review

This chapter has drawn on the available literature teidenthe potential effects on
children who have a parent with CRF. It has highlighbedlack of information
surrounding this area. The material is dated, and iniaddibne emanates from the
UK. In the light of Whitehead’s (2004) comments, thisjgebtherefore has the
potential to contribute to nursing knowledge. The reviagrdnswered the question
posed at the beginning of this chapter. There do appeardodumented effects that
could be attributed to having a parent with chronic renlairéa Most of the
identified effects on children appear negative, specificipression (Tsaltas 1976),
behavioural problems and under achievement (Friedlander iaddrvhan 1982, Auer
2002b) and pseudomaturity (Friedlander and Viederman 1982, Schiediusc
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1983). However, there did appear to be some positive effetably enhanced self-
esteem (Friedlander and Viederman 1982, Schleletsah1983) and the possession
of a ‘good life’ (Molzahn and Kikuchi 1998).

In addition to answering the question posed, the revienbban used to inform and
shape the research project. The implications forgkearch project are documented
in Table 2.3. Hooveet al.(1975)asked where children obtained their support, and
this can be linked with Evans’ (1978) proposal that the pneblencountered by
children are moderated directly by the amount of sacipport available to them.
The needs of the children may not always be visibleicp#arly when attention is
focussed on an adult member of the family. It is howak®ortantto be aware of
the needs of the whole family and offer support as apjateprGoldmaret al. (1980

— 81) identified that children had specific information neadelation to dialysis, and
more recently Molzahn and Kikuchi (1998) felt that the chiidaad adolescents they
studied had unmet information needs. The effects on chiltheeoften considered by
a ‘third party’ as was evident in the work of Hooetral. (1975). Given the finding
by Freidlander and Viederman (1982) that nearly all tHeacents in their study
reported ‘a lack of awareness of their children’s thoughddeelings about chronic
illness in the home’ (p 101), it would appear that askingptrents about children’s
information needs is not necessarily the approactke telowever, eliciting
information from children can be a challenge in its@léchniques relying solely on
the use of words may not allow the children to expressisklves freely (Tsaltas
1976, Friedlander and Viederman 1982). The implications fwtipe of these
findings are profound. Not only do we frequently ask thengmquestions of the
wrong people, but in addition, the materials may not lbéahle to provide the
information in the variety of forms suggested by the N@Fchildren (Department of
Health 2003).
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Table 2.3

Summary of the effects on children of having a parent witlchronic renal failure
and the potential influences on the research project

Effects on children of having
a parent with chronic renal
failure

Literature identifying
effect

Influence on research
project

Children could be at risk and

therefore need to be identifieq

to promote optimum growth
and development.

Hooveret al. (1975)

Children showed moderate to

severe depression.

Tsaltas (1976)

Behavioural problems and
under achievement.

Hooveret al. (1975),
Tsaltas (1976),
Friedlander and
Viederman (1982),
Molzahn and Kikuchi
(1998), Auer (2002b)

Conversance with child
protection procedures and
the ability to make referrals
if required.

Awareness that some
children may show
psychosocial problems that
will require referral — this
provision must be built into
the research design.

Children face real stresses ar
often cannot find the words tg

express themselves.

dr'saltas (1976),
Friedlander and
Viederman (1982)

Consideration of the
methodology used — ‘wordy
techniques may not work
well as some children may
find it difficult to respond in
this way

Children actively involved in

helping with parental treatmel

at home.

Evans (1978), Goldman
ntet al. (1980 — 81),
Schlebusclet al. (1983)

Children experience enhance

self-esteem by helping their
parent.

dFriedlander and
Viederman (1982),
Schlebusclet al. (1983)

That for some children therg
can be positive benefits of
having a parent on dialysis 1
they may consider it
‘normal’ for them.

Problems encountered by the
children are directly moderate

by the amount of social
support available.

Evans (1978)
d

Appropriate referrals may
required to support a
child/children

Children have specific
emotional and informational
needs that need to be met.

Goldmanet al. (1980 —
81), Molzahn and
Kikuchi (1998),
Dingwall (2001).

Appears to be a lack of
material designed for

children taken from a child’s
perspective.

Pseudomaturity

Friedlander and
Viederman (1982),
Schlebusclet al. (1983)

That the children may appe
mature in some areas but n
in others — this may

influence the age grouping
the children and the

Al
Dt

methodological approach.
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This review has enabled clarification of ideas. Itihdgcated that the methodology
requires careful application to ensure that the chldre able to express themselves
fully. It is hoped that this project will serve asexample of good clinical and
research practice. It aims to unearth how parentsHaelCRF affects their family
and how they gained the necessary information, and therogress to talk to the
children of these families about their experiencesesérchildren have a specific
outlook and information needs, but to date, no reseachéd®n undertaken to
identify and address these. Therefore, this project’siggmining the children’s
perspective would seem appropriate and in line with curreitypwhilst also making
a unigue contribution to knowledge in this area and having iaaliapplication.
Children are important; frequently their views are nkémainto account simply
because they are children. Children often have a diffetiew of the world to an
adult, and it is therefore important that their viewestaken into consideration when
preparing a family for the challenges that chronic dgean bring. It is also
important to acknowledge that the research reviewed loagnstiat children with a
parent with CRF also have needs other than for infooma these may be identified

by this study, but are not the main focus of it.

The current study therefore proposes to approach a egrapda of practice,
considering how CRF impacts on the family — an areaevtieere is some evidence
to draw on to support practice. It then seeks to movendrook specifically at the
information needs of the children within these famili@is is an area where several
of the papers (see for example Goldneaal (1980 — 81) and Molzahn and Kikuchi
(1998)) highlighted a problem which appears to have receiviedaitention.
Approaching these information needs from the child’s persmeatould appear to be
in tune with current thoughts and legislation pertaininghitdren (Department of
Health 2003). The next chapter considers the ethicasssurrounding this research

project. Some of which have been highlighted by this titeeareview.
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Chapter 3

Ethical considerations

3.1 Introduction

The conduct of a research project which proposes to inchitten as participants
has the potential to be ethically challenging. Howe&#mark (2002) concludes that
to achieve optimal health care for children, ethicadlyral quantitative and
gualitative research is required. He goes on to addttisainlikely that there are any
ethical issues which are unique to children, however theistisaencountered tend
to present in more unusual ways or with more force. Maikes it essential to
prepare thoroughly, particularly from an ethical perspecforeany research that
intends to work with children for all or part of the piije This point is reinforced by
Greig and Taylor (1999) who suggest that all potential ethilahdhas should be
considered before commencing the project. They do hovegeiggiest that even
careful planning may fail and that this is more likelyanhhe research participants
are human, particularly children. This chapter will ed@sthe origins of ethics in
research and link this to the research in question witiicpkar reference to the
participation of human subjects, especially childrernve@Githat it is only relatively
recently that codes of research ethics have been dedelmgtefocus specifically on
children the historical development of ethical code<haldren is essentially
identical to that for adults (Allmark 2002).

3.2 Professional regulation

From a nursing perspective the Nursing and Midwifery Coun@iMC) ‘code of
professional conduct: standards for performance, conddattaits’ (2004) reflects
the values nursing espouses. The code of conduct makear ith@ée the laws of the
country in which you are practising must be adhered to. pidfessional guidance
for nurses appears clear, patients are to be respedtethéduals and consent is to
be obtained before any treatment or care is givens Ads an impact not only on
daily practice, but also on the nurse as a reseatahetherefore the code of conduct

not only underpins clinical practice but should also guiieal research practice.
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3.3 Historical perspective

It helps to understand how the ethics of health ca®areh have evolved to help set
both the project and the ethical issues related tocibimtext. In addition there are
legal principles which underpin healthcare researdies@ relate mainly to consent
when human beings are involved as research particigaaw®ver an understanding
of the law as it relates to data protection, privacy@ndidentiality is also essential
(Montgomery 2003). As Masson (2004 p 43) points out, althowegk ik a close
relationship between the law and ethics, not everythiagishegal is ethical. The law
is often seen to represent the minimal acceptabldatdnwhilst ethical aspirations
are usually higher. Some areas of medical researchbegrethe focus of media
attention and therefore public concern. This has haddatfuns for the research
community and out of this has grown the Research Govegrfanamework
(Department of Health 2001b), which draws on moral, etlaindllegal principles. At
the heart of research governance is the principtettiadignity, rights, safety and
well-being of participants must be the primary considenain any research study’
(Department of Health 2001b p 8).

Prior to the Second World War there was little evidefoesearch ethics codes in a
form that it is now understood. The assumption was niadeself-regulation was
sufficient as all were expected to follow the generagyples of ethical and moral
behaviour within the research setting. Alderson (2004) dersthat the ancient
professional codes, for example the Hippocratic oaénewhe basis from which
ethics were drawn prior to World War Two. However, wita ending of this war
and the realisation of what had been happening within theeotration camps,
efforts were made to attempt to ensure that systemmgbierimentation against basic
ethical principles would be less likely to occur agaimc& then regular reviews and
changes have occurred to try to ensure the building ap ethical approach to
research which keeps in step with social and moral devedats. These milestones
in the regulation of research activity include the NurerglCode (1947), the Geneva
Convention (1949) and the Declaration of Helsinki (1964). s&heill be examined in
more detail in the paragraphs that follow. In additisa United Nations documents
will be referred to, the United Nations Universal Deafm of the Rights of the
Child (1959) and the United Nations Convention on the Rightiseo€hild (1989).
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These have a specific bearing on this research pragthey are concerned with both

protecting children and ensuring they have a voice.

3.3.1 The Nuremberg Code

The Nuremberg Code (1947), written by lawyers, gave 10 prexiphich were
required to be satisfied before experimentation on humeargs was deemed
acceptable (Montgomery 2003). These included consentgtiteaiwithdraw from
the research, that experimentation on human beings&vemly occur when other
avenues had been exhausted and the need for the bétiediresearch to outweigh
the risks to the research subjects. Although childremat specifically mentioned
within this Code, they were part of the concern accgrthnGreig and Taylor (1999)
as children were involved in the Nazi experimentatidmldten may have been part
of the concern but Alderson’s (2004) interpretation suggeastsht Nuremberg code
presumes that children are too immature to consent artleasdore unable to take
part in projects that would not benefit them. Allma2R@2) reinforces this by
underlining the problem of making the voluntary consent digyants at the heart

of the code. This makes some research, for exampjeuny children impossible.

3.3.2 The Geneva Convention

In 1949 the Geneva Convention added to international guigelliee contribution
this revision of the Convention made was that it couldelaed to civilians. Prior to
this original forms of the Geneva Convention, dating hack864, were only
applicable to combatants (Greig and Taylor 1999). The Geberaention (1949)
also made specific provision for children as Greig andorgy999) highlight. It
allows for areas of safety to be set up for children utitenge of 15, and mothers
with children under seven. It therefore makes a stateabout family life and goes
on to prohibit inhumane treatment, including biological expents. This therefore
is a further indication that the rights of familisd children are to be considered

when planning and conducting research with these groups.

3.3.3 The Declaration of Helsinki
The final international statement to merit consitierawithin this section is the
Declaration of Helsinki (1964); this has been reviewed afided on numerous

occasions since with the latest major amendmer2800 (Montgomery 2003). The
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Declaration of Helsinki (1964) was written by doctors armal/jgles a standard for
international ethics with research involving humansndted on from the
Nuremberg Code and clarified the ten principles. Mogontantly for children as
Greig and Taylor (1999) point out, it considered that chrdrould be research
subjects and looked patrticularly at the subject of infornaedent. It regarded as
essential obtaining the informed consent of the childedkas the legal guardian.
The Declaration of Helsinki (1964) also provided the springbéa the setting up of
independent research committees which have gradually methosad into the

research ethics committees we know today.

3.3.4 The United Nations

The United Nations Universal Declaration of the Rigftthe Child (1959) also has
implications for this research. It sets out fundataemuman rights to which every
child is entitled, like the Nuremberg code it has 10 prirsipVhich try to ensure that
a child has a happy childhood. The United Nations Comveonhn the Rights of the
Child (1989) is a much longer document which has been adopttidmyintries
except Somalia and the United States of America (Ketlat 2004). This latter
document has particular bearing on this project. Artlulee is concerned with

always acting in the best interest of the child, wiidicle 12 states

‘State parties shall assure to the child who is capdlitaming his or
her own views the right to express those views freeéll matters
affecting the child, the views of the child being given dugitan
accordance with the age and maturity of the child.’
(United Nations Convention on the rights of the child, 198€cle
12).

It would appear therefore that researchers have bégrsto increasingly strict
controls since the Second World War. However, Alin{@302) suggests that the
effects of international regulation were not immeeliand details the consternation
which followed the publication of two reviews in the mid 1368uggesting that
much unethical research, including research involving childves still taking place
and that some of the findings were being published in resp@cedical journals. It
would appear that even today this may still be the cagehan Bauchner and
Sharfstein (2001) reviewed the publications relating to childin@afive American

journals they concluded that 40% of the papers reviewsedatireport ethical
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approval. This was an unexpected result, as all theg@uimquestion specifically
ask authors to include details of ethical approval in thnainuscripts. This chapter
now moves on to consider the ethical principles by whiehré¢lsearch project will be
judged. This looks at the science behind the project, Starlierests of the

participants and their autonomy.

3.4 The principles of ethical research

A knowledge and understanding of the history of ethics is itapty however this has
to be translated into a research project that is nyoaalll ethically acceptable to all
parties. The principles which lie behind judging how ethigalsaarch project is can
be couched in a variety of terms. Foster (2001) seesdkeaelated to the areas of
science, best interests and autonomy. Foster (2004 )ogot® suggest that all
healthcare research studies involving the participatiduofans should be analysed
and judged on these three points, although in differentiistances it may be seen
that one point holds more sway than another, andrtaischange with the differing
nature of research studies. These three terms -cscie@st interests and autonomy —
link with the broad areas which research ethics comesitsee asked to consider, that
is, the scientific validity of a project, the wekeaof the participants and the respect for
the dignity and rights of the participants (Allmark 2002heThree areas identified

by Foster (2001) will now be examined and linked to the apptepi@a that would
interest the ethics committee, and also to specifiesselating to this research

project.

3.4.1 Science

Science relates to the necessity for the resedscpals and the extent to which the
research methods proposed will achieve the goals relidiidyis the scientific
validity of a research project. The research shbaldeen as valuable, with clear
objectives. The methods used to achieve these shoulddreand reliable, and the
means of disseminating the results should also be idehtifThe aim is to cause
improved health with little harm. This notion is bagm the principle of utility, first
expounded by Jeremy Bentham (1748 — 1830) within his discoursexomisiag
happiness. Utilitarianism can help to identify the go&lhe research and should
help the consideration of the consequences of thenactid/ithin this philosophical

idea of utilitarianism, it is the consequence of arpadthat is important, not the
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action itself. This has the potential to cause problemisraay be seen to justify
causing harm to some participants. However, it can Halwesepart of the judgement

regarding what makes a project ethical.

Alderson (2004) describes how there may be conflict betweience and ethics, but
feels that it should be possible to maintain high staisdiar both disciplines. It would
appear however that the science behind qualitative researghe poorly understood
and therefore has the potential to expose participants to viséueNithin the
Department of Health (2001d) guidan&e=éking consent: working with childten
non-therapeutic research is mentioned where the childlilely to benefit from any
proposed intervention. It considers that much nursisgareh will fall within this
category and gives the examples of interviews witldmm or asking children to

draw pictures. Legally the courts have decided:

‘that people with parental responsibility can conserd hon-
therapeutic intervention on a child as long as thatvatgion
is not against the interests of the child and imposesanly
minimal burden’

(Department of Health 2001d p 25)

However the impact of qualitative research can be undiegged. It is generally
thought of as ‘low risk,” qualitative methods do not tendaose physical harm,
however it may unearth psychological issues for thiglien or their parents (Allmark
2002) or in the longer term policies may be developed uswnfys which

ultimately offer no benefit and may indeed cause harm (4tde2004). Therefore it
is essential that there is the provision to deal vines¢ risks inherent within the
research project. In this project a clear meansadssing psychological support was
provided for both adult and child participants. The unit couwnseias aware of the
project and more specifically that participants miglghato contact her as a result of
their participation in the project. The information eh@\ppendix 4) provided the
name and direct telephone contact details of the cthoingdno could therefore be
accessed without need to involve the researcher. Hdrexhthe contact details of
the consultant paediatric psychologist were giverheratult and teenage
information sheets. All children met the consultardgdiatric psychologist as she co-
facilitated the focus groups. In addition the family doetas informed by letter of

the family’s participation in the study (Appendix %),case this was the route of
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support chosen by the participant. The family doctorgigen the contact details of
the researcher as well as the contact details éoptbvision of psychological support
for both adults and children. Participants were madeethat their family doctor
was informed of their inclusion in this research stutlysummary this project uses
gualitative methods but the potential risks to participhat® been acknowledged
and provided for. It is also hoped that ultimately farsib@d children will benefit

from having a voice.

3.4.2 Best Interests

The moral obligations of the research are behind the poot®est interest, where
actions are related to moral principles. This shouldrenthat the healthcare
researcher always does what is in the best intefréisé @articipant. This part of the
triad is concerned with the actions, not with theiltss Foster (2001) suggests that
this part of the thinking process in relation to ethiags s@metimes give a basis to
intuitive feelings that something is not right with tlesearch project. The duty of
care should override the duty to achieve reliable reseastiits. One issue with this
area is that it can be seen as paternalistic irthleatesearcher determines what is in
the best interests of the participant, rather tharptrticipant themselves deciding.
Both the United Nations Convention on the Rights ofGhdd (1989), which looks at
the best interests of the child in article three &edGhildren Act (1989) have
implications for the involvement of children in resgar The two fundamental
principles of the Children Act (1989) as identified by Montgoyn(2003) are:

» the welfare of the child is paramount (i.e. the neddke child)

» the best way to achieve welfare is to support care adrenilin their families

The Children Act (1989) encourages adults to be more aaread children say
about experiences, feelings and how they understandahé around them (Coyne
1998). There is therefore an argument that children slauidvolved in research to
ensure that their best interests are considered atititinase, asking children to
participate should not be seen as paternalistic bulisheuseen as enabling children

to give their opinion. This will only happen if children asked questions about their
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experiences - this research project gives children, dawehlrents the chance to talk

about the influence of CRF on their family life.

3.4.3 Autonomy

The consideration of the autonomy of the participatitasfinal requirement for an
ethical research project, enabling the person to decidthert® participate or not.
This area should look at the needs and wishes of potexgedrch participants and
leads into the areas of consent and confidentiality hvaie pivotal when considering
autonomy. In turn consent moves into an exploraticthe areas of competence and

information giving whilst confidentiality incorporates dairotection.

3.5 Consent

For consent to be gained and valid it must be

* given by a competent person
» adequately informed
* voluntary

(Foster 2001 p 57)

Issues of consent and confidentiality have the poteatiehuse concern in any study,
and are vital for participants in assuring that their momay is respected. When
children are involved these issues are likely to be pligitl. Obtaining consent prior
to giving care, or enrolling a participant in a researcheptag fundamental to good
practice (NMC 2004) and a requirement of the law (Depattwieidealth 2001d).
Within the Department of Health (2001d) guidar8eeking consent: working with
childrenthere is a brief consideration of consent and theareh process. This
section of the document opens by stating, ‘The lawfuloésssearch on children
who lack capacity has never been explicitly consideretthd¥English courts’
(Department of Health 2001d p 25).

3.5.1 Competence
The issue of competence is relatively straightforwarddults — within the UK
everyone over the age of 18 years is viewed as compeatkss there are specific

reasons to believe that they are not, for exampler@onscious person (Foster 2001).
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However, for children the issues are not so clearatiljren can be deemed
competent to differing degrees and in differing circumstanteksvever, the
guidance given by the Department of Health (2001d) staaes tnchild is competent
to give consent for themselves, this consent should ughsathis reflects article 12
of the United Nations Convention on the Rights of thdéd)1989). Good practice
dictates that where possible, even when a child is ctamipehat families are also
involved in the decision making process where possible.afperson to be deemed
competent (have the capacity) the Department of HE2D1d) guidance states that

they must:

 comprehend and retain information material to the degisio
especially as to the consequences of having or not having the
intervention in question, and

» use and weigh this information in the decision-making @ssc

(Department of Health 2001d, p 4)

Under general law, a child (minor) is any person undeagigeof 18 years (Family
Law Reform Act 1969). However, there are various gregsparticularly in the area
of consent. The Department of Health (2001d) highliglesdifiering legal positions
for children aged 16 and 17 years and those under 16 year$aifiilg Law Reform
Act (1969) states that at 16 a child can consent to tredtisahshe or he were an
adult. It would appear that the use of the word treatiseopten to some
interpretation (Montgomery 2003). The landmark casetésatd this principle was
the ‘Gillick case’ (Gillick v. Wisbech AHA [1985] AC 112)This went to the House
of Lords where a majority decision held that a childapable to consent if the child
‘has sufficient understanding and intelligence to enhlsteor her to understand fully
what is proposed.’” This ‘test of maturity’ needs to bestdered for each child and
with each procedure, it may be that a child is deemed dentt® consent to some
procedures, but not others. Interestingly this ruling pesdatticle 12 of the United
Nations Convention on the Rights of the Child (1989), whkicioes similar
sentiments. The Department of Health guidance brirgsttter up to date
concluding ‘there is no specific age when a child becomegpetent to consent to
treatment: it depends both on the child and on the seesasand complexity of the
treatment being proposed’ (Department of Health 2001d p s wiould seem to be

a principle which could be transferred from the consetteatment to the consent to
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participate in research, however Foster (2001) soundteahoaution. She feels that
a court may take the view that a greater level of coemoe was required to consent
to participate in a research project than to conseneébrbent. This is on the grounds
that to be deemed competent to participate in researitdamay be required to

understand concepts such as altruism or randomisation.

3.5.2 Information

To achieve a valid consent, information needs to be givarformat that is
appropriate for the person receiving it. This is truebfath adults and children. The
United Nations Convention on the Rights of the Child (1288¢le 13 discusses
freedom of expression and the right to seek and reagvamation. Within the
guidelines of the ethics committee the format for infation giving appears to be
strictly regulated. The information given to adults ithim a set format, with some of
the paragraphs for inclusion given verbatim. It appe@sed towards quantitative
research. Although this can present a challenge teefearcher using qualitative
methods, it is surmountable when designing an informataffetefor adults. The
adult information sheet for this research is given in Adpe#4. Children too need
information on which to base their decision whethgrddicipate in a research
project or not. This information needs to be presentéidetm in an easily understood
fashion. Coyne (1998) suggests that time is invested jprtuariction of leaflets to
ensure that they are well written, clear and that dhaedly language is used. The
Department of Health (2001d) suggest various ways of providiognnation other
than the use of appropriate language. Pictures, toys ap@givities and drawing

on the skills of specialist colleagues may all be wHysnhancing the information
given to children and their parents. The leaflets praditmethis research project
(Appendix 6) took the form of a flow chart, they werdocoful, included pictures and
were written in child friendly language. An examplesoth language was to say that
the focus group would last as long as two average lengtireh’ television

programmes.

As part of the ethics approval process for this resgaeshsection 3.7) the ethics
committee asked that written consent was obtained &lbparticipants. According
to Montgomery (2003) it is the reality of consent thatters, not its form, as there is

no legal distinction for consent — be it written, avaimplied. However, having
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written evidence is the clearest proof that consent oedwand it is therefore
preferred by institutions as it provides good evidence shoatdbthrequired. Within
this research written consent was obtained fronhalbidults who participated (see
Appendix 7 for adult consent form). Additionally, at treginning of each interview,
the verbal consent of each adult participant was recor@led.position taken with
children was that the ethics committee requested thateant, as well as the child
signed the consent form (see Appendix 8 for child corfeemi). This is an
interesting point. Coyne (1998) when writing about sonth@®thical challenges of
researching with children was put under similar constraifte children involved in
her research were aged between seven and fifteenldell tdat their consent alone
was sufficient for participation. Indeed some of theepts declined to complete the
form stating that their children would only participatehe research if they wanted
to, regardless of the wishes of the parents. The Dapattof Health (2001d)

guidance Seeking consent: working with childrstates that

‘where children are competent to give consent for themsgtheir
own signature on a consent form is sufficient withthe need for their
parents also to sign. If parents have been involvéadeiecision,
however, it may be appropriate for both the child and trement to
sign.’

(Department of Health 2001d p 16)

The request that consent was obtained from both tle arinil the parent was felt to
be reasonable in the case of this research. Thesethinmittee had requested it, but
in addition the research was looking at the whole faemd therefore it was a family
decision to participate. Indeed at least one family didparticipate because, having
discussed the research project with their childrenobtiee children did not wish to
take part, and therefore the whole family declined to@paie. A pragmatic point is
also added by Allmark (2002) that there is often a praatieeéssity for parental co-
operation, which was certainly the case in this rebeas parents were asked to

bring their child or children to attend a focus group.

3.6 Confidentiality

The respect for confidentiality that health profess®gase has a long ethical
tradition, and is enshrined in the Hippocratic oath (Montery 2003). For nurses it
is within the NMC Code of Professional Conduct (2004), amshésof the
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cornerstones of the nurse-patient relationship. Witierresearch setting, Allmark
(2002) suggests that the principle underlying confidentialitigas the data generated
can only be used for the purpose for which participante gaven their consent. For
researchers using qualitative methods, there are additgsues which require
thought before embarking on the research process, amdateealso specific
confidentiality issues relating to children which need aarsition. When
undertaking qualitative research, the number of particgparthe research is usually
small, as it was with this research, just sevenlfami Care must therefore be taken
to protect anonymity, thereby respecting confidentialitythis research the families
were all given a number and members within the familsevedso numbered.
Allmark (2002 p 16) notes the possibility of unearthing ‘unsoudgta. This may be
particularly pertinent to children if some evidence ofsgbwas uncovered. Here it is
allowed to breach confidentiality, and to pass the evidende the appropriate
authorities to enable the issue to be dealt with. Horyévie important that
knowledge of local child protection policies is gained priocdmamencing data
collection. Working with both parents and children dlas confidentiality issues.
The parents may ask about the content of their chitlgystiinto the focus group.
Coyne (1998) details a father’s request for information abisugon’s interview and
her polite refusal to divulge the information. Montgogn(2003) expresses the view
that children are entitled to the same level of confidétyt as adults. Coyne (1998 p
414) states categorically that ‘confidentiality of altales a fundamental part of
respecting and protecting the participant in any studyapears clear that children
should be afforded the same rights as adults with regpeonfidentiality except in
the case where specific information, such as relatirpitd abuse, has been
revealed. Here the researcher has a duty to divulgeftitenation for the future
protection of the child. There are also issues of cortiieléy within the focus

group. The children were aware that the focus group wag becorded — as well as
talking, some of the children made models, which they keptid drawings which
they also kept — some showing them proudly to their paréffith the drawings the
researcher asked permission from the child to take a pmtdc keep for future
reference. It is possible that there were discussiahswthe family following either
parental interviews or the child’s attendance at tbad@roup. The children all

seemed to relish the opportunity to talk about their faiid.

57



3.6.1 Data protection

Data protection is governed by the Data Protection Act (1988th incorporated
established law on confidentiality and replaced a momemeal approach. Within
this project data were recorded using a ‘dictaphone’systdns meant it was only
possible to replay the material through the dictaphone dhgi&ranscriber. The
material from the interviews and focus groups was trévesty medical secretaries
who have an understanding of the importance of confidigyntiarough their daily
work. When not in use the tapes were kept locked inggor®nly the family or
focus group number identified tapes. All transcripts v@assword protected and at

the end of the project the tapes will be securely staredlS years.

3.7 The process of ethical approval

Within the institution in which the research took plax@athway is in place to ensure
that all research undertaken was known about, anghreasnted for review to
appropriate places to fulfil obligations resulting frore fResearch Governance
Framework (2001b). Initially a brief research plan wasgmeed to the Directorate
Research Committee for comments. Registration thhlrust Research and
Development Office was then required to fulfil the Tiusbligations under its
research governance strategy. Once the project bagbgistered, an identification
number is issued without which the administrator ofrédsearch ethics committee
will not accept the documentation required for submis$d the ethics committee.
This project was submitted for review by the ethics conaiih July 2003. The
ethics committee granted it approval subject to confionatdf the following points:

It was requested that the focus groups for children shauétliing out-of-school
time. This was not explicit within the submission avas an omission — the intention
had never been to hold the groups within school time. t®tlee standard nature
requested for the information sheet the researcher Hadéal the guidance and, as
requested, used headed paper for all three sets of infonmatius proved a specific
issue with the child information sheet as it meant ttratinformation went onto two
sides of paper. However, following review by the eth@m®mittee permission was
given to use a ‘small address’ rather than headed paperenabling the information
to fit onto one page. A change in font was also recenaed to make the
information appear more child-friendly. After the chas were made and accepted

the ethics administrator asked if it would be possible éothes information sheet
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(Appendix 6) as an exemplar for other researchers,|potiem to produce more
child-friendly information. Other minor changes weeguested to the remaining
information sheets. A copy of the letter confirmthgt ethical approval had been

granted is given in Appendix 9.

3.8 Summary

The discussion surrounding the ethics of this researgéagprie particularly important
because of the involvement of both adults and childrenCdyne (1998) indicates,
our experience in involving children in research is stittively new and therefore
raises more concerns than research involving adulteseTissues need to be debated
both to help future researchers who wish to involve chmldnregheir research and to
ensure that children’s rights to be heard are protected.n@kt chapter moves on to

discuss the methodology chosen to achieve the aiti® sésearch.
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Chapter 4

The study design

4.1 Introduction

This chapter covers the overall methodology, my owifiegsional interest in the
topic and the influences these had on the methods chmsehieve the aims of the
research. This linking of the philosophical origins of tethodology with the
methods used is particularly important in qualitative neseas Whitehead (2004)
indicates because it helps a reader assess the trist@es of the research. It is also
important because none of the philosophers consideredhwhikidiscourse
developed research methods per se, they developed philosaptiitss these ideas
that are used to underpin much qualitative research totayi(fg et al. 2003).
Following discussion of the methodology this chapter maweto describe and
justify the methods chosen for data collection. Timduides a discussion regarding
sampling and recruitment strategies. Both parts ofebearch are considered. The
chapter concludes with a reflection on the ways usedharee rigour within this

research.

4.2 Methodology

The methodology is seen by Van Manen (1990) as refewitiget philosophical
framework: the fundamental assumptions and charsiitsti Laverty (2003) sees
the methodology as a creative approach to understanding,wisatever approaches
are responsive to particular questions and subject mathertheoretical
underpinning for this work is phenomenological as it séeksearth the experiences
of families as they live with CRF. Phenomenologgasn by Annells (1999 p 6) ‘as
an interpretive, qualitative form of research, the wiich phenomenon.’” Jones
(2001) characterises phenomenology as seeking ‘truth amdthogugh both critical
and intuitive thinking’ (p 65), he feels it can offer atige ways to investigate human
experience. Within nursing, many of the phenomena stadéetduman experiences.
The term ‘lived experience’ is often used. This appraechld therefore appear to fit
well with the aims of the research. The phenomencdb@pproach is frequently used
within nursing research. Van der Zalm and Bergum (2000) $tatté tcontributes to a

variety of knowledge types including empirical, moral andg@eal, but go on to
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point out that hermeneutic phenomenology will not gribe action for clinical
practice. However, practice should be influenced by phenoltogical research by,

for example, promoting reflection on practice.

The term phenomenology is however often applied geadridrequently with little
understanding of what lies behind it (Koch 1995), this can eaddck of clarity in
the concept of phenomenology (Jones 2001). This notsupizorted by Laverty
(2003) and Flemingt al (2003) who feel that the terms phenomenology and
hermeneutic phenomenology are often used interchangeéhlfimited thought
given to the essential differences between thens constructive therefore to explore
the overall nature of phenomenology and identify thecipias guiding this research.
The roots of phenomenology, in a philosophical senseleme However, it has
developed, evolved and in doing so has become a complsttwctrwith much to
offer but also with pitfalls along the way. The fdtat phenomenology is still
evolving and dynamic is seen as important (Laverty 2083urther caveat must be
added before the discussion begins. Languages are livingeardngs frequently
change over time. As Geanellos (1998) points outwtirés used by most nurse
researchers on which to base their philosophical explorat phenomenology have
been translated into the English language, in a wayley already been
interpreted. Gadamer (2004) puts this more strongly, ‘feryetranslator is an
interpreter’ (p 389). This leads on to a point made bgnkiget al. (2003) who
indicate that some assumptions, which are taken fotegtamay not in fact be what
was intended by the original writer. With these poictshawledged, within this
work, where original sources have been used, theyaslations into English with
all the potential pitfalls that entails. There is agaoning literature that claims to
draw on phenomenological principles, much of which dostabscure language.
The overview that follows attempts to capture the rpaitthways of phenomenology,

concluding with the guidance this philosophy has given theareh.

The pioneers of phenomenology are seen by Jones (20BdgresBretano, Carl
Stumpf and Edmund Husserl with later developments byiMekgidegger and Hans-
Georg Gadamer. The movement progressed through Eueapening in Vienna,
moving to Germany and finally to France with the involvenadr@ohn-Paul Sartre

and others and the merging, as some see it, of pheotoggmwith existentialism.
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4.2.1 Husserlian phenomenology

Edmund Husserl (1859 — 1938), who studied under Franz Bretahe, is t
acknowledged father of phenomenology according to Holloavaly\Wheeler (1996).
Husserl gives guidance to researchers who wish to invespg@nomena but not
make assumptions or judgements about them (Koch 1999)sdnaesthe work is
purely descriptive, attempting to uncover the meanings of expes as they are
lived through by the participants — it is an attempt to desagality. Corben (1999)
agrees that, in its purest form, phenomenology is aigése form of research. She
goes on to state that it is important, when describiagplienomenon in question, to
achieve a full description. This should be done by includidgsaription of both the
phenomenon itself and how it is perceived by the partitip@his approach however
has difficulties. Husserl advocated an objective apgiipin keeping with the
scientific traditions of the day (Flemirgg al 2003). This includes the notion of
bracketing, terminology which probably reflects his méeen a mathematical
background into philosophy. Bracketing is seen as a fundahpiiciple within
Husserlian phenomenology but the means of achieving fteayeently not discussed
within published nursing research (Beech 1999). Beech (1999pgdegiescribe

bracketing as

‘a means whereby the philosopher could look at thingsegsattually
appear, unencumbered by any preconceptions, biases or judgement
In other words, by adopting this presuppositionless approach of
holding the world ‘in brackets’ in the mathematicalssgrthe
philosopher can return to pure consciousness of the phaoorhe

Beech (1999 p 36)

Bracketing is acknowledged as a controversial topic withising research that
takes a phenomenological approach. Paley (1997) condidemmany nurse
researchers misunderstand some of the essentialpterate¢he heart of Husserlian
phenomenology. Included within this is bracketing. Mantheftechniques
described by nurses as bracketing appear not to be truedodmal concepts that
Husserl described and understood. As Paley (1997) is attpginst out this does
not necessarily negate their usefulness but it doesrtt Koch's (1995) point

regarding understanding of the philosophy, its terms angjipriateness.
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4.2.2 The influence of Heidegger — hermeneutic phenomenology

The ideas of Husserl were developed by Heidegger (1889 — 1970)f ohe stage
was a student of Husserl (Moules 2002). Heidegger, who framea theological
background (Laverty 2003), incorporated ideas from hermeneutiachis
development of phenomenology; this therefore addspreétation onto the

description advocated by Husserl, in doing this Heidegger dnasd-leming et al.
(2003) puts it from knowing to understanding. Hermeneutieff ks a long and
colourful history. Moules (2002) describes how hermenetiespractice of
interpretation, has its roots in the interpretatiobibfical and theological texts in the
17" century. The term itself originally derives fromrres, the Greek messenger
god, who put the words of the gods into a form that nodalld understand (Pascoe
1996, Moules 2002). In other words Hermes took the words ofatied people — the
gods and put them into a form that another set of peojle kumans could
understand. Within the realm of hermeneutic phenomepalegresearcher takes the
words of the participants and describes and interprets shethat a deeper
understanding of the phenomenon is available to be studked.isTdifferent to the
Husserlian approach where the researcher takes the afgrdicipants and purely
describes the phenomenon as seen by the participantto®laan lead to

understanding, but potentially of a different form.

Heidegger did not feel that bracketing oneself fromstheation under investigation
led to a full understanding and interpretation. Heidegged tlse term historicality of
understanding and incorporated the idea of the hermen@ute& cThe exact origins
of the hermeneutic circle are unclear (Geanellos 19@8)yever what does appear
clear is that its conception predates Heidegger conbiyerén attempting to interpret
the historicality, Koch (1995) describes how when humanseadato a situation,
there is a common background and culture, something whidio lesacknowledged
but that cannot be removed or ‘bracketed’. The backgrotibdth the researcher
and the participants is therefore important and influetitsinderstanding and the
interpretation. The hermeneutic circle is the cartdurs process of understanding and
interpretation between the researcher and the parttcipaking at the phenomenon
in question in part and as a whole, from their worldviddowever, Jones (2001)
extols caution in the use of Heidegger’s existential phmemmlogy which he feels is

both ‘pessimistic and subversive’ (p 73) and provides littleqi@l for change. An
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important caveat must also be added before the ideblsidégger are espoused.
Both Holmes (1996) and Jones (2001) discuss the political beli¢ieidegger and
the influence this had on the development of his intepve phenomenology.
Heidegger was apparently committed to Nazism, and Holth@36] suggests that
nurses need to be aware of this fact before committexgsblves to follow this
methodology. The values attached to Nazism are notalhes which nursing
espouses. However, Holmes (1996) makes it clear thaeleif is acceptable to
‘selectively scavenge’ (p 586) from Heidegger’s work beivgra of the assumptions

on which some of the techniques are based.

4.2.3 Gadamer — the way forward?

Gadamer (1900 — 2002) was influenced by the work of both HusgeH@idegger.
He developed the ideas of hermeneutic phenomenology,arkjcthe historicality,
this being an historical awareness which is valued andeskbbwledge and
understanding (Flemingt al 2003). This can therefore include the influence and
interest that the researcher brings to the phenomeging btudied (Annells 1996)
and can help to achieve the deep understanding of the phemothat those using a
Gadamerian approach seek (Flem#@l. 2003). This, as Pascoe (1996) indicates,
makes this evolution in hermeneutic phenomenology péatiguapplicable to
nursing research. As a practice discipline, nursesyaeeal world where they
relate, interact and interpret within a value-ladenuzalt Language is seen by
Gadamer (2004) as crucial in understanding, ‘language isitiersal medium in
which understanding occurs. Understanding occurs in intergré 390). The
bracketing which Husserl described is seen by Gadamert g®ssible and ridiculous
(Annells 1996). The lived experience is paramount to Gadamiehe@adopted and
developed Heidegger’s view of the hermeneutic circle (Tay¥®5) and the concept

of ‘the fusion of horizons’ appears.

A ‘horizon’ is a range of vision that includes everythgggn from a
particular vantage point. A person with no horizorGadamer’s
view, does not see far enough and overvalues what is nieandt
whereas to have a horizon means to be able to sead®&hat is
close at hand.’

(Laverty 2003 p 2)
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This term is interpreted by Laverty (2003) as the intevadtetween the interpreter
and the text. It helps both to take a new look dtempmenon and find new

understanding.

4.2.4 The influence of Van Manen

Van Manen (1990) describes a human science approach to pmenogyeand
hermeneutics, in his book, ‘Researching lived experiendesnan science for an
action sensitive pedagogy’. Human science, Van Manen (1998tptes, involves
using methods that allow ‘description, interpretatiord self-reflection or critical
analysis’ and he continues ‘human science aims dicakpg the meaning of human
phenomena and at understanding the lived structure of meanifegsManen (1990)
suggests a methodological structure for hermeneutic phedoggn This consists
of six ‘research activities’ which remain dynamic aedd off each other. These

activities are:

* turning to a phenomenon which seriously interests us ameh@s us
to the world;

* investigating experience as we live it rather than asomeeptualise
it;

» reflecting on the essential themes which charactédres@henomenon;

» describing the phenomenon through the art of writing anditreg

* maintaining a strong and orientated pedagogical relatitimeto
phenomenon;

» balancing the research context by considering parts antdwho
Van Manen (1990 p 30 — 31)

Van Manen (1990) cautions over using these steps mechdlysaca acknowledges
the somewhat artificial nature of the divisions. eY¥lklo however provide the
researcher with some structured form of approach to tiae \@atten by the person
propounding the approach. This is useful to the noviceeiri¢ld of
phenomenology, particularly when there is little temt about the process of data

analysis.
4.3 Application to the research in hand
The pathways through phenomenological philosophy are exnapid, as Miller

(2003) describes, at times confusing. It however appearstampdinat the journey is
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made to ensure that a depth of understanding is achievetheitomplex
phenomenon of families living with CRF. Holmes (1996)stased above feels that
parts of a particular phenomenological approach carsée without necessarily
being dependent on the whole, whilst Taylor (1995) describeselaech for a form of
phenomenology that suited her research requiremehis.view, that it is possible to
use a part of a phenomenological approach without nedgssabracing the whole
reflects the definition of a methodology given by Liay€2003) and quoted earlier.
The use of this approach is perhaps put more poeticallydudd (2002) suggesting
that in an enquiry there will be voices, influences antings from the past, some of
which will speak more loudly than others. For my reslearoject it seems that the
phenomenological hermeneutics described by Gadames isutlest voice with the
work of Van Manen (1990) providing guidance with the folldwough of the

research and hints towards the data analysis.

The lived experience is paramount to Gadamer. This atleveesearcher to
acknowledge their own position and influence on the rekeahilst describing and
interpreting the phenomenon, thus dispensing with the @ngrid sometimes
controversial notion of bracketing. This is importdrtave an interest in the effect of
CRF on the lives of the people | work with and have worketis area of nursing for
many years gaining much experience, this also reflectgsheesearch activity
suggested by Van Manen (1990). In addition | have three youlayerhiwhich

could influence the way | think and deal with families ameirtchildren in the course
of my work. | feel it would be impossible to distanceseiy from this knowledge and

life experience and the influence of this on the reseaeeds to be voiced.

The work of Gadamer also advocates active involvemithite participants within the
hermeneutic circle. This is again an important fat¢tie approach that makes it
particularly appropriate for work with people in healdre settings. Encouraging
participation and partnership in research is in tune thighResearch Governance
Framework (Department of Health 2001b) and may help to daivaitered service

to families which is more applicable to their needs.

Having completed the exploration of the philosophical undaenpg of the research,

this chapter now turns to justify the methods chosagatber data. It considers each
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phase of the research individually. The research grojas structured as a two part
project, with part one involving adults and part two the childof these adults. This
reflects the desire of this project to move from ad@tiout which there is some
knowledge — the effects of CRF on the family, to aa avbere there is no knowledge
on which to base practice. Planning the project in twe@dsb gave a means to
access the children who participated. In addition foitnmolved a move from
working with adults, where | have a great deal of ciihexperience and some
research experience, to an area which was unfamilaking with children, also in a
research capacity, and where there are acknowledgddrged. The two parts of the
project and the two aims were also dependent on eachiotie sense that both
parts of the project were required to try to shed lighth@ephenomenon under
guestion, how family life is affected by parental CRFa try and uncover the
meaning of this phenomenon | felt that it needed to be apbeal from both the
perspective of the parents, and of their children sahlegpicture drawn by the

exhaustive description was as full and meaningful as lpessi

4.4 Part 1 of the study
Aim: To explore the influence that a parental diagnosis of chronic fariafte has
on the family and the information needs of the children within theskefmfnom the

perspective of the parents.

4.4.1 Data collection — part 1

In taking a phenomenological approach to this researcexiterience of the
participants and their view of how CRF affects themifg is paramount. Interviews
were chosen as the means of data collection. Teeviaw is seen by Holloway and
Wheeler (1996) as the most common form of data gatheling often used within
the course of the day-to-day practice of nurses; therehost nurses have some
experience of this tool within the practice setting,of for research purposes.
However, this does not mean that the skills honed factjge are always readily
transferable to the research field. The quality of hherview data depends to a great
extent on the abilities of the interviewer and thedtimtask is to ensure that the

participant is relaxed and able to express their opiniongdtly (Polit and Hungler
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1987). Interviews are classified into one of three typelolloway and Wheeler
(1996):

* unstructured, non-standardised

* semi-structured

e structured or standardised

| chose to adopt the middle ground of a semi-structutedview (Appendix 10 gives
the interview schedule). This was for a variety ofoes. | am new to the use of
gualitative research methods; previous research expehasdaeen within the
guantitative domain. As indicated above, although mamyv@ws are carried out
within the course of daily professional practice, | hiavied experience of using
interviews as a research tool. The presence of arvietv guide would, it was
hoped, aid confidence as well as acting as an aide m&maihitehead (2004) when
discussing her research looking at the lived experienckrofic fatigue syndrome
felt that she needed to use unstructured interviews but cotatiat there were
disadvantages as participants covered different areathamnalysis was more time
consuming because of the unfocussed nature of the da¢aintérview schedule used
was developed to ensure that the topics covered weregmertinthe research aim of
this part, in order to try to understand the effect patr€&®d has on the family. This
may seem at odds with the phenomenological stance tiakieying to guide the
interview in a particular direction. Review of tharscripts shows that the
interviews, although covering broadly similar areas bseaf the prompt questions,
were closer to the unstructured end of the structurediatsted interview
continuum. In addition the schedule helped to keep ttiesfof the study in mind. It
was intended that guiding the direction of the interviewuld ensure that data
analysis and the description of the phenomenon wesenadse manageable within

the constraints of the project.

Participants were interviewed within the outpatientirsgtt This location was chosen
for pragmatic reasons. Participants are all veryilfanwith the renal outpatient
setting and interviews were undertaken to coincide wiierdbooked appointments,
thereby minimising travelling times for both the researand the participants.

Interviews were tape-recorded. In addition to writtensent, verbal consent was
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obtained and recorded at the beginning of each interviepe recorders may well
provide a distraction for both the researcher and theipamt, however Whitehead
(2004) concluded that if the researcher is engaged in obisereatnote taking they
make a judgement about what to record and what to onihgnomenological
research this may well influence the outcome of the gtgor. In a family unit
where there are more than two adult members it wadettihat all adults would be
interviewed, however no families had this extended falwiigg at home. It was not
envisaged that an individual interview would continue longan approximately one
hour. If the interview was over-running there were ptarsffer a second visit, as
Field and Morse (1985) suggest this is often more effedteme dne long interview.
However, no second interviews were necessary. Bokfsnwere made following the
interview to describe the feeling of the interviewer ang other pertinent factors

relevant to the conduct of the interview.

4.4.2 Sampling and recruitment strategy — part 1

As | have an interest in part of the treatment plarpfitential participants it was
important to avoid coercion. Therefore the recruitnstrategy approved by the
ethics committee was for a poster (Appendix 11) to beeglavithin the renal
outpatient setting asking interested family members ttacobme for further
information. This method also has the potential to rededection bias (Corben
1999). In addition provision was made to approach those é&amiiho had shown an
interest in the work by contacting them via an approvedriédppendix 12). In the
event all families were approached using the letterneoresponded to the poster

within the unit.

Some of the issues in sampling in phenomenologicaareh are discussed by
Corben (1999). Obviously the sample must include people e éxperience of
the phenomenon under investigation, additionally she sugfestsotential
participants need to have understanding of the topic aadibaelate.
Phenomenological samples are by their nature purposivararoften small in size.
Corben (1999) indicates that this is not a problem addtee produced are not
generalisable but as Annells (1999 p 6) points out nursingnaciice discipline and
therefore nursing research should be able to ‘inform amseprudent nursing action.’

For this research the potential pool of participantslamg, as family units with a
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patient at any stage in their renal treatment were @erel for selection. Involving
only participants who were still in the pre-dialysiapé could potentially restrict the
sample size and the quality or usefulness of the datze this phase varies widely in
duration, and is dependent on many variables includinggxample, the time of
diagnosis and the progression of the disease. Itssille for a family to go from
pre-dialysis to dialysis to transplantation within the spaica year, leading to much
change and uncertainty for both the individual and analfy as a whole. The
information needs of the children may also vary agp#rent moves to a different
form of treatment. In addition some renal diseafegsexample autosomal dominant
polycystic kidney disease, are hereditary. A canscdecision was made to allow
families to participate however the parent came tabienal failure. Given the lack
of information available for children about parental texmanditions to limit the

sample in any way was felt to be inappropriate.

Initially it was hoped to recruit 10 families to participatehe study, 14 families

were approached and 7 agreed to participate. The decia®made that this would
constitute a suitable sample size following the intexgsessment and discussion with
supervisors. This revision was made because of the quahtita that had been
generated from the interviews which had already taker pl&aturation is not
necessary in terms of interpretation (Whitehead 2004) aGeasellos (1998)

indicates from an hermeneutic standpoint interpretasiorever final or complete.

Families who were willing to consent to inclusion weatethe time of asking, willing

to allow their children to participate in the studyw#s recognised that parents might
wish to reconsider the participation of their childreteiafhe initial interview.

However, no parents withdrew their children from thelgtafter their interviews

were complete. Consideration was given to the possdarario that one adult
member of a family would wish to be included but anotheuld/not wish to
participate. It was decided that this would exclude thelyanom the proposed
research, as there is unlikely to be agreement aitiad stage over participation of

their children.
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4.5 Part 2 of the study
Aim: To explore the influence that a parental diagnosis of chronic farafte has
on the family and the information needs of the children within theskefmfnom the

perspective of the children.

4.5.1 Data collection — part 2

Within part two of the study the method chosen for dalleation was focus groups.
Central to the data collection were the children offimilies involved and it was
their voices that needed to be heard because althoughrémtspalked about their
views of the influence of parental CRF on the familyJdrken are different and as
Hart and Chesson (1998) indicate the assumption that pgpenteptions of their
child’s response may not reflect an accurate picturbeo€hild’s feelings and needs.
The following section considers why focus groups were densd to be the best

method of achieving the aim, stated above, of this part.

There is a debate regarding the use of focus groups in ple@odogical research.
Priest (2002) states that the most usual source of degbiatim transcripts from
interviews, however she does acknowledge other potentabkdarces, including
group discussions. Webb and Kevern (2001) suggest that tlzeneehodological
incompatibility between focus groups and phenomenology. edexythey appear to
draw on the work of Giorgi for their philosophical understagaf phenomenology
and have perhaps fallen into the trap of failing to disistgthe different genres of
phenomenology. The work of Giorgi draws on Hussenianciples (Whiting 2001)
and as such is purely descriptive, whilst this project appealse hermeneutic
phenomenological stance. This includes interpretatiats mms and Gadamer
(2004) speaks of hermeneutical conversations and strease® thne can know in
advance what will come out of a conversation. Jones (26t prets this as
understanding through dialogue. A focus group, it would appeald titerefore be
an appropriate way in which to conduct a conversationicptatly when the
participants are children who are likely to respond veethe technique, and interact

in such a way to take the lead in the dialogue.

The use of focus groups with children requires careful denaiion, particularly as

much that is written about this data collection mettedlécts experience with the
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participation of adults (Kennedst al 2001, Morgaret al. 2002). Greig and Taylor
(1999) suggest the use of focus groups as they help put theenlaldiheir ease and
enable them to set the agenda. This is important in tvdarsure that children give
their views. As with any data collection method there advantages and
disadvantages that have to be taken into consideraiennedyet al. (2001) suggest
that focus groups are good for initially exploring a tomid gaining understanding.
They corroborate the ideas of Greig and Taylor (1999regihg that focus groups
enable the child’s perspective to be captured and addhthéddus group gives time
for insights and original ideas which would not normékyheard. In addition they
mention the fact that data can be gathered witholtliions that may be encountered
due to the literacy levels of the children involved. Harl (2002) also highlight the
freedom of expression that focus groups give to childrembthe negative side, do
note that sometimes children can give short, succirssvens which do not lead to an
in-depth understanding of the topic under investigation. Wdavbave been possible
to undertake interviews with the children as well as withadults. There is a
growing body of research to support the use of interviews ehildren (Kortesluoma
et al. 2003) and Miller (2000) successfully used conversationahMietes as part of a
phenomenological study with children who have diabeké®wever, there were a
number of reasons why | chose to use focus groups. Inwafgemal training in
paediatric nursing or specific communication skills requiceelicit information from
children and therefore felt that using interviews wouldrag@propriate. In addition
the method of data collection had to be approved beforait@ent to the study
commenced. |therefore needed a strategy that had tetipbto cope with children
from a wide age range and differing backgrounds, and more tamplyrto be able to
cope with an, as yet unknown, number of children. Thed@roup strategy was
therefore also a way of limiting the amount of datarisure that the analysis would
be thorough and of ensuring that the voices of all thdrem from the families
involved in this research could be heard. Above alllt ki@t focus groups might be
more fun for the children involved. CRF is a relatyvedre disease and it is unlikely

that the children meet others with the same issuesnahkiir daily lives.

Kennedyet al. (2001) looked specifically at the use of focus groups in cimlaréhe
6 — 12 year age range. This range was picked because msippears to have

been undertaken with either pre-school children or adetes, a point also made by
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Greig and Taylor (1999). In terms of group size they suggastxanum of six to
eight adolescents, while with younger children (their ragge here is six to ten
years) they suggest four to six children. They stregst¢hobtain the best chance of
full participation, and therefore potentially to enhatice quality of the data, groups
should be carefully selected to match age (maximumyaao age span), gender and
behaviour characteristics. Hattal. (2002) successfully used similar criteria to those
mentioned by Kennedst al (2002). They involved 114 children in 23 focus groups
to look at children’s awareness of food and nutrition. dhiklren in the study were
aged between seven and 11 years and the focus groups weatesepgrage, gender
and socio-economic status. With regard to the timirntpefroups, Morgaat al.
(2002) give some guidance, suggesting for the younger children gedmqs,45
minutes, with the older children, about 90 minutes, with gmte breaks. Morgan
et al. (2002) suggest that timing is essential to maintain the qudliiata and that
after 45 minutes responses are deteriorating. They sugfresthment breaks to
divide sessions, but that the tape recorder be kept runningydberbreaks.
Interestingly the focus groups in Hattal's (2002) study were only 20 minutes in
length. A condition of ethical approval was that thieseis groups would not take

place within school hours in term time.

| led the groups, but Kenneay al. (2001) suggest a co-moderator is always present,
to help with the children’s needs, additional observafieig notes and any technical
support. A consultant paediatric psychologist was theaderator. This is in line
with a suggestion made by Hart and Chesson (1998) thainisavsith those who
possess expertise in child development and communicatideh loenefit the overall
aim of allowing children freedom of expression in theaws. As with the adult
interviews the focus groups were recorded to allow verhbasinscriptions to be
made. Coyne (1998) expressed fears that children may béedHily the use of a
tape recorder, however she found that in practice thiswatathe case. In this project
the children were interested in the tape recorder andtheorked, and being
allowed to switch it on, but then appeared to settle darvahignore its presence.

Debriefing notes were be made in order to record dmgratecessary information.

A variety of techniques were used during the focus groupstatihildren. These

were designed both to elicit information and to keepritexrest and concentration of
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the children. We took the stance that the children weperts about knowing what it
was like to have a parent with CRF. We were not egpartd therefore needed the
help of the children to gain insights into how to helpeotthildren who also had a
parent with CRF. After initial introductions and an exytion of the research we
talked to the experts — the children — and the discussised from there. For
example, we asked the children if there was anythinghegtthought we needed to
know, and if they could tell us how they had become egpe8tibsequent questions
came from comments the children had made. In additarstant efforts were made
to ensure that all the children in the group had the oppitytto participate if they
wished, sometimes therefore questions were directed to &ghieve this. For
example, we might have asked one or more of the chiltitbeir experiences were
similar to those just described by one of the other amlan the focus group. The
children proved willing to contribute and to listen to othéfge also asked the
children to help us write a story about a family where ofithe parents had CRF.
Each person contributed a sentence in turn, until thig sémme to its conclusion.
Indeed, in one of the groups the participating children suggdestiing a story before
we did. In addition to the tape recorder, which the childrelped to operate, each of
the focus groups had access to drawing materials and play @oyughbdelling which
they could use if they wish. Drawing is one technique sitgddoy Kennedgt al.
(2001) and also endorsed by Coyne (1998). The latter used ditasimmgques as
part of relaxation techniques whilst establishing a rappadht te children in her
study, as did Miller (2000). Some of the limitations ohgsilrawing techniques are
noted within the literature review. Within the focusuwe some children chose to
draw. It was essentially used as a relaxation technimyeever, some children took
up a suggestion to design a family coat of arms or draistare of their family. All
children were given the opportunity to explain the picguhey had drawn and these
explanations were noted. At the end of the focus gtieeighildren took their work
home with them and were sometimes heard explaininghieio parents. Permission
was asked of each child that drew a picture to take a phtadf the picture, all
children were happy for this to happen. Squash, water acuitisvere also

provided.
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4.5.2 Sampling and recruitment strategy — Part 2

The children in part two were identified as a resulparental participation in the first
part of the research. Willingness on the part opdrents for the second part to
occur was essential and the child must also want to ipatéc The children should
be aware of the parental renal problem. In the erdselien participating families
had 11 children who were eligible and willing to take parhis part. At the time of
the focus groups, the children ranged in age from four teags, 10 were boys and
there was one girl. Three focus groups were held, whielmpted, within the given
sample, to meet the suggestions discussed earlier, intordecourage a successful
group. For practical reasons siblings were grouped togeithiera mark of the
dedication and willingness of the parents and childtet,dll children attended their
allotted group, there were no dropouts and no neeestthedule groups. As a token
of appreciation all children were given a five-pound book veyahlhich was well

received. A similar strategy had been used successfuljobbganet al (2002).

4.6 Rigour in qualitative research

The topic of establishing credibility in qualitative raseh remains a contested area
(Cutcliffe and McKenna 2004), and the debate surrounding telogiynaoised to
establish the veracity of qualitative research within ingresontinues. The position of
rigour, reliability and validity are, amongst other cqrtsehotly debated. Tobin and
Begley (2004) suggest that because quantitative researchdmgerhistory, the
terms used within this paradigm have essentially bechenahguage of all research
rather than applying only to quantitative research. Sicoene from a quantitative
background the concepts of validity and reliability araif@ar to me, but since my
interest in qualitative research has developed thedlifiés in applying these
concepts to qualitative methods have become apparenbwdgland Wheeler (1996
p 162) discuss what they term ‘the search for trutljualitative research, which
seems an apt description. It is clearly important goatitative research is rigorous,
however, it is difficult to see how the concepts didiy and reliability would
transfer directly. This view is supported by both Cuteldhd McKenna (1999) and
Tobin and Begley (2004) who discuss issues relating to mekhgical rigour within

a qualitative framework and argue that transferring teslogy from one paradigm to

another is not appropriate. However, although thesteasnce of terms and specific
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definitions may not be appropriate, the ideas withircthecepts can nevertheless
prompt the researcher to ensure that the rigour of gtigditresearch is maintained.
Tobin and Begley (2004) conclude that qualitative reseasceruld be explicit
regarding the criteria they use to ensure that tes&arch is robust. This section

therefore considers the issues relating to rigour withigwresearch.

A variety of terms have been suggested that could equages tised within the
guantitative paradigm, however the exploration hetefegus on trustworthiness and
the demonstration of a decision trail, as these wsee to establish rigour within this
research. This is after the work of Koch (1994) who tsflithe trustworthiness of
the research with rigour and developed these ideas indr&rl@oking at hospitalised
older people. She used an interpretive phenomenologicalagpwhich was based
on the ideas of Heidegger tempered by Gadamerian hermeneghittsis similar to
the methodology which underpins this research. Comngergcently on this paper
Koch (2006) feels that the concepts involved in rigour idi@tae research are still

evolving but there is still a relevance in her much quotedrpape

The discussion of methodology and methods that pretkidesection attempted to
show the decision trail within the work. Koch (2004) agytiet if the research
process and its decisions are well documented, the readelecide if the work is
credible or not. To help establish trustworthiness, Ka&94) drew on the earlier
work of Guba and Lincoln (1989), and considers the critdr@edibility,
transferability and dependability, all of which contribtderustworthiness. Koch
(1994) suggests that the credibility of the research isnesldawhen researchers
describe and interpret their experience as researcbqts;ing researchers to have a
degree of self-awareness. Cutcliffe and McKenna (2004) qnekgouse of decision
trails suggesting that they do little to enhance thdibiléy of the research, however
Koch (2004), in a commentary on this article, feels thay use a very narrow
application of decision trails and remains convinced theaiside trails can be a
useful tool in enhancing rigour and demonstrating this rigoathers. This is a
debate which is set to continue. | have found it ugefaét out my thoughts and
ideas in, what to me, seems a logical fashion, anéftver find the idea of a decision

trail a useful one.
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Paley (2005), looking specifically at research within ngrs$ivat purports to use a
phenomenological approach, levels a number of criteimch it is important to be
aware of. Phenomenology is looking at perceptions a@himg, Paley (2005) sees it
as a self-report method with perspectives and accounmtsifidividuals. This means
that the research is subjective and should be acknovdetdgsuch at all stages. The
study is also not generalisable, sample sizes are tdbasidaare usually taken from
one place. This leads on to questioning how transfasabdn be demonstrated with
gualitative research studies. The suggestion from Kb@®( is that sufficient
contextual information be given to allow the reademtike judgements regarding
how interpretation could and should affect their practi€hkis point is reiterated by
Annells (1999) who, when discussing how nurses should uhkeédtia evaluation of
published research using a phenomenological approach, shotifeeaselves if the
findings are ‘relevant and useful for your practice obmg’ (p 11). It would appear
that rather than make undue claims about how the tdseauld be used by others,
the reader is enabled to enter into the world describékeesearcher and draw
from that an interpretation of their own which promgfection on their own

practice.

When discussing dependability, Koch (1994) again returns tootien of a decision
trail. Here, again, she argues that the provisiond&csion trail helps both the
researcher and the reader. Explicit discussion odékesions regarding theoretical,
methodological and analytical choices are shown wittigithesis. The exact
interpretations of the results may not be identicatésearcher and reader, but as
Koch (1994) indicates, the reader should always be abtglaavfa pathway through

the research and the way an interpretation has baehee.

4.7 The Decision Trail

The considerations specifically related to rigour withinlitatae research have been
explored in the previous section of this chapter. Hawéhvis thread, which is the
decision trail, runs through the thesis to help estatiisimethodological rigour of

the research. The listing of the decision trail @ble 4.1 seeks specifically to support

this section and to clearly expose the decision tkédre, personal reflections and
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underlying assumptions are highlighted in an endeavour to duppatecisions made

within the research.

When considering the development of the research | maaaisassumptions that
highlight the perspective from which | approached this rebeal’ hese assumptions
are fundamental in phenomenological work as theyirdarence the way the research
moves forward and the interpretations that are maaehdosing to follow a
Gadamerian approach, the need for bracketing is obsbldgtacknowledging the

history of both the researcher and the participantap®itant.

Summary

Within this chapter | have documented a brief historthefdevelopment of
phenomenology and its influence on this research projd@ve also detailed my
limited previous experience within the field of qualitatresearch and my interest in
the working with families who have CRF. In addition theearch setting has been
described, the articulation of these areas, and thasmp of a tabulated decision
trail, should enable a reader to make a judgement regatairigustworthiness of this
research. As yet, the choices in relation to tha daslysis have still to be
considered, so they too can play their part within thesdectrail. It is to this

consideration of data analysis that | turn in the obzpter.
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Table 4.1

The Decision Trall

Decision and rationale

Discussion in thesis —
cross reference

The research aims
There were professional, personal and pragmaticmeasdnich led to|
the formulation of the research aims. The topic alffdléd the first
of Van Manen’s (1990) research activities.

Professional

The majority of my professional life has been spernking with
people with chronic renal failure or educating nurses td wdth
them. As such | have a great deal of professional experiin the
area. | moved to the pre-dialysis area in July 2000 @oidup a
nurse consultant post with a remit to develop theieeand nursing
practice. Itis a challenging area, helping people ttetsiand their
chronic renal failure and to make decisions about theirdutu
treatment, but one that is well suited to use nursingsskilbelieve
that people should have access to information so thattieeable to
make decisions that are right for them. | also thinkahaam
approach, which includes the patient and their family asopshe
team, is a model which fits well with chronic ilinessere long-term
associations will be formed. However, it became appdhat, as an
adult speciality, we did not cater well for the needfaofilies where
there were younger children. Brief literature seascnd a
discussion with nurses in a paediatric renal unit redethiat there
appeared to be little information to guide practice inahés.
Personal

My third child was born in May 2001. During my pregnancy feasi
with renal problems asked me for advice about their i@rildvhat to
tell them about the parental chronic illness and toapiproach the
subject. The fact that | was pregnant seemed to break stowe of
the professional barriers that may exist and appeamadke it
possible to ask these questions. It also caused mdetct rafi my
family and think about how | would approach the situatidrhdd to
talk to my children about something which would change ouitya
life.

Pragmatic

| had completed an MSc in 1992 — this was the minimum acaden
requirement for a nurse consultant appointment within thetitieti
in which | worked There was however, an expectationDbatoral
level studies would be undertaken in the future. Around the dfim
my appointment | began to look into taught Doctorate prognes
and began this course in October 2001. | needed to undartake
research project as part of the programme. Lookitigeaihfluence
of parental chronic renal failure on the family would hrelg, but
would also help the families with whom | worked and ¢ere
potentially have direct implications for practicét was also an area
where very little research had been undertaken.

Assumptions

Parents in the study would want to talk, or would have talxdieir
children about the potential influence chronic renaufailcould have
on their family life.

Parents would be the main provider of information.

Children would want information about their parent’s ctiodi

Section 4.2.4
The influence of Van Manen

Section 1.5
Development of the research
aims

Section 1.10
Clarifying the need for this
research

Section 1.5
Development of the research
aims

ic
Chapter 2
Literature review

Section 1.6
Information revisited

Section 1.7
Children
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Decision and rationale Discussion in thesis —
cross reference

The study design

The realisation that to undertake this research projeasigoing to
have to move from, what to me was the relative safetycomfort of | Section 4.2
quantitative research and numbers was a shock, although in marlyMethodology, including 4.2.1)
ways | felt | wanted to try and undertake somethiiffgrént. — Husserl, 4.2.2 — Heidegger
However, it would be a journey into the unknown. Thekwmas, by | 4.2.3 — Gadamer and 4.2.4 -
its nature, exploratory and a phenomenological appreeeimed to fitf Yan Manen.
with my initial ideas. The complexity and language of
phenomenological approaches was a challenge through which |
waded, gradually becoming more confident that this approauld
be used to achieve the aims | had set myself withinetbearch. |
wanted to understand, but also be able to reflect on hiteal
described and alter my practice to provide a more camp&vice to )
these families. Therefore hermeneutic phenomenaleggned to best Section 4.3 .
fulfil the needs of wanting to describe and understanulvener, | Application to the research in
needed an approach which would allow me to be me within the | hand
research and which would acknowledge where | had come from as
well as where the participants were coming frorhergfore the
Gadamerian approach was chosen, with some influences cénarimg
the work of Van Manen (1990), which gave direction.

Assumptions
That | would be able to make the transition from & wgrantitative
research background to undertake a phenomenological study

Choice of methods
Part 1 of the study )
The methods used need to be congruent with the philosbptaoae | Section 4.2

of the research, but | also needed some familiaritly thie method to| Methodology

give me confidence. Interviews are usually used within Section 4.4.1
phenomenological research, usually unstructured interviews Data collection — part 1
However, although | used interviews within my professiovak as
a means of gathering information, | had not used theimeinesearch
setting. In addition the aims of my research were fedi®n the
influence of CRF on the family and the information neaftthe
children. | therefore felt it necessary to guideittierview to attempt
to ensure that the data were relevant to the rese@idk.was, | felt,
particularly important given my initial time scale and toastraints
of the write-up. | hoped that the interview schedule wolgdd give
me confidence and keep my focus during the interviewan bet
very interested in people’s stories and it would be easyray down
a different path within the interview, fascinating buthzgs not
relevant to the topic under question. However, a balarcingeeded
to be undertaken to ensure that the interviews flowed are vagr
interrupted by the rigid following of the interview schezlidnd the
possibility of relatively closed responses to the pepared
guestions. This did not prove too much of a problem iretite

Assumptions

That | would be able to transfer my interviewing andinfation Section 4.4.1
gathering skills from practice to the research arena. Data collection methods —
part 1

Parents would be willing and able to discuss the influef €RF on
their family life and their views and ideas on givinfprmation to
their children.
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Decision and rationale

Discussion in thesis —
cross reference

Choice of methods

Part 2 of the study

| was nervous about this part of the study, apart froafirdgs with
my own children and their friends my experience of wagkivith
children was limited, the presence of a person whoexsremely
experienced in working with children was therefore both assitye
and a reassurance for me. The fact that she wapesityve about
the research was also important. For the second fithue study |
chose to use focus groups. Again this could be seenagjinent
with a phenomenological stance, however, the focus groaps
treated as a conversation with a small group of children addition,
at the planning stage of the research | was concenaétimight be
dealing with a wide age range of children. This howgwaved not
to be the case. All children were in a relativelyroarage span. It
also meant coincidently that the ages of the childréinergroup were
broadly comparable to the ages of the children | was osesl to
dealing with. This was a confidence booster. Thetfattthe
children obviously enjoyed participating in the groups aetew
willing to talk and interact with each other was adaig plus.

Assumptions
The children would be aware of the parental CRF and teedved
some information about it.

The children would be willing to take part in the groups qrehk in
front of their peers.

Section 4.5.1
Data collection — part 2

Data analysis

The data analysis proved to be a big challenge withinesesarch —
the quantities of data generated by the interviews and gpoups
seemed vast to me and | was at a loss where to bEgimme a
structured approach to data analysis was imperative aatacked
up by the documented experiences of other researchersverieo
new to analysing phenomenological data.

| chose to use the procedural steps described by Cola®8) as
this appeared to give me a structured approach but et smom for
flexibility. The steps were also congruent with the alleesearch
methodology which is seen as important.

Assumptions
That the transcripts of the interviews and the famasips will hold
the meaning of the phenomenon.

That | would be able to interpret the data and createething

meaningful from it.

Section 5.2
Analysis of
phenomenological data

Section 5.3
Colaizzi's (1978) procedural
steps.
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Chapter 5

Findings

5.1 Introduction

In this chapter | will set out the reasoning behind treaehof tool to aid data
analysis — the procedural steps described by Colaizzi (19T#.chioice, as
indicated previously, forms part of the decision traihe Thapter then moves on to
look at brief profiles of all the families who wernepaoached to participate in the
project. The major focus of this chapter however, esdfita presented from the 13
adult interviews and the three focus groups with childrée. data from the two
phases are initially treated separately, before beingiceu to give descriptions,
from these seven families, of the effects of CREnenfamily and a description of the

information needs of the children.

5.2 Analysis of phenomenological data

The analysis of phenomenological data is a topic abbitth many published studies
provide limited detail. This is a potential weaknesst &sanly the presentation of
data that allows readers to evaluate the quality ofebearch (Annells 1999) and
helps in the assessment of its trustworthiness (Wi 2004). Corben (1999)
identifies some specific issues that are often missorg published reports, these
include the frequent absence of raw data, a lack of a@lgdanation of the
framework of analysis, and also an indication of hb&vdata categories were arrived
at. In an interesting paper which expounds the ideaedétpert’ researcher,
Cutcliffe and McKenna (2004) explore the notion that théhods of data analysis
employed by expert and novice researchers are diffefidry suggest that the
procedures used by expert qualitative researchers are gdbeaticulate, analytical
principles are no longer relied upon, and these expgpisaa to have an intuitive
grasp of data analysis. By contrast, the novice quaktaé&searcher requires
structure, or step-by-step guides to aid the data analysisgs.o Interestingly
Cutcliffe and McKenna (2004) add that students coming from aiyissbackground
or with a greater familiarity with quantitative resgastrategies often need the
thought processes to be sequential and logical with loteardaries, which is what

some data analysis frameworks try to achieve. Exanpl®se latter experiences
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can be found within the literature. Miller (2003) useddixeactivities given by Van
Manen (1990) detailed within the methodology section to guededsearch with
children, but at the data analysis stage felt that moidance was required and
therefore used Colaizzi’'s procedural steps. Whiting (2001ploorates this,
suggesting that novices of phenomenological methods grechby using a
structured approach like those devised by Colaizzi or Gidrgaddition she
considers that within nursing a ‘pick and mix’ approach talwgghenomenology has
been taken and therefore this same approach can be usdtendata analysis. This
is to an extent probably true, however if the full imntpafcthe data is to be gained, the
data analysis must be congruent with the philosophicatsteaken to guide the
research. This means that the philosophical underpinoirthese structured
approaches to data analysis must be examined. Koch (19B5hitefrequently
nurse researchers have embraced methods of analyssitifithy exploring their

derivation.

5.3 Colaizzi's (1978) procedural steps

5.3.1 Philosophical underpinning

In the light of the above, the choice to use Col&Z4978) procedural steps as a
framework, would appear appropriate given my previous reseaciground and my
lack of experience within the qualitative field. Howewée origins of this
framework must be explored to consider the fit with@aelamerian
phenomenological stance taken to guide this researchh (985) states that the
method of analysis expounded by Colaizzi (1978) is underpinnetlibserlian
principles. This is an important and interesting poimti@aarly as later within the
same article Koch (1995) says that Colaizzi (1978) clanashis framework derives
from Heideggerian principles. This therefore highlighesimportance of returning
to the primary source, to interpret the work in thétligf this research and my

understanding of phenomenological principles.

The chapter, ‘Psychological research as the phenoogabViews it’ written by
Colaizzi (1978), a psychologist, makes interesting readirtgcpkarly when trying to
discern the philosophical underpinnings of the procedural beegsscribes. Initially
the importance of studying experience as part of psychadogypounded. However,

the precise philosophical underpinnings of the work aretat#dclearly. Colaizzi
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(1978) refers to a number of philosophers from whose philosepki@ppears to take
various parts, and then forms his procedural steps froamatgamation of these
ideas. It would seem that the ‘pick and mix’ approach sugdds/ Whiting (2001)
has been usqohr excellence This may be deliberate in an attempt to encourage
readers to use phenomenological principles to underpinrdssarch, to develop the
steps, and use them ‘freely and flexibly’ as Colaizzi (19 B®) suggests. However,
it may also reflect both changes in writing style andcthetinuing evolution of
gualitative research in general, and phenomenology ircpkanrt in the nearly thirty

years since the chapter was written.

Colaizzi (1978) refers to Heidegger on a number of ocnasand his seminal work,
‘Being and Time’ is quoted in the reference list. Cada{1978 p 52) discusses the
phrase ‘Experience is in and of the World.” This isaki Heideggerian use of the
word Dasein a literal translation of which is ‘being there.’ iHegger is named in
relation to the phenomenological method of descripiidnch Colaizzi (1978 p 53)
states that the remainder of the chapter will be deMmtexploring. It is presumably
from this statement that the assumption is madettismHeideggerian principles
underpinning the procedural steps. However, this is nat afehthe chapter contains
numerous references to other philosophers. The notiomentionality is discussed
(p 54), but this is not attributed to Husserl and notablgeti'eno mention of Husserl
in the reference list. The notion of approach andup@ssitions, in the
phenomenological sense, is discussed. This agaiteresting. However, the
conclusions that Colaizzi (1978 p 55) draws is that & stiedbsolute disinterest
cannot be achieved, it therefore seems that Coldi27Zid) does not believe that
phenomenological reduction (bracketing) can be achievetthas is substantiated in
the footnote attributed to Merleau-Ponty, although Husseso mentioned. The use
of Merleau-Ponty is in itself worthy of note as Kqd®95) states that his work is

derived from both Husserl and Heidegger.

Colaizzi (1978 p 55) uses the phrase ‘without some persdeatsh he could never
follow through in completing or even initiating a resdaproject.” There seems to be
a Gadamerian perspective in this and it certainly linksgith the work of Van Manen
(1990). Later, Colaizzi (1978 p 56) discusses what he terms@arstanding-

descriptive method’ as opposed to and distinct from ‘a tdohimal-experimental
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method.” This is again an important point, for two ozes First it tells us a little
about the research climate in which the chapter witewy - these were early days
of the exposition of the uses of qualitative researem evithin the more accepting
realms of psychology, but secondly it links the ‘des@iptof Husserl to the

‘understanding’ of Heidegger.

A discussion of presuppositions occurs (Colaizzi 1978 p Bi8)nbtion of
presuppositions according to Taylor (1995) is found in both th& efoHusserl and
Heidegger but is not attributed by Colaizzi (1978) to eitAaylor (1995) suggests
that Husserl advocates that presuppositions are idhsb that they may be
bracketed, whilst Heidegger suggests that the presupposit@®nsed to help
illuminate the subject under study. The latter case waptebar to be true for
Colaizzi (1978) as he used presuppositions he identified to guideskerch

guestions.

Other philosophers are mentioned briefly within the t&kbrgi whose work derives
from Husserl, Paul Ricoeur who acknowledges the influeanoengst others, that
Heidegger had upon his work and Nietzsche, an earlier Ggshsopher who is
said to have influenced the work of both Heidegger and siaifonty. It would
seem that the philosophical roots of this method of phenolmgical analysis are far
from clear and are not clearly articulated. It woayighear that the main influence is
the work of Heidegger, however there are certainly othdogaphies at work. Given
the amalgamation of ideas that have clearly influenlcedaleévelopment of Colaizzi’'s
procedural steps (1978), the Heideggerian influence, tempered myfltlences of
Gadmerian interpretation and personal interest, amatigst modifications, it would
seem that this tool is appropriate to use to aid the daigsss. The presence of a
robust data analysis tool is, | feel, all the moreangnt to me given my novice status

with qualitative research.

5.3.2 Application to this research

The procedural steps themselves are given in Table 5:tglileegiving my
adaptation of Colaizzi's work. Analysis of the procedistaps gives further insight
into the origins of the work. The term protocol, whislused by Colaizzi (1978) in

his original work, has been replaced by the term trgots@s protocol has a different
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Table 5:1

Adaptation of Colaizzi’s (1978) procedural steps

Description of the 7 procedural steps (order may vary)

Step 1

The first task of the researcher is to read the subjegeatsscripts to
acquire a feeling for their ideas in order to make sehdgem.

Step 2

The next step involves the researcher in extractingsglsrand sentence
relating directly to the phenomenon under study. Thisge®is termed
‘extracting significant statementsColaizzi notes that several transcrip
may contain the same or similar statements and dijolits can be
eliminated.

Step 3

The researcher then attemptdaomulate meaningr each significant
statement. Here Colaizzi extols caution as the reseamoves from

what the subject says to what they mean — he terma ghiscarious leap
involving creative insight.

Step 4

The researcher repeats this process for each traraed@rranges these
formulated meanings intdusters of themes The researcher then retur
to the original transcript to validate the themes. a2al notes that there
may be contradictions among or between the groupsafdh. The
temptation to ignore these data or themes which datrsdtduld be
resisted.

\ 14

ns

Step 5

The researcher then integrates all the ideas inexlaaustive descriptior]
of the phenomenon under study.

Step 6

The exhaustive description of the phenomenon is then redacn
essential structure. Described by Colaizzi asreequivocal statement ¢
identification of its fundamental structure

—h

Step 7

In the final stage the researcher can return to theipants in the
research for a further interview to elicit their viears the findings and tg
validate them.

(after Colaizzi 1978)

meaning within today’s research community. There isuggeastion within the steps

of a reference to bracketing, this would be consistetfit & perceived Heideggerian

origins. The analysis includes aspects of hermeneuaticsmulating meanings and

also the dialogue between parts and the whole of thedmats. In addition in step

two, Colaizzi (1978) suggests that similar statements or dtiplhsacan be removed.

| would interpret this phrase with caution, as it may sugias this particular aspect

of the phenomenon is actually very important to théigpants and this emphasis

may need to be reflected in the final description. a2al (1978 p 59) states that

there is some overlapping amongst the steps, and thatabedures should be used

‘flexibly and freely.” This enables the researcher talify the steps to suit their own

approach and the phenomenon under scrutiny. Step thrieezC({978) involves
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attempting to ‘spell out the meaning of each significaatieshent — known as
formulation of meaning’ (p 59). Colaizzi (1978) states thatstage considers what
the participants say and moving from this to what they md&éms, he suggests is a
‘precarious leap’ which involves ‘creative insight’ (p 58pavhilst the meaning may
be different to the statement, the two should ihain connected. Within his work
Colaizzi (1978) gives clear examples of how he wouldyaseah transcript. In the text
he goes through each step detailing how to undertake thesiaretlgach stage and
refers the reader to a worked example. It is interg$d note however, that all the
steps are present within the worked example exceptlstep the formulation of
meaning. The reader is therefore given no insighthote this step can be achieved.
It is evidently a difficult step to commit to paper and tigiterates the point made
earlier in this chapter that many published works providedohdetail regarding the
analysis of phenomenological data even within alsyegtep process. Therefore even
with a scheme for analysing data the novice reseaitet somewhat in the dark
with this stage. In a study where children were thearebeparticipants Miller (2003)
takes the reader through her use of Colaizzi’'s (1978) proalesteps. She
acknowledged the overlapping nature of some of the stepgseaméed to adapt them.
At the formulation of meaning stage Miller (2003) stated e aimed to describe
the meaning derived from the significant statements ampghrase it as simply as
possible, so that the meanings were accessible. Thiaragp® be a good principle

to follow in my study.

It would seem that step seven is optional, and inesgarch analysis | chose not to
return the transcripts to participants. The reasdnslwnade that decision were both
practical and philosophical. Geanellos (1998) suggests tlaatrobers using a
Gadamerian approach do not need to return to participactets interpretations,
this is partly because each interpreter will come tiexawith different experiences
which will by their nature affect the interpretation bigo because what Gadamer
invites the researcher to do is to act as a mediatorden the text and what it
implies, not necessarily what the research partitipggant. On a more practical note
Koch & Harrington (1998) note the potential difficultiést can arise in returning the
data to participants for comment. It is possible thadréicipant has died, and
therefore the returning of data for comment could caudaainpset to near relatives.

Often, transcripts are long and many participants arellinso they may find the
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thought of reading and commenting on numerous pages dfrtegt Also in some
cases, the final construct contains multiple sourcesataf and thus it may be difficult,
if not impossible for the reader to identify their midual contribution. With my

study the data collection took place in 2004/2005 — although téwtion was to
complete the analysis earlier this did not happen f@arity of reasons and | was left
uneasy about returning the data to participants, someatwiknew had been
through health crises in the interim. My feeling soathat the data are temporal, a
snapshot in time; if the data are returned at a latey, experiences have changed and
life has moved on, and it may be very difficult to ungfie the beliefs, values and

knowledge of today from those of yesterday.

It is also pertinent to examine now a criticism laidhet door of the products of
phenomenological research by Paley (2005). He feeld$rduptently
phenomenological researchers have adopted these ealgbybcedures ritualistically
and from them emerge common themes in which all uniquemesbved experience
completely disappears, to be replaced by an ‘all embrdtamginess’ (Paley 2005 p
109). There is an acknowledgement that data does néedctassified but it would
seem that the outcome perceived by Paley (2005) is vdeyetif to that of Koch &
Harrington (1998). They speak of skilled writers where fihal research project
resembles a thoughtfully constructed tapestry. Its agtr@ciwill rely upon each
needle point and the craft of its makers’ (Koch & ttagton 1998 p 889) or of
Denzin and Lincoln (2005 p 4) who describe ‘the qualitativeaeher a8ricoleur
and Quilt Maker.” The key must lie within step five adl@izzi's (1978) analysis to

ensure that the final product is well crafted and givaglmgo the reader.

Having justified the choice of data analysis tool, a lprefile of the 14 families who
were approached to participate in the study is given. eTaBlgives the profiles of
families who chose to participate, while Table 5:3 givescharacteristics of those
families who chose not to participate, including, if knotihe explanation for

declining to take part. This is followed by an overviewhaf data collected.
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Table 5:2

Profiles of participating families

Hereditary
Family | Ethnicity | Number Current treatment Previous Children Condition
of adults treatments
1 White Two Functioning Cadavaric transplant PD and HDX bchale — aged 8 at Yes
time of focus group
2 White Two Functioning Cadavaric transplant HDx and PD Blidm, all male — aged Yes
10, 12 and 17 at time of
focus group
Oldest child did not
participate in the research as
undertaking ‘A’ levels
3 Mixed Two Home HDx — on transplant waiting list PD and htapj 1 child, female — aged 9 at No
race, based HDx, also time of focus group
White and had 2 failed
Afro- transplants
Caribbean
4 White Two Functioning living donor transplant from | PD 4 children, 2 male (oldest) | Possibly
friend and 2 female (youngest) —
aged 6mths, 3 6 and 8 at
time of focus group
5 White Two Failing cadavaric transplant — on transplareD 3 children, all male — aged No
waiting list — went back onto PD during th 4, 6 and 8 at time of focus
research study group
6 White Two Started PD during research study —on | None 1 child, male — aged 9 at No
waiting list for kidney pancreas transplant] time of focus group
7 White One Living donor transplant from father — prer None 1 child, male — aged 8 at No

emptive

time of focus group

89




Table 5:3

Profiles of non-participating families

Family

Ethnicity

Current treatment

Children

Reason for non participation

Hereditary
Condition

White

Living donor transplant
from partner

2 children at least one of
whom has the same ren

condition

Response by telephone, followed by a lat

hface to face conversation. Parents felt

unwilling to participate because at the tim
of the study one of the children was havin
problems coming to terms with their renal
disease and difficulty attending hospital
follow-up. The parents felt participating in
the research project would not help the
situation. It is unclear if this was discusse
with the children.

er Yes

e
g9

>d

Afro
Caribbean

Started HDx during
course of research study

3 children

Not known

No

White

Living donor transplant
from neighbour — pre-
emptive

1 child, female — 4 at

time of study.

Child was at the limit of age acceptance.
After initial information it was felt by the
parents that the child was too young to
participate as they felt she had little
understanding of what was happening
within the family. A conversation then
ensued during which a comment was ma
that seemed to indicate clearly that the ch
did have some understanding of the chan
that were taking and had taken place with
family life. At a meal time the child
guestioned if certain food could be eaten
the parent with respect to the level of
potassium contained.

No

e
ild
ges
in
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Hereditary

Family | Ethnicity Current treatment Children Reason for non participation Condition
D White PD 2 children Not known No
E Southern | Pre-dialysis 2 children, both male —| Family unwilling to participate, older son No

European aged 11 and 16 at time gfhad GCSE's approaching. Unclear if
research children had been involved in the decision
not to participate in the project.
F Mixed race,| PD — had no preparatior] 2 children, one male — 1[7Both parents and the older child indicated No
White Afro- | for potential treatment | at time of research, one | that they were willing to participate in the
Caribbean | options as presented to | female — 10 at time of | research, however the younger child was
unit requiring dialysis research. still angry about whe'lt'had happened to the
family and was unwilling to be involved.
The family therefore chose not to
participate.
G Mixed Pre-dialysis 3 children Not known No
Race, White
Afro-
Caribbean
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5.4 Overview of data collected

The data collection took place between February 2004 amub&c2005. This was
longer than initially intended. Eleven of the 13 adutieiviews took place between
February 2004 and August 2004, with all except one of thes&iewsr happening
before the three child focus groups. The two remaining adelviews took place in
February 2005 (family five — patient) and October 2005 (farolly + partner). This
was due to the availability of participants. One reconued dialysis treatment and
the other had a newborn baby around the main data coliqotriod. | was initially
guite nervous about undertaking the interviews with thetgdubrrying about the
tape recording and concerned about the whole procedureevdowvthe interviews all
seemed to go well and the participants talked freely durmgitkrviews. Having an
interview schedule worked well for me, as it gave my icemice a boost and did not
appear to restrict the flow of conversation. It did emsbat the interviews remained
focussed on the important subject areas for the reseReVWiewing the transcripts
there are a few times when, in my enthusiasm, | dedny to direct the conversation
too much, or on occasions put words into the mouths gidaheipant. On reflection
that is, | feel, part of the learning curve, | would héuend it extremely difficult, if
not impossible to remain uninvolved in the interview pss¢@and therefore using a

Gadamerian approach and a dialogue about the topic wagarghe.

The three child focus groups took place in July 2004, August 2008eptdmber 2004,
the first two being in the school holidays and thalfone on a Saturday morning. This
therefore fulfilled the requirements of the ethics cattea that the focus groups be
outside school hours. The child focus groups were fure chiiddren obviously enjoyed
them, and enjoyed meeting other children who could ‘sgeakdame language’ as them.
The data collection strategies worked well, exceptHerstory telling, which the children
enjoyed and gave an outlet for their imaginative and exeédients, but provided little
useful data. The groups were small, and the children dniéesened to each other
speaking, which made the transcription task easier. eMaere times when the
conversation did not reveal anything about the topicstefest, except that these
children talked about the same sort of things my childréntde books they read and
computer games they played, the pets they had. The chifdked freely and expressed
themselves confidently despite not knowing me or the adarator. The presence of

drawing materials, play dough and refreshments helped theagjsn®oth running of the
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groups and the family shields drawn and explained by sortte ahildren gave a further

insight into their family lives.

The adult interviews lasted between 19 minutes and justG@verinutes. The three
focus groups lasted approximately 60 minutes. Verbatim tiatsevere produced from
all the tapes with the majority of transcription being utaleen by medical secretaries. |
finished transcribing two of the tapes. One tape from alt imtlerview (family six —
patient) and one tape from a child focus group (focus groap-tAugust 2004) were not
transcribe because the microphone did not pick up thewavell. In both cases notes
were available, as well as copies of the drawingsliidren produced. The fact that this
interview and focus group were not transcribe did impingdemlata analysis. Whilst
the notes contributed to the overall feel of the datkitannterpretation, no direct quotes
attributable to these participants could be analyse@. ndkes that existed contributed to
the overall feel of the data and its interpretatiblowever, there are no direct quotes
attributable to these participants included. Despitethieise was still a considerable
amount of material with which to work and build up an undexding of the

phenomenon.

Notes were made immediately after the adult interviewever, these were remembered
points to the interview questions. Memory is the abibtyecall thoughts (Marieb 1992).
Holloway and Wheeler (1996 p 70) indicate that notes shauldritten ‘as soon as
possible after the interview to capture the flavouravedur and words of the

informants.” They felt, from personal experiencatthote taking during an interview,
particularly if a tape recorder was used, was disturbinge@articipant. In making my
notes my memory may have been influenced by previouwietes and points made by
other participants. This may have subconsciously infleénvhat | remembered and
therefore documented in my notes. Potentially thexteral that | had ‘heard before’
from other participants may have been noticed morerban perhaps just as valid
views. In many respects notes made after an intetvéar@ already been interpreted and
this reiterates the importance of the use of the taperder in obtaining raw data so that
the influence on the final description is minimal at gtsge (Whitehead 2004). The
adult interview that was not transcribed lasted about 20 espand was therefore one of
the shorter interviews and proportionally within the datastitutes a relatively small

amount of data. However, for the focus group, the lbadaout a third of the raw data
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had the potential to be more significant. This was laldiy the availability of copious
notes for analysis taken during the focus groups and thiataity of the pictures drawn
by the children. The notes were made as the focus groupggsed — this was easier to
achieve with the presence of a co-moderator, as botH take notes. It is however
impossible to make verbatim notes, as Holloway and Whée996) acknowledge, but
taking notes at the time, rather than being made &ieg\tent probably made them less
selective. There is still the potential to record it wish to hear thereby again

affecting the final description.

5.5 Analysis of data

The data were analysed using the framework of ColaigZk9%8) procedural steps,
given in Table 5:1 as a starting point. Figure 5:1 shoflieszachart which attempts

to represent the processes | undertook with the dataddtadred from both the adult
interviews and the child focus groups. It is shown aseali process, which is the
best approximation of the process | undertook, howevertac@oints there may be
some blurring of the steps. As a novice to qualitatigearch, this linear model
seemed a logical way to represent the analysis anghtte/ering of the meaning of
the data. However, Figure 5.2 more probably representsthal process, but is

both difficult to represent and harder for a novice togras

For the adult interviews the verbatim transcripts weesl on numerous occasions
and the significant statements relating to the eft®RE can have on family life or the
parental view on information were highlighted and exgdctFrom these significant
statements the clusters of themes were derived.eTthemes have been identified
trying to use headings which come from the data, althougbaut transcript
contained all the clusters. Each theme has a shaldéemwnhich indicates the meaning
| gave to the theme. This highlights my interpretatibthe data. Putting the phrases
together like this and effectively giving two titles to ledlseme highlights both the
participant’s view — giving them a voice — and my interpretatwith the two

forming parts of the whole. It also emphasises tiatteaning is a co-construction
between the participants and the researcher. Howievas to be acknowledged that
another person may interpret the findings differenilize meaning that | have

attached to the data is shaped by my life experience amkt@gsive professional
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Figure 5:1

Flowchart representing data analysis process

Parent transcripts Child focus groupranscripts

Read and re-read
transcripts, listen to tapes

!

Extract significant statements
relating to either the effects of CR
on the family or the information
needs of children

il

Cluster significant statements int|o
themes, using titles from the
statements, if possible— meanings
begin to emerge

1L

Repeat the above three steps fof
each focus group transcript

il

Amalgamate themes from the focus
group transcripts. Re-read individua
focus group transcripts to retain
‘whole picture’ — formulate meaning
for whole set of transcric

1L

Read and re-read
transcripts, listen to tapes

!

Extract significant statements
relating to either the effects of CR
on the family or information needs
of child or adult

il

Cluster significant statements int|o
themes, using titles from the
statements, if possible— meanings
begin to emerge

1L

Repeat the above three steps fof
each transcript

!

Amalgamate themes from all adult
transcripts. Re-read individual
transcripts to retain ‘whole picture’
— formulate meanings for whole se
of transcript

1l

—+

U7

Link statements and
themes to published
research

Link statements and
themes to published
research

N/

Using the themes and statement
interpretively, rewrite a
description of each theme

N/

Using the themes and statements
interpretively, rewrite a
description of each theme

n

Amalgamate the interpreted themes from both adult haildl ¢
transcripts to obtain final descriptions of the phenomena
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Figure 5.2

Diagrammatic representation of data analysis
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experience with people who have CRF, another comingetddta would bring
different experiences and their interpretation wouflécethis. Significant
statements were highlighted on a copy of the transthipse statements were then
cut and pasted into a separate document for each panticiphese statements were
then read through several times and pencil jottings madgside the statements,
which explored what | thought these statements mégms formulation of meanings
is the step not well documented by Colaizzi (1978) whereetine ‘creative insight’

is used. The use of these words is interesting and suggesesthat the researcher
requires knowledge of the topic under scrutiny and thetiers to use language —
the universal medium of Gadamer to further understandihgse meanings were
then taken and placed into clusters; there were c&ispecific for both adults and
children as at this stage the data was being treated sdpafatom both the clusters
and the meaning the exhaustive description was fashionemgpime statements and
meanings together to form the tapestry of rich descnpigng predominantly the
participants’ words to reflect how they experienced cloroemal failure affecting
their family lives. The essential structure cameadube clusters and was used to
help give a structure to the exhaustive description. Istogy the two, the essential
structure and the exhaustive description, feed from eaeh. o8teps five and six
have not been amalgamated as such, but happened morallel plaain as distinct
steps. The meaning of the statements is explored fuwitien the discussion of
chapter six. Table 5.4 gives a worked example of wrextterally became hereditary
conditions sitting within living with uncertainty. Theeamning initially attached was
connected to differences in families and values anddichkasely to certainty and
uncertainty. Some of the significant statements wirvete analysed are shown in

Table 5.4 giving the analysis and the meaning taken from this.

Originally when the significant statements were ested from the transcripts these
statements seemed to be saying something about differerfe@silias, this was
when the transcripts were viewed as individual entiti#se meaning behind what
the participants were saying seemed to be linked with aitgam of family values
which were instilled by parents and childhood experieritese were also elements
of anger and some uncertainty. However, when the ggnifstatements were

viewed as a whole it became clear that these signifetatements only occurred in
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Table 5.4

A worked example of formulation of meaning

Statement Key words Meaning

I'm not quite sure how you're going tplssue, hereditary, Different families may need

interpret this but one of the things | | comes as a different approaches and this may pe
was thinking this morning as | was | thunderbolt related to the presence or absence of

preparing for this is that | do think thg
there is an issue between the
hereditary people perhaps and the
comes-as-a-thunderbolt (F1P)

at

a hereditary disease.

The more information | have the bett
informed | am and | have always
wanted that and because of my past

elformation, past
experiences, honesty

Information and past experiences &
important, as these shape how we
deal with our own children, but it is

re

experiences, children you never crief
in front of, you said everything was
gonna be okay but its not to be hone
and that’s my point now, be honest

with your children (F3P)

most important to be honest.

St

There are different families with
, different experiences but
information will usually help them.

Differences in
families, experiences
information

That doesn't mean that every family
the same and that every family will
have gone through the same
experience but it doesn't mean that
you can't glean something of value
from having that information (F1Pt)

the transcripts of families who knew they had a h¢éaegldisease or where there was
a possibility that the renal disease may be hereditéhys appeared to change the
meaning of the phrases and therefore perhaps only refamiles with hereditary
conditions. The theme therefore changed meaning fookirlg at differences
amongst families to be more specifically related soplesence or absence of

hereditary disease.

Two examples of transcripts and then the clustergoifeant statements are given
in the Appendices. A transcript from a patient is giveAppendix 13 with one from
a partner in Appendix 14. In addition an amalgamationesignificant statements
from one of the clusters, parental interpretatiogiven in Appendix 15. A similar
process was undertaken with the transcripts from thd @gus groups. A transcript
from one of the focus groups is given in Appendix 16.alam the focus groups
will be considered later within this chapter before conmgrthe adult and child data

to give the exhaustive description of the phenomenon unatdy. st
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5.6 Parental data

Eleven clusters of themes were identified from thdtdcanscripts. The clusters
have two titles, one taken from a quote which is a sicamti statement taken directly
from the data. The second, a shorter working title ibéps to explain the cluster and
reflects the meaning which | attached to it. Some ofliteenes appear quite closely

related. This will be explored further in the discassi

* ‘| think they just think this is our life, this is whatsitabout, and you know
they get on with it” — family life

* ‘It just seemed to coincide with the time things stattedo wrong” —
changes in behaviour

* “l will have to lean on them more” — caring role

*  “You don't always want to read all the down side” — infotima giving to
adults

* ‘| think it's one of those things you deal with it as ygaalong” —
information giving to children

* “How do | get inside a 9-year-old’s head?” — parental pregation

* ‘| think seeing mum taking pills every day is no longehr@at
because it’s just a routine and it's almost a securitsécurity

* ‘| think you almost have to live for the best and plantfe worst” —
living with a chronic iliness

*  “The new kidney is doing very well but may not lasifetime” —
transplantation

* “How am | going to deal with the fact that he may hthie?” — hereditary
conditions

» “Really forget about it and just get on with our liveslife view

5.6.1 “I think they just think this is our life, this is what it's about, and you
know they get on with it” — family life

This cluster is at the heart of the study which, ataley explores the influence of
CRF on the family. Many examples were given by thergar® describe how the

diagnosis and various treatments had changed theiofldig and impinged on
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family life. However, above all, the families steofor ‘normality’ although this was

expressed in a variety of ways.

“I think they just think this is our life, this is whatsitabout, and you
know they get on with it.”

F2P°
“not allowing the condition or disease to encroach batw perceive
as my life”
F5Pt
“We just try and be normal.”
F6P

However, despite the perceived normality, there widieBects on the family that
were described by the parents. For some they continasdadter, what was
considered to be, a successful transplant. The ofemvbelming tiredness and also
the lasting effects of surgical operations combinedped, to limit the physical side
of the parent-child relationship. The fact that the pagenerally looks well also
contributes to the situation. Their children, and otlkguaintances, may find it

difficult to remember, and understand, that the parestaggually ill.

“when we play rough and tumble, there's still the "youehtavbe
careful of my fistula” He knows that it would be hberif he kicked
me in the new kidney. He can't be totally uncontrofiabe have a
tickling session or something like that but it's much bélten it was.
Physically I'm a much fitter person that | was pregpdant.”

F1Pt

“I've got the fistula and it's buzzing away and they'd mdgiiaeg up
me and they can actually hear it up in my arm, up in rouisler.”
F2Pt

“The fact that he doesn't look unwell ... That he works dintthe rest
of it you know there is a normality to our life but attshe does see is

a very tired man”
F3P

Y Throughout the document the following abbreviations aed:us

F — family, followed by a number denoting the family in stedy

P — partner

Pt — patient

C — child, followed by a number denoting the child’s posiin the family i.e. first child — 1, second
child — 2.
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“they were playing in the garden and its really hot ancoorse F4Pt
had his tube coming out and F4C1 wanted him to play in thamadd
pool with him and F4Pt did get in and it was me, | was pamickéPt
and then he said “ooh no, let’s get out” but F1C1 he wgalttome
on daddy, come on daddy, come back in” but F4Pt would go oltyious
‘I can't”

F4P

“the fact that dad got tired very easily so they wchdde to, calm
down a little, not jump on him.”
F5P

“he knows, but | don'’t think he totally comprehends lseashe is so

fit and well, looks so fit and carries on, and she esdltay after day

getting up, looking after him”

F6P

Family 1 described how dialysis had ‘impinged considerablyheir family life and
described how, as a family; they found HDx very difficwhilst PD for them gave
them a better family life. Many of the families nagied to integrate their dialysis
into their life and continue working, although this somets put pressure, or made

changes to, other areas of life.

“He carried on working throughout. He can't then go tatkene
park all day on the Saturday. They have to understand that.

F2P
“I managed to work full-time so if you like the regulaeltyle didn't
change.”

F2Pt
“I run my own business and | still have a social life”

F5Pt

“We want a life and therefore, if F3Pt wants to gofouta work do on
a Friday night when he normally dialyses then we dowannight.
Then he can have a couple of beers and we get rid ofdhethe
machine. So we do to a certain degree move it around wileecan
but we actually lead very busy lives and sometimes wetrable to
be that flexible”

F3P

“through dialysis, through everything I've worked, I've stdpped
working. So | was lucky really compared to some people fowind
that three months (on dialysis) not hell, but it wagood,”

FAPt
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Holidays were a topic that were considered by mogtefamilies involved. Two
families ensured that they had taken a holiday befeg ¢commenced dialysis; one
family, family one, took a Summer holiday over thetEaperiod prior to
commencing dialysis, while another family, family fivesgotiated two weeks out of
school for their children to enable them to have a hyplHore dialysis
recommenced after around 15 years of a successful mahspt is clear that the
time spent together on holiday can be a precious timiifoities and therefore extra
effort is exerted to ensure these holidays can happemever, the descriptions also
show the limitations that are put on family holidaylsene HDX is the treatment, as

described vividly by family three.

“we went to Centre Parcs for a week, with the bags”
F2P

“we can’t go on holiday abroad because Daddy can't ftabse he
needs his machine’ it wasn't like a punishment, but sorestitrfelt

like a punishment”
F3Pt

“I tell you even if it was France or Spain or just Brugesomething
for a week, we just flew away, have a bit of fun and reafamily,
where we actually enjoy it as a family, don’t care kehewas, fly to
Isle of Man for all | care dialyse over there”

F3Pt

“But | mean it does affect family because F3C and | goadh F3Pt's
family have to come and cover me when | go for thosevieks with
F3C. 1 would love my family abroad to meet F3Pt. I'celonm to be
able to go out there and he resents the fact not ghgowbut that he
can't come with us. And even if we paid for dialysistbate he's still
got a long flight and that's what we don't want to tisk.

F3P

Interactions with schools are obviously a large patheflives of the children within
the families. Most of the parents had talked withdti@ool about their renal
problems, usually just so that the school were awareamd support the families.
The schools seemed willing to offer support and this ghildren additional avenues
outside the family where they could discuss issudbelf wanted. The support of the
school nurse was offered in one case and an educgheyaiologist in another,

although at the time of the research neither had bsedh
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The impact of CRF on the family is also seen as haaingnpact on the size of the
family, although this is only made explicit within onenfiéy with this group of

families.

‘I mean she has really resented the fact that werialiad another
child, yes, and so does F3Pt. I've just said no, | wark,work, |
can't do it. There's got to be boundaries somewhere.t'®Nbecause
of the dialysis machines. | couldn't. It's hard enougion't work
full-time, well | do, | work full-time in a part-timpost but | do that
because | wanted to be a mummy on a Thursday and a Briday
obviously because of dialysis as well. So to add anathikel into that
equation was just horrific but she definitely does retd@att As she's
got older now the idea of sharing with a sibling is not geatdovely
but you know even up to probably a year ago it was "It'sanqtl
want a brother or a sister"

F3P

The time at which the father in family four was diaged with CRF also had a
profound impact on the life of that family, particulaffgm the mother’s (the

partner) perspective. She still expresses concerneginettrabout her way of dealing

with the situation at the time.

“FA4C3 was only 3 months old, she was really, reallieliti don’t
actually remember a lot of F4C3’s first year which ispgad. It is
awful really but | can remember the exact date that 4t to the
doctor’s and | can remember the exact date that he gaadulis.
That year | can’t remember how F4C3 grew up but | calydellhow
many times | was up here, when | look back at thatnidnsaying its
awful but it overtook especially my life far too muctddrbecame sort
of obsessed with it. F4Pt went from diagnosis toydialto transplant
within one year and that was quick and, like | say, Ita@member
that year”

F4P

There are clearly many effects on family life theg attributable to the fact that one
of the parents has CRF. However, listening to the tapeéseading through the

transcripts, the overwhelming feeling is not one of sadror gloom, but there is a

sense of vitality, of wanting, as far as possible toehfe and live it to the full.

5.6.2 “It just seemed to coincide with the time thingstarted to go wrong” —
changes in behaviour
Some families remarked on changes in behaviour in¢héddren that they attributed

to the effects of parental CRF. These usually appearemirioide with a change in
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health of the parent. Often it just seemed to meanthe child, or children wanted to
be physically closer to each other, or to the adultearfamily. None of the changes
mentioned by the parents appeared long-lasting. In additiere was no indication
from the parents that the schools attended by the chilthe reported often on
changes in behaviour or, at the time of data collactioat the parental illness was

having an effect on academic achievement.

“But within class, | think it was pre-dialysis, he startwanting to go
to the toilet a lot in class. And | thought that weshyably a sign of
nerves. His teacher didn't see it like that and veag strict with him,
even though they were aware of the situation so I tluink that
helped and the more the teacher said you can't go, it was a
psychological thing he had sort of a few weeks of thattlulidl i
gradually ease up.”

F2P

“When F5Pt first got his diagnosis earlier in the yibary started all
sleeping together. When F5Pt started to feel unwektivass quite a
lot in our house, because then | took a long time to gt tasthe idea
and F5Pt did as well and they all started sleeping togattmne point,
3 of them in a single bed. Two of them share a room anywit they
started getting in the same bed and then they start@asofh the
same room. F5C2 would go back to his bed and F5C1 swapped | think
from one bed to another. F5C1 is the eldest and thenuagmow
he is back to his own room. They get a lot of comfannfeach other
really.”

F5P

5.6.3 “I will have to lean on them more” — caring role
Some of the families talked about a caring role thait tthildren undertook within
the family, or some families expressed a concernthaat child might have to take

on more of a caring role in the future. Certainly wiia two families who had

dialysis taking place at home the children were involuguhrental care at this level.

“they like to get involved in pressing the little arrowstbha APD
machine!! wash their hands and things like that”
F5Pt
However, the parents expressed concern about the pibgsibhaving to ask them to

do more in the future, they seemed confident that the wiildd be able to do what

X APD machine — automated peritoneal dialysis machireAPD machine automatically controls
the fill volume, dwell time and length of treatmeng tpatient receives. APD is most often carried out
at home, whilst the patient sleeps (Wild 2002 p 225).
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was asked, but did not wish to impose upon them as this fjaotdamily three

indicates.

“I mean there is a real risk you know if F3Pt doesn'tagether

transplant that as she gets older | will have to &aaher more, or he

will, or we will expect more of her and then your clalsimes into the

caring role. But as | say, we haven't and we consgidasie not done

so, so far.”

F3P

5.6.4 “You don’t always want to read all the down side” — informabn giving to
adults
The statements in this cluster were usually in respanspecific questions asking
about how information had been gained. This is importatitd study, as the
assumption has been made that parents are the maidgysoef information for the
children. It is therefore encouraging to see that therpain this study had obtained
their information in a variety of ways. For sontee mmemories of parental dialysis
was the beginning of their quest for information, for adhenformation was gained
from books, staff, other patients and carers, informnagroups, the library, local and
national support groups and more recently, the intei®ete participants were
nurses, or worked in hospitals and used this to gain inf@mmatHowever, providing
the right information at the right time can prove alpem as the situation and

treatment can change frequently.

“he had 6 operations, or 5 operations in 6 months, songelikenthat.
It was all sort of one a few weeks after anothet ati was a bit of
turmoil for them”

F2pP

“I had dialysis starting probably March/April 2002 and thesntwonto
the transplant list in October. | had my problem$wybu know, with
various bits and pieces but | had the transplant mideNter”
F2Pt
When thinking about information these parents appeared kedataim a positive
perspective. They also wanted time to receive andtdigfesmation for themselves,

before moving on to give information to their childrerlas quotes below show.

“you don't always want to read all the down side. We usé&g tand
get a positive sort of perspective.”
F2P
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“they didn’t come up with us to a visit to the dialysiginly because
F5Pt and | weren't sure what we were doing and we dikenbw so
that we make it quite relaxed for them”
F5P
However, not surprisingly, different attitudes to the gatig and importance of
information could be seen in the parental approach torm@tion, varying from the
“voracious information consumer” in family one, to fiéies where the parents had

different attitudes, to each other, for example in faroiur.

“She’s been the one that'’s liked to get all the infoiomabut I'll deal

with it as it happens.”
FAPt

“I would sit in every consultation, F4Pt would sit théke my son. |

would be going well tell me this or tell me that wheredRt didn’t

really want to know.”

F4P

5.6.5 “l think it's one of those things you deal with it ayou go along” —
information giving to children
This cluster is seen as key as it links in with time fair the second part of the
research. There were many significant statements tinis cluster, partly because,
amongst other things, the interview guide asked questiong hbw the parents dealt
with giving their children information. Importantly paterappeared to want to share
information they had gained about their CRF with thikildecen. This linked in with

one of the assumptions that was made before beginningeti@arch.

“The idea that you can't tell the children is not an apitomy view.

What you tell the children and how you tell the childre prioblematic

to say the least.”

F1P

They wanted to approach the subject truthfully and hondstivever there were
some caveats to the information giving. Parents talkedtabong to ‘hide the down
side — at least trying to’ (family two) and ‘keeping back thll brunt’ (family four).
In approaching the topic, parents also appeared more likédkton a ‘need to
know’ basis, or by answering specific questions rather tbgurgitating all they
knew about the subject. If parents did not know the answe question they would

attempt to find out and bring the information back to thé&lqfamily three) and the
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parents also took on a ‘translator’ role, putting tHerimation that they were given
into language the children could understand (families fodrfize) and adapting this

as the child grew (family three).

“I've sort of tried to explain it as I've gone along amead-to-know
basis and when they've asked me a question then I'vehbaest - |
feel | have - as best | can”

F2P

“She'll tell them the truth and what it's all abduit generally it's
everything that happening is there for my well-being andsthatv
it's put across.”

F2Pt

“She’s asked a question and we’ve told her, we’ve bedroap
because we’d rather she hears it hopefully the riglytfigen us,”
F3Pt

“l think it's one of those things you deal with it as ygwualong. |
think I'd give him the information that | thought was appiater at
the time”

FAPt

“if they want to know anything | will tell them absolwednything,
but because at the moment F4Pt is fine and everything ig gkay.
At the moment | don't feel | wanna sit down and blastitiwith
science when there is no reason to.”

F4P

“I think the best protection they can have is being toddhonest truth
about what’s going on”
F5Pt

The parents appeared to undertake a careful balancing laey. wRnted to answer
guestions honourably, which they felt would help to estahlishisting relationship
between them and their children. They also hoped thiddwadffer protection to their
children in helping them to understand the family situatiblowever, this openness
and building of trust had to be set against not wanting toywe children
unnecessarily, or make them feel responsible for the tadibmess and family

situation.
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“l sort of showed them what | was doing and told theratwhdone -
it sort of cleaned the kidney and cleaned everything sait-of kept
them involved but not giving them too much to worry abouwdidih’t

want to sort of worry them”

F4Pt

“| always say to F4C1, ask me whatever you want and lt&liliyou
and | will be as honest without trying to be hurtful bdbh’t want to
ever frighten him”

F4P

“basically or else it becomes too heavy doesn'’t it.u Yust want to
inform them really | think. You don’t want to makeeth feel
responsible.”

F6P
In family one, the parents described themselves dsmtbemation managers,’ a term
which seems apt, and although not specifically calledyather parents the
concept was alluded to. There was a general expectaibinoge that the parents
would be the main source of information for the chiléyttvanted to do this, and felt
a responsibility to the children, however this did not nidéahthey were not willing
to accept help or guidance with the matter, or that theyght that their children
would not look elsewhere for information. Howeveg garents wanted to foster an
environment of trust where the children could ask any questizthexpect an honest
answer. The following quote captures this well and leadgetalifficult subject of

discussing the possible death of a parent with their childre

“I don’t believe in hiding things either and | would muchheathelp
my children to cope with things than | would for themtimk that |
had lied about something or hidden something from them —rtisat t
really and to foster environments like that I think itldea an
environment where the children can really ask me someliking
“does this mean dad’s going to die?” | would much rather dsked
me about it than worry about that, when | can give@a®est an
answer as | think | can at that time.”

F5P

The topic of discussing death with their children washedaipon by some of the
families. Most of the adults were aware that in saases their early death was
more likely than within the average population. It \ab® a specific issue for family
one as they were, as they termed it, ‘older pareftke parents were understandably
reticent about talking about the possibility of deathis hot really clear if this is

because they have difficulty facing their own mortaligd therefore discussing this
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subject with their children, or if it is thought of asn@ans of offering further
protection to the children from the full impact of theease. It may also be because
we as health care professionals frequently avoid tfiisudt subject and offer

limited advice.

“I don’t think, pheww, | suppose the big thing would be death you
know how that was portrayed or put over, No, no, slsa’hapoke to
me about it but | think that would be my main, main consérthink
everything else would be OK, I think that would be the onlynma
concern”

F3Pt

“| say it's hard to remember now really but we didnalhetell them
the full “I could die” or anything like that.”
F4P

“Iits just once | reassured F5C1 that he couldn’t die ftioisn You
know, that'’s a bit of a rash kind of thing to say but wR8&1 means
are you going to die, he means are you going to die tomph®
doesn’'t mean are you going to die in a number of yaaies bhecause
of the condition, he means tomorrow and the answ#ratis no, he is
not dying tomorrow, he can survive with dialysis untiirae when a
transplant comes along and that’s exactly what | tiean

F5P

On a lighter note, most of the children were actualitegaterested in all the
paraphernalia to do with dialysis. This meant it wasydo involve the children in
the process of dialysis and to answer questions asdhedure moved along. It was
also noted that when other children visit the house trenpand the machinery
could become an interesting talking point. Family tltrescribed how, prior to a
first visit, they always spoke to parents of visiting clalibefore they came to the
house. They would talk about the presence of the haaigsidi machine, and try to

gauge parental and child reaction to attempt to prevent upbet tane of the visit.

“It sounds like a horrible thing to say but they found F2Rbes as
being quite interesting. And that seems really awf2GZF likes the
drains and he just thought, "Oh, Dad's got something reaily, and
| suppose we just laughed at it. "Oh you want a drain ontyousers,
look at me". But obviously you knew they were all anairéhe
machine but they were quite involved because they used ® @wpm
and sit with F2Pt on the bed when he was going on it.”

F2P
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“she can actually explain when her friends come ih¢bdur takes it
out, so she’ll point to my arm and say that line wikgd out and it
goes round there, cleans and comes back to daddy”

F3Pt

There was some concern expressed by parents that frigghentthink the children
have understood a particular piece of information, ken something is said that
clearly indicates that it has not been understood leaat not in the way that the
parents had expected or intended. Linked with this is thevledge that telling and
hearing are two separate activities and that in any situdtey do not necessarily

follow each other.

“What we tell them and what they hear, as | say, arbgtnly two
different things.”
F5P

As noted earlier parents were perceived as the mainesotincformation and clearly
wanted to be that. However, various other potentialcgsuof information or
guestioning were cited, school, cubs, tablets, but the tiele\appears to stimulate
most interest and questioning. Children gained informatian fedevision
programmes, particularly about transplantation, andcthdd then lead in to further
guestioning of the parent, but also relates to the pointst dlearing and

understanding as these quotes illustrate.

“She's seen programmes on it because obviously tlgeneesa few of
them around and then she's sort of sat down with F3fRétgnes to
watch it but | don't know fully how much she reallydenstands. She
knows that you get a kidney from somebody else andwsecshe
loves Casualty, they have had transplantation on thehe last year
and she was "Erm you put a kidney from a dead personvg a li
person”. That bit horrified her. She can quite copk & live-related
but not with a dead and | said well Daddy's first two kidriepse
come from dead people and she said "ooh" but she didt geahto
it. She just said "ooh".”

F3P

“so far as they think they can go to the shop and getmahé&at when
dad comes into hospital then “is he having a transpdaiatyt?” They
don't really understand. They do understand that theg bat/to
wait, they understand that | was tested to be a damibthey
understand the business that as a live person, you casagneone a
live one Then there was a discussion about having a desahfse
kidney which went a bit over their heads really. h'tlithink they can
get the concept of that at all and they just kind oftweh yeah” and
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“oh right, okay”. So they didn’t ask anymore. | daifiink they
could understand it and they just kind of moved on with it.”
F5P
The parents gave various ideas that they thought miginsdfal to families to
provide information to their children. Not surprisingly matgas centred on the
provision of a fun computer-based learning package. Howeweks and leaflets,
perhaps with some activities in them were also popdésas. The caution was added

that anything produced would need careful piloting.

“I'm rather concerned about hard copy being ambiguous, ambivalent

and unclear. There's a lot of people out there who thiek ¢an write

it as leaflets and | fear that little of it has bgdoted, so | think that

whatever does come out needs careful testing and maitéhei

consumer being the audience, because | think that sbthe stuff

that's been written for kids by adults has just comeastiftit's for

adults.”

F1P

Some families also suggested an information sessiomvtd®gmaimed at the whole
family. It was envisaged that all family members woutérad, not only to listen, but
also to meet other families in similar circumstanc@sother suggestion was an
individual session for a family with a nurse, where aghée whole family would
have the opportunity to be together and ask questionantl tar bring the discussion
of this cluster to an end with a final quote, which | hopasup what the parents are

trying to achieve when providing information.

“| think he needs to hear it from me because if he dbksar it from
me, he won't trust me. Does that make sense?”
F7Pt

5.6.6 “How do | get inside a 9-year-old’s head?” — parental intemgtation
Parents were asked some specific questions which invitedlagen about what
their children thought. The emergence of this categdheieefore not surprising.
However, there were also additional instances in thearsations where parents did
try to interpret what their children thought. This appe#&odak in a positive way,
trying to understand what the parental illness meant tohie and hoping that, as
parents they were dealing with the situation in thénhttigray. Most parents made

the point that they were not always clear about whet child meant or wanted and

111



they were also explicit that they were giving thetermretation of the situation as the

following excerpts indicate.

“So... | don't think you can ever get inside somebody eleisl.
You can know them pretty well but | think there's alwaylitle space
that's private so he does have anxieties about that”

F1Pt

“If you can do that | think it might be an eye-openerduse our
interpretation of what we think he thinks is maybe whelironeous.”
F1P

“I suppose | would be quite fascinated to hear what F3C dueslly
say because I'm sure they’d be quite a lot we don’t kniast how she
feels in herself, who she’s actually spoken to, whafdws are, what
her concerns are, and generally is she happy. | supgp@séher thing
is, does she think it is holding her back?”

F3Pt

“I think that what bothers her most is and that it Wwél interesting to
see when you talk to her... as | perceive it's the fatt tha
F3P

“| suppose he wants to know everything but then | don’t knelaw
do | get inside a 9-year-old’s head?”
F3P

Children’s interpretations of situations do not always m#tose of adults and this
cluster highlights some of these differences welithitv family one it is in terms of
the child’s view of the number of tubes his mother HEse child’s measure appears
to be the more tubes his mother had, the more ill si& We was therefore unsure
how positive the transplant was as the number of thhdsncreased significantly.
With family five it was issues around a child wanting laighér to have one of his

kidney’'s to make his father better.

“F5C1 wanted to give a kidney at one point. He made rokechuite
a lot early on, cos as children do they see things ckladad white, he
spent a long, time asking “why do we have 2 kidneysWHy do we
have them if we just need one, why can’t he have mew, tik it too
small?” “oh it’s too small” and then his Killer line wal will just
have to eat a bit more”

F5P

Many of the assumptions made by the parents related smthef information that

they thought their child might want. Again this is &ttitable to the interview
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technique. It also seems to be a conscious decisitimegrart of the parents of the
need to protect the child, as far as is possible, frorfuthenpact of the disease.
This was often the pattern seen when the parent virth ieded to be in hospital,
either for HDx or as an inpatient. The reasons &dremcouraging the child to visit
appeared many. There were perceptions about hospitals rabaneé the visiting of
children in particular. There were the practical issalEsut what to do with the
children when they were visiting, and there was the preseheather sick people.
This involved a worry that the child might assume thairtparent could soon
become like that. However, visiting hospital was mooemal for one family and
another family felt it was better to see the paegrt know they were well, than to
leave things to the imagination. A selection of quoteggaren to illustrate these

points.

“They never saw me on haemodialysis because wehlpossibly
could freak them out. Not because of seeing me but becaaseing
everybody else.”

F2Pt

“To be honest with you | don'’t like them up here seeimgilirand
when there’s other people ill it’s a bit harrowing oarthto be honest
with you”

FAPt

“l think it's better for him to see her than not, besa it's scarier |
think not to see her.”
F6P

“They associated hospitals with where | work so theyrmt
frightened about hospitals.”
F5P
Parents also seemed to make other assumptions abouether@otect their
children. There were concerns expressed about the pigsiizEt children would
worry too much and, in one case, a decision was takemmtove a child from
specific lessons at school related to kidney problemsategirthem from what they

assumed would be old information.

“sometimes | worry that she’s taking too much on evenghowve
don't tell her actually half so much about it”
F3Pt
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“They do know a lot of the down side, | don't know btedl that |
don't want it to take over their lives and to be worrying.”
F2P

“l thought | don't want him to learn about it at schoabuvion't know
and it could be frightening to suddenly show somebody on kdis o
fashioned machine so | told the school | would sit and gough it
with him myself, which is what | did. | had the book avel went
through it together”

F2P
There was an almost unanimous reaction to the questking about what the parent
thought the child wanted to know, all initial responsesevadong the lines that they
would just want the parent to be all right. Which seartsally understandable

response.

“Well | suppose really all they want to know is, “amgding to be all
right?”
FAPt

“So, | think he just wants to know his mother’s going tabeight.”
F6P

5.6.7 “I think seeing mum taking pills every day is no longer ¢ghreat because
it’s just a routine and it's almost a security” — security
This cluster has emerged from the data and has the ijpbtertte important in
describing family relationships. Having security is an impurpart of a child’s life.
In this study the parents expressed the child’s neeskfarrity in various ways. Itis
the security the child has in knowing that mum will beréhat the end of school - or
not, if she is on hospital based HDx, which is a cafisaxiety. The security of
seeing the parent take tablets daily and knowing they hefptkeen well, and
security of having mum and dad around, and the emotional pdiariety when,
for whatever reason the security is taken away, pserbapause of an hospital

admission.

“Well | think that parents are security blankets, aré@y® Your
security is based around that”
F1Pt

“it will definitely be an issue when I'm ill. He’Nvant to know what'’s
going on and | think that what will upset him most id tha in
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hospital. If I've got a cold he can come upstairs to nsake I'm OK,
but if I'm not there, I'm away from him.”
F7Pt

“But then just telling him isn’t the same | suppose as... liszavhen
it happens there’ll be a big absence”
F6P

“I think seeing mum taking pills every day is no longehr@at
because it’s just a routine and it's almost a security.”
F1P

Doesn't like to be away from either of us and that definis

probably one of the effects of dialysis is that shevery confident

little girl but she's very clingy to both of us.

F3P

5.6.8 “I think you almost have to live for the best and plandr the worst” —
living with a chronic illness
Some participants discussed the unpredictability of liviitg @ chronic illness. The fact
that, even as an adult, you had no control over thesewf the illness contributes to the
uncertainty experienced by these families and can méleeder to know what to say or

do when trying to plan for situations.

“when it started, when you're first told about it, thegke it sound
like you need a transplant but seven years later her@evstill
waiting, It's a very slow process, You just becomenime to it after
a while. You know it’s going to happen but you just get on.”

F6P

However, the presence of children appeared to make livifgangtironic illness
harder to deal with, as there were the needs of bhadewfamily to be considered.
This was particularly pertinent to family five who weneving from the relative

stability of a working transplant back to dialysis, but ofaenilies were aware that

there could be change in their situation just arounddheec.

“The hardest bit definitely, obviously its different thisie around cos
last time around | just had myself to worry about, thigeti have got
the children to worry about and it has taken me quite@time to get
“my” head around F5Pt being ill again.”

F5P
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“They ask questions about when I'm going to get bettecédurse
the only answer | have got is that | haven’t any ideathat) just have
to wait and see what happens.”

F5Pt

“Oh is it failing, is it going wrong?” That’s one of nmyain worries -
how to deal with that when it happens; and | got a featingy head
I’m not going to deal with it very well. | don’t knoyyst the thought
of it dreads me now so that’s my main worry, how agoihg to deal
with it and tell the kids and that.
FAPt
Living with a chronic disease appears to suffuse many espefamily life. It is

perhaps summed up quite simply with this quote.

“I think you almost have to live for the best and planthe worst”
F1P

5.6.9 “The new kidney is doing very well but may not last afétime” —
transplantation
It is evident from the conversations that for the fasithe area of transplantation
presented many issues to be dealt with. These wdeeethf, not unsurprisingly, for
those who had a functioning transplant and those whe waiting for a transplant.
Families were aware of the positive side of trandplson, but this is tempered with
the waiting and the feeling of when would it be our turtherfact that the transplant
will not last for ever and how would they and their dteh react to the possibility of

coping with dialysis again.

"What | need to know is, is Daddy better now?" and ugia, "Oh
I've never actually sat and said, well | can't say beétiet've never
actually said this is the end to it hopefully for ddittvhile."

F2P

“her new kidney is doing very well but may not last lifetime”
F1P
With a transplant there are still the routine htadpihecks, the maximum time
between appointments being 12 weeks. These checks can peasdarance for the

family that all is well, but they can also raise gassibility of problems.

“The first year I've always been frightened, his area¢ was, | feel it
should be lower than it is, you read up and | suppose belberisead
up, I've read that a higher creatinine level means tedtitimey
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doesn't always last as long as a lower creatinine. Héué's nothing
we can do about that anyway.”
F2P

“Five years down the line, we have had a really goodomugcand yet
today, | hate today. He won't let me phone up becausedsndo
want to know, he says “if it is bad news they will paane.” But |
would rather know the results cos I'm waiting for thabne call,
that’'s why | do it and then for 12 weeks | can restpims ways we
can both rest.”

F4P

For those participants who were waiting for a trangptlae issues were different. They
talked about not knowing when the call for a transplaghtrcome, whether it will
happen at all and the life changing potential a transpiagtbring, although the
knowledge that the transplant may not work or may notdag is also clearly

expressed. The waiting proved stressful for many.

“I think it would make a big, big change, a very big changgejust
important and | suppose for anyone you can’'t guarante¢hghatamn
things going to work but on the positive side, feeling good, ke
to do things, travel, just things in general, not tbatine of three days
an a machine and | know you still have to come up farodiand
things like that but that’s little.”

F3Pt

“Because we don't believe it's ever going to happen sgbvto the
point where it's there in the back and it's just likeenbt going to
happen. I'd love it to happen. Even if it only laste@aryt would be
a year of what is reasonable health and no machine.”

F3P

5.6.10 “How am | going to deal with the fact that he may have this?* hereditary
conditions
With hereditary conditions a number of factors seerodubtat play. There were

understandably elements of worry and regret at the unkraswtese quotes indicate.

“It does keep worrying me, how am | going to deal with th
fact that he may have this.”
F1Pt

“| probably think he probably has got it because the hissor
too strong to suggest he hasn't got it and that's my biggest
regret. “

F2Pt
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However, hereditary conditions also presented othemdil@s. The presence of an
unknown, has the child inherited the disease, led to wmesrtregarding how, what and
when to talk to the child about the possibility they migée the disease and also
affected planning for the future, perhaps in financial teffiere was also some anger,
directed at the medical world in general, regardingribeiiity to provide an early

diagnosis.

“I think that a number of improbables and implausibld an
unpredictables are quite extreme in this case and | thatkpthbably
affects the guarded way in which we talk to F1C. We tilyetopen
but we try not to be threatening”

F1P

“l do think that there is an issue between the hemgdgeople perhaps
and the comes-as-a-thunderbolt”

F1P
None of the adult participants appeared to blame theinfsaf@r their lack of
knowledge, rather there was an acceptance that gemsratoe different views, and
in some cases an awareness of the fact that thetpanag not have passed on
information simply because they did not have the in&dgiom. There appeared to be
a recognition that perhaps the paternalistic views oficimerlare changing, albeit
slowly. There is also a view expressed of the sdaidnges that have taken place
in the way that childhood is viewed. What this themesdmm®m to illustrate is how
childhood experiences, of hospitals, or their own matealiness appear to have
influenced how the parents wish to treat their childreterms of giving information

about their CRF to try to ensure that it is a more peséxperience.

“I don't think my parents talked to me at all about wkias going on
but then | don't think they talked to each other abouttitink when
F1C came along or when my renal disease came alorgidiedeto
deal with it differently with F1C but, life has moved, dife has
changed. They way you deal with children | think has chafge
F1Pt

“but we can only try and help him through it as much asaveand |
would like to hope that | would give him a lot more suppanth
probably what my parents gave me, but then they probadt d
understand it as much as what | understand. They weralpyolnd
I'm probably being unkind here, but they were probably igriaout
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it "Oh well, just treat me, don't worry about ithat do | need to do
now". They never asked questions”
F2Pt

“I've always with F2C1, I've never denied that he wouldrt'itgd've
always from day one because | remember it being suchci &bho
F2Pt to suddenly find out that his uncle had died from kidney
problems, and that's how we started to piece it togetitetheen it was
all a big mystery about all these relatives that had.dit was never
openly talked about in his family so | always thought, I'mel'.

F2P

“The more information | have the better informed | ard &have
always wanted that and because of my past experierslelsen you
never cried in front of, you said everything was gonna bg buaits
not to be honest and that’'s my point now, be honéhktywur
children.”

F3P

5.6.11 “Really forget about it and just get on with our lives” ife view

This cluster seems to reflect what | have termedaviéw’. This has a possible
connection with personality, if someone is optingisti pessimistic for example.
However, the way somebody is, the life view thaytheld appears to affect their

coping mechanism and how they deal with illness in thelya

“So apart from that we’'d deal with it quite well, | thinkmean as |
say we’re sort of pretty of what's the word - take it goanted. Really
forget about it and just get on with our lives which aaitl before |
think is the way it should be so and if anything happenswieewould
deal with it, deal with it as a family group then.”

FAPt

“the only way that we coped with it so far is by just letting it take
over cos it very easily could and I'm sure there niestinfortunately
some people who just can't handle it and it does bedbm biggest
thing in their life and their life evolves around thidivess. What that
would unfortunately mean, if you look at it on a bigger petis
you've got the illness in the middle and then the pessanding next
to it and outside the circle of them and their illnessheir family and
they’ll start to block out the family because they that they are
more concerned, they become more protective of thashséhan they
do of their families it's like completely on its hetadhow it should
be.”

F5Pt
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The picture given by the patient in family five is | f@alrticularly pertinent in trying
to describe how CRF could affect the family. With fdwily in mind | now turn to

the presentation of the data from the children’s focusmgo

5.7 Children’s data

The data from the focus groups were analysed using theteahmeques as the adult
data, except for the drawings which were explained bghidren; no further
analysis was undertaken with these pictures. Thefisigni statements relating to
family life or to information were extracted frometktranscripts and when reviewed
gave five clusters. These clusters, like the adultealsdhave two titles, with the
shorter title reflecting the meaning that | attachedhéoduster. The emphasis of the

themes was slightly different but some similaritesild be seen.

*  “You kind of need to be a bit up front and a bit sort @f laack about it” —
information

*  “We didn’t have much time with him” — family life

» “Because if you, sort of, talk about it too much, yougrids just get bored to
death” — friends and school

*  “We could go more places” — holidays

* “He had to go back in hospital the next day” — worry

5.7.1 “You kind of need to be a bit up front and a bit sort ofaid back about it”

— information

The children talked about the information they had reckia quite a factual manner.
One child knew for example that the average waiting fona kidney transplant was
two years. It appeared that most of the informatiog tael was given by the
parents. They could explain the type of dialysis thair parent had and knew about
transplants. They made some very interesting poimtstakhat they think they
should be told and why, but also showed a mature undenmsganfisome of the
difficulties that must face their parents. They appédo enjoy the focus group as it
gave them chance to interact with other children wipasents had the same illness,

so the information that they were not alone appearedritant to them.
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“Well one thing | did um is because ..... well what | dicelabout our
families.... my mum and dad do like me to know umm about..y. the
wouldn’t lie and say like no, if someone’s body was bkieit wrong
or something and | asked they would say this is how tleeg Wworn
and stuff or they wouldn't just say like that ... theguwld say what it
was and how you get it, its just nice to know what isi@tt going on.
It probably is hard to tell you what is going in a wayt tyau
understand like, umm, like umm, you couldn’t say it likel yoould
say it to an adult cos you are quite little and you wotildnderstand
really. You have to say it like a children way, you knoaw
children think.”

F3C

“Sometimes it does sort of happen in that sort of basause you're,
its sort of, if someone gets the news before you antybe get the
news sometime you don't get the umm exact what wasoswi
sometimes you’re not really sure about what was agtsaid so
sometimes | do sort of ask my Mum a few questions albat
happened”

F1C

“you kind of need to be a bit up front and a bit sort of l&dk about
it because, yeah because sort of if you are a bit too opyloo get so
far into it if you sort of get some bad news you will gery sad about
it. If you are a bit laid about it sort of, you're softin the middle of
it and you don’t know much about it, so if something goesgyou
can ask about it and you don'’t really get as sad as paldwvif you
were so up front. | know. You have got to think abebat you're
doing as well as, sort of, what is happening to your pardits.laid
back you sort of, you don't really talk about it much yoti're being
very laid about the matter. And also you need to be adoit of,
upfront asking your parents questions but not very many qugstion
F1C

5.7.2 “We didn’t have much time with him” — family life

This cluster appeared to have two main strands to itth©one hand the children

talked about the influence dialysis has upon their dagy &hd on the other it was

clear that as far as possible life carried on. Fahfidywent on in that for one family

the call for a transplant came the evening befordvaddcesidential trip. The child

had a sleepover at a friend’s house and went on thth&inext day. The need to

remember that kidney problems may not be the only issinnwvite household was

also made. One child has one parent with CRF and thewitheanother chronic

illness and at the time of the focus group felt thakideey disease was easier to

deal with and impinged less on their life. There ware interesting comments
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about the impact of dialysis on daily life, for exampldifferent routine, necessitated
by the time it took for the parent to perform their ds&dy There were limits to the
amount of time these children wanted to spend in frotitefelevision or with a
computer game. However, there were also implicationsips out — to the cinema

as illustrated below.

He had like a tube from his stomach, to drain the bloabmething,
then we had to drain it out in the bath. My dad toakiit (of the
bath) cos he only needed it at night and then we hadreodwa baths
and showers in the day but...... like my mum sterilised gebrid of
all the... | don’t know what it is but......

F2C2 and F2C3

“We didn’t have much time with him but he had to do itdbout an
hour and a half and he said the bag was really slown’'t Enow how
slow it was but it was really slow. Well, we weust doing stuff
together. F4C1 was playing on the play station and | veéshing
telly. It was like really boring.”

F4C2

“| sort of just sat there sometimes and sometimesdrnted to doing
nothing because maybe Dad was doing some job in the gatdlen w
Mum was doing dialysis and sort of there was realthing much to
do.”

F1C

“It takes up a lot of time.”
FAC1

“You couldn’t actually really do stuff much because yoades to do
dialysis sometimes. That kind of got a bit annoyifjd ({t?*?) Yeah
because sometimes if were sort of like if we wantegbtto the
cinema and sort of maybe Mum needed to do dialysis somshm
would go out into the car and actually do dialysis and pub#g on
top of the car and do it that way and me and Dad cowdrsthae

cinema so sometimes it would get.....”
F1C

5.7.2.1 Descriptions of pictures
During the focus groups some of the children drew picturese®f them drew family
shields which we asked them to explain. They give funtigght into family life from the

child’s perspective. Photocopies of the pictures arengiv Appendix 17.

12 \Words in italics spoken by one of the adults leadingdbesf group.
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F2C2

Umm, well, first size is like my guitar and like coy g brother plays guitar as well
and like I...Umm, my little brothers might like plakéd a bit of guitar and like you
see it and then Yeah! Right there’s my first sectidth all my guitars, umm, my
second section is like a Lift Company, like my dad’s wamkl my next section is like
a CD collection and vinyl. Well, when I’'m home fromhsol, about 80% of day
(listening to music). Well | just put it on and then do otdteff in my room the
whole house but like my mum has her music downstairs anigriyrother has his
music and my little brother has his music and | have mgien My next section
which is nearly finished but is all dedicated to JaclcBléhe biggest legend in the
wild. It's my dad’s and mine favourite actor in the hmasid he has got his own
band. He’s in things like Ice Age and School of Rock, Ae® got like years and
years of films planned out like Shark Tale and...... lotstoff. and I'm just about to
draw Curt Cobain, the biggest legend in music, from Nirvasgou can see there.
(Yes!)Unfortunately 10 years ago he committed suicifiRight) Because people

knew his name when he didn't want them to.

F7C

Yes, I've nearly finished my hospital but — I'm maigblouring in my important
picture. Laughs. — Cos | was born in héh right.) And my mum had her
operation ....... PAUSE... kidney tablets.... Books andBodks?) And my very,
very important Game Boy Advance. | like a rude typstofy called Captain

Underpants and he had a little red cape!

F2C3

Umm yeah, there is music cos our whole family likesioard holidays. And sports.
Yeah and, like, everyone in our family likes sports.ckadl bat! and there’s a cricket
bat and then baseball and football net, cricket sturapsjg racquet and tennis ball
and American foot ball — and a rugby post — Yeah I'm signinfpup... last year |
couldn’t get into the football team, | signed up for tad | signed up for rugby and

my last section is entertainment like TV
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F3C

Well the first one is just our faces because we lteappy in our family and second
one is umm like a rollercoaster cos we do like ridé& go to Lego Land every year
and sometimes maybe even twice and um we just go treaiides. The third one is
well all like sports, like, we were watching the Olympacgl one thing that we didn’t
like was that the second week of the Olympics we wareadiday and the people we
stayed with didn’t have a TOh dear!) We were listening to the radio but their dad
had the TV laughs .... And then we all like music reallye got all our different

types of music. Like, me and my dad maybe sometimegke/edggae and my mum
likes all this old stuff like Genesis and Meatloaf and yveng.

F1C

It's about a person with a runny nose. (all laugh) Bezamsm, my family’s had a
few illnesses but they are still happy. Because, mynykort of, at the moment, as
my Dad has got Parkinson’s disease and we have justf$ounal out that it, sort of,
that’s really, sort of, not the most popular thing atttoment. Sort of the most
popular thing at the moment is the three teeth he got akeon Monday. And the,

sort of, kidneys getting less talked about. That'stpratuch been and gone.

As discussed in the literature review in Chapter twojrttexpretation of children’s
drawings can be fraught with difficulty. Greig and Bay1999) suggested that
drawing can disclose the inner mind of the child; whilsegsnack (2005) concluded
that using a drawing technique, when the pictures areisgdlady the children, helps
to encourage children to become more active participanteiresearch process. In
my study, the drawing materials were available forcthi&lren if they wanted to use
them, drawing was used to relax the children and to try amdtam their interest,
much as Kennedgt al.(2001) and Coyne (1998) suggest. The descriptions of the
pictures have therefore been left deliberately intbeds of the children. | would not
know how to interpret them. However, | think that teenbinations of pictures and
words contributed by the children enhance the overall vigleofamily life of these

children and highlight the normality of it.
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5.7.3 “Because if you, sort of, talk about it too much, your fends just get bored
to death” — friends and school

The children in the groups obviously had many friends, henhey also often
found it difficult, and in some cases did not talk alibetr parents’ health problems
with their friends. The main reason for this seenoeloket that their friends did not
understand the medical terms that to these childrenlvee@ming second nature.
One or two children talked about the importance of friendsvikmg about the
parental iliness, so that if you needed to talk to somabsehool you could. It was
noticeable in the groups that children did talk freely alpauéntal illness in the
groups. This is perhaps understandable, they knew thaingasf the things they
had come to talk about, but also they knew that they waildnderstood, not just by
the adults but by the children too because they spoke rieelaaguage.

“Well sometimes I've got close friends when they cameny house
like, umm, they know about it already as we have todait but
sometimes... sometimes we don’t know what their mumg wsito
tell them about it so we have just have to sort ofetathem in that
room.”

F3C

“| kept it a secret. Yeah | didn’t want no one to, Jikaow that my

Dad was on kidney transplant........ | told very few cos tingy

don't, not at all. No! No, I just keep it right to n@fscos, umm, all of

my other family know, like my Granddad.... yeah, altledm and |

just keep it to myself and they most probably keep it tosbles.”
F4C2

“Because if you, sort of, talk about it too much, yougrds just get
bored to death.”
F4AC1

“Well, | told him that my Mum had a transplant and umm. eal, he
knew what a transplant was, he pretty much knew whkatreey was,
but when | went on to the stuff like fistula and haeand, sort of,
dialysis he was completely baffled”

F1C

School was talked about briefly in a couple of the grooqasnly in the context of
whether the teachers knew about the parental renal prebl®ost children thought
their school was aware, however, they appeared todgre if specific teachers

knew, for example at the beginning of a new school y&ae children did not seem
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concerned whether the school knew or not and no childetioned it as a source of

support or of difficulty.

5.7.4 “We could go more places” — holidays

Holidays were talked about in all the focus groups. Tdiddchave been influenced
by the time of year that the groups took place; two wetkdrsummer holidays and
the final one just after the start of the new schy@alr. The children talked about the
influence dialysis had on their holidays, how in sarases it restricted where they
could go and what they could do. Others talked of thHerént experience now the

parent had a transplant, but how it had still influented tholiday.

“A few years ago we went to Center Parcs when our dedon the
machine and we had to like get someone to bring it over..gdVeo
do everything was gonna do except our dad wasn’'t around to go
swimming. Umm, I'm not sure, just that | think he had loafiscars
and stuff and he couldn’'t get wet otherwise he would jugenta
worse so occasionally we came out and just kept him coynpRut
you can like get a bag or something.”

F2C2 and F2C3

“Yeah, but we got put into a hotel about seven.... abounhdixe
morning but luckily because all like young children and likedioal
needs had to go first so umm we got there, like, thedesple in
there so like we virtually got the best room and umm, diket of
people got there about 10. If you was at the back of tloplame they
done it by seat numbers so was quite lucky there. But avet dinink
we was gonna have that long a delay, in fact, we didimktwe was
gonna have a delay at all so umm my dad packed all hisdatlgne
suitcase and then when we had the delay, he didré tim so he
had to go right to the hospital. Of course they doartehlike the
NHS, you have to pay for them. And that was like, 4bmg in
England that is really hard to get hold of. | have na bat the
tablets are called but umm luckily he got it and made et fas
well.”

F2C2 and F2C3

“Well, we could go more places, like, when my mum goesabr
every year but my dad can’t come obviously cos of hiysigko he
has to stay behind but if we could go and see him it woutghite fun
cos we could all go out together not like me and my mumggoi
somewhere and me and my dad somewhere... us not getting to go
somewhere cos my dad Yeah.... well my dad has... he has bean o
aeroplane, like we’ve been to Ireland but we only stageadlfout 2
days”

F3C
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5.7.5 “He had to go back in hospital the next day” — worry

The children expressed some worries that they had.etdoges these related to
knowing that their parents were worried about somethingndiubeing fully aware
what that was. Sometimes it was because somethingamgened and the child was
concerned that it was going to happen again, like a labggitnission. Sometimes it

seemed to be related to a lack of information.

“One night when | was 5 my Dad had just came home flem t
hospital and when he was going to bed he was frightenenga® he
was really coughing and umm, he had to go back in hospéalext
day cos he wasn't feeling well”

FAC1

“l used to when my Mum was actually doing the dialysighan
machine at one point and alsb€ one where the blood goes around
It looks a bit gruesome, and umm, | thought also whercahe in for
the transplant sort of it feels, sort of, sometimdst worrying
sometimes because almost you are actually in therecandon’t
know what they are doing to your Dad or your Mum. It segonsof
worrying quite a lot.”

F1C

“Because, sort of, knowing that your parents worriedymddon’t
really know much about it, you want to investigate it your parents
don’t really want to talk about it because maybe the aihels
worried about it and you don’t want to sort of put thenears or
something. Sometimes my Mum was kind of a bit worrietl an
sometimes she got very happy about what had happenedrandl so
that’s because also she mostly talked about it to axy o | didn’t
really get the full info on what was happening which kindnatle me
a bit unsure but pretty much now its been pretty much equdo
me.”

F1C

“Well, when my, umm, when my Dad went to find out whis blood
levels were, my Mum was really worried in case theyaihigh
because my Dad’s blood levels need to be low, and errhandusd
my Mum was all worried about it but when my Dad knewihisd
levels and he phoned my Mum up and he said, and err,chthaai
they were alright and | was happy and then my Mumhegpy”
FAC1

The children’s data clearly shows that they have theirsoviews and perspective of
the parental illness. They want to be consulted andviesian the decisions that are

made about family life.
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5.8 Summary

Data from both the adult interviews and the child focusigschave been presented.
A diagrammatic representation of the parent and chiktets is given in Figure 5.3.
Here they are grouped and shown feeding into a theme vehachmimon to all the
clusters in that group. These three themes guid®thmtion of the essential

structure and are:

* Normality in family life — normality is in itself a difficult concept, as what
normal for one family, may not be for another. Hwoeare essentially the
families appeared to concentrate on a pre-treatmestylé and worked to
maintain that. Within that the children kept their ndrroatine with school,
friends and to an extent holidays.

* Protecting the family —here the parents try to protect their children from any
effects of CRF to provide security for their children. sTisioften achieved
by using information. The children also wanted informat@mhelp them
understand what was happening to their family.

» Living with uncertainty — within this core theme both parents and children
identified the uncertainty and unpredictability of livingkva chronic illness,

even when transplant was available the uncertaintyaged all.

The life view — “Really forget about it and just get othvour lives” is entwined
within all three themes and essentially seems to thivevay the parents deal with
life. Their desire for normality, how they try to peot their family and how the
differing levels of uncertainty are dealt with. Thasters will be discussed in
Chapter six and linked within their themes with referdoncecent published

literature.
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Figure 5:3

Linkage of the parental and child clusters with the esseéral structure of living with chronic renal failure
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However, before Chapter six commences the data isdi@yether in the form of the
exhaustive description, this is a pre-requisite in Cpiai£1978) procedural steps.
This highlights the meaning of the phenomenon to the geatits, as it describes
how the parents and children in the families see CR¥nigmg on their family life.

It also ensures that, the data having been deconstrugbadt @ the analysis, it is
then reconstructed to give a view of an interpretatiacthe whole. The exhaustive
description aims to draw together the findings of theare$eusing the participants’
significant statements, linked together with some ofowwp words. | have chosen to
write the exhaustive description and present it hereiratids way to give voice to
the phenomenon from the participants’ perspective. thtesefore the amalgam of
their voices that speaks. In this way | hope | haeated a thoughtfully constructed
tapestry, as suggested the product of phenomenologicalalest@uld be by Koch
and Harrington (1998) and mentioned earlier in the chaatiier than the blandness
described by Paley (2005) where all the uniqgueness and livedesqeehas been
removed. Using the participants’ phrases linked by my adimgewords ensures that
their view of life with chronic renal failure is presed — not mine — | have not had to
live with this disease, only cared for people with CR¥eading the exhaustive
description should help focus the reader’s mind on the liofrigmily life when a
parent has chronic renal failure. This is what spokedas an experienced
practitioner working with people who have CRF and exp@pwith them how their
CREF affects their family life. It is given as a smary of the findings, prior to the

detailed discussion.

5.9 Exhaustive description — the effects of chronic renal faire on the family
Normality in family life

“We just try and be normal” (F6P), while | try “not toav the condition or disease

to encroach on what | perceive as my life” (F5Pt)e Pparents believed that the
children “just think this is our life, this is what it'sali, and you know they get on
with it” (F2P). However, the children, at times, sdamgs differently. They felt “We
didn’t have much time with him but he had to do it for@hen hour and a half and he
said the bag was really slow. It was like really bgti(F4C2), and “It takes up a lot
of time” (F4C1). Whilst another “resorted to doing nothingahese maybe Dad was
doing some job in the garden while Mum was doing dialysissant of there was

really nothing much to do” (F1C).
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“We want a life and therefore, if he wants to gofouta work do on a Friday night
when he normally dialyses then we do an overnighenTie can have a couple of
beers and we get rid of them on the machine. So we @gceadain degree move it
around where we can but we actually lead very busy limdsametimes we're not
able to be that flexible” (F3P). The freedom and relarab do what you want are
restricted by dialysis regimes but “we went to Centac® for a week, with the bags”

(F2P). However, if there was a transplant “we coulangoe places” (F3C).

At school the children were selective about who tled about their parent’s CRF,
concerned perhaps at the potential reactions of theirdsi “because if you, sort of,
talk about it too much, your friends just get bored to dg&4hC1). While “I kept it a
secret. Yeah | didn’t want no one to, like, know timgt Dad was on kidney
transplant........ " (F4C2) but me “well, | told him that my Mthad a transplant and
umm.....yeah, he knew what a transplant was, he pretbh knew what a kidney
was, but when | went on to the stuff like fistula andrha and, sort of, dialysis he

was completely baffled” (F1C).

Parents were concerned that “I will have to lean omthere” (F3P), but appreciated
that “they like to get involved in pressing the little arsoen the APD machine, wash
their hands and things like that” (F5Pt). Additionallygrds looked for changes in

behaviour that “just seemed to coincide with the timeghistarted to go wrong” (F5P).

Protecting the family

“Well | think that parents are security blankets, ar&@y®? Your security is based
around that” (F1Pt). The parents wanted to protect fhmiily so “they never saw

me on haemodialysis because we felt that possihliddceak them out. Not because
of seeing me but because of seeing everybody else” (FRgrs thought “I think

it’s better for him to see her than not, because @sisr | think not to see her” (F6P).
The parents used information to help provide this protectioe\mi they “don't
always want to read all the down side. We used to tryahd positive sort of
perspective” (F2P). Some wanted all the informationduld be going well tell me
this or tell me that” (F4P) whilst others “deal witlag it happens” (F4Pt).
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Giving children information could prove difficult because vthdo | get inside a 9-
year-old’s head?” (F3P) and sometimes “what we tethtaed what they hear, as |
say, are probably two different things” (F5P). Parerasted to give their children
the information because ‘I think he needs to hear ihfnee because if he doesn't
hear it from me, he won't trust me. Does that meese?” (F7Pt). Parents therefore
tried to “deal with it as you go along. | think I'd give hihe information that |
thought was appropriate at the time” (F4Pt) because dgeethat you can't tell the
children is not an option in my view. What you te# tthildren and how you tell the
children is problematic to say the least” (F1P). So whkbgr's asked a question and
we've told her, we've been up front because we’d rathehgars it hopefully the
right way from us” (F3Pt) because “I think the best prtmechey can have is being
told the honest truth about what’s going on” (F5Pt).

Children developed their own strategies “you kind of nedzkta bit up front and a
bit sort of laid back about it because, yeah becausefsbgtou are a bit too up front
you get so far into it if you sort of get some bad newswdl get very sad about it”
(F1C) because they knew “my mum and dad do like me to lafmwt.... they
wouldn’t lie and say like no, if someone’s body was bkieit wrong or something and
| asked they would say this is how they were born amidl Gt they wouldn'’t just say
like that ... they would say what it was and how youiigéts just nice to know what
is actually going on. It probably is hard to tell you tsagoing in a way that you
understand like, you couldn’t say it like you would say imcadult cos you are quite
little and you wouldn’t understand really. You have to sdilge a children way, you
know, how children think” (F3C).

Living with uncertainty

There is however, much uncertainty about living witlneonic illness — “you know
it’s going to happen but you just get on” (F6P) but life isenmmplicated with
children in the equation “obviously its different this tiam®und cos last time around |
just had myself to worry about, this time | have got thi&cen to worry about”

(F5P). There is the uncertainty that “the new kidisedoing very well but may not
last her lifetime” (F1P) and for some families “it ddeeep worrying me, how am |
going to deal with the fact that he may have this” ([r1FPhe children too have their

own worries and concerns because “it looks a bit gruesand | thought also when
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she came in for the transplant sort of it feelst shrsometimes a bit worrying
sometimes because almost you are actually in thereandon’t know what they are
doing to your Dad or your Mum. It seems sort of worryindegailot” (F1C). At
other times “when he was going to bed he was frightenmgas he was really
coughing and umm, he had to go back in hospital the nextatalge wasn't feeling
well” (F4C1).

But despite all this we “really forget about it and judt@ewith our lives which as |
said before | think is the way it should be so and ifleingt happens then we would
deal with it, deal with it as a family group then” (F4PA&fter all “I managed to work
full-time so if you like the regular life-style didehange” (F2Pt) while “I run my
own business and | still have a social life” (F5Pt)ith/é chronic iliness

“I think you almost have to live for the best and planthe worst” (F1P).
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Chapter 6

Discussion

6.1 Introduction

Within this chapter of the thesis the findings presentedarprevious chapter will be
set in the context of the available knowledge, althanghpublished literature is
somewhat limited. The discussion will be presentedgusia three themes identified
in Figure 5.2, and with the overarching link of the ‘lifewie The chapter also
includes a brief comparison of CRF and cancer. Thestisethen drawn together by
critiquing the methods used within the research, consgl@nplications for practice

and by drawing final conclusions.

6.2 Normality in family life

Parents appear to try to minimise the effects of CREheir family life by trying to
keep their family lives as normal as possible, thdamijly life as close as possible to
how it was before the parent had to begin RRT. Thig mm@an different things to
different families, as what is normal in one famityay not be in another. However,
it does link in with an observation of Evans (1978) thaépiar wish to appear normal
to their children and that this may influence their ce@€tRRT. Children, in their
turn, have the normality of school and friends, hglgdand the routine of family life.

All of which is probably subtly different to the exjmce of their peers.

Wanting to continue to live life normally when a persas ERF has been clearly
identified within the literature. Although it should beted that this normality is
usually linked to the individual’s life in general ratheanhas here, specifically to
normality in family life. This ‘wish for normalityivas identified by Lindqvisét al.
(2000 p 293) who described the struggle people undergo to try anchimaingir life
as much as possible in a pre treatment state, whigsétek (2003), in a study of six
Caucasian men established on home HDx, identifieshbaetpatients describe
having a relatively normal life within the confines o¢ithdialysis schedule.
However, Polaschek (2003 p 50) goes on to argue that althcesghpghtients
describe a normal life what they are actually verbadiss the ‘dominant professional

discourse’ and the interviews in fact show how manytdiions and negotiations are
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accepted by patients to achieve this. In a study lookidd patients being treated by
HDx, Hagreret al (2005) used a qualitative methodology which was not desgribe
and examined life on HDx, focusing on patients’ experismmfecare, and on the time-
consuming nature of the treatment. Some patients talbedt a desire to live life
normally, however, they also knew that for them, s effectively impossible; this
was also acknowledged within the interviews undertaken ferdsiearch. All of
these studies express the patient’s wish to be frdeafdnstraints that RRT,
particularly HDx, imposes on their life. Howeverneoof the studies specifically
considered the needs of the family. It would appeamtiaaty patients, with or
without families, attempt to combine dialysis and theimmal routine. This can be
seen in this researah the way that families three and five approach thigitysis
treatment and their desire to integrate dialysis intailfalife, rather than allowing
dialysis to dictate to them what family life shoulel like. This integration has been
noted by Polaschek (2007) and he describes how negotiatiohemilth care
professionals will take place so the patient achievwsdance in their life, rather than
complying with advice and directions unquestioningly. This lead to a
modification of treatment regimes to try and maingimormal lifestyle while living
on dialysis and this is acknowledged by Polaschek (2007). wwwaterestingly
Polaschek (2007) also indicates that when a young fameitg present there appeared
to be a strong motivation to continue undertaking thettment carefully. This has to
be interpreted with caution, the term young family waisspecifically defined, but it

did appear to include caring for children.

The physical limitations that can come with CRF asdrigatments can also have an
effect on family life. The fact that patients wiE#$RD frequently look relatively well,
and many within this younger age range continue working, canthafact that,
particularly for people on dialysis, there is a genl@i of energy (Polaschek 2003)
and physical limitations (Lok 1996). Anaemia is a commarblem in many with
CRF or ESRD (Chalmers 2002). These limitations weogvshoy the families in this
study. Particularly noteworthy were: the lack of freedonmdulge in physical
activities with their families, for example, not goimga paddling pool with their
children in order to protect their PD catheter; and thigua experienced due to a
combination of the CRF and the effort involved in tryingnaintain some semblance

of normality. In their work with families where arpat has IBD Mukherjeet al
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(2002a) identified that physical limitations can affectifgtife. They found that
parents with IBD described how their family’s socitd vas restricted by, for

example, tiredness (Mukherjeeal 2002a).

Family three had taken the decision to have only ond bkitause of the constraints
haemodialysis puts on family life. Mukherjeeal (2002a) noted similar findings in
their sample, here families chose to have only ond,atn perhaps ensured a longer
gap between children so that there was only one very ychilijto look after at a
time. The child in family three, with a father on lr@MDXx, had until recently
frequently asked for a sibling. This was all within theteghof the parents ensuring
that she had a very full and active social life tateryavoid what they perceived were

the drawbacks of being an only child.

Families with hereditary CRF also respond by makingogsoabout their family
make up. Both family one and family two had taken thesttacito have children
knowing that the disease could be passed on to them,amtilet had also sought
help from genetic counselling. In an editorial commert)y(2001) identifies that
although genetic testing is possible for hereditarylremaditions it will not calculate
the age of onset of the renal disease, or the sgwedithe condition. In my clinical
experience | have met couples who have not had childeaube they did not wish to
pass on their renal disease to a future generatiors observation is supported by
Levy (2001) where he mentions that some couples, where ithan inherited renal
disease, choose to remain childless. The decisioav® ¢hildren or not, is not taken

lightly within these families.

Children and parental views on the restrictions dialyaisplace upon family life did
not always coincide. Parents appreciated that undertdkihgis was a time-
consuming procedure and tried to ensure that children weupied whilst dialysis
took place. However, for many children this meant beingrgthe chance to watch
television or play with computer games. Parents appeartdihk that the children
were quite happy with this arrangement, and particwaitly younger children,
parents felt that they did not notice the absenceeopénent while dialysis was
performed. However, the children saw this situation adifgrently. They talked

about how time-consuming dialysis was, and of how théyot see much of their
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parent, of the boredom of having to watch televisiohasing no one to talk to as one
parent was away doing their dialysis and the other parastoccupied undertaking
another task. This particular facet of the data mapdee prominent in these
children because of their age range. Some of themaiegenough to remember life
before the parental transplant and therefore weretalmempare life on dialysis and
life with a transplant. However, they were not tggthagers who would be gaining

more independence and perhaps the ability to occupy thexasaore fully.

Holidays are an important part of family life and ativaty considered normal by
most families. However, for families where a pateat CRF the reality may be
somewhat different as Polaschek (2003) points out. Notietigvelling difficult,
particularly when on HDx, but the main feature of maaldays, the freedom and
relaxation to do what you want, are also restricted Hialysis regime. White and
Grenyer (1999) also highlighted the lack of opportunity for hgédahen a dialysis
patient. The children in my study talked about the pl#oeg had been on holiday,
both with and without dialysis. They also included pieturelated to holidays and
days out on their family shields. Molzahn and Kikuchi (1988intified that children
need carefree holidays, which they acknowledge is diffto arrange when a parent
is on dialysis. It was clear that there was mogedom to holiday as the family
wanted to when the parent had a successful renal trahsplawever, even this was
not without problems as family two illustrated. Tha&er’'s anti-rejection medication
was all packed and then a flight was delayed causing aoustime-consuming and
expensive trip to obtain replacement medication frdatal medical centre.
Generally however, the parents tried in a varietyays to ensure that their children
had a normal holiday, even if it meant obtaining spgaeamission to be absent from
school. Holidays are part of normal life, part of gimgufamily experiences together,

and being like their friends, all of which are importemfamilies and their children.

All parents had told their children’s school about theeptal CRF. The children
however, were more selective about who they told nyM# the children did not tell
their friends about the parental iliness. This appetarée for a variety of reasons,
mainly to do with understanding — the children felt thairt friends would not
understand the terminology or the effects on thar liflolzahn and Kikuchi (1998)

noted that children often did not talk to their frientdsat the parental CRF, or if they
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did, it tended to be only to their best friebecause of worry about their friends’
reactions. In their study looking at the effects atpgal IBD on children Mukherjee
et al (2002b) also commented that children were often retaemtit talking to their

friends because of a lack of understanding.

School is obviously an important part of children’s,ldad happily, they did not
appear to experience significant problems in this areaadtsuggested by Hoover
al. (1975) that there should be a tripartite arrangemeroiormunication whereby
the child’s school, the renal unit and home should adilide to contact each other
easily to share information and therefore be abletr@ssful times, to unite to support
the family. Parents in my study were aware of aod#i support mechanisms
available via the school such as the school nurse edarational psychologist,
although these had not been used at the time of the shotgyestingly, when
Chalmerset al (2000) looked at the needs of adolescents whose mbideisreast
cancer, they remarked that the adolescents only appeacedtact the school
counsellor for support if they had done so before forradseies. The parents in
Mukherjeeet al’s (2002a) study acknowledged the help and support offered by
schools when they were aware of the parental situafiis help appeared to be on a
practical support and understanding level, much as was hisgdy the patient in
family five in my study, where the school understoodrtbed for a term-time holiday
and the possibility of lateness in the morning becaudeeoéxtra dialysis related

tasks that had to be performed in addition to the normeasginool morning routine.

Chalmerset al (2000) suggest that schools can potentially be a sournéahation
and support for children, although in relation to canceir topic of study, they note
that the information provided is likely to be of a generather than a specific nature.
Additionally, Chalmerst al. (2000) noted that the provision of up-to-date
information was an issue in schools. The decisikertdy family two to withdraw
one of their children from specific lessons in sclhwolCRF because the information
he would receive might be dated can therefore be takbe an appropriate point of

concern.

Notwithstanding the general lack of problems at schooly f2@02b) mentions that

some changes in the behaviour of children may be s& like others, for example
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Friedlander and Viederman (1982) and Molzahn & Kikuchi (1998) dribite

potential for under performance at school. This latéemqtial problem was not
highlighted by any of the parents in my study. Mukheejeal (2002a) documented
incidents of difficult behaviour in children. They gaveexample when a parent
described how the difficult behaviour correlated with edaagons of the parental
illness and a general feeling of anxiety within the homee F@drents in my study
appeared to take a pragmatic view of the behaviour charngyebdd noted. They
tended to be attributed to the child or children’s way of dgaliith the situation and
were usually not long-term changes. As changes in balraviere asked about in the
interview it is therefore no surprise that this clust@pears within the data. The
guestions related to this topic were asked because of thegmfbiom the initial
literature review, documented in Chapter two. Howeverthiese seven families
behavioural changes were not an issue and this perh&gatsehn the parental view
of what is normal, and the expectation that therkbgilsome changes in behaviour
when there are alterations in the normal pattefarfly life and that the child should

be given time to work things through.

Within this cluster there appear to be two levels oincatihat parents identified:
firstly a demonstration of a caring attitude and a carale, perhaps towards their
parents or others (as indicated in family two), but sdlyo at a deeper level, the
possibility, acknowledged by the parents (for examplamily three), that in the
future the children might become young carers. Intengsti there was no particular
acknowledgement of the caring role of spouses. Theiéamnilhich talked about the
potential for their children to become young carers weedamilies where dialysis
took place at home, and in addition in family one, whée parents were older and
both had a chronic illness. The visibility of the treant for CRF, in the form of
machines and supplies at home, and the heightening ofreegaref dependency on
this machinery perhaps account for this facet of the dAflaen the parent is attached
to the dialysis machine they become more visibly depdrateathers. By contrast,
in the families where a parent had a functioning tramgpthe influence of the
treatment (tabletsjas much less visible; although there was a knowledge and
understanding on the part of the children of the needétablets, they did not
usually impinge so directly on family life and the paréatality to undertake tasks

for themselves.
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In their study looking at the parental experiences aidiwith IBD, Mukherjeect al
(2002a), parents reported that they felt their ilineskahpositive effect on their
children in terms of fostering compassion, not dalyards the parents, but also for
people in general. This is similar to the experiencesyistudy given by family two,
who discussed how one of their children took a partidgatarest in the health needs
of others and offered help and support where he was ahkpdrents in Mukherjee
et al’s (2002a) study also described how their children helped drihverhouse and
the support they gave, particularly when the parent wagluninterestingly, when
the children’s views were obtained (Mukhergel 2002b), the children saw the role
they undertook as voluntary, the children did not semsbé/es as carers. Molzahn
& Kikuchi (1998) also noted that children helped with bothdework and dialysis.
Within the Aristotelian-Thomistic concept of the godd Lised as the framework for
their gudy, helping around the house was categorised as developirds‘gbo
character’ Molzahn and Kikuchi (1998 p 412). This caring rolethvasefore seen to
be strengthening and developing the child’s moral facultiesddition Molzahn &
Kikuchi (1998) described how the caring role helped decreaseverall anxiety the

child experienced about the parental CRF.

Within the interviews, families three and five commenta the involvement of their
children in the routines. These families were usimigné dialysis. This was usually
because the children wanted to help. This links well #itlr’'s (2002b) comments
that children should be involved in helping with parentdtment for renal problems
as this can help make them less anxious and less excamtkd|so the observation of
Molzahn & Kikuchi (1998). However, the issue of young cai®en interesting one
and onewhich it is appropriate to consider briefly here. Famiusually have a
rehearsed response to an episode of acute iliness (Bath@397), whilst these are
appropriate mechanisms for an acute illness and childrerhawaeya caring role to
play, Byng-Hall (1997) goes on to caution that these mesimshould not be used
in the chronic iliness situation, and that children shoatdoecome permanent carers.
It would appear that there is a grey area between helppug@ the house, as is usual
for most children, and becoming a young carer and, iniaddt¢oncepts of caring are
different in different cultures. Kellett al. (2004 p 36) writes that, in what they term,
‘the majority world’, the concept of young carer isedien one. Caring for your

family is the rule, rather than the exception, 98 geen as natural that help comes
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from within the family. Children who care for others ¢herefore seen as taking part
in normal life, rather than undertaking a special tdsks also suggested by Kellet

al. (2004 p 36) that within ‘the minority world’, which woulddlude the UK, the
concept of carers who take the burden of caring awawy the state is relatively new,

and with it has come the notion of young carers.

The topic of young carers in the UK has received mtiemton recently. In the third
national survey of young carers, Dearden and Becker (20049l finat the average
age of young carers was 12 years, and tleyment on the positive steps that have
been taken to improve the lives of young carers. Thdgatioin of a report from the
children’s charity Barnardo’s “Hidden Lives, unidentifieouyg carers in the UK”
(2006) offers further insights into the lives of young car@arnardo’s (2006) are
concerned that although a significant number of youngrsdrave been identified — it
is estimated at 175,000 children — there are probably moreemhain unidentified
and therefore potentially isolated. The report recommanpsoved support for
young carers by ensuring that schools have a strateyppmort them, and the
working together of various statutory agencies. Thtgladoint is particularly
pertinent given the lack of joined up thinking demonstrated kacent news item
(Stickler 2007). Within this article, the assistant dweof the Princess Royal Trust,
Alex Fox, is quoted. A situation is described in which aduott child services within
many local authorities are disjointed, and where pracéts consider that issues
pertaining to children and parenting are beyond their reffits can mean that
guestionsvhich could be asked of those with serious illnesses wduald lead to an
amelioration in the situation, for example, “Do yaavé children?” are not being

asked.

6.3 Protecting the family

Parents want to protect their family, and particul#nkir children, wherever possible
from the effects of CRF. They want to provide secwrithin the home. They seem
to try to achieve this by processing the information they tieceive and then passing
it on to their children to help them to understand about @iFits different
treatments. They appear to offer the information preeemeal basis, providing
information when questions are asked or because of atiphtenactual change in

circumstances. The parents draw on their own life eapees and cues from their
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children, and use these to further guide, direct and intargogmation and actions.
The children in these families affected by CRF also esga@ a need for information
to help them understand what was happening to their pare@fia@idy. Table 6.1
shows the information needs of both the adults andhhéren as identified by this
research. These clusters of adult and child informafieing and receiving, security
and parental interpretation all work together, linking awerlapping to offer a web of

protection to the children in particular.

Individuals have different responses to their neednformation; this can be seen
clearly in the families in the study. The couple imilg one, and the partner in
family four, for example, would accept all the informatmgiven, continue asking
guestions, and still search for information from thewnaources, whilst the patient in
family four, and the partner in family six were muchrenpragmatic, preferring to
deal with issues as they arose, and being content witalganowledge. In many
ways, these latter two displayed a certain ambivalemagormation, which runs
counter toall that is purported to be held dear about informatiemgiin the health
service today. However, it is important to recognisewarterstand that there are
many coping mechanisms and responses which can be seepl&weo are dealing
with life changing issues as Coupe (1998a) indicates. Eyehealth professionals
respond can help with the longer-term acceptance of tienpand planning for their

future.

It is important to remember that giving information i¢ am@ne-off event, but should
be a process (Department of Health 2004b). This would appéarparticularly
pertinent in families where there is CRF, as for séanalies many changes may take
place within a short space of time. Educational progresnnave been found to have
a positive effect on functional and emotional welirigein people with CRF (Klang

et al.1998), however these authors go on to suggest that patiemttiedishould be
ongoing. Suet-Ching Luk (2004) also noted the need for ongoingtextugcaher
transplant patients. They particularly appeared to reqaintinuing education on

aspects related to diet and exercise because of thaumosuppressive medication.
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Table 6.1
Identification of the information needs of the children wren a parent has chronic renal failure

What parents identified

What children identified

Individuals and families have different information needs
These parents wanted to pass on information to thidren.

Parents did not want to worry or frighten their childrer make them
feel responsible for the parent’s CRF.

Information giving is an on-going process, treatmentiscivange and
therefore the need for information will also change.

The children’s information needs change over time aslibeome
older and are able to understand more or as the paresatmhant
changes.

Parents find some topics harder to discuss with theirrehildor
example the possible death of a parent.

The parents wanted to be the main provider of informatkmut CRF
for their children.

The parents often wanted to obtain a positive outlookferatid
wanted to assimilate information for themselves teethiscussing it
with their children.

A lack of materials to help their children understémeiparent’s CRF.

Children do not always understand what the parentthtet in the
way that the parents anticipate.

Children want to ask questions and receive information aheirt
parent’'s CRF.

The children understood that there were times wheastdifficult for
their parents to give them information.

The children value being able to approach their pareniafbrmation
and trust their responses.

The children knew that their parents had to ‘translageinformation
that they had received into a language that the childngd co
understand. “You have to say it like a children way, koow, how
children think” (F3C).

The children enjoyed meeting other children with whony #feared a
common experience and language.

The children were selective with which of their friefdsny) they
shared this information about their parent's CRF.
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Parents wanted time to digest the information they had geren, and then decide
how and when to pass on the information. FamiliesgXample, family two, wanted
to stress the positive aspects, and did not alwaysteikhow about the negatives. In
various ways, families described how they filtereditii@rmation given to their
children. This was to ensure that they knew what wagygmin but were also
protectedrom the potential negative aspects of having a parent with CRiése
interpretations appear to be similar to findings descirilyeldelseth and Ulfsaet
(2005) who looked at parenting experiences during cancer.ideang purely the
parental perspective, Helseth and Ulfsaet (2005) talked farahes with children
aged 0 — 18 years, where one of the parents had a saimes disease. Parents in
the Helseth and Ulfseaet (2005) study looked for the right timdiscuss information
with their children and were conscious of the need to @adaphformation for
children of different ages. In addition parents weraravof trying to stress the

positive experiences in life.

The parents in my study seemed willing to passifammation about their health and
the potential impact on family life to their children.owever, information was often
only given when questions were asked, rather than all the iaf@mmbeing
volunteered. It would appear that parents based this aledsia wish to protect
their children, not wanting to worry or frighten themneake them feel responsible
for the parental iliness. Fitat al.(1999) note that parents tried to balance the
inclusion of the child in discussions, with concern thaty could cause the child to
worry or be frightened. This paper is again cancetae)and considered the impact
of a maternal cancer diagnosis on the family, smadly looking at role changes. In
Mukherjeeet al’s (2002a) study, some of the parents decided to restrict the
information they gave their children about IBD, otheosvever chose to be open
about the illness. The comment was made that childeza more understanding of
the parent when the information had been shared watih.ttHelseth and Ulfsaet
(2005) concluded that parents chose to be open about kinessil cancer, in the hope
and expectation that the children would continue todafd. It would appear that

similar thought processes are at work in the sevailié&s in my study.

Parents did face a number of difficulties when tryimghare information with their

children. In family five, for example, the partner vedesar that what children were
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told and what they understood were two different things. Wwhsnot said as a
criticism of the children, more of a statement, olhpes an acknowledgement that
the information given at the time was not requiredhgycahild and therefore not
processed. This notion of being unsure of what informdtad been absorbed was
also noted as an issue by some of the parents in thelstudigiseth and Ulfsaet
(2005). Some booklets have been written either to advisetsaabout discussing
their illness with their children for example, breeanhcer (Breast Cancer Care 2001)
or for children who have ill parents, for example R@s&n’s disease (Goodall 2000).
However, there is no information written for childriat parents with CRF can use
to support the verbal information they are giving. This re¢he child has nothing to
refer back to, when perhaps they want to revisit somegtiieir parent has told them.
This observation was also made by Mukhegeal (2002a) in relation to IBD. Here
the parents identified a need for information on tleces of IBD on the family and
would have liked a booklet written for children about IB&@hen the children were
asked about their views, some did say they would likeenmdormation about their
parent’s illness and others wanted the opportunity to meet olliidren who had a
parent with IBD (Mukherjeet al. 2002b). Certainly within the focus groups | held,
the children seemed to enjoy meeting other children wl@heents with CRF.
These children, although they had not met before, sharetheamon experience and

language which their regular friends did not have.

The partner in family one expressed a concern thahnmiermation for children is
written by adults who think they know what, and how, taenMor children. Given

the policy guidance (Department of Health 2003) it would sewme appropriate in

the current climate if children themselves were enaldletefine their information
requirements. We know that Smith and Callery (2005) fobhatdhildren, if given

the opportunity, are able to identify their own informatreeeds. The ideas of the
children, collected with suitable guidance and assistaoedd then be used as a basis

to develop information which could then be piloted with theard their parents.

Children do need and want information about their parditéss. Molzahn &
Kikuchi (1998) noted this in their study with adolescents. drhlelren in the focus
groups clearly wanted information, however, the quote ffa@ probably sums up

the information they want - “You kind of need to be aupitfront and a bit sort of laid
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back about it.” The children want to ask questions andhffatnnation, but they also
know that there are times when their parents are mitineg to talk about their
illness than at other times. In addition, sometirheschild does not want all the
information given, or does not want to know any more ¥ tiave heard and coped
with enough at that stage. Having access to writtemnrdtion may help both the
parents and the child in this delicate balancing act, $hese provida source of
information that is not dependent on mood or knowledgewdyer, both parents and
children appreciated the trust and open channels of comrtionitiaat appeared to

exist in all these families.

One of the most difficult topics about which to give infatman is the possible death
of a parent. Families, for example, family threeyr@vconcerned how this information
might be put across to their children. It was not somgtthat was discussed freely
within the families, ass probably the case in most families. Howeverskfeal by

their children, parents tried to give an honest answénpwi trying to dwell on the
topic or be negative. Family five highlighted this issar&] also illustrates how
children’s concepts differ to those of adults, in tlasecwith respect to timescale.
Again drawing on the cancer literature, parents wanteddw kiow best to give their
children information about the illness, but they partidulaeeded help and support

to discuss the issues surrounding their possible death (Hals& Ulfsaet 2005).

In contrast to the views expressed in the work by Frellaand Viederman (1982)
where the authors considered that parents were noeawet children thought, these
seven families appeared to be more than aware thatthey be misinterpreting their
children. However, the parents did appear to use theis\amd experiences to
decide what information the children wantalfhough this might not always be
correct. Children have very different concepts afewample, hospitals and illness to
those of adults, as Hart and Chesson (1998) indicatentBavere often in a dilemma
about visiting a sick parent in hospital. Some tookvibe that it was better to see
the parents, sick or not, than to be at home imaginimaf was happening to them
(family six), others appreciated that the children neededdadr®ir parent, but were
concerned about the lack of things to do once in the wandil{f seven), or the effect
on the child oseeing other sick people with CRF (families four and twid)is is a

very real issue for these parents but, interestiraylg, that they did not often seem to
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talk to their children about, they appeared to make a deasidheir beliefs alone.
Mukherjeeet al (2002a) noted a similar quandary for people with IBD who redui

admission to hospital.

The parents in this study wanted to provide a secure envirammehich to bring up
their children. In many ways this is no different to éimas of many parents,
however, within these families there are many motecas of uncertainty, as
discussed later, which have the potential to disrupt feetihgecurity. In Helseth
and Ulfseet’s (2005 p 43) study, parents expressed that ‘thelleaien of parenting
was to protect the children and to make the iliness &tuas secure and normal as
possible for them.” This would appear to be what the paiiermy study were also
trying to achieve. Attachment theory can provide a fraomkvior the development of
security in childhood but most of the work appears todamn the mother-child
relationship and there has not been a great deal of sfunbyv attachment is

disrupted when a parent is ill (Altschuler 1997).

6.4 Living with uncertainty

The uncertainty of living as a family with CRF seembadwe many effects on family
life; andappears to affect many decisions that adults make. Thareertainty and
guilt regarding the possible transmission of the comdlito their offspring, the impact
of the uncertainty of transplantation, both in thatwg for a transplant and the
continued good functioning of the transplant and the geénepaedictability of living
with a chronic illness over which you have no contihe children worry about their
parent’s illness, about hospital visits, and about whearsplant might be available
if the parent is waiting for one. Therefore, for btith parents and the children, there
are many sources of uncertainty within their lives. agtainty ran through many of
the conversations. The concept of uncertainty islogiehas attracted some interest
within nursing, as a recent publication indicates (Penrod 2003ing a
phenomenological approach this study explored the conédiping with uncertainty
from the perspective of family caregivers. More speaify for renal patients the loss
of control and general uncertainty that people withlrpr@blems face is identified as
an issue (Dingwall 2003). Within my study, all the familesntioned uncertainty in
some form, however, as noted, the uncertainty seenrethte to different issues,

sometimes with more than one type of uncertaintgdperesent in a family. In an
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interesting paper written from a philosophical standpoint¢civhie concedes, could
be challenged, Bevan (2000) writes about the uncertaiatyréatment for ESRD
brings. He describes the experiment that is diali#e, in its infancy it really was
seen by all as an experiment, and this perhaps explansitial selection criteria
for dialysis, mentioned in Chapter one, were so stnfjge® ato ensure the best
possible chance of success. However, Bevan (2000 p 438hdsmnbat ‘dialysis
remains an experiment, an experiment in prolongingrié knowing what will
happen next.” Bevan (2000 p 440) goes on to explain hopatient with CRF

attempts to be a ‘healthy-ill person.” He describesasifollows

‘This is a non-role as it is not legitimated eithermbgdicine or society.
The individual should be either sick or well with no rofam
ambiguity.’

Bevan (2000 p 440)

This ‘non-role’ is seen by Bevan (2000) as the beginninghoértainty. This concept
can be seen within the lives of the seven familig®g to maintain normality ithe face
of circumstances which for most families are abnorinahg with uncertainties that
many do not face, working fulltime to continue the prettmeat life and lifestyle, but

being so tired that evenings and weekends with the farelgpent resting.

For people with CRF there is an anxiety surrounding therteiaty of their health. This
has been identified from a patient’s perspective (Lok 18986te and Grenyer 1999) and
uncertainty in the time leading up to dialysis has beerdrmtddarwoocet al. (2005).
However, having children alters the equation, a factdbat not appear to be dealt with
in published material. This lack of certainty impingeswtany decisions, including
financial planning and discussions about the future. Thiddaaqppear to link with
Harwoodet al. (2005), who interviewed 11 haemodialysis patients about thei
preparations for dialysis, and described how some indiddaalvely sought to ‘get their
houses in order’ (p 297). It also appears to echo theresis expressed by Delmeir

al. (2005) who, looking at 18 people’s experiences of whaed@ms to live with a chronic
iliness, identified what people described as swings betvesdindgs of self-control and
loss of control, and between hope and doubt and hopelssddebnaret al (2005)
describe how in trying to achieve reconciliation withrlg with a chronic illness there is

much uncertainty, anxiety, frustration and some diffichbices.
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Not surprisingly, issues surrounding hereditary conditamyg appeared within the
families where there was a known inheritance patt&ire presence of a hereditary
disease in a sense affects all members of the faandyLevy (2001) identifies that it
should therefore be treated as a family issue. Hawéwe lack of provision to
achieve this within the present health care systensashagjhlighted (Levy 2001).
Two of the families within the study knew they had a hitsegldisease, polycystic
kidney disease. There are a number of cystic skseaf the kidney, however it is
autosomal dominant polycystic kidney disease thamésal the most common genetic
disorders which accounts for approximately 10% of patierits B6&RD, and if one
parent has the condition then any offspring have a 50%cel@rinheriting the
disease (Chalmers 2002). Another family was unsure gahdition causing their
renal failure could be passed on to their children. Tiwaeuncertainty because, at
the time of data collection, the parents did not know Wwhbictheir children had
inherited the disease. Levy (2001 p 2) writes of an ‘anxiousrtainty’ which
parents have regarding their offspring and the possibifityaving the parental renal
disease. Interestingly, Friedlander and Viederman (1982 in their study that
half the parents worried about passing their disease their offspring regardless of
whether the disease was known to be hereditary orTfimdre was no indication here
of that type of concern, other than in families whéeefamilial nature was
recognised. However, it has been noted with other chidmesses. In the study
which considered IBD, Mukherjest al (2002a), parents also expressed concern that

their children might suffer from the same health protslas they did.

The positive which seemed to come out of this uncertaidayg,that the parents drew
on their childhood experiences of hospitals and reegiwiformation, and used these
experiences to shape their values and ideals about htwlsechshould be given
information about illness. In the case of both fgroihe and family two the
individuals, who are now patients, were given very ahiinformation in their
childhood. These families therefore approached thatsin differently, and tried to
give their children information in a relatively opesii#@n, so that the children did
not experience the same shock when they learned th&RF was hereditary. This
desire to give children information is also a reflecodthe changing views about the
position of children in society as a whole. An ingtireg walk through the changing

perceptions regarding childhood is given by Kedieal (2004 p 27) in their chapter
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entitled ‘images of childhood’ which considers both trstdrical and present context

from a variety of perspectives.

Different uncertainties arose depending on whether trenphad a functioning
transplant, or was on the waiting list for a traagpl As indicated, from a
professional standpoint, transplantation is seeneamtst clinically and cost-
effective treatment for many patients with ESRD (Dé&pant of Health 2004a). It is
also the treatment option that most renal patiewtsldvchoose, if they were able, as
they perceive it will give them the best chance oftarreto a more normal lifestyle.
A small-scale study did indeed find that quality of lifesvgagnificantly higher for
patients following transplantation (Fallehal. 1997). More recently it was noted
that quality of life scores were consistently highertfansplant recipients than people
who were on PD or HDx (Niu and Li 2005), whilst a study logkat health related
quality of life in 31 transplant recipients in Hong Kamgorted an increase in
physical functioning (Suet-Ching Luk 2004). The families in toyglg were aware of
the better quality of life they had because of thamcfioning transplant. For
example, the patient in family one remarked how mudtebshe felt physically
because of the transplant. However, in spite ofrtbeeased feeling of wellness, the

people who have transplants continue to experience uimtgrta

This fear and uncertainty can be seen in the famitiesyi study. With, for example,
the wife in family two, expressing her concerns aboaiieélel of her husband’s
creatinine. She hoped it would be lower, as she had readacreatinine helped the
kidney last longer. Family four were clearly anxioususd the time of each clinic
visit. These concerns have been documented withinténatlire. Fallort al.

(1997) identified worries prior to clinic visits and the feérejection as stressors,
which affect renal tranplant patients. Concerns ath@upossible rejection of the
renal transplant were also noted by Niu and Li (2005), w#lset-Ching Luk 2004)
described how transplant recipients were constantirewhat rejection could occur.
Family three regretted that, with their second traargphey had not fulfilled various
travelling ambitions. They had really tried to look aftex kidney transplant, feeling
that this would ensure that it lasted longer. They nashed they had just gone out
and enjoyed having it. If they got another transplant theyld look after it, but

would combine this care with travelling. Although familiesagipear to have more
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freedom to enjoy a more normal lifestyle becausetrdrasplant this does not remove
the source of uncertainty from their lives. The CREtill there, no cure is available,
just respite from dialysis. Bevan (2000) using his ‘heaililperson’ concept gives
an example in relation to transplantation. Herepifirson with CRF is essentially
seen as healthy, they have a functioning transplant, kattig/bften forgotten,
although probably not by the person themselves, is thgtdtill have an underlying
chronic disease which has not been cured or gone alvapsplantation is
mistakenly seen as a cure by many, this can therefone thheaemoval or reduction
of supportive measures. This was identified as an isstleelpatient in family one
who remained on Fluoxetifiedespite a functioning transplant. The need for an anti-
depressant was questioned, as the transplant was meametall, however it is
important to remember that people have lives outside @it and we do not always

know what else they are dealing with.

Life on dialysis brings with it its own uncertaintie$ich have been identified in the
limited published work available. Polaschek (2003) identifiedahgoingness and
uncertainty of life on dialysis’ (p 47) and described how of the ways these men
coped with this uncertainty was by hoping for a kidneggpdant. Molzahn &

Kikuchi (1998) noted how children hope for a transplant for theient. This hope
was clearly visible in families three and five wheothbfathers were on dialysig:or
family members uncertainty was also linked to the alvdip of a kidney transplant
for their loved one by Pelletier-Hibbert and Sohi (200gytwondered if and when a

tranplant would be available and whether it would work.

The children in my study worried about their parents.th&y got a little older they
were more aware of parental anxiety, for example arthmtime of clinic visits.

This therefore caused the children to become worriedreTere worries expressed
about when the parent stays in hospital, particulathis was unexpected. The
children also expressed concern that they did not allways what was happening to
the parent, again this related to a hospital admissitwe. implication here was that
more involvement and appropriate information at the twoald perhaps alleviate

some of this worry. According to Mukherjeeal (2002b) when children were asked

13 Fluoxetine (prozac) — an anti-depressant (British NatiBoahulary 2007)
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about what parental IBD meant to them, worry was fretipementioned, particularly
in relation to hospital appointments and admissionge e children also identified

that being given information helped the situation.

6.5 “Really forget about it and just get on with our lives” — lie view

This cluster overarches all the clusters and runsigirohe three themes. The
attitude to life reflects and affects the desire fommadity within family life, how the
families cope with uncertainty and how particularly gagents use information, and
their interpretation of a situation, to protect themily. Altschuler (1997) notes that
there is a range of coping mechanisms and strategies idnehbeen identified as
responses to an iliness. Many people use a combinatgigle$ to cope. It has been
suggested by Kotchiost al (1996), following a study looking at coping styles in
families where the father was chronically ill withemaophilia, that there may be a
connection between parental and child coping stylesddiition when looking at
coping styles, Kotchickt al. (1996), felt that parenting styles and the home situation
need to be considered too. The predominant ‘life viewheffamilies in my study
appears to be — ‘we’ve got it, we deal with it and weogelvith life’, this is clearly
expressed within the data — ‘really forget about it andgason with our lives’

(F4Pt) summarising the parental view and from the chdispective ‘It's about a
person with a runny nose because my family’s had alli@ggses but they are still
happy’ (F1C).

Models have been used within the context of nursing totrggresent reality.
However their use is not unproblematic. Aggleton andrGénas (1986 p 4) describe
a model as ‘a device which attempts to explain somethindgydding so facilitates a
better understanding of it.” Models are therefore nalitye merely a representation
of it. When they try to represent, for example, Wifith a chronic illness, the reality is
usually much more complex to grasp and put clearly andiompo paper. However
models can be useful, alongside theories, which areseiees limited and
incomplete. We are all unigue individuals. No modeheoty will fully cover the
complexity of life with or without chronic illness butese models which are
attempting to capture a complex reality can be usedlpdeepen our understanding
of a situation. Within nursing they can act as a guide lfpdi@nge practice. In this

study | feel that my data, showing the attitudes expdesge¢he families connects not
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only with the work of Bevan’s (2000 p 440), a renal practégipand the notion of the
‘healthy-ill person’ he expresses (as discussed inose6td), but also with the
‘shifting perspectives model of chronic illness’ which Psaar(2001), a researcher
with an interest in chronic iliness, developed. Thiefattodel was developed by
Paterson (2001) from what she terms a metasynthe2@ajualitative research
papers which related to chronic illness. From this, Bateconcluded that the
models which existed, and were used to describe the trajedtlving with a

chronic iliness in a linear fashion, did not fully reesthe complex situation these
individuals find themselves in. Many of the families irstbiudy describe a number
of changes of treatment, all for the same underlyingadesebut each requiring a
separate set of adaptations which cannot be viewed @aailstrictly linear fashion
other than by the progression of time. In a paper wtocsiders the use of
metasynthesis within qualitative research Zimmer (2006) stg)tied this relatively
new technique offers a way of using qualitative findings ta gather insights and
develop knowledge. The importance of the Gadermeriacepods of the hermeneutic
circle, fusion of horizons and dialogue with the tex¢, sgen by Zimmer (2006) as
key to help uncover further meanings within the process ditafiee metasynthesis.
However, there are potential issues with the methggol@immer (2006) questions
whether metasynthesis can be used across qualitativedoddgies. She concludes
that its use across different qualitative methodologiesh as phenomenology and
grounded theory is possible, and may give new insights aperoached with the
right combination of analytical and interpretative IskilFrom the Paterson (2001)
article it was impossible for me to judge the quality andttvorthiness of the
literature used within the metasynthesis, although therieriused to qualify for
inclusion were given. This is because the majoritthef292 articles are not directly
guoted within the published material regarding the shifting perspsanodel.
Metasynthesis aims to give a further interpretatiahiarmade by someone coming to
data that has already been interpreted. By its ndtarmtierpretation is made from
published data, which is only part of the original datas therefore selective and this

might be considered a weakness of metasynthesis.

From the metasynthesis, with its potential pitfaflaterson (2001) went on to develop
and describe the shifting perspectives model of chronicssglimewhich she sees

aspects of both health and ill-health, which contiasi¢he person learns to live with
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the disease; the disease trajectory is no longer ek as linear. This type of non-
linear representation of chronic illness has also kdesaoribed by other researchers
using qualitative methods. Kralik (2002) referred to Patess@901) work when she
looked at transitions in chronic illness, which she dbedras ‘non-linear, sometimes
cyclical and potentially recurring’ (Kralik 2002 p 146). KkalR002) took a feminist
perspective and a narrative approach and corresponded with 8nviona year.

The women were asked to tell their story of living, mfgglwith a chronic illness.

The correspondence was thematically analysed and proag&ldses the shifting
perspectives model of chronic illness, a way for nurseshsider life from a
different perspective and thereby encourage holistic CBeHfordet al. (2006) in a
non systematic literature review looked at the concefisceptance and denial and
how this can influence adaptation to chronic illnessthéir paper they discuss the
shifting perspectives model of chronic illness at lengthreslternative and more
appropriate model to the more traditional linear stagedtatian process. Paterson

(2003) describes this model as follows:

‘The shifting perspectives model of chronic illness depieiisg with a
chronic iliness as a process of continually shifting betwihe
perspectives of wellness in the foreground and ilinedseifidreground in
order to make sense of one’s world at the time.’

Paterson (2003 p 988)

This seems to fit particularly well with Bevan’s (2000) cept of the healthy-ill
person with CRF, again this concept contains elemerdstbfhealth and ill-health.

It also captures the essence of what the familiéisarstudy described, that at times
the illness was the focus — (for example at diagnasssabhange of replacement
therapy) but that at other times the iliness takesk @at — perhaps whilst focusing
on career development or while on holiday. Bevan’'sepincf ‘healthy-ill' also
bears a similarity to the description given by the patie family five and typifies

that of the others and is quoted again here.

“the only way that we coped with it so far is by just letting it take
over cos it very easily could and I'm sure there niestinfortunately
some people who just can't handle it and it does bedbm biggest
thing in their life and their life evolves around thidivess. What that
would unfortunately mean, if you look at it on a bigger petis you've
got the iliness in the middle and then the person stamgirigto it and
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outside the circle of them and their iliness, is tfemily and they'll
start to block out the family because they feel thay e more
concerned, they become more protective of the disdasethey do of
their families it's like completely on its head to hdavwghould be.”

F5Pt

The shifting perspectives model of chronic illness (Pate2f®1) is essentially an
explanatory model of how people move through life witihieonic iliness. It
certainly rang true with my long experience of workinghwieople with CRF and
appears very perceptive. lItis reflected in my datagtample in the quote from
patient five given above. It suggests why after many ya&fdnging with a chronic
illness some people still do not appear to have adaptedithedmtess anger at their
condition. Life is linear, we all move from birth death. Therefore linear models
can be seen to represent the progress of a diseaseydipas Paterson’s model
suggests, and as others such as Kralik (2002) have suggestedytimstralways be
the most appropriate way to think about a chronic ilinéghin my data the
constant struggles which the families experience inmgiiag to keep the normality
of family life during the uncertainty associated withFoRhilst trying to protect the
integrity of family life is seen as at times illnemswellness is to the fore. When a
transplant comes along for example, as described hiyfamo, even though the
family appear generally to try to keep wellness to the furing this time illness
occupied their minds. Indeed, as described by the partreemityftwo, illness still
featured in her mind with clinic visits and creatinine lsverhe children also
experienced this change in perspective. In family baechild described, using his
family shield, how he felt that for his mother, witls@accessful transplant, iliness to
the fore in terms of CRF had ‘pretty much been and g@t#C). This is allowed for
in Paterson’s model, in which the perspective can gbift illness in the foreground

to wellness in the foreground and back again. The perspéctiedined as:

‘a representation of beliefs, perceptions, expectatattitydes, and
experience about what it means to be a person withoaichiness
within a specific context.’

Paterson (2001 p 23)

It is suggested by Paterson (2003 p 988) that each persdravella ‘preferred
perspective’. This is the perspective that they prefeeé&p to the fore; however,

events that occur in life can cause the perspectiveange. When iliness is in the
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foreground the person concentrates on being ill, they homme many of what are
seen as the negative aspects of the iliness, the buihdeloss and suffering. Paterson
(2001) suggests that this perspective is usually seen at theftmagnosis and
suggests it can offer protection at this stage. Someverweontinue with this
perspective to the fore as it maintains the sick rodeigperhaps what society
generally expects. Paterson (2001) also suggests thatseimathing new occurs
with the chronic illness, so perhaps a change of RR@a foegrson with ESRD, this
concentrating on the illness assists coping. Whemeslis in the foreground the
person as an individual, rather than the iliness is.s@&ople can achieve wellness in
the foreground in many ways. These can include findingndatmation about the
iliness, ensuring supportive networks and by learning new.skiging the course
of a chronic illness the perspective can of course chamgkeither illness or
wellness can move to the fore, and there are paradattes the model, which
Paterson (2001) acknowledges. For example she suggestshkbaptthe wellness
perspective to the fore it is actually necessary to oatio pay attention to the
management of the illness to ensure, as much as posikdileveliness stays to the
fore. Additionally Paterson (2001) considers that sdff-geoups may cause illness
to be brought to the fore as the group tends to focus midkmess. Paterson’s
shifting perspectives model of chronic illness was envisagadasdel for use with
individuals, those with the chronic illness but it isacléhat although the chronic
illness may affect an individual in terms of physical pyoms, those around them
also experience challenges and changes. Tedtoatl(2006) exhort health care
professionals to reconsider their views on chronicsknend linear models which
focus on acceptance and denial and to listen to thestbaepeople tell. This
should enable a client focussed response which looks ahlyathe individual and
their medical condition, but also at the bigger picufrthe individual's life. If
Paterson’s model were to be used, but applied to famalisrrthan just the
individual this may help the practitioner look beyond tidiviidual in front of them.
However, it would appear that it could be applied to grouppsdofiduals, to

families. The life-view perspective taken by the paaqmpears to be dependent on
whether iliness or wellness is to the fore, and tleeciow family life is held
together. For example, when illness is to the foeed tends to be more contact with
hospitals and this precipitates a need for more infdomat the children. When life

settles down again and ‘normality’ returns the questiongwpimes less both for the
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adults and the children, information needs therefore chamgi@naintaining family

life is perceived as easier.

Telford et al (2006) suggest that using the approach taken by the shifting
perspectives model of chronic illness encourages the heakthprofessional to listen
to the unique perspective of the individual and encourages a wigde of their life
than just the medical facts of the case. In undedgtg the wider context, the health
care professional can then choose an approach whicfagiitate the adaptation of
the chronic illness in to an individual’s life, or indeed,Paterson (2001) indicates,
the person with the illness may well choose to comsurharily with a practitioner
who takes their perspective. A person who generally woitkswellness to the fore
would look for a practitioner who used a holistic approa&dtilst a person who
usually has illness to the fore would wish to consultesmme who would concentrate
on the symptoms of the disease (Paterson 2001). Th alsol be true, therefore, of
sharing information with people; to ensure that the méttion is processed and
useful it will need to be in tune with their perspectvaot only their illness, but of

their life view.

6.6 Drawing the discussion together

There are many effects a parental diagnosis of chrenal failure has on the family.
The seven families in this study strove, despite G&F, to have normality within
their family life. This was clearly expressed by bthté children and their parents.
This air of normality in family life appears to existrotect both the parents and
their children from the uncertainty of living with CRFhe parents keep this
normality by holding on to their wellness despite thealéalure. In doing this,
family life goes on, holidays are taken and friendg Mit the parents are ever
watchful. They are wary of putting too much of a burdetheir children. They
note the children’s behaviour and wonder if problems coulglaged to the influence
of CRF on the life of the family signifying perhaps tha protective mechanisms are

no longer functioning as they had been.

There was much uncertainty acknowledged within the livélsese families. This
was dealt with in a variety of ways. The parentsltt@protect their families from

the stress of living with CRF by providing security for theldren and an amalgam
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of interpreting and giving information. However, thesendbstand alone, they too
are interrelated and help to make up the complex web vidiamily life lived out in
the presence of CRF. Running through this web is the pédiigatview, which, for
these families, is not predominantly an attitude of nagteptance, but an
acknowledgement of the impact that the illness has, ecwdlwith a wish to
minimise the effects of the iliness on the familhis appears to link with the
wellness in the foreground of Paterson’s (2001) shifting petises model of
chronic iliness, which can be applied to any chronic ilindsalso connects with the
healthy-ill person with CRF of Bevan (2000) and the imadebke family and illness

spoken about so eloquently by the patient in family five.

The values these families espouse are not those pfjta@dparents’ generation
when children were often unaware what was happening witlaimgy, particularly
where illness was concerned. These families have oloddferent path, one where
they try to be honest and open with their children,dvein then there are issues
concerning how much should be told to the children and wiiéese parents choose
to share information about their CRF with the childrelawever, they interpret the
information to try to ensure that both they and thedcéii focus on the positives of
family life and keep hoping. Despitdl the setbacks, the uncertainty, the worry that
children experience when, for example the parent isteetirtio hospital, the children
want to know about their parents’ CRF, and to hopehfemt for good health, for a
transplant, for normality. Living with a chronic illeg inspires hope amid the
uncertainty. The parents too hope for the best eachhdag for a transplant, hope
the transplant will continue to work, and above all hthiae the CRF has not been

passed on to their children to impact on the next geperati

Helseth and Ulfsaet (2005 p 45) concluded that ‘nurses aiarédf@r patients as
whole individuals, yet the needs of the children and biadlenges of parenting with
cancer are rarely addressed in hospitals’. It would agpeae that this conclusion
could apply equally to families where there is parentaf Gid that it is as
applicable to the community situation as to the hospitdhilst Mukherjeest al
(2002a p 361) suggested in their discussion that parents villtditBnot appear to
need or want specific support for their children, ‘by suppgrparents, professionals

will in turn be supporting their children.” The seven faasiin my study appeared to
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want support too, and indeed seemed keen on the provisiofolhation

specifically for their children, to cover amongst ottiengs, the effects of and
treatments for CRF, in one form or another. Thendiha for the health care
professional is how best to go about supporting thesdida in their everyday lives.

| would concur with Telforaet al (2006) and suggest that listening to people using an
understanding of the shifting perspectives model of chrdniessg (Paterson 2001)
would lead health care professionals to take a moretin@djgproach to caring for
people and their families. Optimal care and supportafimilies with CRF may thus
be achieved through integration of the principles of thitiisg perspectives model of
chronic iliness (Paterson, 2001) within the approach tolyasantred care as
described by Shields et al. (2006). Using this definition milfacentred care, the
emphasis is on the whole family as recipients o @nd therefore support is planned
around the needs of the whole family. This would eregeithe practitioner working
with adults to take into account the needs of all membgthe family. Parental CRF
clearly has effects on the whole family and therefergiires an approach that will

take into account these needs.

However, coming from an adult perspective on nursing addrnaking day to day
practice that involves predominantly adults there arenpateroblems which require
consideration. Traditionally adult nursing models focushenindividual as the
recipient of care, for example Orem'’s self-caredefheory of nursing (Ebeet al.
1989). The care given therefore tends to be patientrrididue family centred. If
practitioners were enabled to use their experience andtisepi@ renal nursing and
this was enhanced and supplemented by using insights gained fitoan family
centred approach and the shifting perspectives model afichhoess, the patient
could be listened to and their children involved and informeterplanning for their
care. The focus of care would still be the individuaigrd, but a wider picture may
be obtained. This would enable the care to be morstiepltonsidering both the
needs of the individual, and those of their familgjuding the need to provide
information. There are challenges which could faegpfactitioner in this situation.
The children within a family are often not seen by tealtih care practitioner working
with adults in the hospital setting. Out patient appo#its are usually within school
hours, meaning that the child is not visible so it isegdsir both the parent and the

practitioner to ignore the needs of the child. Thisvisn more likely if the parent
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does not want, for whatever reason, the child to knowtabeir condition. This may
be because of a conflict within the shifting perspectivehobnic iliness model — the
parent may be focussing on wellness and carrying on viatheliatively normally,
whilst the child may be concentrating on the iliness aqdire information to be able
to shift their perspective to coincide with that of thegrent. This situation would
make it difficult for the practitioner to work within@ghilosophy that also
incorporated family centred care. However, if childremiavolved in the
consultation, be that a discussion about their neetteinabsence, or with the
children actually being present, this brings other issudsetfore. Many adult nurses
have little training in communication with children oramerstanding of child
development. They may have experience of dealing vatrexXample, their own
children and their friends, but they may not feel comfideparting information to
children, particularly when the information could be sagisensitive in nature. This
was a similar challenge to that encountered by Black an@ KB002) in the world of
adult colorectal nursing where they felt that they doevtheir extensive experience
as healthcare professionals and parents. Thesergedlean be overcome as
Damboise and Cardin (2003) illustrated when describing hewwere involved in
implementing family centred care within a critical carevironment. Here the
preparation focussed on education, revising the visiting pakeyiting the
information booklet and increasing the frequency of whay termed

interdisciplinary family conferences.

6.7 Cancer and chronic renal failure — a comparison

Much of the literature that has been referred to indisisussion is related to the
impact of cancer on the family. In the introductiastekcribed how | was not
convinced that this comparison of cancer and chronic rehaiefavas appropriate. |
remain unconvinced, but in the light of the paucity of miitad literature relating to
the impact of any chronic illness on the family, jtilsthe main, the only research to
draw on. Dealing with cancer within a family does n@ns@nalogous with dealing
with CRF within the family. However, what can be saithat for dialysis patients
life expectancy is reduced — dialysis patients live aboatquarter as long as an age-
matched population who do not have renal failure and thevaliod people with
renal failure is comparable or worse than for many tggeancer (Mosst al. 2004).

This is something that, in my experience, many people @Rk do not know, often
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because they are not told by health care professianalse potentially misguided

assumption of protection.

6.8 Critique of the methods used

The use of a qualitative approach was appropriate fordbearch, as was its
phenomenological methodology. This can particularlgden in the light of a recent
article by Rapport and Wainwright (2006), which considers pimemological
methodology and the ‘metaphor of movement’ (p 229). kphper Rapport and
Wainwright (2006) explain that, in their view, much of gleenomenological
research undertaken by nurses could be examined in a neivthagimilarities
between Husserlian and Heideggerian phenomenology wasidered, rather than
always focussing on the differences. Rapport and Waint2§l96) argue that
phenomenological research is well suited to approach meangs that nurses wish to

address. Within the discussion they state that:

‘nursing and nursing research must make sense of the dbnstan
changing states of health and iliness of the patients@mstantly
changing perspectives of the nurse and patient.’

Rapport and Wainwright (2006 p 234)

With hindsight, the linking of the findings of this studyRaterson’s (2001) shifting
perspectives model of chronic illness and the view of RagmaitWainwright (2006)
expressed above, highlights the need for a methodolagyaticepts and allows for
movement and change both within the researcher and tti@pgants. This flexibility

could not and would not be seen in quantitative domain.

However, Paley (2005) describes what he sees as inlpeodatéms within
phenomenological methodology and it is important tadatteese pitfalls. Paley
(2005) criticises much research in nursing that calld péeinomenological. This
appears to be because although many published reportshaligadlves with a
phenomenological approach, within the methodology, thiyo remain true to the
principles. This frequently leads to attempts to gerserdhhe findings. Therefore
instead of presenting a unique representation of feelingpaxndptions, they often
appear to have categorised the findings. Thus the repegelis could, in fact, apply

to many concepts Paley (2005). | have tried to avoid fallitaythrese traps. The
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findings were presented in categories, however the igadiven for the clusters
tried to use participants’ words to describe them. In mafgithe findings concluded
with a full description of the phenomenon under study éavdhat chapter to an end
and to present an interpretation of the participants’ reaipee of CRF and its effects
on the family. The reader is left to their own mptetations and reflections to take
ideas to apply to their own practice, as the implicetifor practice are my reflections

on how undertaking this research project has influenced acyipe.

The sample recruited for the study — seven familiess-snall. However, it is
comparable with other studies using a phenomenological appr&adéy (2005),
from his overview of the literature, suggests that samsigks in these studies appear
to range between six and twelve. Certainly the 13 intes/and the three focus
groups | undertook generated a vast quantity of data. Thdesamp not totally
homogenous as it included a single parent family andkadwace couple. The other
families who were approached, but declined to take padldnadso have contributed
to the diversity. In terms of the recruitment stggtehe poster did not succeed. No
families contacted me as a result of the poster glaadthin the unit. All families that
agreed to take part did so after a personal letter of imntafT his latter strategy may
well be the best method to employ for this type of studgwever, the families in
this study obviously communicated well, both in termshefrtinterviews — which is
imperative for phenomenological research, but also mvitieir family and in the
approach they took towards their children. It would berésttng to encourage
families who did not share so openly with their childr@participate however, this
could prove difficult from an ethical perspective. As gfarents and children had an
awareness of the disease and its impact on the faanityappeared to cope with this,
it has provided opportunity for me to reflect on how | apprdaotilies and

encourage them to involve their children in this aspetnatly life.

The semi-structured interview technique employed for thé& aderviews worked
well for me, as a novice to qualitative research,sib @ppeared to channel the
interview to ensure that much of the data gathered iegard to the research, and
this in its turn did make data analysis easier. Rewvigwhe interviews in general, it
was a learning experience for me; if the interview wawifig, the question prompts

were not really necessary and much information wasedaiklowever, | feel that |
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sometimes interrupted too much, and at others times pgetheg to put words into
the participant’s mouth. Husserlian phenomenology, igthse of bracketing would
have been very difficult for me. My interpretatiohGadamerian hermeneutics is
that the process of data gathering and data interpretatgooonversation, which to
me is a two way process, this should contribute touk®ih of horizons and a greater

understanding, which is what | feel that the interviealseved.

The focus groups for the children would be the most likety gfethe research
strategy that | would change if further research was taism. The focus groups
worked well and the children did enjoy them. | think it vaés appropriate given
that fact that when the project was designed the nuoflggarticipants who were
children was unknown. However, | think using an intervagmroach with the
children could also work well. The children were gengnadiry willing to talk and
were knowledgeable about their parents’ kidney problem$addiefinite ideas
about how the CRF had an impact on the family and vilegtwanted to know.
However, | am not convinced that | would have the resemnd communication
skills required to undertake this type of interview. Iniaoid the children would not
have had the opportunity to meet other children whoseimiere facing similar

situations.

A limitation of the sample, that was not inherenthia initial design of the study, but
occurred because of the families who took part. Adldhildren who participated in
the focus groups were aged 12 years or younger; there®redhlts can only be
interpreted for this age group of children, despite the sdedign catering for
children up to the age of 18 years. A further study would rebd tindertaken
which targeted families with children in the age range 12 yea8s to be able to

make any comments on the views of this age group of children

As | have made clear throughout the study, | was a nowitlee qualitative research
approach in general and phenomenology in particular. d@teanalysis therefore
provided specific challenges. As discussed, there liwsty limited published
material to guide the novice researcher with the arsabfsilata gathered using a
phenomenological approach, which | found a problem. | wendtbrse the ideas of

Cutcliffe and McKenna (2004) discussed in Chapter five, andmeich needed to
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take a sequential and logical approach to the data analyss likely that a more
experienced researcher in the qualitative field would agprtee data in a different
fashion and at a different level. However, | haverieiom the experience and am

now able to appreciate more fully some of the subedf qualitative research.

6.9 Implications for Practice

As Paley (2005) indicates, he does not feel it is possilyeneralise from work
which uses a phenomenological approach. However, nuesegrch should be
undertaken to impact on practice, and there is therafoezessity to reflect on
practice and to integrate research results into pracbegsemination of the results of
this study would allow others to read about the reseandhinterpret it for
themselves, thereby stimulating reflection on and agipdio in their own practice.
This is congruent with the advice of Koch (1995) and Ann&éi99). They both
suggest that providing sufficient contextual informatiod presenting the findings in
an easily accessible form, help readers decide if 8eareh is applicable to their
practice. The presence of the exhaustive descriptiowsleaders to enter in to the

research and so perhaps to concur with the implicatmrgractice.

For me this research has emphasised the importaneeadfing the whole family in
the planning of care and information giving — in taking a famentred approach.
Currently we have an adult focus, rather than a fafodys. We do encourage
people to bring their family with them, both to considias and the education
sessions, however the focus is usually on the adult msrobéhe family. This could
be explained because of the age at which people, on ayecagmence RRT —
currently standing at 64.7 years (UK Renal Registry 206wever, it is important
to ensure equity of provision of the service and not taddiantage families with
young children from the advice and information and supportitbaiffer to the
majority of our population. It is important that wegage with these parents, who are
dealing not only with the impact of CRF on their life lalgo with the potential
effects the treatment for this chronic condition ccdge on their young family.

This will present challenges, however it should be bies$o offer a range of
resources that would help the parents to prepare th&drexifor the changes ahead.
This would provide the encouragement that parents need to stipgocthildren

(compare Mukherjeet al. 2002a, as discussed in chapter 1 section 10). It was clear
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from the seven families who participated in this sttidit they felt strongly that
information about their renal condition should commf them the parents — amongst
other reasons so that trust and openness were facllitathin the family. However,
the parents wanted reassurance that they were goingthisotatsk in the ‘right’ way.
In a consultation with parents or a parent it ise¢fege important that the health care
professional makes time to ask about the whole famdyjust the member who is
the patient. This time could be used to encourage thetpaoetalk through issues
relating to their CRF with their children, to highlighh&n more input might be
needed, for example if a change of treatment has leoceoessary. The parents
could be encouraged to use the naturally inquisitive naturesff children to ask
guestions and to emphasise that as the children becomedl@deneed for
information will change. The parents felt that theywd be helped if there were, for
example written or computer based resources to providsfanoh for questions and
to enable them to sit with their child or children and disthes family situation.
Development of materials to support these families inistpanformation with each
other is required. Certainly it would appear that childvenld be capable of
identifying key information points which could be incorporat&d imaterial for

piloting with children and their families.

In addition it should be possible to offer a one offt\geirvice to families with
younger children, similar to the one | offered to faesiliwvhere there were older
individuals, for whom attendance at hospital was diffibecause of mobility or
transport issues. A convenient time is arranged efitiiex home visit or a visit
outside normal clinic hours where there was time tagpalking about treatment
options and the potential impact on family life. Timedel could be applied to
families with young children and this research has ifledtsome topics that it might
be appropriate to cover in such a visit. For exampi®itld be possible for the
families to examine an APD machine or a haemodiatysishine, to see it at first
hand and ask questions. If the parent is having a transpéanperhaps the staff in
the outpatient department could be introduced, so thahtlizen and parents know
who will be looking after them. These activities anpli¢s could be used as a starting
point for discussion or to highlight ways in which othanilies have dealt with

situations.
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Following the focus groups the consultant paediatric pdggist expressed an
interest in organising a group for these children, run milagsi lines to the focus
groups two or three times a year. This would enable childittna parent with CRF
to get together and talk. This has the potential to be lisedusupportive to the
children who, other than siblings, are often isolatethfather children in the same
situation, partly because of the relative rarity ofdisease in the younger adult

population.

The suggestions made so far are all relatively simpleswainclude the whole family
in care. However, the real challenge, as | perceiweilitbe to encourage the parents
with CRF who do not appear to want to involve their childrethis aspect of family
life. The care within an adult renal unit is designedater for an adult population, as
such it is relatively easy to hide or ignore the nedaildren, both from the point of
view of the health care professional and the parenis tharefore, is where the
culture of the unit needs to change; to incorporate dyf@entred care approach
within its philosophy. If this family centred care alsoorporates an understanding
of the shifting perspectives model of chronic iliness ({Rate2001) this would value
both adults and children within a family. If a definitisuch as the one offered by
Shieldset al. (2006) were utilised, the whole family would then bensagrequiring
care. This should encourage all health care professibméhink beyond the adult in
front of them, to the wider situation and the life tagierson has apart from CRF.
For example, in the current study, the children cleadgted information to help
them deal with the family situation and also wishetldaonsulted and involved in
decisions regarding family life. As practitioners recsgrthe need to consider the
individual as part of a greater whole, the family, tihisidd change for the better the
care given to many, and make it easier to encouragatsavho are not keen to
discuss their CRF with their children to consider takimg step. This study gives us
encouragement to take up this challenge. The children stulg clearly wanted to
know about what was going on in the family and wisheoetinvolved. One of the
core themes indicated that the parents wanted to prbescchildren. One way of
trying to achieve this protection and involvement was te givd receive information.
This study suggests that this information should be givanaay that is congruent
with the perspective on chronic iliness that is heldhatime, as this will also

contribute to holistic care, helping the parents tdewstand the information and
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enabling them to pass this on to their children. Incorpayatew care routines to
keep the perceived normality of family life was a aadle, but achievable for many,
and dealing with the multitude of uncertainties thatetasilies faced appeared

easier when the channels of communication were kept open

6.10 Conclusions

This study set out to explore the influence of paren® Gn the family and to
describe the information needs of the children. In ddirggthe involvement of two
groups of people whose care needs are often ignored weselered. These were
younger adults with CRF and the children of these adiik& former are not often a
focus of attention because the majority of people wahee ICRF are older and
therefore if they have children in their family the aisually correspondingly older.
This group also often have a functioning transplant,reeefore deemed relatively
well and not in need of major input from health cardgssionals. The latter group,
children, frequently receive little attention, becaussytare not often seen or asked

about.

The study was also different because instead of focusaitigeadisease in hospital it
chose to consider the impact on family life, theretiynawledging that there is a life

being lived with chronic renal failure. The data gener#isgk interlinking themes:

* Normality in family life
* Living with uncertainty

* Protecting the family

These themes could in theory apply to family life ingr@al. However, parents made
many attempts to normalise their family life despitetilme consuming presence of
CRF and its attendant treatments. Children appreciatectitive normality of their
lives but discussed some of the areas where their liges mot like those of their
peers — for example in terms of holidays or the dislygsgachine at home. The
parents wanted to protect their family from the worstatf of the disease and in
doing so provide security for their children. This happens textent by trying to

continue the normality of daily living but also throughaamalgam of giving and
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receiving information and of interpreting their child’s stioa, questions and wish
for information. This involves a blend of truth and trestablished to protect the

family.

These families face more uncertainty than many fasdind this gives a certain edge
to life, a daily walk with the unknown which again is mg@a by trying to maintain
normality and protect the family. These three theanegshemselves interlinked, and
this web of connection is made stronger by the ovenagdiie view of the parents.
Through the generic work of Paterson’s (2001) shifting persfgscamnodel of chronic
illness and Bevan’s (2000) renal specific work the influesfade parental life view
on these themes, and the research aims, was expldhedife view guides and
directs the way the parents approach their ilinesslamdlife. In the cases were
hereditary CRF was present the parental life view appearhave been directly
influenced by their parents. The shifting perspectives hafd#ronic illness
(Paterson 2001) with its movement between either illteetise fore or wellness to
the fore showed how these families tried to keep wedlte the fore and as such
were likely to search out strategies and health carfegsionals who would support

this view and help maintain this state.

| have argued that the information that adults receiweoie likely to be effective if
it is given in a manner which corresponds to their viétheir CRF. These seven
families expressed a clear desire to share the infmttey received with their
children and as such the assumption, made in the introdubgt this would occur
held true for these families. Within the study thesemtsrwere also clear that they
felt they were the best people to share informatiomabow their CRF may affect
family life with their children. Therefore a strayeig required that supports the
parents, and will then, in turn support the children as Mrj&bet al (2002a)
suggested. The concept of family centred care, usualiyvegitiein the paediatric
setting, appears to be an appropriate model of care teetdewish the important
difference in this case of putting the adult at thereeot family centred care rather
then the more usual situation of the child being cenfrhls involves a culture
change within adult focussed renal units by accepting aidefi of family centred
care such as is offered by Shieddsl. (2006) which emphasises the needs of the

whole family, not just the central figure with thendlss. If such a strategy is adopted,
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of considering the individual’'s perceptions of their ileend tailoring the
information strategy to meet their needs within an emvirent where family centred
care is paramount the implications for practice aréopirad. This should lead to a
more individualised and family led service, thereby megetnore fully the

information needs of the children.
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Adjustment of children with parents on Haemodialysis (Hooveet al. 1975)
Type of Objectives Characteristics of Conclusions Does it help
Supporting Article or Study answer the
Evidence guestion?
Considers the Written as reflections of | Need for data about how| Raises important points.
D adjustment of observations and children develop in Other life changes may

children with a
parent on HDx.

NB Part of a larger
study — ‘Home
Dialysis Project’ —
which had as one
of its aims
exploring family
adjustment to long-
term home dialysis

anecdotal notes from
interviews with patients
and spouses.

Three in-depth interviews
over a 10-month period —
data essentially collected
for another project.

Data collection did not
focus on the children.
Random sample — 72
families, 36 of which had
children — average 2.1 pe
family.

families where a parent
has a chronic illness.
Nurses’ contact with
patient and family
provides opportunity for
both assessment of the
children and anticipation
of stressful times.
Children who are at risk
need to be identified and
interventions instituted to

rpromote optimum growth
and development.

happen to the family
along with dialysis —
these may also affect
the children e.g.
moving, changing
school.

Is the effect on the
children different if it is
the mother or father tha
require dialysis?
Where do children get
their support?

—

Additional notes
American study.

Identified lack of literature addressing the adjustmermhdéiren when a parent is on home HDx.
Literature review and relationship to literature is midismngaresumably due to identified lack of

literature within this area.

No operational definitions — notable in absence is anitlein of family — as later it becomes clear th

the original study does not require participants to have emildr

The assumption has to be made that the data preserties tel the 36 families with children.

No indication of the questions asked within the in-dep#rurtws is given.
No indication if all families completed study

Lack of consideration of ethical procedures. It is warciethe participants were aware that the dat

they provided might be used for other purposes.
It would not be possible to replicate this study.

at

a
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Children of Home Dialysis Patients (Tsaltas 1976)

Type of Objectives Characteristics of Article Conclusions Does it help
Supporting or Study answer the
Evidence guestion?
Motivation seemed tg Approached 10 families (21 Drawings — showed Children showed
C1 be that attention to | children) — Six families (15 emotional constriction, | moderate to
the influence of home children aged 6 — 18 years) anxiety, depression andgl severe
HDx on children may| agreed to participate. bodily concern. depression.
shed light on the area Group psychological testing All children showed Children with a
of depression in (Minnesota Multiphasic depressive and parent on

childhood.
Insight into the

Personality Inventory — MMPI)
and family interviews designed

hypochondriacal MMPI
patterns.

dialysis face real
stresses and

psychological to show School achievement | often cannot find
problems of the « school achievement | was felt to be affected | the words to
parent undergoing e socialisation in 10 of the 15 children| express

dialysis. body functions and Parental concerns that| themselves.

the dialysis may

interfere with the

children’s recreation
and socialisation.

H Children showed
minimal sleep
disturbances.
Parents very sensitive
to psychomotor
disorders — e.g.
hyperactivity.

body preoccupation
Children undertook drawing e.g.
human-figure and draw your
family — rationale — familiar to
author. The drawings were als
scored by another, named
‘expert’ and compared with
‘control’ drawings from friends’
children.
States highly motivated, self
selected group.
Parents aware that treatment
would not be offered to childrern,
but referrals would be made if
appropriate.

Additional notes

American study.

Literature search identified 1 741 articles on psychologiaatblems related to use of dialysis
treatment but states that none referred to the effatinlysis of a parent on a child. This literature
not considered within the article.

No operational definitions.

Initial motivation for study appears to be observationloldren who have a parent on dialysis — s6

IS

en

to be quieter, more inhibited and less spontaneous in @aiidren seemed insecure and the paremnts

expressed concerns.

Detall is given regarding methodology — incomplete.

Some consideration of ethical issues — participants agwesbw publication of results provided
anonymity was maintained.

Data analysis appears descriptive and not linked to angtiirex.

It would be difficult to replicate this study.
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Children of dialysis patients and selection of dialysis setty (Evans 1978)

Type of Objectives Characteristics of | Conclusions| Does it help answer the
Supporting Article or Study guestion?
Evidence
To debate the Unable to comment on the | Dialysis is a Highlights parental wish to
D correctness of the characteristics of the study| family problem| appear ‘normal’ in front of
Tsaltas (1976) paper| as none are given. —not justa children.
To reflect on Number of participants is | patient one. Children of dialysis patients

interviews the author
has conducted with
‘several’ dialysis
patients, families and
dialysis unit staff
members.

given only as ‘several’.
It is unclear if the children

were directly involved in the

study.
No interview questions or
topics for discussion were
given

actively involved in
administering HDx at home.
Suggests that the problems
encountered by the children arg
moderated directly by the amou
of social support available to
them.

Additional notes
American study.
Identifies that in his opinion Tsaltas (1976) is mislegdigives four references which he states disg
the role of children when a parent is on dialysis. Ofthese Hooveet al.(1974) — is considered
within this review, the others appear to focus on changingyfaetationships or on relatives and are
therefore outside the scope of this review.
No operational definitions given — no elaboration oftéren family.
No indication of the number of participants is gived &mere is no interview schedule. It is not clear
all groups of participants were of equal size, or if tiweye asked similar questions at interview.
There appears to be no consideration given to ethiceégues.

Discussion appeared to focus on general points derived fraanlbénature — there appeared to be little

input from the writer's own work — it in some ways appédarattempt to review literature in the area
children’s adaptation to HDx, but at a superficial level.
It would not be possible to replicate this study.

USS

if

Df
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The family and home hemodialysis: Adolescents reactions to a lfegr on home
dialysis (Goldmanet al. 1980 — 81)

Type of Objectives Characteristics of Article Conclusions Does it help
Supporting or Study answer the
Evidence guestion?
Focus on the 8 families had son or daughter | All the adolescents still| Appears to enhang
C1 reactions of (aged 12 —21 years) living at relate to their father self-esteem of

adolescent
family member
with particular
reference to
developmental
life crisis and the
stresses of
having a parent
on home HDx

home. 6 agreed to participate. 16 respectfully. Generally

adolescents of whom 15 agreed tothey were proud of how

participate.
Interviews held with, patient,
spouse, family as a whole and
adolescents.
Initial information obtained at
clinic visits. Families were visited
at home between 1 — 3 times. Vis
1 was the family as a whole
interview — described as non-
directed and free-flowing.
Topics explored:

* how home HDx had

changed life
e problems

* how illness and treatment

were discussed with
children

» impressions of effects on
children’s behaviour.

Adolescents interviewed privately.

the illness was faced.
Information about the
illness was generally
received from the
mother.
About 50% were
itspecifically involved in
father’s dialysis
treatment.
Realistic about life
expectancy of father.

children as they
gain confidence in
helping their paren
survive.

Children have
specific
information and
emotional needs in
relation to dialysis
which need to be
addressed.

Additional notes
American study.

Literature review minimal but did highlight the dearthrdbrmation relating to the effects on
children of parental dialysis. The 2 studies given Wesadtas (1976) and Evans (1978).

Term adolescent defined as used in this study.

Detailed demographic detail is presented for all the maating families and is compared with the
two similar families who declined to participate. It wead initially envisaged that the sample woul
contain only fathers as the person undergoing home Hidxhat is what the sample was. The
families were all described as Caucasian and ‘middkestt this may have influenced their

perspective on iliness, treatment or perceptions of yaradponsibility.
Some of the areas covered within the different inesvgiare given.

It was stated that written consent was obtained toreqrd interviews. It appears that adolescen
underwent a separate consent process. However,ghtlent declined to participate it appears that
adolescent family members were not approached. Agredaraige in scientific publishing was

agreed by participants. The study had received ethical approva
It would probably be possible to replicate this study.

| =N

S
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Children of Dialysis Patients (Friedlander and Viedermanl1982)

Type of Objectives Characteristics of Article Conclusions Does it help
Supporting or Study answer the
Evidence guestion?
Impact of Termed a pilot study — looked gt No quotes were given Parents were not
C1 chronic HDx of a| children’s fantasy lives hoping it from the parental aware of what their

parent on the
children living at

home and on illness and treatment. express guilt over aggressive

their relationship| Involved families of both centre| becoming ill, their limited| tendencies,

with the sick and home HDx patients who hademployment and pseudomaturity an
parent. been on HDx for at least 6 educational opportunities| identified with the

would give insight into the
child’s perception of parental

months and had at least 1 child
aged between 7 — 14 years.

12 families participated — 7
home and 5 centre HDx, and 14
children.

Semi-structured interview with
parent — focus — how child was
affected by the chronic illness.
Children asked to draw a pictur,
and tell the story of the picture.
A standard set of questions we
then asked of each child.

6 children of physically well
parents were asked to draw a

perspective however
parents were said to

and their dependence on
treatment which involved
other family members.

1 No significant differences
were perceived between
the centre and home HD
children. The analysis ha
to be taken on trust as

ethere was no reproductio
of any of the drawings

ealthough some
descriptions were given.

picture and tell its story.

children thought.
Children showed

sick parent.

[®N

=)

1=

Additional notes

American study.

Identified lack of literature in the area, literatureiegv covered 4 studies (one unpublished) but of
one, Tsaltas (1976) — reviewed earlier looked specificalthigdren with parents on HDx.

No distinct operational definitions were given, howesefining characteristics of the sample were
given.

The standard set of questions used with the children waguem — perhaps because in the
researcher’s opinion it did not given them as much infoionas the drawing and story telling
technique.

A comparison with 6 children of well parents was madeis-unclear why 6 were chosen, or how
other characteristics compared with the sample grougxemmple age representation — the numbe|
children in the study was 14.

There was no documented evidence of ethical consideratigten information or referral to an

<

r of

ethics committee. However, some element of choigst tlave been given as half the eligible centre

HDx patients declined to participate. The effect of timghe study was not considered.
Acknowledges small scale of project (but was seenpiletha and suggests follow up studies — therg
no evidence that these were undertaken.

Referencing is limited — but probably reflects the lacknaferial within the area.

S

It would be difficult to replicate this study particulads the standard set of questions asked of each

child is not documented within the methods.

175



Psychological effects of in-centre haemodialysis on the drabnd’s adolescent

children (Schlebuschet al. 1983)
Type of Objectives Characteristics of Article Conclusions Does it help
Supporting or Study answer the
Evidence guestion?
To ascertain the | 4 patients had adolescent childrenLittle personality Dialysis is not just
B3 psychological and were included in the study. § change identified a patient — hospital

effect of parental
in-centre HDx
their on
adolescent
children

children (aged 13 — 18 years)
matched against controls for age,
sex and socio-economic status.
Two standard psychometric
instruments were used
» high school personality
guestionnaire
» personal, social, home
and formal relations
guestionnaire
A clinical interview was also
undertaken.
Wilcoxon matched-pairs signed
ranks test used to analyse the
psychometric tests.

between experimental
and control group, but
marked changes in
adjustment.

Tended to score more
highly on the areas
related to self-
sufficiency.

problem but affects
children too.
Children of HDx
patient appear
more self-sufficient
and sometimes
have difficulty with
social relations.

Additional notes
South African study.

Acknowledged small study size.

Considered the literature in relation to psychologircgllication of HDx — previous studies have
tended to focus on the effects of home HDx, this stuesetbre chose to consider the effects of

centre-based HDx.

No operational definitions given — the age of adolescappears by default and it is unclear if othe

children were available whether they would be eligibletiie study.

No indication of the content of the ‘clinical intéew’. It is unclear if this was a private interview

with the adolescent.

No documented consideration of ethical procedures — hoyegenior medical superintendent was

acknowledged for permission to publish.
It would be possible to replicate some parts of the study.
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Children and Adolescents of Parents Undergoing Dialysis Thapy: Their
Reported Quality of Life (Molzahn and Kikuchi 1998)

Type of Objectives Characteristics of Conclusions Does it help answer
Supporting Article or Study the question?
Evidence
To describe one | Exploratory, descriptive Overall, that the Children appeared to neeq
C1 aspect of the design. quality of life of this| more ‘goods of the mind’ -

reported quality of
life of a selected
group of children
and adolescents
whose parents wer
being treated by
dialysis therapy for
renal failure.

25 children and adolescent
(8 — 16 years) chosen as a
convenience sample were
interviewed privately, in
etheir homes once a week fd
2 -3 weeks — a total of 65
taped interviews.
Content analysis was
performed on the data —
categorisation was based g
the Aristotelian-Thomistic

sgroup of children
appeared to be
good, but further
research is required
rNeed for carefree
family holidays.

conception of the good life.

information about how
various family members
were feeling and decreaseg

I fear in relation to parents’
condition and treatment.
Literature review identified
that the children’s and
adolescent’s experience
tended to be described
either by the parents or
with the family as the
focus.

Additional notes

Canadian study.

Identified and described the theoretical framework — thetételian-Thomistic philosophical theory
of the good life — that underpins the research.

Identified the growing body of literature that considehiddren’s and adolescents responses to
personal heath problems, but puts this study in the dootéixe limited number of studies that
consider the impact of parental iliness on the child whakke the child’s perspective. The literature
review follows a logical sequence and considers masteomaterial presented here.

The research question was clearly identified.

There are no specific operational definitions givan,dligibility criteria for the study are considere
Ethical approval is documented, as is the process of gainmggent from the participants including
the children. 16 families were eligible to participate dmily 13 chose to — it is not clear why these
families chose not to participate or if they wereanira different population.

This sample considered centre based HDx, home HDx aiRDGA he interviews were semi-
structured and the broad areas for consideration weea.giYounger children were asked if they
wanted to draw, in an effort to reduce anxiety. The draswngre not used for data analysis. The d
analysis methods are briefly described and appear appeofmighe study.

The findings were presented in logical fashion structuredral the theoretical framework.
The discussion is made with reference to earlier wotke area and the incongruence of these res
— good adaptation — is noted.

Limitations of the study are identified — only exploringeaspect of quality of life, small sample
form homogenous population (white, middle class).

ata

sults

This would probably be the study that would be the easigsplicate of those considered.
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Template for critical evaluation

Stage 1
Obtain article and verify that it is original research

Stage 2
Read the article in its entirety

Stage 3
Re-read article but consider it in sections

Stage 4

Examine each section identified at stage 3 in depth —d®mlawsitive and negative
features.

Make detailed notes.

Usual sections include:

* Introduction and background to studglear identification and explanation
of the research problem, rationale and purpose of research. Limitations.
Significance, relevance and benefit of study in context. Operational
definitions.

* Review of the literature Relevant to study, thorough and logically presented

* Research design and approadhpproach should be explained together with
any underlying theoretical or conceptual frameworks. Research desigu link
to research question.

» Data analysis and resultsAdequate description, appropriate for data
collected.

» Ethical considerations Bocumented within report. Research should be
ethically justified. Written information available for participantReference
to appropriate ethical boards. Data safety. Confidentiality.

» Discussion -Brawing research together and formulation of recommendations
(including for further research). Relationship to research question.
Discussion in relation to literature.

* Presentation Ynambiguous title. Clear, jargon free text. Logical structure.
Consistent, accurate referencing. Appropriateness of researcher to akelert
this research. Acknowledgement of sponsorship if required.

Stage 5
Consider each of the above sections in relation tavtiwe study.

Stage 6
Re-read the entire article — by this stage a judgementdiagahe appropriateness
and usefulness of the study to the initial question shoudbleeto be made.

(after Hek, 1996)
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Typology of supporting evidence

Evidence from research and other professional literature

Al

A2
Bl
B2
B3

C1

C2

Systematic reviews which include at least one ransieancontrol trial (RCT)
(e.g. systematic reviews from Cochrane or Centr®émiews and
Dissemination).

Other systematic and high quality review which synteestferences.
Individual RCT's.

Individual non-randomised, experimental/interventitudies

Individual well-designed non-experimental studies, rodled statistically if
appropriate; includes using case control, longitudindlpdo matched pairs,
or cross-sectional random sample methodologies, ahdi@sgned
gualitative studies: well designed analytical studieki@ing secondary
analysis.

Descriptive and other research or evaluation not(e.@ convenience
samples).

Case studies and examples of good practice.

Summary review articles and discussions of releManature and conference

proceedings not otherwise classified.

Evidence from expert opinion

Professional opinion based on clinical evidencegports of committees.
User opinion from reference groups or similar.

Carer opinion from carer’s focus group or similar.

Adapted from National Service Framework for Older People
(Department of Health 2001c, p 11)
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Adult information sheet  Version 2 — August 2003
1. Study title
When a parent has kidney problems: what children wakrdav.
2. Invitation paragraph

You and your family are being invited to participate in aaegestudy. It is
important for you to understand why the research is being dod what it will
involve before you decide whether to participate. Plegsetime to read the
following information carefully, discuss it with frids, relatives and your GP if you
wish. Ask me if there is anything that is not clearf gou would like more
information. Take time to decide whether or not yoshio take part.

Consumers for Ethics in Research (CERES) publish kelesttitled ‘Medical
Research and You'. This leaflet gives more informagibout medical research and
looks at some questions you may want to ask. Pleasesdsk a copy, or if you
wish, a copy may be obtained from CERES, PO Box 1365, loNd® OBW.

Thank you for reading this.
3. What is the purpose of the study?

This study aims to improve what children are told wheargnt has kidney
problems. Relatively little work of this kind has been@ldviost of what has been
done considers the family as a whole, rather thaimgskhat the children might wish
to know. This study would help us to understand what chiléikeryours would like
to know about their parents’ kidney problems. It shaldd help us to improve our
care for these children. It is hoped that the end produgloviee leaflets that can be
used with children to give them information about theiepts kidney problems.

4, Why have | been chosen?

You have asked for further information about this study gfhe saw a poster within
the renal outpatient area that asked for families tongeer to participate or you may
have received a letter telling you about the study. Yautsse a child or children
between the ages of 5 — 18 years old who know that youahkidmey problem.
There will be about 10 families taking part in the study.

5. Do | have to take part?
It is up to you to decide whether or not to take part.olf ggo decide to take part you
will be given this information sheet to keep and be aske@jtoa consent form. If

you decide to take part you are still free to withdrawrsttime and without giving a
reason. This will not affect the standard of care ngmeive.
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6. What will happen to me if | take part?

If you wish to patrticipate in this study we will makeawpointment to meet for an
interview which | expect to last about an hour. Thid take place at the hospital.
The research project as a whole will last betweerB3ears. | am hoping that your
children will also want to take part in the study. Thisams that you will need to
bring them to an appointment, probably between 6 months/éar after your
appointment. If you have more than one child their agpmnts may be on different
days. Your children will be involved in some group actigitigth other children of a
similar age who have a parent with kidney problemsople by taking part in the
activities and talking to them that | will learn moteoat how to help children
understand their parent’s kidney problems. There aratna lglood tests or other
tests involved in this study.

7. What do | have to do?

If you want to participate in this study when you have awmred the information
here | will discuss the study with you a little mared we will discuss and sign a
consent form. You will be given a copy of the camtsform to keep, as well as
having the information sheet to refer to. After this wikavrange a mutually
convenient time for us to meet at the hospital and tadkiehow you feel your
kidney problems affect your family life. This discussisill be tape recorded and
will probably last about an hour. At a later dategraffthave talked to all the adults in
the study | would like to be able to talk to the childnemf these families in groups.
This will be to discuss what the children want to kndow their parents’ kidney
problems. It is therefore important that your childrenw that you have kidney
problems.

8. What are the side effects of taking part?

There should not be any physical side effects of takingipé#his study. However
participation in this project may cause either you or whiidren to consider areas of
life that you may not have thought about deeply. Ifwaunt to talk about this with
someone who is not involved in the study this can tsnged either for you, or your
children. The contact details are at the end of thistsdred you can either contact
them yourself or ask me to do it. Your family Doctaoahas these details.

9. What are the possible disadvantages and risks of taking part?

There should be no disadvantages in taking part in thig,stddept having to spend
about an hour extra in the hospital, and needing to lpaong children for a separate
appointment, which would be out of school hours. As meed in point 8, there may
be a risk that you might think more about how your kidpeaplems are affecting
your family life. Again, if you want to talk about thwgth someone who is not
involved in the study this can be arranged either for goyour children. The
contact details are at the end of this sheet and yoaittar contact them yourself or
ask me to do it. Your family Doctor also has thesaiiet
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10. What are the possible benefits of taking part?

There is not intended to be a clinical benefit fromipigdting in this study.
However participation may help you to understand more abmmutkidney problems
may affect your family life. You may find it becomesseer to talk about your
kidney problems to your children. This may help them enfthure.

11. What if new information becomes available?

New information about how we help families with chikdnaay become clear while
the study is running. | would hope to use this informationter iaterviews to
explore some of the issues further.

12.  What happens when the research study stops?

When the study stops | hope to have information whidhh&lp me change the way
we work with families and their children to help them coytd kidney problems.

13.  What if something goes wrong?

If you are harmed by taking part in this research projgeete are no special
compensation arrangements. If you are harmed due to seimeegligence, then
you may have grounds for a legal action but you may lapeay for it. Regardless
of this, if you wish to complain about any aspect of thg yau have been
approached or treated during the course of this studyptineahNational Health
Service complaints mechanisms may be available to you.

14.  Will my taking part in this study be kept confidential?

All information which is collected about you during theicse of the research will be
kept strictly confidential. The tapes and written copidsb& kept safely within a
locked cabinet when not in use. At the end of the studi} teturn the tape and
written copy to you if you wish. If you do not want tovbahe tape it will be
destroyed. Any information about you which leaves the baispill have your name
and address removed so that you cannot be recognised.from it

15. What will happen to the results of the research study?

The study will be written up to form the research pataaoght Clinical Doctorate at
the University of Southampton. In addition | would hop@ublish the findings and
present them at conferences. If you want to discusesdts with me and see how
we have changed what we do then please let me kn@u.wéuld not be named or
identified under any circumstances.

16. Who is organising and funding the research?
This study is part of a taught Clinical Doctorate lgu@lgramme run by the

University of Southampton. The fees for this courseparé by the Charitable
Foundation who also pay some travel expenses and a syiglhreent grant.
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17.  Who has reviewed the study?

The study has been reviewed within the renal unit andogisbe ethics committee.
In addition it has been reviewed and commented upon bynwpgupervisors within
the University of Southampton.

18. Contact for Further Information

For further information please contact
Frances Coldstream — extension 2887

If psychological support is required please contact
Adults: Psychotherapist — extension 5613

Children: Consultant Paediatric Psychologist, ContacGecretary —
extension 5672

Thank you for reading this information sheet.
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Dear Dr

Re:
Your patient and their family have agreed to participat study entitled ‘When a
parent has kidney problems: what children want to knows $tudy has been
scrutinised by the ethics committee of the hospital.
It will involve the parents being interviewed about the&f of chronic renal failure
on family life and their perceptions of what their cheldiwant to know. These
finding will be used as the basis to explore what thkelien want to know using
focus groups.
It is possible that participation in this study may eatle family to think more
deeply about areas of family life that they may rentehdiscussed. It is possible that
further support may be required. All the participants @@ that they have access
to the following psychological support services if theyragired.
Adults: extension 5613
Children - Consultant Paediatric Psychologist: Cantacsecretary: extension 5672

If you would like further information about the study @eaontact me on extension
2887.

Thank you for your support.

Yours sincerely,

Frances Coldstream
Nurse consultant — pre-dialysis management
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Child information sheet Version

2 - August 2003

Study Title

When a parent has
kidney problems: what
children want to know

 —

What is this about?

I am a nurse and I like to learn new things to try to
help the people I look after. I go to something like
school. Here I am doing a project. This sheet gives
you information about my project and how you could
help me if you wanted to.

What will happen to me if I take part?
I will ask your parents to bring you to
meet me. Then we will meet some other
children who are about your age. We will
talk together and perhaps do some
drawing and some games.

s

Who will know?

Any information you tell me will be
confidential. That means that T will not
discuss it with anyone except my
teachers. I will write up the project for
my school. The people who read the
project will not be able to tell which
children have helped me with my work -
your name will not be used.

Do I have to take part?

No. You do not have to take part. If you
say you would like to help me, then change
your mind that is OK. I do not mind, but we
will still look after your Mum or Dad.

What do I have to do?

You would be part of a small group of children
who meet together and talmsissdst what it
means to have a Mum or Dad who has kidney
problems. When we talk a tape recorder will
listen to your answers. We might ask you to do
some drawing - if ygu would like to.

| TWO episodes of your favourite T.V.

How long will it take?
About 30 minutes to one hour.
That's somewhere between one and

programme

Thank you for reading this information sheet
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LREC Study Number:
Patient Identification Number for this trial:

CONSENT FORM (ADULT)

Title of Project:  When a parent has kidney problems: what children wakrnaav.

Name of Researcher: Frances Coldstream

Please initial box

1. | confirm that | have read and understand the information sheet (Version 2 — August
2003) for the above study and have had the opportunity to ask questions.

2. lunderstand that my participation is voluntary and that | am free to withdraw at any time,
without giving any reason, without my medical care or legal rights being affected.

3. lunderstand that sections of any of my medical notes may be looked at by Frances
Coldstream.

4. | agree to take part in the above study.

Name of Participant Date Signature

Researcher Date Signature

1 for participant; 1 for researcher; 1 to be kept witspital notes
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Child consent form
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LREC Study Number:
Patient Identification Number for this trial:

CONSENT FORM (CHILD)

Title of Project:  When a parent has kidney problems: what children waknaav.
Name of Researcher: Frances Coldstream

Please initial box
1. I confirm that | have read and understand the information sheet (Version 2 — August

2003) for the above study and have had the opportunity to ask questions.

2. lunderstand that my participation is voluntary and that | am free to withdraw at any time,
without giving any reason, without my medical care or legal rights being affected.

4. | agree to take part in the above study.

Name of child Date Signature
Name of Parent Date Signature
Researcher Date Signature

1 for child; 1 for researcher; 1 to be kept with htzdpiotes
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South East London EZIE

Strategic Health Authority

07 August 2003 ,

REC Ref. 03/07/07 [l wirsmea i 3l orssgmncincd S’y Besuareh Eimcs Ghmmites

RE&D No:  RJ103/0114 Henralls Raphael Housa
Guy's Hospital, London SE1 SRT

Mrs Frances Coldstream :

Department of Nephroloty, Transplantation and Urology i eieie

Renal Qutpatients Depariment Direct line: D20 7955 4559

4th Floor Thomas Guy House Fax: (20 7955 4303

Guy's Hospital

Email: vaterie heard@gstl sthames nhs.uk
Websile: www.cofec.ong uk

Dear Mrs Coldstream

Re: 03/07/07 When a parent has kidney problems: what children want to know

Documents seen at first review Documents subsequently approved
{new or amendead documents marked with an asterisk)

Application signed 3 July 2003 Appbm.m mgnad 3 Jur:.r 2ﬂﬂ3
Adult information sheet Version 1 dated July 2003

Teenager information sheet Versicn 1 July 2003 i
Chid Information sheet Version 1 dated July 2003 =
Letter of support from supervisor dated 21 July 2003 uwumrmmmmmmmym

Thank you for your letter of 6th August 2003 confirming that focus groups involving children will be
held in out-of-school time, and enclosing amended documents listed above. This meets the
committee's concerns and the study has Guy's Research Ethics Committee approval.

Permission is granted on the understanding that:

[} Any ethical problem arising in the course of the project will be reported o the Committes;

i) Any change in the protocol or subsequent protocaol amendments will be forwarded to the Committes
using the enclosed form (available in electronic format). The principal investigator should see and
approve any such changes and this needs to be indicated in the forwarding letier to the Committee.

iii} A brief report will be submitted one year after commencement, thereafter annually, and after
completion of the study, Continuing approval is dependent upon this report.

iv) You do not undertake this research in an NHS crganisation until the relevant NHS management
approval has been gained (R&D)

v) Approval is given for research to start within 12 months of the date of application. If the start is
delayed beyond this time, applicants are required to consult the Chairman of the Committee. If the
study does not start within 3 months of date of this letter, please notify the Committee of the
date of commencement for record purposes.

A list of members in attendance at the 23 July 2003 meeting is enclosed.

Yours sincerely

e

&

"'\-\.._‘_

Stm/

Chairman of the Guy's Hospital Research Ethics Commitiee
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Interview guide for adult participants.

Tell me a little about your family — the people that sr your household?

- and your child/children?

How long have you known about your (your partner’s) kidpeblems?
Could you tell me how you got information about your kidpeyblems?
Do you share this information with your child/children?
Do your children ask questions about your kidney problems?

- are they interested in your hospital visits?

- have they been to the hospital with you for an owgpavisit?

- have you been an inpatient with your renal problems?

- did your children visit you then?

What bothers your child/children most?

Have you noticed (or has anyone else noticed) changesiirchild/children since
you found out about your kidney problems?

(if someone has changed RRT explore if they haveemithanges at these times
too.)

What do you think your child/children want to know about your kdo®blems?
Where do you think your child/children get their informaticm?
What ways do you think your child/children would like to recenfermation?

Do you have any concerns about your child/children knowinge rabout your
kidney problems that they do?
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Are you interested in finding out what
your children want to know about your
kidney problems?

|&’

® 9
| am interested in talking to families about
the effect kidney problems can have on

their family life.

If you have one or more children between
the ages of 5 — 18 years and you would like
further information

Please contact:
Frances Coldstream extension 2887

w0

a ~
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Dear

As you may be aware | am planning to undertake a study csMbdr a parent has
kidney problems: what children want to know.” You mayéhaeen a poster about
the project displayed in the unit.

We have talked in the past about what your children nugimt to know. | therefore
wondered if you would be interested in obtaining more infoionaabout the project.

If this is the case | would be very grateful if you woaddhtact me on extension 2887,
when we can talk a little more about what the pragétis to achieve and | can
provide you with some written information.

Thank you for taking the time to read this letter,

With best wishes,

Yours sincerely,

Frances Coldstream
Nurse consultant — pre-dialysis management
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Family 5 — interview with patient
| would just like to check first F5Pt if you are happy forititerview to go ahead.

yes, | am. Fine.

Thank you. Can you tell me a little bit about your family, wshextually in your nuclear family, to begin
with.

erm, close family is wife F5P and three sons, F5C1 8gE8C2 aged 7 and F5C2 aged 5.

so they're all school age now. What a change.

They're all at the same school, so it's good.

that makes it easier

not too much hassle

Right, good. And how long have you known about your kidney problems?

probably 20 yeardwenty years?n total, since | was 19.

right, so was it a shock then at all?

yeah, pretty much so when it all happened but over the cofitisee you just get on with it. It

doesn't really encroach too much on my life at &light) In fact as little as, it's the treatment and

things like that certainly take a lot of time but it's something | try and change my life around. I'd
rather work the treatment around my life.

yep, well | would say that’s the right way to try and do itryaand make sure that you carry on as normal
as possible. Ok, so about 20 years ago when you were 19. And camgalrer, | mean it's quite a long
time ago now, but how you got information about your kidney problems?

Do you mean about the consultations with doctors whey told me something was wrong or....

anything really. So the doctor tells you something’s wrong and perleapselal lots of long medical terms
and you think, you know, where do | get information and did you jushesi?

as far as | remember, it was a matter of just askiagiurses and doctors, you know, what the
layman’s terms were for any technical things that thegevtalking to me about, what they actually
meant, getting timescales for them for when it would p@typtvould happen, how long would it be
before | would need to have dialysis and that sort ofjthi was told initially it was about two years.

and were they right?

and it worked both laughingdnd then | was on CAPD-type dialysis for around about terthm@md
had a transplant so in that intervening period any infoomatame from the CAPD unit and as | say,
the doctors and | suppose, the lucky thing I've got in tefkSP being medically or her professional
side is medical anyway. That, that makes it easientlerstand.

but do you actively go looking for these? | mean would you ges lmblof the library or ...

no, not particularly. | am quite happy to know whatayman’s terms, potentially caused the problem
that I've got. Erm, | know what happened and | know westtment I've got to go through and
basically like get on with it and will eventually getdix round to having a transplant again and all this
will disappear for a set period of time. In the back gfrmind, it'll probably resurface again at some
stage further down the line but so could lots of thingsth8re’s no point dwelling on it on a daily
basis and worrying about it or trying to plan fobécause you don't know what's going to happen.
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yeah, yeah, ok. So obviously you didn’t have your children when yedimsediagnosed...
no

and they came along at a later stage as it were but can youreenavhat you told them or how you
shared information with them or what was the specific point whethgoght ‘| got to do this’ or did you
tell them as soon as they were old enough to understand or...

no, ‘cos of the fact the children were all born aftead my transplant, they never, and my transplant
was great so | never had any problems with it atlglist got up in the morning and took my tablets
and had an absolutely normal life for 15 years until @nias 2003 when it all started to go awry again
and the only sort of intrusion into our lives that kidésease had was the fact that | took tablets in
the morning and the boys just used to ask ‘what are ingtéablets for?’ And at that point, we just
basically told them | had a kidney transplant and ttodoin that | had an operation before they were
born. | told them basically everything that they askedtipres about. | was quite happy to share the
information with them. They took it on board quite eaaild as | said, it didn’t have any effect on the
day-to-day living ‘cos | was living a normal life Wino treatment required or anything. The odd visit
to the hospital but then that didn’t even concern thentlardin this last year, with the renal function
disappearing and going onto dialysis, they got more invalvéliings and we actually told them that |
would have to go through another operation and thingsHiéteeaind they again just accepted it as dad’s
not very well and he’ll get another kidney at some pairtt they were quite happy with that. The
concept was set in their mind that that's what hapfrégist) they've got no, | don't think they have
any reasons to question what we tell them ‘cos we’lkethem the whole truth about it and luckily,
they understand what we’'ve managed to do is put it in tefagipehey understand.

Did you find that difficult?

no, not at all. Just, throughout the years, just aameftiots of people that | knew in my industry and
friends and things, because of the fact | was living a ablifa it was a bit of a shock to thefright)

to hear that | had kidney problems because they justdidejt contemplate anything like that could
have ever happened and when it happened it's a matter that youo Istast at the beginning and tell
them the things that happened and ermm, it's quite a wed/srsipt as it wergyeah)it's there, and
over the course of time I've probably honed it intotaagion where it's very layman’s speak and
everyone is quite happy with it.

‘cos | suppose you find you probably it's not just your children you teegrplain to it's

Yes

other people

lots of people

Yes, OK - so do they still ask questions?

err Yeah, they, they ask questions about what's happesirad;s the machine’s doing, they like to get
involved in pressing the little arrows on the APD maeliemm)emm wash their hands and things

like that err, they ask questions about when I'm goingetdetter and of course the only answer |
have got there is that errm | haven't any ideas on jingtthave to wait and see what happens, there are
no direct timescales involved. ermm and you know #reyquite happy to accept thaght) and they,

and they, the treatment doesn’t actually encroacheinlife either because | go to bed about the same
time as they déright) so they're(yeah)gone off to bed, and I'm doing it overnight so there’ghimg

really happens in their life as far as my treatmenbiserned.

OK, now I think | probably know the answer to this one, they'ves agmon outpatient visits haven't
they?
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Yes,
Yeah, and do the, did they go in the room with you?
Yes, Yeah,

and do they ask questions in there? Or do we let them askanseistithere perhaps more to the
point?

Well, the, the, the kids are all very, what they'hddren so, they, they're inquisitiyfemm)and ermm,
yeah, they ask questions about the environment thattlean all the time, they ask questions about
how everybody is feeling, so they like to gauge reastfoom people ermm and again just like we've
always done with any particular subject, whether iger@ous subject or whether it's you know,
something not quite so serious, something down to humtypeaghing, we will tell them the truth
about things ermm and it's not a matter of saying yanktalking about some round about fashion
how something happens it's quite straight and blurtiegbint and mostly factuémm)and they

take it on boargemm)and they are quite happy with the information and | thiak ihthe best way to
be.

yeah, yeah. have you ever been in hospital whilst you, as it wetheéhekildren?

yes, errm, cos | had to come in for a renal biopsy aedalso had to come into hospital for insertion
of a cathetefright) and they came to hospital, they came up to the hospitsle me(uh huh)errm
Again, just the inquisitiveness of children on theivienment as | said, the whole ward scenario is an
interesting thing for them and they, also they caatedio the fact that it's like going to Mummy's

work (right) as well sqOK) there’s not, it's not such a huge culture shock for thidmhuh)because
they know that F5P works in a hospi@nm)and they're quite au fait with hospital type terminology
as it werg(right) they're not, they're not going to be phased by theosurding, the environment, the
amount of people going about, the fact that there thier people who are not very wélight) err as

well doesn’t seem to bother them and they're moneemed, as children would be, in their own little
world (uh huh)errm and the influencing factors round there and whenvtleee with me they were
quite interested in how | was feelifigh huh)yeahthe usual thing within about 5 minutes they're quite
happy to sit doing their drawings or eat the figame boy?yet the game boy out and it’s sort of,
yeah OK this is what's happening just now let's accegndt then when they had to go, they went,
quite OK(right) ermm, you know they knew that | was coming out the naxtadl (uh huh)ermm they
weren'’t, they didn’t fear for me put it that way.

Right. Do you feel ever any need to protect them in any way?

err, no | don't, | think the best protection they teve is being told the honest truth about what'’s
going on(emm) errm, | don’t think that this ermm, it's the way thieandle the condition that I've
got, disease, condition, whatever you want to cdlhit pretty honest with myself about it, errm it’s
not the nicest thing for anyone to go throgb) and | wouldn’t wish it on anybodio) ermm but by
the same token it's not life threatening because | den(ah huh)my life around and, you know the
treatment works finéuh huh)errmand you know, as of yet | haven’t been told I've gahssort of
life threatening condition that I've got x amount of titet, (emm)if that was the situation then |
would have to reassess that and talk to the(kigish)at that poin{yeah). ermm, just going back on
your original question | can't really answer it

‘til you're there?

Until I'm there. yeah.

OK. Do you, and it might be different for each of your chiidvecause they are at different
stages, different ages, is there anything that you think othem about this whole kidney
business as it were?

| think that, | just think that the only potential thing thathers, that bothers them is that they

just have natural feelings for meh(huh) and they want me to be well, that’s all and that
potentially there’s a little bit, the same way thabmetimes think about it, there’s probably a
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little bit of anger somewhere there, that somethingigpkaed to their Dad and they want me
to get, you know and then leading on from the initiatitem, anger, then there’s their loving
and kindness that they just want me to get better again.

Do they show that in any particular way?

Err yes, they come give me hugs and cuddles and tell mih#yshope I'm going to get
better soon, yeah so that’s the nice things that happen.

OK, So just perhaps just a bit of anger about?

Not, not a huge amount, it's just you can tell that thiegt they have some, may be a bit of
anger, may be a wee bit of confusion as well, I'm oo¢ sbut then by the same token they
don’t know any different because ermm, the situation'tleeglways been in, you know it's
not something that just cropped ugedl) it's something that's been there for quite a while
(yeah) ermm and they begin to live with it as well as we do

OK Around the time that either you started to realise thaetias something going wrong
with your transplant, or just recently now you've started peegl dialysis have you or have
perhaps the school or anybody else mentioned that they’d been pehaages in your
children’s behaviour or anything, have you noticed anything that mightdtearged?

No absolutely nothing. They're quit@gight) quite ermm sort of can't get on with their life as
much as possible and | think probably one of the cartini factors to that is that | am quite
happy to push myself to the limiit§ hubh) as far as physical things that | can dor(m) and as

| mentioned earlier on not allowing the condition @edise to encroach ¢gmn) what |
perceive as my lifé¢emmn) errm | run my own businessrom and | still have a social life and
we talk about booking up a holiday and things like thatr() you know | don’t, | don’t have
any fears about treatmertn(m and to be quite honest with you if it was a mattdrafing

to circumvent it somehow then, then I'll do tifamnn) errm because | don’t want it to ever to
encroach on oury€9 family life, well obviously it will do to a certainxéent f/e9 but | don’t
want it to go over any, | haven’t drawn any invisilites or anything but there is, is a point
where | don’t want it to get too much involvezh{m) ermm and I'd keep it baclefnn) there
as much as | could, ultimately if I'm not physicallystg enough to do something then |
can’'t doit. But I'd make a good effort towards doingtitdl &eep it away.yeah

Out of interest do the school know about your health problems?

yeah, they do. The school are great, absolutelyeiimen, they understand that sometimes
I'll, if 'm taking the kids into school they'll be 5,0lminutes late in the morningi{ huh)
they're quite happy with thaefhm) because they know that I've got to do more things than
the normal persoruf hub) in a morning when | get up, ermm, if, like last yeaewhve went
on holiday they allowed the kids to have 3 er, 2 weekfaff school, at the end, at the end
of term (h hub) because at that stage we were booked to come in to egvenths booked

to come in and to have the PD catheter daheh(h) and it would have, it was advisable to
go on holiday prior to the insertion of the cathet¢her than wait until it was donergin)
ermm so the school were very understanding on that, logjtey to ight) play ball as it

were. (ih huh) Headmistress is very much up to date on it eremmif) they're quite, |
wouldn’t say concerned, for they're concerned with goee’s welfare, welfare that’s you
know to do with the school but they are, every timeel them they all ask questions how am
| feeling and Kight) how's it, how's it getting on and when F5P is at stmoost of the
teachers and things will ask how I’'m getting on, erria,nbt a hidden fact it'ssfmn) there

it's out in the open and everyone

and there’s a genuine interest?
Yeah, yes?)yeah

OK. What do you think your children want to know about your kidney problEarbaps a
bit different.
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Ultimately they want to know when it's gonna disappegh() that's OK) that's the thing
that | think is there, when's it, when are you gonnabgéter, ¢h hul) that's, that's the
primary thing. What they want to know is errmm, in &éiddito that, how, how it potentially
started? How ermm is it sorafh(hub) you know érmnj they are interested in whether it is
painful or not. ermm they're, yeah, probably that'swdtas much, as far as it goes, when is it
going to stop and how is it painf(@mmn) and cos they don’t understand that ermm it has an
effect on other sides of, of lifeight) and the only, because their life isn’t as complearas
adult’s life, they will relate to what theyl§ hub) they themselves would find err changed in
their life emn) if it was happening to them and | can only seefitstty, as | say, they want
to get better as quickly as possikdenfand like any normal person that you talk to them
about any sort of illness, disease or you know evaning/our foot, €mn) one of the first
guestions you ask them is, cor, is that s¢e@™n)That looks really painfulemn) It's a
natural question and everyone will ask errm and hag Ie it going to take to get better? and
that's all that they're, that they're really intere$tin, you know, they have ermm, well we've
gone through how your, what your kidneys dght) err they quite understand the fact that
you've got 2 kidneys and that you don't need to have theenhtd survive and errm, they've
accepted all of the, the sort of anatomical, | would suppbh huh) discussions that we've
had and you know they've asked questions about it whilst wedkimg about that side, side
of things and again luckily because F5P background is medigia she is able to describe it
in quite layman’s terms as well errm and those, thhgscrucial factor about all this, getting
it all down into layman’s term@&mn) so that, so that they don't feel as, so that therelsig
spectre of feaemn) in as much as, you know, a dark shape of kidney diseaseejging
(emn) into their life. It's kept away from thefemn) as purposely as possible.

So how do you deal with the fact that at one level it isn’t goingtdetter?
Errm With the children? or with

With the children, well | suppose with you as well but | suppaseihterested in the
children, but yeah, with you as well.

ermm As |, as | said earlier on just getting to thexpainere if like today coming here and
having an iron infusionefmn) is just one of these things I've got to @onf) so go to work
this morning, do some phone calisnn) that | have to do, tell people I've got some guys |
need to phone back later, letters | need to do lalldselback in the office 3, 3.30uf hubh
talk to people saying sorry I've got to go to hospigshmand if anyone asks, Are you OK,
yeah I'm fine émmn) and carry on with that errm, there’s always gdimge contact with the
medical profession somewhere down the lerarf) errm, in the back of my mind, it could
well be probably something that is revisited at arlstage, but if it's 15, 20 years time then
we'll get on with it whatever’s our personal circumstanaethat time then we'll just make
the most of it.

Are you back on the transplant list now?

yes

And do the boys know that?

Yeah, yes, they're quite aware.

And they know what it might mean?

yeah, they're quite aware of the fact. ermm, | thindytare also aware of the fact that F5P
had offered tdright) ermm be a donor (uh huh) but unfortunately it didvotk out, well she
was a match with me but the ermm transplant kidney thadl Iah hub) introduced too many
antibodies against hefight) so me, both me and her were Qledh, yeah, bubut the third

thing (emn) into the equation didn’t make it work outight) so they were quite OK with the
concept, ight) it's not as if, in fact they don’t have any percepsichat we're turning to
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some new person or something like thdt fuh) erm and they're quite, just waiting to get me
back so that | can shout at them even more and,

surely you don’t shout at them!! laughter! Where do your chilgeriheir information from
about the kidney problems?

Primarily from Mum and Daduh hub) ermm secondary sources from errm | would guess
they've had a look on the internet, F5C1 certainly hash(h the older one, he's had a
quick look on the internetii hubh) about kidney thingsight), they have books, ermm
encyclopaedias and the likeh huh)that they have got and they are able to look at how
different organs function, not just the kidngg¢)ermm and that’s probably their only
sources | don't think they would ask anyone at schodltabdright) ermm, other family
wise, they don’t see my parents very often, theylatélin Scotlandh hubh and to be
honest they don’t know too much about what’s happeningigintY my side anyway, well,
the others, they know¢9 what's happening, but they're not involved in a day tolusis
(emm) because they're still live, they live that far gveand it doesn’t encroach on their life
either. And then, errm from F5P’s sister, that’s th#ieg or sisters and brothers who live
close by to usuh huh they may well get some information from them, bwtiad doubt if
they would ask therfright) they'd primarily come and ask me or F5P.

Good, OK, and in a sort of an ideal world how do you think they wowdddikeceive
information?

ermm, | just trying to think, you've just got your normal hals of, of information provision
so word of mouth probablyi(nn) the parents is the primary source, then ermm thaydy

you know depending as | say F5C1’s old enough to go and hawech sa the internet
himself Umm, ummwithin certain boundariesy€9 that he’s not allowed to step ouges
ermm and to his, to his credit he doesn’t ermm, therdivo aren’t old enough reallyrom
they're, they know what the internet is about ang #iewith F5C1 when (umm) he’s doing

it but he's the oneufnm) who's driving thingsmn). ermm, | think some sort of interactive,
computerised ermm, sort of explanation as it wahehuh)that would be very helpful, in
some kind of presentationight) that they need to click on a couple of things Kub or you
click on something and it opens up and(mand you know there are some wordm()

there to say this is what this does and this is Wiadtdoes and when kidney failure comes
along this doesn’t workufnn) and that's why you need to hafygee9 and then you know, go

in leading through from the very beginning stages of hosmal kidneys work to how the
disease affects what parts of the kidfweyn) and then moving on to the treatments that are
there(umn) so looking at haemodialysis, peritoneal dialysis,reryou know the normal
CAPD and then the APD typertin) thing ermm and then ultimately looking at what happens
at the point of a transplanit{ huh) and to be honest with you | think that would probably be
quite a, a useful tool, not just for children

right, no for the adult population as well

Yep, just to see how the cycle works, | mean everygogehe through it in their own lives
errm and whether, whether you take it on board at the iecause sometimes it probably
affects people very quick ouiin) quickly there’s ermm a sort of a phasing wh¢) you

know too much information or too much, not too much imfation but too much ermm,
negative information to takenfm on board at one timengn) and a lot of people will
probably shut it off and say it's not happening() whereas | think you've got to accept the
fact that it is there, and get on with(uitmm) and make it as open as possikief) and work
your way round it, in addition to that you could have soaneaf complimentary work book
(uh hub type thing ermm which has got you know some sortxfiteit, same concept as the
(umm)multimedia type approach but, you know has little thigsa poster for example,
(ye9 you know just little thingsyeg like that in it, but may be not as complex as thatjrbat
fashion that the kids could colour that yeg you know, immn) and whilst they're colouring
something in, if they had a picture of a house ang ¢boured the house {ye9 then they
would know what a house wage§ afterwards same thing, if they get the general shape of
what a kidney is,ye9 knowing whereabouts in your body youin{m) kidneys are and just
some general awareness of physiology or the like, aylvérere things actually are and the
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sort of side effects of what kidney disease does tdyn) the fact that my, your ankles
swell up,(umm and what happens, how that happeysg @ bit, a bit of a more simplistic
approach to say the workbooks that we were given whegoiine APD machin@ight) you
know something along those lines ermm | think mathoe other, the only other aspect that is
not really taken on board, from the hospital's pointiefv, is if, if, if errm, I'm sure that

there are lots of families that just run with theispital appointments on their own and they
don't discuss what goes ¢gamn) ermm, it might be a worthwhile consideration tomten
somebody is at the point of diagnosis or just afteaytange some kind of err meeting in a
hospital environment but not in a ward situatiam() you know a comfortable type
environment with their closest family membeunsifn)to just talk through what their hopes
and fears are as regarding potential treatmentnj or do they even know what their
potential treatment isy€9 most of the time people don’yran) they just accept it ermm
and get on with it, they don'tufnm) know why they are doing something, how long they are
going to have to do it foumm) ermm there’s still mystic, well not mystic, bhete’s still a

lot of ermm (tape2) there was a different kind ofreattitude towards the medical profession
(uh hub you know it's like the doctor, your doctor, the G&nn) which most people

actually saw was sort of revered in teenfy) in the community and the doctor, people
wouldn't call the doctor, my Grandfather wouldn’t cak thoctor outright) because he

didn’t want to disturb him because he was the doctbratWias the point, you're ill, that’s his
job, &mm) his job €mn) is to try and make you as comfortaldenfr) as possible if he can't
help you(emm) errm or help you get rid of whatever is affecting ysmm and | think there
still tends to be, but as | say, to a lesser extehtina distance between patients and doctors
(right) and the, the, the professionals that doesn’t hedff itso much because you've got the
situation where lots of people are called professomy or Mr (emm) or (emm)Sir emn) |
think you've got that so there is, and quite rightly tatt’s the way that they progress
through their professiore(nm) ermm, but | tend, when | attend doctors, I'll endalging to
them by their first nameemn) and | think it's quite nice that they can relate bgas) to me

in that way, I've never had anyone say how dare ydiunte €mn) John orfemn) whatever

it is and everyone who I've talked to on a level basiey're quite happy tefhm)expand
information and you end up getting more out of the doctgoifcan have a conversation
(ye9 with them but then not everyone is able to do ¢hatand obviously not everyone
wants to do it as well.

Going back to this idea of getting, would it be specifically iamtogether with the children
present? or

yes, | think, | think the perfect example of it would behags if, if you go back in time and it
happened to me then at some point afterwards, afteritia¢ dimgnosis ¢émm)is, would be to
have arranged a meeting whereby | would have been in &aitwath F5P and the children
(uh hubh and we were ther@mn) and to sit down and somebody errm, whether it be adocto
or whether émn) it be a senior nurse or somebodynfr) who, who's pretty compassionate
like what they, what, how they present themseleasnj errm because you don't, you
wouldn’t want to have somebody there just saying thestha blatant factemm)and these
are the things you've got teifin) get on with, it's got be, a nurse is fine their natare
compassionate peoplenin) so it works quite nicelyefmn) on that side errm and that would
be just a, a discussioarin half an hour’s worth ofgmmn) as | say what your fears are and
what your hopes are errm and what your impressions tifedfeatment you may have had
up to fight) a certain point have been as well, and | think thatldvbe very helpful to a lot
of people. Put their mind at ease.

And perhaps meet another family in the same

Yes, | think so, going back to when it all kicked oftlwine, yes, as | say when | was first
announced to me that | had something wrong with{enen) | was probably the worst person
in the world that you would want to meet for about 4 dags émmn) ermm because | just
became very insulaefnn) and it was the situation of | was 19 years old arirspout on a
career and thinking I've got quite a lot to potentially gdeek into society and you see these
down and outs sleeping on doorsteps and drug addiats) @nd all this sort of stuff and it
was just a natural thingihm) and | am sure that anyorengm) starts questioninghy is this
happening to me when its not happening to these(guys) and it took me 3 or 4 days to
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just kick myself around and all, all of a sudden, but not, persuade myself but just come to
the conclusion that well it's happened, get on with it aa#lerit, make it as best as you can.
You're not going to change itehn) and there’'s no point in saying | wish it happened to
somebody else, it was, it was, a matter of accéptitr) and then make the most of what
goes on in the future, and | think that works quite niceghf) when it happened ermm
nobody came and really talked to me on a patient’sditléngs (ight) but what | do
remember is when | went onto CAPD at first, cos euvas yeg working here back then as
well, I've know her for a long time, or nurse wasrking here a long time ago and she asked
me if | would talk to one of the, some young guy wh&ch() just been diagnosed and | said
yes, that's not a probleneifin) and | sat and talked to him and then basically tatd diot of
stuff (ye9 that I've told you now,ye9 because my attitude hasn’t changge(it's just you
can take me back 20 years and it would be exactly the, sxecept for that first 4 or 5 days
(emm) that's the only thing that err happened.

And do you think the children would perhaps benefit from meetieg dtiidren who are in a
similar, whose parents are in a similar situation

Well, I'm absolutely positive it wouldn't have a detrimaintffect on themgmn) how
positive it would be | don’t know because it all dependb@n the children communicate
with each othefemmn) and whether they would be err you know if they met athéddren I'm
sure the last thing on their mind would be to ask themestion aboufemm)kidney disease
or somethingemm)like that, they've got kids things thanim)they want to talk about,
(emm)they want to talk about the latest power rangers otevkait is (yes, yes) you know,
car trump cards, top trump cards that sort of thing,ghaltat childrerlemm)do and that’s
what children will always déemm)so | don't, as | say no detrimental effect on tHemm)
actually meeting up with children whose parents are in siifaationgemm)but how
beneficial it would be | am not really certain,

Right, OK. If your children did find out more information by vevatr way, would that
bother you that they knew,

Absolutely not(no) quite happy with it, err I, | would find it very difficuloterrm believe that
they could find out anymore than they actually kndght) that's the issue of it unless of
course they suddenly became errm master medics thes@@tva)because as far as we told
them in layman’s term@mm)we’ve given them as much information as they can, they
probably take ifemm)errm we haven't held anything ba@mm)so the only way | think

that they could find out more about it is going into tbial, how it works and more
technical, technically aware of what has gone wr@mgm)errm the easiest way to explain to
them what's happening is they are there, what your kidrdo (yes)at that age, show them a
tissue, bit of tissue paper and run some water @mitn)and the tissue paper starts to, well
first of all the water will go through slowly, I'm nélking about gallons of watefemm)but

a drip of wateemm),it will go through slowly and then eventually the tissvikrip (emm)
because the pressure of the water, and it break$atisithe explanation of what's
happening to thées) filtration things inside your kidneyyes)that's what we told them
(yes)and I'm sure they are aware of how it works, mayiay’ll just flick back in their mind

to a vision of a tap dripping on a tissue or a bit oéfiftaper, and that, that's what your
kidney doegyes)so, yes, and as | say if you take that as an examplbaifyou need to go
into in more detail

Yes, sure, sure, that's the end of my sort of specificignesbut | don’t know whether
you've got anything you think | haven't covered, or that you teatld, or something that
you've thought of that

err, no, just the only, only way that we coped witkatfar errmm, is by, as | mentioned all
along, just not letting it take ové@mm)cos it very easily coulemm)and I'm sure there

must be unfortunately some people who just can’t han¢#enin)and ermm it does become
the biggest thing in their life and everything that thgiu know their life evolves around

their iliness as it wer@emm)ermm and what that would unfortunately mean if you look at it
on a bigger picture is you've got the illness in the naddid then the person standing next to
it and outside of the circle of them and their illnisstheir family(emm)and they'll start to
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block out the family because they don't, they feel thaytare more concerned, they become
more protective of the diseagemm)than they do of their familigyes) it's like completely
on its head(yes)how it should be.

Yes, that's really useful

That's the only way that | think it could happen err cos albslly somebody in that position
where they are really, really caught up in sometig@mm)they’re going to leavéemm)the

rest of it to its own devicggmm)and they really couldn’t caiemm)whether they
understood it, what effect it has on th@@mm)errm and not, not maybe care is the wrong
word but they wouldn’t have, they wouldn’t be able to ustderd that the other people on the
outside of their little worldemm)which is them and their disease actually does care about
(yes)what goes onlyes)but that is as much as | think | can.

OK thank you very, very much, it's really useful. Thank you
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Family 5 — patient
Life view
I'd rather work the treatment around my life.

| don't think that this, it's the way the | handle thandition that I've got, disease, condition,
whatever you want to call it, I'm pretty honest wittyself about it, it's not the nicest thing
for anyone to go through and | wouldn’t wish it on anybbdt/by the same token it's not life
threatening because | can alter my life around and, yow kine treatment works fine

the only way that we coped with it so far is by just ketting it take over cos it very easily
could and I'm sure there must be unfortunately some peupb just can’t handle it and it
does become the biggest thing in their life and thieirevolves around their iliness. What
that would unfortunately mean, if you look at it on a biggeture, is you've got the illness in
the middle and then the person standing next to it anddeuts circle of them and their
illness is their family and they'll start to block dbie family because they feel that they are
more concerned, they become more protective of tleasks than they do of their families
it's like completely on its head to how it should be.

Information — adults

it was a matter of just asking the nurses and dogtotsknow, what the layman’s terms were for any
technical things that they were talking to me about, Wigt actually meant, getting timescales for
them for when it would potentially would happen, how longildat be before | would need to have
dialysis and that sort of thing

any information came from the CAPD unit and as | #ag doctors and | suppose, the lucky thing I've
got in terms of F5P being medically or her professisidg is medical anyway. That, that makes it
easier to understand.

| am quite happy to know what, in layman’s terms, potdpti@used the problem that I've got. |
know what happened and | know what treatment I've@gb through and basically like get on with it
and will eventually get back round to having a trangpgain and all this will disappear for a set
period of time.

Uncertainty

In the back of my mind, it'll probably resurface agais@me stage further down the line but so could
lots of things. So there’s no point dwelling on it othadly basis and worrying about it or trying to
plan for it because you don’t know what's going to happen.

They ask questions about when I'm going to get betteohodurse the only answer | have got there
is that | haven’t any ideas on that, just have to wadtsee what happens, there are no direct
timescales involved. and you know they are quite happydep that

Information - child

| just got up in the morning and took my tablets and had atuadlsonormal life for 15 years until
Christmas 2003 when it all started to go awry again andrlyesort of intrusion into our lives that
kidney disease had was the fact that | took tabletseimmiorning and the boys just used to ask ‘what
are you taking tablets for?’ We just basically told tHdmad a kidney transplant and told them that |
had an operation before they were born. | told thencasieverything that they asked questions
about. | was quite happy to share the information wigmth They took it on board quite easily.

With the renal function disappearing and going onto dglylsey got more involved in things and we
actually told them that | would have to go through anotperation and things like that and they again
just accepted it as dad’s not very well and he’ll getregrdtidney at some point and they were quite
happy with that. The concept was set in their mindttiats what happens they've got no, | don't
think they have any reasons to question what wehteth ‘cos we've told them the whole truth about
it and luckily, they understand what we've managed ts @it it in terminology they understand.

they ask questions about what's happening, what's the n@shiaing, they like to get involved in

pressing the little arrows on the APD machine, wasir hands and things like that and they,
the kids are all very, what they're children so, thtegy're inquisitive
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| think the best protection they can have is beingdj ttob honest truth about what's going on

we will tell them the truth about things and it's not atter of saying you know talking about some
round about fashion how something happens it's quite stramghblunt to the point and mostly factual
and they take it on board and they are quite happy witmtbenation and | think that is the best way
to be.

Again, just the inquisitiveness of children on theivieonment as | said, the whole ward scenario is an
interesting thing for them and they, also they caatedo the fact that it's like going to Mummy's

work as well so there’s not, it's not such a huge cuktieek for them because they know that F5P
works in a hospital and they're quite au fait with htzdgipe terminology, as it were they're not,
they're not going to be phased by the surrounding, theemaent

They want me to get better as quickly as possibldika@dny normal person that you talk to
them about any sort of illness, disease or cut in famtr one of the first questions you ask
them is, cor, is that sore? That looks really painful.

we've gone through how your, what your kidneys do, they quitkerstand the fact that
you've got 2 kidneys and that you don't need to have theenhtd survive

Primarily from Mum and Dad, secondary sources | woukksguhey've had a look on the
internet, F5C1 certainly has, he’s had a quick lookheniriternet about kidney things, they
have books, encyclopaedias and the like that they have gtiiendre able to look at how
different organs function, not just the kidney

| think some sort of interactive, computerised explanatiould be very helpful, some kind
of presentation you click on and it opens up and you know #rersome words there to say
this is what this does and when kidney failure comasgthis doesn’t work. Leading
through from the very beginning of how normal kidneyskytw how the disease affects
what parts of the kidney and then moving on to thegitnents, so looking at haemodialysis,
peritoneal dialysis and ultimately looking at a tramaplnd to be honest | think that would
probably be a useful tool, not just for children

you could have some sort of complimentary work book, whahgot text in it, same
concept as the multimedia type approach but, has littiggHike a poster for example, but
may be not as complex as that, but in a fashion that dseckiuld colour that in and whilst
they're colouring they get the general shape of whédrey is, knowing whereabouts in
your body your kidneys are and just some general anssaighysiology. The side effects
of what kidney disease does, the fact that your anklds gwyeand what happens, how that
happens, a more simplistic approach

would be to have arranged a meeting whereby | would haveibeesituation with F5P and
the children and to sit down and somebody, whetheratdiactor or whether it be a senior
nurse or somebody who's pretty compassionate, howdtesgnt themselves because you
wouldn’t want to have somebody there just saying thestha blatant facts and these are the
things you've got to get on with, it's got be, a nursknis their nature are compassionate
people so it works quite nicely. It would be just a disasdialf an hour’s worth of, as | say
what your fears are and what your hopes are and whaimpressions of the treatment you
may have had up to a certain point have been as well thimk that would be very helpful

to a lot of people. Put their mind at ease.

so the only way | think that they could find out moreutit is going into the actual, how it
works and technically aware of what has gone wrong. @abiest way to explain to them
what'’s happening is they are there, what your kidnéy'at that age, show them a tissue, bit
of tissue paper and run some water on it and the tispee garts to, well first of all the
water will go through slowly, I'm not talking about galkof water, but a drip of water it will
go through slowly and then eventually the tissue will rigelose the pressure of the water,
and it breaks and that’s the explanation of what's hapgeaithe filtration things inside your
kidney, that's what we told them and I'm sure theyawvare of how it works, maybe they'll
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just flick back in their mind to a vision of a tap dripgion a tissue or a bit of filter paper, and
that, that's what your kidney does

Family life

not allowing the condition or disease to encroach oatwperceive as my life | run my own
business and | still have a social life and we &d&ut booking up a holiday and things like
that you know | don't, | don’t have any fears aboutttremt and to be quite honest with you
if it was a matter of having to circumvent it someltben, then I'll do that because | don't
want it to ever to encroach on our family life, waltlviously it will do to a certain extent but |
don’t want it to go over any, | haven't drawn any iiblis lines or anything but there is, is a
point where | don’t want it to get too much involved #idkeep it back there as much as |
could, ultimately if I'm not physically strong enoughdo something then | can’t do it. But
I'd make a good effort towards doing it, and keep it away.

It didn’t have any effect on the day-to-day livingsdowas living a normal life with no treatment
required or anything. The odd visit to the hospital bahtthat didn’'t even concern them

the treatment doesn’t actually encroach on their itfeee because | go to bed about the same time as
they do so they're gone off to bed, and I'm doing it ovginhso there’s nothing really happens in their
life as far as my treatment.

they come give me hugs and cuddles and tell me that thpeylmo going to get better soon,
yeah so that's the nice things that happen.

they begin to live with it as well as we do.

The school are great, absolutely fine they understatdstmetimes if I'm taking the kids
into school they'll be 5, 10 minutes late in the ming, they'requite happy with that because
they know that I've got to do more things than the normedquein a morning when | get up,
if, like last year when we went on holiday they alldvibe kids to have 3 er, 2 weeks off
from school, at the end, at the end of term bechwse booked to come in and to have the
PD catheter done and it was advisable to go on holidaytorthe insertion of the catheter
rather than wait until it was done so the school werg understanding on that

Ultimately they want to know when it's gonna disappdantit's, when are you gonna get
better, in addition, how it potentially started? Howtisare? They are interested in whether it
is painful or not. Probably that's about as far apés, when is it going to stop and how is it
painful

Parental interpretation
they didn’t fear for me put it that way.

| just think that the only potential thing that bothéram is that they just have natural feelings
for me and they want me to be well, that's all and pregentially there’s a little bit, the same
way that | sometimes think about it, there’s probablijtle bit of anger somewhere that
something’s happened to their Dad and then leading ontfrenmitial tension, anger, then
there’s their loving and kindness that they just wastto get better again.

so that there’s no big spectre of fear in as much aakastiape of kidney disease is creeping
into their life. It's kept away from them as purpgsas possible.

I would find it very difficult to believe that they coufohd out anymore than they actually
know that's the issue of it unless of course they suddmdgme master medics themselves
because as far as we told them in layman’s terms weles ghem as much information as
they can, they can probably take in we haven't heldhémgytback.

215



Appendix 14
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Family 3 — interview with Partner

OK so it's the 28 April ..... and interview with F3P and I'd just like to chéicstly that you're quite

happy that we proceed with the interview.

Yes, that's fine.

Thank you. As | say, it's fairly non-structured and it's whateemes to mind really but erm... and there's
no right or wrong answer so don't get worried. If you tell me firétle bit about your family — who's
actually in your household.

Right, I've got my husband who's on haemodialysis antdéexs for as long as | can remember
practically and then I've got an eight-year-old daughter.

And how long have you know about your husband's kidney problems?

Since the day | met him in 1983. At that point he wasgnshedication and he was working as a
nursing auxiliary but ..

Is that where you met then, through work?

I'd come to do my training, yes. And so yes | mean &®quite open about it from day 1 | mean he
was on meds and then obviously he got progressively ywoese on CAPD in 1984/85 — 85...

Just after you got married was that?

No we got married in 1987. So he was on CAPD up to 198éheam he was having top-up haemo,
got transplanted in 86, May 86, of which my flatmate digti@tsame time and had his kidney taken,
the night F3Pt got his transplant so he probably sattnake recipient o€'s kidneys. Oh right)

Very awkward time that was and erm so he lost thaillieas we got married and the day before we
got married he was rushed back up here and put on loadsefrfide and they took it out about two
weeks after we got married.

Did you manage to honeymoon?

No we wergunclear] And then he was back on haemo in the hospital becausergeaenting and
then we had a flat where it was one bedroom and thesena/space and he got re-transplanted in 91
and while | was pregnant, he lost that kidney, sdoé&n very much a part of our lives.

And he's on haemo at home

Yes he's on haemo at home now. | was determined whdrad the space that he was going to be at
home. Best move ever. So, and you know it works fine.

It's part of your life.

| mean it's just that F3C's never know any differeglhie’s never known him well, so.

And so even in terms of getting information about what was wrong witfsidRieys, | mean it's a
bit of a while ago now and obviously you were both to a level absaursing-type background so

how did you get information? Did you go and look for it or wasviégior?

F3Pt is the type of guy who likes to be in control. this only thing he feels he's in control of so most
of the information | glean | glean via F3Pt and | krthat sometimes it's not always right erm..

Like "I can drink 6 litres of fluid a day, dear, don't worry"?
Yes. Soin fact we didn't actually have his proper diagntdl... Do you know | can't even remember

but | think it was after F3C was born and it was wherwas coming home on haemo and | had much
more contact with the unit than | had before that | acsally able to ask the questions sayimgnt
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to know what it's called and you know so | could asit anore so it was only really when he was
coming home as a haemo patient that | actually gatt mdre information. Otherwise F3Pt tended to
come to his clinic appointments on his on.

Is that because he didn't want you there?

He didn't want me there. It was the one thing thatdutd be in control of. He couldn't be in control
of the thing that he was ill, but he could be in contfaaming to the clinic and what information he
imparted to the rest of the family.

Right, that's interesting it means he's in control, | meamkhow F3Pt since 88 perhaps a bit later,
perhaps 89, but I've never met you before. | know I've had@dpghen | wasn't here but...

But that was him and | have to .. | mean the last tiogne up to you was a year ago to when he was
in to see the doctor because | insisted on coming batises too much hassle. And | just think fine, if
that's what you want to do,

That's the way you want to deal with it.

Yes, that's fine. | mean | respect that that's hevebls. Yes, it's irritating, yes it's frustratimgt it's
not worth the fight about it. So, when it's realbalty seriously | can always talk him round and | can
come but he likes to... This is the one thing that's hid alod't come into that.

Interesting. But you feel if you like that you get an editezslore What about F3C? How do you tell
her?

F3C from day 1 has just ... She just accepts the machipartof F3Pt really. She knows that he
can't do wee-wees, and that's how he has to get hig efee-wee through the machine. That's how
we introduced it to her when she was really tiny amg:an she will obviously now talk about it as a
haemodialysis machine obviously as she has got older hus thawv we have always dealt with it so
what | will say is that she has changed in the fact thefssmore .... She doesn't like the machine so
much these days because she realises that it does imipgdeencan do as a family. When she was
younger she just accepted it, now she ... there's alittt# resentment towards it. She knows it stops
F3Pt from doing what he would like to do so she doesn't.. whéo as much as she wants, she'll
want to stick his tape down and she'll want to put on glamelsshe'll fiddle around with his gauze
after he's gone on the machine but she's not readlyeisted in the mechanics of it apart from "Oh
Daddy", sometimes she wants to pull the blood back isyhiege but that's at her pace and | mean
that could be once a month. Always when she's got frienofgl to tea and Daddy becomes a
spectacle and we all have to come up and they sit orotterbof the bed and they watch him go and
.... And we always say to all our friends, you know hemfis, the parents say, | mean all of them
know now that he's on a machine and if it's dialysihtior "plug-in night" as we call it you know the
children just wander in an out. They're not fazed bynthehine at all. The first time they were all
really curious and they were fascinated to watch the oaund but then it's just like "Oh he's up
on the machine you, know where's his drink. So they:r. She accepts it, resents it, but isn't that
keen to take a very active role whereas | know sli@n would be but she's just you know she'll run
him up a drink and occasionally she might say, Oh ctiokl wour needles round or pull the blood
back but not very often.

And what about ... | mean you say she understands that the machine ia pifngetting rid of wee-wee
effectively, does she know that her dad would die without it?

Yes, yes. Normally that conversation has come up whels getting really cross about it. That's not
how we introduced it at the beginning because | mean | aynveey open with her and always have
been and have always said that we're very lucky that wetvilaie machine and that without the
machine Daddy wouldn't be here and we'd much rather have Daddyraachine than not have
Daddy at all. But that invariably comes up in the coratéss when she's going "l hate dialysis" and
then it will be "Look, without the machine, Daddy would badleThere is no other option unless he
gets another transplant and we are very lucky to hawel yes it is frustrating at times, but, you know
that machine is there for a purpose".
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And what about transplantation? Does she know, obviously she knows theuivbedve you talked to her
about that at all?

She's seen programmes on it because obviously thertgsdaw of them around and then she's sort
of sat down with F3Pt sometimes to watch it but | doravkfully how much she really understands.
She knows that you get a kidney from somebody else acoliofe she loves Casualty. Casualty is her
absolutely all-time favourite programme and of couhsy have had transplantation on there in the
last year and she was "Erm you put a kidney from a peimbn in a live person”. That bit horrified

her. She can quite cope with a live-related but ndt avidead and | said well Daddy's first two

kidneys have come from dead people and she said "ookhéutidn't really go into it. She just said
"ooh".

Does she know that if he got a transplant the machine would possibly go?

To be honest know because we've not even been dowmdaalbecause | don't want to raise her
hopes. | mean F3Pt's been back on the list for thefdge.o

So nearly 8 years.

Well more than eight years because he actually wethelist before | had her. But he didn't restart
dialysis until just after she was born. So in fax8it2 nearly 9 years since he went back on. He went
back on in the July before she was born.

And there's not been a peep.

Not a peep. Not even a hint. So | mean, why raise [sotyts expectations when you know... | mean
yeah we could get the call tomorrow and if we get #ietomorrow I'll deal with it but ...

Do you think she'll deal with it as well?

| think she'll be excited for him. | think she'll beafly excited. | mean | talk to her about what
happened when he had the transplant last time becausectivel one was really slow to get going.

He was a month on the machine before he could go witheuhachine but that's as far as we've gone.
We haven't gone any deeper. Because |, you know, rightlyamgly | don’t know but it's just that |
don't want her hoping that whole time because we do erafugfor her. You know it | would love it

at the age she's at that he got another transplantdgeshe'd see him well. She'd see the fact that he
could go out and do. And obviously he's getting long-tewblpms now from dialysis with being ..
bone problems, joint problems.... He's definitely got samterial disease going on, | mean his feet are
as cold as iceLpvely.)And he's getting foot calluses and lots of other things mapge So and
obviously without the minimum time dialysis continues thase probably going to still continue

really.

How do you think dialysis affects the family?

[long pause]. It erm.. It probably, because she'smiavown any different from her point of view. |
think if she had, she resents — | resent the machBf, resents the machine sometimes. The fact that
we do home dialysis is that we do move it to suit dueserightly or wrongly.

No, no. Far from it.

We want a life and therefore, if F3Pt wants to go outafwork do on a Friday night when he normally
dialyses then we do an overnight. Then he can havepdecof beers and we get rid of them on the
machine. So we do to a certain degree move it anatiede we can but we actually lead very busy
lives and sometimes we're not able to be that fleXibteuse we've got other things going on —
meetings and bits. But | mean it does affect familgffects family because F3C and | go to Abroad,
F3Pt's family have to come and you know cover me wherférgthose two weeks with F3C. | would
love my family in Abroad to meet F3Pt. I'd love hionde able to go out there and he resents the fact
not that we go but that he can't come with us. And ewer paid for dialysis out there he's still got a
12-hour flight you know and that's what we don't wantgk. riThere's times when you get really low
and you go through a period when you think | hate this éatrything about it and then you bounce
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up again and you think "no actually home dialysis ig détter than hospital dialysis " and we've lost
friends who have had transplants because obviously F3Rtamaactive in the transplant games and
we've lost friends who have had hearts and lungs and you&mmaed friend of F3Pt's they used to do
the shop together for many years, when Alan died heyaag&now, it was his heart and there was no
option. When it was failing he had to wait for anottransplant or nothing and sadly he didn't get
another transplant that time so at times like thatlgok back and thing well actually we're damn
lucky we've got the machine and it's not the liveraonathing else that's going. You do try to stay
updated but.. | mean F3Pt's gone through periods of depressidre'a just come out of another quite
long bout of it really. So | mean he's had two lotmtime that he's been on dialysis which since 83
is actually not bad going but the last peribdt he had he was the lowest that I've even seen liim an
that was hard. He didn't want to eat, didn't wantlig éand F3C found that difficult but he wasn't too
bad with her — he would make an effort for her but he kmewidn't have to bother with m&ight.)
Typical. The inequities.

At least he does feel that he needs to make an effort.

Yes, | don't think he got... he got low but he didn't gelosothat he was completely moribund so |

got him up and that's when | came to see the doctotitatnd | said "right, we've got to do
something about this guy".

The doctor must know it's bad when you ... [laughs]. So F3C accepts kiBlAey problems because she
hasn't really got any choice | suppose. Does she know when hegotodsospital and is she interested
in the visits or?

She knows when he comes but no she's not intereBygital 8-year-old.

Does she ever come up? Or wouldn't he bring her?

No no no no. He's brought her up. No

He'd prefer to bring her up than you?

Well no, normally it's because say we're coveringlchile and he's got an appointment or he's coming
up for something and then he would just bring her with hidacause | work Monday, Tuesday
Wednesday and appointments of his tend to be Mondayedn®gday if it was holiday and he's still

got an appointment he would keep it and he'd bring her with Bumh.| mean she doesn't come that
often and obviously he's been in hospital since shebaswhen they took out his transplant when he
had a nephrectomy and she's got vague memories of camiwljen I'd come home from work, pick
her up, bring her up when she was only toddling she s li

So she does remember

Yes. Coming up to see him on the ward and ..

Because he's not.. has he been in since then?

No, no.

It's pretty remarkably actually.

But you see she lives in a nursing family with hospiald ... so she's.... she's not fazed by it at all.
So hospitals are almost part of not quite daily life but.

Yes, not | mean she sees them as exciting placeslar she gets there she's bored. You know it's
the idea of going, because my father's really unwel tb cancers and | take him regularly down to
hospital and it's "l want to come with you and Granddad" am@dying "but you'll be bored when you

get there because you'll just be sitting there waiting to'glout she wants to. But fortunately we go
when she's at school. So.
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She's interested but not you know.

No, she'll know that he's coming up "oh is Daddy leagady to go to the hospital?" or "Are you
taking Daddy.." particularly because it usually affectsdddcare arrangements.

Yes, that's what they're getting at.

You know | might be asking her childminder to have hat Hit earlier so | can drop him up here on
my way through to work and because she knows apparentlydlathonestly say hand-on-heart |
don't think I've ever heard her say to him "and howydid get on at the hospital".

Right, so it doesn't?
No, | don't think it would enter her head. Or maybe it dngsshe doesn't vocalise it.
But she connects the hospital and the kidney and the machine.

Yes, oh yes, | mean she's got no problems with knomingike we were in Maidstone with a
fishbone as a matter of fazttwo weeks of ago and she said "Why don't you come Fargbur

hospital appointments" and Daddy said well, I've always beder Hospital and she said. "Oh. | was
born here you know". And that's was it — the end efdbnversation.

Did you get the fishbone out?

We did eventually but it took 40 minutes.

Oh dear. Poor thing.

Nearly made it to theatres. Me and the poor SHGg'sSiff mackerel now.
So what you do think bothers her the most?

| think that what bothers her most is that it willibteresting to see when you talk to her... as |
perceive it it's the fact that she can't have quitewhrfreedom as she sees her friends having.

Freedom in what sense.

Freedom in the sense that if we wanted to go awayvi@ek or a long weekend we could just go
without...

“It's sunny today, let's go to..."

yes. Well we can go out for days but we just can't garfigrlength of time. You know even when we
go down to.... my parents live in Whitstable, my best raat&obviously quite a few of my friends
and my brother but when we go we only can go evers idhool holidays from a Wednesday to a
Friday. Whereas | think she sometimes would like toogdhfe whole week. And I've said to her she
could stay down there with my friend but she won't. 'Shery .... Doesn't like to be away from either
of us and that definitely is probably one of the effedtdialysis is that she's a very confident little girl
but she's very clingy to both of us.

Even in the respect of dropping her with your childminder?

No no | mean as in she doesn't like having nights awayhémgsstlike that. Unless it's where it's just
across the road or it's round at Grandma's but yow kmp parents, have always said "holiday time
bring F3C down, let her stay and you come down on the VEddyeaight" but she will not do it. It's
being away and even abroad | had to ring F3Pt every day,mgaand evening, for her to say good
morning and good night. You know that's just always bleeret Even when he goes away, if he goes
to Cheltenham. | don't know. We've never had aexsation about why that's so important but she
just wants to speak to her Daddy really. And whethat's part of dialysis or whether that's just part
of daughter and father relationship | don't know but sile/ays wanted to do it and | mean the very
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first time we went out abroad she took off when we camieof arrivals. If she could have flown she
would have taken off there and then you know | mean seitmag everything just got dumped she was
just like "There's my Daddy" - boof, and she was off.n8e, | mean she's very close to F3Pt and
she's got closer as she's got older. When she was yalmgeas having to be very dependent on me.
Even though F3Pt had her, because | used to work 1 weekénd, ibut she was very dependent on
me little but not now. She's very much Daddy's girl. &ihis fine.

No it is but it's just well whether it would have happened anpwayhether it is....?
Yes, don't know.

Well, never will, but... Interesting, interesting. Do ybimk her behaviour ever changes because of
dialysis or ...?

That is probably one of the trickiest questions to askiEnm .... | probably expect too much of her
and that's why I'm saying it's difficult. She's a veaying little girl and will always look out for others
but | think she probably would have been like that despétlgsis. She's going through that horrible
push-the-boundaries stage at the moment, delightful, andllgcshe's going through quite a selfish
very insular stage and I've really had to sort of heinin at the moment and therefore that's when we
get a lot of the bad mouth about dialysis and life in généliss not fair", my favourite saying by F3C
"It's not fair". 1 don't know. | actually can't anemthat because | really do not know. At the times
when she's really .... If something's come up and shegmor we can't go | should say because
obviously if she's going on her own it's not a probtben she's very, very resentful and she can be
really quite a sulky little mare really. But you cammally talk her round and get her out of it. But
you know the bottom lip comes out... but then F3Pt sulkbats a family trait. They all do. You see
the bottom lip come out with the hands. So | don't know.

Do the school say anything. | mean the school would know.

School thinks she is the wonder child. | mean | keepkihg for her halo. The headmaster keeps

telling me she's just such a wonderful child, your dauglated'I'm like "sorry? Are we talking about
the right child her" but no she is a good kid. She isrg good kid. She's just pushing things at the
moment but at school she's wonderful. She'll be tieet@ look out for the little ones. She'll be the

first to put up her hand to help anybody else and shé&®itop group you know. | mean they don't
have to do a great deal with F3C.

But school obviously know about the ...

Yes, they know. | think they find it hard to believedese obviously F3Pt and | do quite a lot in the
school you know and he looks so well he doesn't lookymwwould expect a renal patient to look
and of course F3Pt puts up this wonderful fagade for pedpthwf course he's not like that at home
but you know | think they find it very hard to believeib@s sick as he is really.

And do they have an awareness of if the transplant call came what gtatmaan.

No, I've never had a conversation with them abouBécause we don't believe it's ever going to
happen so I've got to the point where it's there in dok Bnd it's just like it's not going to happen.

Do you want it to happen.

I'd love it to happen. | would love it to happen. Even dinly lasted a year it would be a year of what
is reasonable health and no machine. And | said torkgRtfrom day 1, you're off abroad with me
mate. | don't care what it costs and it we have toadkean, we're going, you know. Grab it while
you can.

What do you think F3C wanted to know about F3Pt's kidney problems?

You'd have to ask her that one. | have always ansvesrerything very openly and very honestly.
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What sort of questions does she ask?

Oh sex, we've been down there but not about the kidngysiiean anything as an example but she
doesn't ask that much about his kidneys. Now maybe Irttaasked the right open questions with
her. Maybe | haven't said is there anything about Dadlthess you want to know? Because it just

Does she think you can't tell her.
[pause]. No | doubt whether she does because she kmotygpée of person ...
And you're a nurse

Yes, she knows I'm a nurse but she also knowsfthdbn’t have the answer I'm the type of person I'll
say. Look | don't have the answer but I'll go away aptbtfind out for you in as simplistic terms as |
can find. | mean when we were doing sex we started of witbugabooks and we did it at her pace.
So no, no | don't think that | think she just sees it asgfaormal life so it's not a huge, huge issue.
It's a huge issue when it stops her from doing somethisgeocan't... or Daddy's not well enough or
something but otherwise no. Because you know we daigowe go into Legoland. We have days
out. We try to have the week away in Devon, likeyastr because we didn't do the nurse holiday |
did the dialysis. She didn't like that particularly hesmobviously she's got to sit there the whole time
he's on the machine but she know on the days thaabe'tvon the machine we had a whale of a time
so it worth the bit in the middle. And obviously shadtder now. | think when she was little it would
have been a worse nightmare but she knows that stputher walkman on and she can take stuff
with her trying to entertain a 3 or 4 year-old whilewes on the was machine for that amount of time,
about 5 hours. Would be horrendous.

Where do you think she gets her information from?

Every man. | don't think it's an, an exclusive, well nsyestin-law because, you know is a renal
nurse, paeds.

Oh right, she's the sister isn't she?

Yes. So probably between all of us really. So...Andaisly from television of course. Not quite
the perspective you would like to put on it sometimes twiait'opening for discussion isn't it and
normally when they've had. | mean obviously they thadsplants in Emmerdale — she loves
Emmerdale so you know that came up a little bit butnkihsure it's quite the right perspective but
there we go.

Does she go to Sister-in-law without you knowing?

No | think | know. No I think Sister-in-law would telk if she was asking questions. She might not
tell us the content of the questions but... I'm vergeltw my sister in law and | think she would
certainly saw oh F3C's been asking some awkward questiogsiknow but no. | don't think she
does. | think it comes about just purely because ....FBRiavto Sister-in-law. He will definitely go
to Sister-in-law because it's back to this contrisigh Sister-in-law is that bit removed. He cones t
me and then it's oh well you're the nurse, you think you knove than | do and he's got a real thing
about this is the one thing that he has to be in chargeto the point | never fully set up the machine,
ever. |lineit, | can put it through the heat disibfeat he does the final bit and I've needled him,
never. Assisted him but not needled him. You know hatistthe one thing | mean if there's
something he's not sure about he'll often go toSisteaw for something. He'll tell me about it
afterward, " I've spoken to Sister-in-law ...[tape ends].

Tape 2 with F3P on April #8and we just talking about where we think children get their inétion
[laughs] and we've turned it round a bit. OK so he'll go téeBigr-law and tell you afterwards.
Something just crossed my mind there when you were talkingtAbautichine and him always
having to do the final bits. Do you think that's because .... | ingaow he's protective and if you like
a control freak in that respect but it's his life.
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Hmm. | don't question him about it. | don't netit. kjsisback and let him do it because he has
always wanted to do it that way and that's just hislbitean we've had conversations in the past
where he's said it's mine and so I've just "finegydlers”. | mean the problem would be if he was too
unwell to do it but if he suddenly were | would be fiddledtg about in the last bit because I've
never done that bit. There you go. We'd manage. Hefsaply be able to talk you through it even if
he couldn't do it.

If there was extra information available for F3C how do you thimkdslike to get it? You know what
would be most applicable to her.

Erm | don't think she..... At the age she's at now shdg beautifully and brilliantly but only yet what
she wants to pick up as and when. Possibly a smdbti@éth pictures and bits and pieces.

A video?

Possibly a video. Something that she hasn't got to workdrd at. She likes the idea of coming to
the group very much so. So she's a very sociable ahitieslikes social interaction.

So possibly a group where children could mix and match and talk aadely, what's happening at home
but not wishing to exclude mum and dad but just somewhere wheathey

Her own peers, yes. Because | mean there is aiskalau know if F3Pt doesn't get another transplant
that as she gets older | will have to lean on her jrawrke will, or we will expect more of her and then
your child comes into the caring role. Well so fae sloes not fit in to that category and she moans if |
ask her to take a drink up. "It's your dad, and he canie down and get one". But there is a real risk
as she gets older that we could potentially lean on hee.nBut as | say, we haven't and we
consciously have not done so, so far. There arephpbther children that probably would be far
more adept at doing things than her but she's you know waihlerrbe downstairs with her music on

or watching the telly than coming up, unless she's gatrdfthere then of course she's got a
[unclear].

Would you be bothered if you had more informatiod that perhaps if you didn't have | use the word
control but please don't take that in the wrong way control over it?

No...not at all. Notatall. Erm.... As | say we'recgen with her as we can at the pace that she asks
things. | mean yes you've got me thinking that maybe dldrad least give her the opportunity. We've
just made assumptions and that's made me think well agggiaps | should sit down with her and
say "Is there anything?", | mean | won't go rushing htmight but at time when it presents itself. So
no, F3C is well able and well vocal to say what sfetsfand what she wants and what she doesn't, so
no.

Thank you. That's the end of my questions per se but | don't kndvemjai've got anything else that
you want to say that you think might impinge or.?

No probably not. | mean | guess our circumstances mehfifferent to others in the fact that I'm sure
things would have been different had F3C had known F3Pt well

Does she perceive him as unwell though, do you think?

| guess that because we've been so open and we do remihdtheitiout the machine Daddy would
not be here and he would be dead then yes, | thinkshere&lement of that. The fact that he doesn't
look unwell ...

That he works

That he works and all the rest of it you know thera normality to our life but what she does see is a
very tired man, you know, to the point that he'll go upahbee his dialysis room is set up with a TV
and video and his stereo and everything we used to bdeeunderstand it was like "This is mummy's
room, this is daddy's room and this my room". Now lulca minute here that's mummy's and daddy's
room here but you see he'll come in in the evening alidbbeshattered and he will just sleep up in the
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dialysis room and of course by three or four o'clock imtbening he's up. So | mean she sees a man
who is 9 times out of ten snoring his head off but not atshoat the weekend when they spend time
together. So | think when she sees him like that sherkhe's tired because of his kidneys, but it
would be interesting, | don't know, | don't know what perception would be of it because at the end
of the day she has a fantastic social life and you KHoget him on the machine and then I'll be
whizzing her off here there and everywhere you kaad then I'll leave here wherever I'm taking her
and come back and ... so yes, her life continues. Asit'sgyst at times.

But do you think you've made a very conscious effort for thetgpen.

| guess to a certain degree. |didn't want her ... Ygsbably have. I've always sort of made sure..
probably not because he's on the machine but becéhis& because she's an only child and | didn't
want the only-child syndrome so I've always made sheawas very social. I've always got her going
somewhere or people coming to us and | mean she hsresginted the fact that we haven't had
another child, right,

and does she know why that is?

Yes, and so does F3Pt and F3Pt has resented thiedaatet haven't had another child and I've just
said no, you know, | work, you work, | can't do it. Thegdt to be boundaries somewhere.

So it is because of work or is it because of kidney problems?

No, it's because of the dialysis machines. | couldiéhard enough. | don't work full-time, well |

do, | work full-time in a part-time post but | do that dese | wanted to be a mummy on a Thursday
and a Friday and obviously because of dialysis as Weiésday nights | don't get into bed until half-
past one, two o'clock in the morning. I'm up at 6 andtee door again by seven. So to add another
child into that equation was just horrific but she dédilyidoes resent that. As she's got older now the
idea of sharing with a sibling is not quite so lovely lou know even up to probably a year ago it was
“It's not fair, | want a brother or a sister" an(Has she got cousins¥gs, lots. Oh she's got her best
friend because of my childminder's children. Kerry has Ibeg best friend, there’s 9 months between
them, they go everywhere together and she's got har lmdist friend from school round the corner
so..erm it's not quite the same as having a siblifigho with at home and because | have always been
very open and said | can't do it because of work args@Saand everything else she has really resented
that, but less so now.

OK, thank you very much.

You're very welcome.
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Family 3 — partner

Uncertainty

| think she'll be excited for him. | think she'll bellg excited. | mean | talk to her about what
happened when he had the transplant last time becausectivel one was really slow to get going.

He was a month on the machine before he could go witheuhachine but that's as far as we've gone.
We haven't gone any deeper. Because |, you know, rightlyamgly | don’t know but it's just that |
don't want her hoping that whole time because we do erafugfor her. You know it | would love it

at the age she's at that he got another transplantdgeshe'd see him well. She'd see the fact that he
could go out and do.

Because we don't believe it's ever going to happenesgdito the point where it's there in the back
and it's just like it's not going to happen.

I'd love it to happen. | would love it to happen. Even dinly lasted a year it would be a year of what
is reasonable health and no machine. And | said torkgRtfrom day 1, you're off abroad with me
mate. | don't care what it costs and it we have toadkean, we're going, you know. Grab it while
you can.

Parental interpretation
To be honest no, because we've not even been dowddabecause | don't want to raise her hopes.
| mean F3Pt's been back on the list for the age of her.

So F3C accepts F3Pt's kidney problems because she kabp'got any choice | suppose.

| think that what bothers her most is that it willibteresting to see when you talk to her... as |
perceive it it's the fact that she can't have quitewhrfreedom as she sees her friends having.
Freedom in the sense that if we wanted to go awayvi@ek or a long weekend we could just go
without...Well we can go out for days but we just can't gafor length of time.

So no, no | don't think that, | think she just sees ipart of normal life so it's not a huge, huge issue.
It's a huge issue when it stops her from doing somethisgeocan't... or Daddy's not well enough.
Because you know we do go out. We go into Legoland. We thays out. We try to have the week
away in Devon, like last year because we didn't do theerhwliday | did the dialysis. She didn't like
that particularly because obviously she's got to sit tteravhole time he's on the machine but she
know on the days that he wasn't on the machine we hédla of a time so it worth the bit in the
middle. And obviously she's older now. | think whep sfas little it would have been a worse
nightmare but she knows that she can put her walkmancbatee can take stuff with her trying to
entertain a 3 or 4 year-old while he was on the wasimador that amount of time

As | say we're as open with her as we can at thetpatshe asks things. | mean yes you've got me
thinking that maybe | should at least give her the dppdy. We've just made assumptions and that's
made me think well actually perhaps | should sit dowh Wér and say "Is there anything?"

Information — adults
F3Pt is the type of guy who likes to be in control. th&sonly thing he feels he's in control of so most
of the information | glean | glean via F3Pt and | krthat sometimes it's not always right

He didn't want me there. It was the one thing thatdutd be in control of. He couldn't be in control
of the thing that he was ill, but he could be in contfaaming to the clinic and what information he
imparted to the rest of the family.

| mean | respect that that's how he feels. Yestrittating, yes it's frustrating but it's not wortreth
fight about it. So, when it's really, really seriousban always talk him round and | can come but he
likes to... This is the one thing that's his and | don'tedanto that.

Information — child
| mean it's just that F3C's never know any differeglie’s never known him well, so.

F3C from day 1 has just ,she just accepts the machiperasf F3Pt really. She knows that he can't
do wee-wees, and that's how he has to get rid of léswee through the machine. That's how we
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introduced it to her when she was really tiny and Invekee will obviously now talk about it as a
haemodialysis machine obviously as she has got older hus thav we have always dealt with it so

She's seen programmes on it because obviously thertgsidaw of them around and then she's sort
of sat down with F3Pt sometimes to watch it but | dorawkfully how much she really understands.
She knows that you get a kidney from somebody else acaliofe she loves Casualty, they have had
transplantation on there in the last year and she was y&u put a kidney from a dead person in a live
person”. That bit horrified her. She can quite copk wilive-related but not with a dead and | said
well Daddy's first two kidneys have come from dead peapteshe said "ooh" but she didn't really go
into it. She just said "ooh".

she doesn’t ask that much about his kidneys. Now malyaedn't asked the right open questions with
her. Maybe | haven't said is there anything about Dadlihess you want to know?

Yes, she knows I'm a nurse but she also knowsfthdbn't' have the answer I'm the type of person
I'll say. Look | don't have the answer but I'll go aveag try to find out for you in as simplistic terms
as | can find.

| guess that because we've been so open and we do remihdtheithiout the machine Daddy would
not be here and he would be dead.

Family life

Normally that conversation has come up when she'sigetally cross about it. That's not how we
introduced it at the beginning because | mean | am very,apen with her and always have been and
have always said that we're very lucky that we've lgoitachine and that without the machine Daddy
wouldn't be here and we'd much rather have Daddy and a mathimedt have Daddy at all. But that
invariably comes up in the conversation when she's gbingte dialysis" and then it will be "Look,
without the machine, Daddy would be dead. There is no offt®n unless he gets another transplant
and we are very lucky to have it and yes it is fruistgaat times, but, you know that machine is there
for a purpose”.

She doesn't like the machine so much these days beteusmalises that it does impede what we can
do as a family. When she was younger she just acceptemhitshe ... there's a little bit of resentment
towards it. She knows it stops F3Pt from doing whattwld like to do

when she's got friends round to tea and Daddy becomestadpeand we all have to come up and
they sit on the bottom of the bed and they watch hirargbwe always say to all our friends, her
friends, the parents, | mean all of them know now llesg on a machine and if it's dialysis night, or
"plug-in night" as we call it you know the children just \@anin an out. They're not fazed by the
machine at all. The first time they were all rgailirious and they were fascinated to watch the blood
go round.

She accepts it, resents it, but isn't that keen toataleey active role whereas | know some children
would be

We want a life and therefore, if F3Pt wants to go ouafwork do on a Friday night when he normally
dialyses then we do an overnight. Then he can havepdecof beers and we get rid of them on the
machine. So we do to a certain degree move it anatiede we can but we actually lead very busy
lives and sometimes we're not able to be that fleXibteuse we've got other things going on —
meetings and bits. But | mean it does affect familgffects family because F3C and | go abroad,
F3Pt's family have to come and you know cover me wherférgthose two weeks with F3C. | would
love my family abroad to meet F3Pt. I'd love him tabée to go out there and he resents the fact not
that we go but that he can't come with us. And ever ipaid for dialysis out there he's still got a
long flight you know and that's what we don't wantisk.r There's times when you get really low and
you go through a period when you think | hate this, | hate thiagyabout it and then you bounce up
again and you think "no actually home dialysis is &iter than hospital dialysis "

so at times like that you look back and thing well acjua#'re damn lucky we've got the machine and
it's not the liver or something else that's going.
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gone through periods of depression and he's just come ouitbBaquite long bout
she lives in a nursing family with hospitals so stetig's not fazed by it at all.

She’ll know that he's coming up "oh is Daddy leavingyearigo to the hospital?" or "Are you taking
Daddy." particularly because it usually affects her chilelesarangements.

| probably expect too much of her and that's why I'ningpiy's difficult. She's a very caring little girl
and will always look out for others but | think she praigavould have been like that despite dialysis.

"Its not fair", my favourite saying by F3C "It's nofrfa | actually can't answer that because | really do
not know. If something's come up and she can't go or wegml should say because obviously if
she's going on her own it's not a problem then sleejs very resentful, but you can normally talk her
round and get her out of it.

The fact that he doesn't look unwell ...That he works anthaltest of it you know there is a
normality to our life but what she does see is a tisgg man, to the point that he'll go up, because his
dialysis room is set up with a TV and video and tesesi and everything we used to have to be
understand it was like "This is mummy's room, this ddyes room and this my room". Now hold on
a minute here that's mummy's and daddy's room herebigee he'll come in, in the evening and he'll
be shattered and he will just sleep up in the dialggsrand of course by three or four o'clock in the
morning he's up. So | mean she sees a man who is 9dirhebten snoring his head off but not
obviously at the weekend when they spend time togetteet.ththk when she sees him like that she
knows he's tired because of his kidneys, but it woulidieeesting, | don't know, | don't know what
her perception would be of it because at the end ofdhsltk has a fantastic social life and you know
I'll get him on the machine and then I'll be wizzhreg off here there and everywhere you know and
then I'll leave here wherever I'm taking her and com& bad ... so yes, her life continues.

I've always sort of made sure, probably not becaa'sedm the machine but because | think because
she's an only child and | didn't want the only-childdsyme so I've always made sure she was very
social. I've always got her going somewhere or peapteéng to us and | mean she has really resented
the fact that we haven't had another child, right,

Yes, and so does F3Pt and F3Pt has resented thiedaatet haven't had another child and I've just
said no, you know, | work, you work, | can't do it. Thegdt to be boundaries somewhere. No, it's
because of the dialysis machines. | couldn't. It's éiaodgh. | don't work full-time, well | do, | work
full-time in a part-time post but | do that because | wdrib be a mummy on a Thursday and a Friday
and obviously because of dialysis as well. So to adthanohild into that equation was just horrific
but she definitely does resent that. As she's got otdeitime idea of sharing with a sibling is not quite
so lovely but you know even up to probably a year agadt t's not fair, | want a brother or a sister"

it's not quite the same as having a sibling to fight withoate and because | have always been very
open and said | can't do it because of work and dialysi®agrything else she has really resented that,
but less so now.

| think they find it hard to believe because obviously F8#Rt | do quite a lot in the school you know
and he looks so well he doesn't look how you would expesnal patient to look and of course F3Pt
puts up this wonderful facade for people which of coursenog'like that at home but you know |
think they find it very hard to believe he is aksis he is really.

It probably, because she's never known any differemt her point of view. | think if she had, she
resents — | resent the machine, F3Pt resents the madmmatimes. The fact that we do home dialysis
is that we do move it to suit ourselves, rightly or wrongly

Security
Doesn't like to be away from either of us and thatnitefly is probably one of the effects of dialysis is
that she's a very confident little girl but she's \aiygy to both of us.

No no | mean as in she doesn't like having nights awayhémgsstlike that. Unless it's where it's just
across the road or it's round at Grandma's. ditsgoaway and even abroad | had to ring F3Pt every
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day, morning and evening, for her to say good morning aod gight. You know that's just always
been there. Even when he goes away, | don't knowveWliever had a conversation about why that's
so important but she just wants to speak to her Daddy.réfshd whether that's part of dialysis or
whether that's just part of daughter and father relatiprighon't know but she's always wanted to do it
and | mean the very first time we went abroad shlke ¢ffowhen we came out of arrivals. If she could
have flown she would have taken off there and then you kmogan suitcase and everything just got
dumped she was just like "There's my Daddy" - boof, and shefivaSo now, | mean she's very

close to F3Pt and she's got closer as she's got aleen she was younger she was having to be very
dependent on me. Even though F3Pt had her, because | use#t toweekend in two, but she was
very dependent on me little but not now. She's very naakdy's girl. Which is fine.

Caring role

| mean there is a real risk you know if F3Pt doesn'agether transplant that as she gets older | will
have to lean on her more, or he will, or we will extpaore of her and then your child comes into the
caring role. Well so far she does not fit in to tbetegory and she moans if | ask her to take a drink
up. Butthere is areal risk as she gets older thabwiel potentially lean on her more. But as | say,
we haven't and we consciously have not done so so far.
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Appendix 15

Amalgamation of significant statements
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Parental interpretation - amalgamation

Family 1

F1C's earliest memory is F1Pt having to go to hospitalhurry in an ambulance and | was chasing in
the car because there wasn't enough room ...in the samélance. So F1C has lived a life which has
always been on the assumption that F1Pt is not vetyane is getting worse.

he used to be very worried about F1Pt going onto didbgsiause he thought all these tubes - and it
looks a bit like Casualty on a bad day - were serioustendumber of tubes were a kind of mental
score card as to how seriously ill F1Pt is. And of sewshe doesn't have any tubes any more — she
just comes up here and most of the time he thinks aleoltding weighed and it's just a routine check,
so as far as he's concerned | think F1Pt's attendahosptal these days is a positive whereas it used
to be a negative. Maybe I'm misjudging; maybe you shouwld thas interview with F1C actually.

If you can do that | think it might be an eye-opener becauséterpretation of what we think he
thinks is maybe wholly erroneous.

Even at the time of transplant. That was when he goti@ebabout tubes. He couldn't distinguish
really... he hadn't got the technology or the technologioderstanding to understand whether this
was different or the same as dialysis. | think it @ifscult for him to understand why mother was
getting apparently sicker when she was supposed to be datheg So it's been quite challenging for
him. And me.

| was going to donate a kidney, how he could have dedithwith parents being ill at the same time |
don't know but it was getting so crucial as F1Pt was oislyadeteriorating under the dialysis
conditions that something had to be done so even asthefrF1C's discomfort and thus my
discomfort was the thought that F1Pt was going to detgeidurther.... we've just come back from a
weeks' holiday and F1Pt's running out of steam and | thinkhtawas worrying for all of us.

| think that F1C is an inveterate diplomat and he wlllyou what he thinks you want to hear, | fear.

Well, it's also second-guessing what he thinks and &walich may be difficult to determine you may
find.

So | don't think you can ever get inside somebody elsad.hYou can know them pretty well but |
think there's always a little space that's privathesdoes have anxieties about that

Family 2

F2C1, yes I'm just keeping a low profile on that on&éatmoment, purely because obviously
circumstances — he's going to go to University and h& dant hassle with me. |think he's got a
fairly good idea that it's a 50-50 chance that he could iav

They never saw me on haemodialysis because we feftdhsibly could freak them out. Not because
of seeing me but because of seeing everybody else. Itheeémit, is a big, big unit and there are lots
of people there - there's lots of elderly people thedetlaere's lots of people there that are not very
well. So we sort of thought you know with all the llanoving around etc. and plus seeing unwell
people they're minds might got on overtime and start ithgmkell, you know, my dad could get like
that. So whilst | was | sort of remained fairly tleawhilst | was on dialysis. So we left that one.

We often thought about it, doing it, but you know jusattually get them used to the idea, but
peritoneal dialysis wasn't a problem. They wasifeded by the tubes and so we didn’t have a
problem explaining it and showing them all that and weaggst explained how that sort of side of it
worked.

| suppose every age... you look at a child... every age has gé¢wredifcriteria. | mean going
backwards if | look at F2C1 | mean he's coming up totadifell he is an adult but he's looking at
university now is that the time | mean I'm talking abitwgt kidney disease that I've got, polycystic
kidneys, adult polycystic kidneys and it shouldn't afféot until 40,50 when he .... you know could
be later. Erm so really does he need to know? | segpeseeds to have an idea but then... | think
possibly 18-20 is possibly the right age that he should desueaged to know what's going in his life.

231



| mean as you say he then becomes a responsible askittdafter his own life and | think anythinkg
before 18 | think you don't want to burden them with somgthimd worry about it purely because of ..
| think their life is so difficult as it is what withifferent examinations

but over all, I think if | look at it, | don't believe theg suffered that, well | don't believe they've
suffered that badly. No, not at all. Purely becaubénk I've probably been I've been very, very
fortunate.

knew dialysis was imminent it came up on his GCSEs, caorke and they were going to show them
films. Then | thought well it'll probably be a filout the ark with an old machine, you know these
school films, so | had to phone up and stop him watdhiaigschool.

| thought | don't want him to learn about it at schoolgfight burst into. You don't know and it could
be frightening to suddenly show somebody on this old-éasit machine so | told the school | would
sit and go through it with him myself, which is whatd dind that's how | talked it all through with
F2C1. We just.really | had the book and we went througgigdther

It's only F2C3 when he said that to me. It shockedhaette didn't realise now that that kidney was
working and that was a good year down the line. And Italeen aback by that one. That's the only
thing. |think the rest are pretty clued up. But hentligo for that long, we were so lucky that he
wasn't on dialysis for very long .

lucky if it came up in one of his GCSE questions aboetdiet because | thought no one knew more
than him. They've all been aware of F2Pt's dietictisins because the middle one gave up chocolate
with F2Pt. You don't realise what they're taking in.

Obviously F2C1 | thought because he's older and he'sgasjtive and very close to F2Pt | think |
thought it would bother him that he might the prospect of fwéving it. Seeing F2Pt so ill but his
attitude was, "l want to find out straight away - Inivéo know", but it's me holding back saying, "No,
do your A-levels, then you can assess it."

F2C2 is thinking, "Oh it's cool - | wouldn't want a tralasp but | wouldn't mind you know having a
go at it," because he's so naive.

F2C3 would worry terribly but he's too young and | thinkidishes over his head at the moment, and
yet he did say to me today, going home in the caraitg A lot of things have happened in our
family, more than other families sometimes", but teelidt other things like we had a burglary yes he
did say the transplant was the first thing he said.

he had six operations, or 5 operations in 6 monthsetong like that. It was all sort of one a few
weeks after another so it all was a bit of turmailtfeem but they certainly did come up and see F2Pt.
| tended to leave it till he was a bit better andoktone at a time, | never brought them all up together
because of a) the other patients and b) you know whdtehiare like — have they got a cold, haven't
they? You know you can't, you've got to make sure thbgaithy. But F2C1 came up a lot obviously
by himself.

they wouldn't want me to dwell, | don't think so too muntthee down side but I'll always make them
aware, especially when it's things this could happens Wét'y likely to happen.

| feel | told them as much as they really need to kndtey do know a lot of the down side, | don't
know but | feel that | don't want it to take over tHeies and to be worrying. They've got enough
little worries as they go along with the pressureel d@ldren under at school. | feel you can do with
one less, you know and even with F2C1 | feel that bthink. He's got so much pressure at the
moment. Maybe next year or so, he can find out thiea ifants to. That's his choice, I'm leaving that
up to him but obviously we'll be there right next to lififne does decide to do that, and he's the
spitting image of F2Pt so I'm pretty certain, but | dentw, it's horrible thing to say but you know |
look at his tummy and | think it's slightly | don't wantstay that but I've sort of always got that in the
back of my mind.
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| thought if they'd seen that they would have reallyrigd. And I'm saying "Dad's tired, he's had enough
now", they couldn't always see it. "Why can't you gtatball now" and you know if F2Pt gets irritable,

Family 3

I’'m not too sure | think if we sat down, the thing is've got to the stage | don’t know whether lets
say bore her or scare her | think we'll wait for teeask the questions | think she’s one of these
people, child who'll take a lot on and | think if we sat dawnless she asks about it | think she’ll take
a lot on, personally, | don’t know

| suppose | must say | would be quite fascinated to heark@@ well what F3C does actually say
because I'm sure they'd be quite a lot we don’t know,host she feels in herself, who she’s actually
spoken to what her fears are, if there’s any fednat her concerns are, you know and generally is she
happy you know. | suppose the other thing is now, doedstieitis holding her back, | know she’s

at a young age but | think kids today they mature so young.

you look tired Daddy and things like that but she takeshetot though she really does take it a bit,
sometimes | worry that she’s taking too much on @kengh we don't tell her actually half so much
about it but | think she’s the sort of person could ba@steng she might say to F3C, err F3P a bit
more than that | am sure they do talk more about it Wiegtll do, what she’ll do one day

| think she has spoken to her class a bit abouthitnktone of her books, her earlier books was about
Daddy and being on dialysis so, but | don’t think sheestar anything

| doubt it would be too much for her but she’s, schoolstsmportant, work at school, | think for me
the concern is that she takes it on board and she starying about it unnecessary and it starts
interfering with work, well with school, her actiigs, life in general, but as | said, every time slks as
something we actually give her an answer straight aay | think if it was worrying her she would
ask us if there was a question she didn’t know, or died’the childminder if it was that bad, like for
instance the childminder, the childminder hears &l&irg to us, to her child about dialysis, the
childminder would let us know so every subject we feeheed to actually explore we'll bring it,
we'll bring it into conversation

well I'd be quite surprised if there was ever a questfanfelt she couldn’t ask us you know about,
very surprised but then you don’t know, you don’t knowepehds how she’s feeling

| think if she’s getting concerned we will know abadytiecause | think she will ask to speak to
someone

To be honest no, because we've not even been dowddabecause | don't want to raise her hopes.
| mean F3Pt's been back on the list for the age of her.

So F3C accepts F3Pt's kidney problems because she kabp'got any choice | suppose.

| think that what bothers her most is and that it bdlinteresting to see when you talk to her... as |
perceive it it's the fact that she can't have quitewhrfreedom as she sees her friends having.
Freedom in the sense that if we wanted to go awayvi@ek or a long weekend we could just go
without...Well we can go out for days but we just can't gafor length of time.

So no, no | don't think that, | think she just sees ipart of normal life so it's not a huge, huge issue.
It's a huge issue when it stops her from doing somethisgeocan't... or Daddy's not well enough.
Because you know we do go out. We go into Legoland. We tiays out. We try to have the week
away in Devon, like last year because we didn't do theerhwliday | did the dialysis. She didn't like
that particularly because obviously she's got to sit tteravhole time he's on the machine but she
know on the days that he wasn't on the machine we hédla of a time so it worth the bit in the
middle. And obviously she's older now. | think whensfas little it would have been a worse
nightmare but she knows that she can put her walkmancbatee can take stuff with her trying to
entertain a 3 or 4 year-old while he was on the wasimador that amount of time
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As | say we're as open with her as we can at thetpatshe asks things. | mean yes you've got me
thinking that maybe | should at least give her the dppdy. We've just made assumptions and that's
made me think well actually perhaps | should sit dowh Wér and say "Is there anything?"

Family 4

They come up when | had my transplant but when I've bedike I've had a couple of infections and
things I've been in they didn’t come up. | think theyneoup once when | was better and ready to
come home, that day | was coming home, but apart fhat To be honest with you | don'’t like them
up here seeing me ill and when there’s other peogtheeire ill you know, it's a bit harrowing on them
to be honest with you. When you see people in with tobeging out and whatever. No I've said to
F4P, “Don't fetch them up here”. I'd prefer them tmtto be honest with you.

| think the only thing that really bothered them is witteey saw me ill, they did see me looking quite
sort of.

after when I've had like infections and that. A coupléioks I've had to come in and I've looked
quite rough and | think they worried then. I'd say that th@sonly thing that worried them when |
actually come into hospital when I'm not well.

| suppose really all they want to know is, “am | goiadpé all right?” That would be their main
worry, | would have thought.

| think that's the only thing they'd sort of want todum, you know, as long as Daddy’s going to be all
right that's the main thing. | don't think they are thérested in anything else. | mean what else is
there to be interested in for the children, thinkingualt?

the thing we've talked about before, “Is it hereditargfd things like that. | wouldn’t want them to
think they could get it and then start worrying about, tiiat and the other. | suppose | wouldn’t want
them to know really too much and unless it possibly dupba.

Well, in case it worried them really. | wouldn’t wathem to really be worried, saying, “You could
die”, or “You could you know” Not for a child. Unless. buld deal with that if it happened.
| think she did say it could be.

Family 5
they didn’t fear for me put it that way.

| just think that the only potential thing that bothéram is that they just have natural feelings
for me and they want me to be well, that's all and predentially there’s a little bit, the same
way that | sometimes think about it, there’s probablijtle bit of anger somewhere that
something’s happened to their Dad and then leading ontfrenmitial tension, anger, then
there’s their loving and kindness that they just wastto get better again.

so that there’s no big spectre of fear in as much aakastiape of kidney disease is creeping
into their life. It's kept away from them as purpgsas possible.

I would find it very difficult to believe that they coufohd out anymore than they actually
know that's the issue of it unless of course they suddmdgme master medics themselves
because as far as we told them in layman’s terms weres ghem as much information as
they can, they can probably take in we haven't heldhémgytback.

Family 6

Well, exactly yes. | mean you know ... she’s pretty shattthen that’s part of it and he knows it. |
don't think he takes it to heart and he doesn't feel,kyaaw like it’s his fault. | think he just realises
that Mummy is tired just like we all get, you know thergius. It just goes over my head.

| think it's better for her to see him than not beesitis scarier | think not to see her. Because he’s a
9-year-old boy and you know one minute your mum'’s herdtedext minute she’s not, the
imagination just takes over doesn't it, so it's bettet fosee you and then you know so you can sleep
at night or, you know, be happy. Know that she’s stillothing wrong so.
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But apart from that, no not really. He's very outgpstill. It hasn’t affected him at all in his, what do
you call it, psychological development.

Sometimes when F6Pt's tired, | think, and he wangotout. Like after school with some of his
friends and like the mothers get together and go out. BE®Rtaiways make that and | think that
might hurthim. On a purely selfish level. But then you know 10 n@addter once he’s had a bit of a
tantrum it's fine so, | don’t really think he seems upd®iut anything, really, He hasn't voiced
anything as it were,

| don't know. Everything, or nothing. It's you know..dbn’t know really. | suppose he wants to
know everything but then | don’t know. How do | get insidiyear-old’s head? So, | think he just
wants to know his mother’s going to be all right the end of the day, you hatre bare bones later,
afterwards you know explain everything so.. but | don’t knoviHe hasn’t said that he wants to know
more. | don’t know

| don’t know how he feels. Maybe. | think there ntigk times when he does. |think. Sometime |
think he’s only nine.

It's just he keeps worrying he takes it a little bihgart. | just think, | don’t know, whether he’s
building something up in years to come but it hasn’t agfibtiim at all he’s still the same happy little
boy he's always been.
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Appendix 16

Focus group transcript
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Focus Group 3 -11.09.04
F — Right, well first of all thank you very much for all cognamd giving up some of your Saturday
morning. F3C has already had a busy morning cos she has been swinftarhgps we should all
introduce ourselves first. Do you think that would be a good thiMghame is Fran and it is my fault
that you are all here really because | wanted to talk to yowmedisas having talked to your parents because
| wanted to talk to the experts but | will tell you a bit malbeut that later, and you are......
F7C!
F —You're F7C!
F2C3.
I'm F2C2!
F3C!
Me — and my name is Melinda.

F — okay. Well ...... who goes with who?

Me — Now we might just tell by..... but the thing is | don'tkhdon’t know if is on the way but Fran
does. Do any of you know each other at all? Have you ever métruach other?

F2C2 — He's my brother.
Me — You know each other, okay, dk&o you have met each other a few times then......
F2C2 - Yeah!

F — and F3C is even more special because she is the only thigd whole project. Everybody else
seems to have had boys so you're really, really special F3&@V old are you F3C?

F3C -38!

F - You're 8! F2C2?

F2C2 — | think | am 12. No, | am 12!

F —You're 12!

Me — Does that mean you're just 12 or nearly 13?

F2C2 — No, umm, | was 12 in umm ,early January so I'en 1R %%.

Me — Yeah, don't forget the half, that's an important half. Wheryeued F3C?
F3C — November!

F2C3 - I'm about 10 %2 in late December.

F — Oh, so you are a Christmas baby?

F2C3 — Umm, no, | was born on New Year’s Eve.

F — Okay so you missed all the celebrations... and how old are yot F7C

F7C - 8!
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F — 8! Okay. Right as | said, thank you very much for cgnaind we wanted to talk to you the experts,
cos do you know what | do for my job?

F7C — Talking to children?

F — 1 don’t usually talk to the children which is why thisuisit different. Melinda does lots of talking to
children.

F7C — Talk to people or.

F — Yeah | talk to people who know that they have got something wrintheir kidneys but who
haven't actually had to have anything done about it like your mum’s bashsplant hasn’t she F7C,
and you dad’s had a transplant and your dad’s on dialysis so | talk fgdeado don't really know
anything about transplants or about dialysis and some of the people ¢ &k tjuite old but some are
quite young and some of them have children and some of them hasfesaaitto me well, what do we
tell the children? and nobody really knows what to tell the childremow to tell the children so
Melinda and | thought it might be quite a good idea if, after spedkiygur parents and sort of
finding out how they went about things or how they felt about thingsy¢hattually spoke to, the
experts, on what you children know or what you want to know or wghighink is good about it, bad
about it, nice about it, horrible about it, all those sort of things ardlon’t just have to do talking,
what we have done before.... Oh as | say | have forgotten the play douginaneally sorry about
that because some people have done some nice models for us andithingse can do some
drawing or we could write a story or whether you have got anytiairsgy that you want to, you know,
you think might be important for us that if there was, say, one,tthiagif | was talking to a mum or a
dad, that you could really, really make sure that theythellr child this or that or whatever whatever
because you're the experts, you're the people who have been tHave talked to a lot of people but
| haven't got kidney problems. What do you think? Does it sokmd lieasonably idea to talk to the
experts?

F7C — Yeah.
F — Yeah?
F7C — Yeah.

F — So have you got anything that you think | might need to know?

Me — Actually | just wondered how you became the experts cos ludwe in a family where you know
either your mum or your dad had come to hospital and had some hielfheiit kidneys but how did you
find out about what was happening to your mum or to your dad and how dicayoakbeout it, who sort of
told you stuff. How did you find out?

F2C2 — My dad told me.

Me- Your dad told you. Did he talk to you both together or sepa®ately

F2C2 — No, umm | think he talked to us separately likemint times........

F2C3 - Yeah cos like when he was in hospital we went upfienedit days...

Me — Was that your choice or just how it sort of happened?

F2C2 - | couldn’t go because | was on a school triplifag, a week.

F — Is that when he had the transplant?

F2C2 - Yeah, and when | came home | had a cold so | comdit’him.

F — Right! But before that had anything happened that they talked alibutour?
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F2C2 — Umm yeah, everything!

F —laughs. Everything! Right, okay! Like what?

F2C2 — Umm, like how dialysis works and stuff like that.....

F — uuh huh!

F2C3 — And like if anything is going to happeRight!) And umm, I'm not sure!

Me — Did your dad know when he was going to have the transplant bediiéte, just come back from a
phone call and say “ I'm going in today for a transplant?

F2C2 — Umm, yeah!

Me — It was just sudden?

F2C2 - Yeah, we wasn't expecting it!
Me — Right!

F — Well obviously not because you wouldn’t have been on a schodlywip had been expecting it |
suppose?

Me — Do you know how long your dad had been waiting to have one?
F2C3 — Umm, afew months......

F2C2 - about 6 months | think. The waiting list waswalioyears... the average is about 2 years |
think!

Me — So you heard when you came back from your school trip......

F2C2 - No umm, because the night my dad got the phanleaas just about to leave for the school
trip, umm, it was about, it was about 8, 9 and | was@to go.... and so | had to go around to a
friends so | slept over there the night.

F — I wonder what it felt like when you heard that the phone cdlicoae through?

F2C3 — He was just happy.

F — You were all happy, your dad was happy?

Me — Well, he had been waiting 6 months and you think hatrbigywaiting up to 2 years, as soon as you
get that phone call it must be very special.

F- What about you F3C, what's your story?

F3C — Well | don't actually remember when | actually tpdl about, | think | was really little | think.

My mum just explained it to me and | was just... and evagitiiused to watch him on the machine
and everything....

F — Do you want to tell the others what your dad does at homeigetahink they might not know.

F3C — Well he just umm... well he’s got those lumps on hissa....(Yeah and he puts some needles
in them and attaches the tubes and then attach & todchine. He sort of then sets the machine up on

different things.

F — Okay, cos | think your dad had a different type of dialgsis't he?

239



F2C2 — He had like a tube from his stomach, to draimli@ or something......
F2C3 - ...... then we had to drain it out in the bath.
F — Did you, so did that mean you didn't have any baths?

F2C3 — No cos umm my dad took it out cos he only needediglat (Right!) and then we had to
have our baths and showers in the day but......

F2C2 - ..... like my mum sterilised it to get rid of dlet.. | don't know what it is but......

F — Okay, so your dad has a special machine at home doesrdr lséedning the blood, a bit different to
the one your dad has? What about your mum F7C?

F7C — Well, | don't really know a lot of it cos | wasaven born(Right)don't really know a lot.
F — But what do you know?

Me — Have you ever been at the hospital with your mum?

F7C —Umm.... Once or twice!

Me — You have, okay! So you have seen her coming into the hasgditaaybe chatting to a nurse or a
doctor?

F7C — Hesitates..... well, my dad picked me up from schabhartold me the bad news and um a bit
sad and umm That your mum might not be home because ghiag to go to the hospital cos her
kidney has gone a bit bad and.... can’t really remembeytéveg.

F — I think your mum'’s kidney is quite special isn't it?

F7C — Cos it came from my grandma’s...Yeah.

Me — | can imagine that was a hard day for you getting picked up bydgduand being told that your
mum might not be at home today cos she is not too well and sheémgeds hospital, so what did
you do when you heard that?

F7C — I cried!

Me — Aah! It is upsetting to hear that, and did you have a changet to go in and visit your mum?
F7C — Yes! | brought her in some biscuits and stk that.

Me — and that always helps.... She must have been pleased to aed ffmbiscuits. Laughs.

F7C — | brought her favourites as well.

Me - Laughs. Oh did you!

F — Which are those?

F7C — Umm, chocolate digestives.

F — Chocolate digestives! Whoo!!

Me — and then what happened after that.

F7C — She came out and.....
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Me — .... So it wasn't so bad after all?

F — And that was only when you were in Year 1 or 2?

F7C — Yeah, Year 1 or reception, | was quite little.r 6.0

Me — and before that you didn't really know anything much, no? @kagk you! You have all had sort
of different experiences and named certain things at certagstirnwondered if you wanted to know, if
you had questions about what was happening to your mum or to your dad, who woasttdtvould it
be someone at home, would it be someone at the hospital, wouldihéerne at school.

F2C3 — My dad.

Me — You'd ask you dad .....

F2C3 — Or my mum, anyone really.

Me- And have there been, sort of, questions that you have warkedw about?

F2C3 - Yeah like, when my dad was on, like, dialysis | gtk what it done and stuff like that!

F — Was that the dialysis at home.

F2C3 — Err yeah!

Me — Good. | think it is quite important to know what he is doingwendreally! He is doing something
that's a bit different at home than people would normally do.

F2C3 - Yeah!

Me — Come to think of it, what other questions you might havene. gdestion | would have had, does it
hurt cos | think it might hurt a bit. Did you ever ask Hiat?

F2C3 — No!

Me — What other things do you like to ask? Hard to thedkhisn't is because you probably asked all
those questions a long time ago.

F — Did you ask questions F3C? Are you an expert in setting tedtine up?

F3C — No, not yet! My mum tried to teach me but | khidlid ask him, | sometimes asked him cos
when he puts the needle in, the blood comes out andtolzestk him does it really hurt.

F — What does he say?
F3C - Well he says it is sore sometimes but it depends hidppens.

F — Right.... and what about with friends and people, do you tallkese theople about if your mum
and dad might be seen perhaps as a bit different?

F3C — Well sometimes I've got close friends when ttmye to my house like, umm, they know about
it already as we have told them but sometimes... somgtiveaedon’t know what their mums want us
to tell them about it so we have just have to sortooiet them in that room.

F — Right, so you have got a special room, as it was, a diatysis.

F3C - Yes!

F — Did you have that at home you two?
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F2C2 — No | think.... Ma - ..... no, it was all kept in aredered in our bathroom and in our mum and
dad’'s bedroom and when like our friends come around we hateitdhe doors. But like a lot of our
friends were in the area and like every one of my fri@modd got like quite a lot of friends and they all
came around, a lot of them came round and like my dad globne call for the transplant then... they
all knew.

F — What about you F7C, do your friends know?

F7C — No! They probably don’t remember. | remembghke takes tablets and my dad has to pick me
up when | go to school but umm, | know!

Me — Do you reckon it helps having friends who know or do you think thatt'so important?

F2C2 — Well it is important, like | haven't ever comeass it yet but | might do later on but like if you
ever need to talk to him or something at least you kranwhave got in, lets say, you are at school and
you can’t actually talk to your mum or dad because #reyat work at the moment, like you have
actually some people you can talk to.

Me — Yeah, okay. | agree with that.

F3C — Like when you're at school and your mum and dadtaver& you can talk to.... | have only
told a couple of my friends, | haven't told all of them.

F — Perhaps because they are special friends. Do your teach®s® kn

FC3 - Yeah, most of my teachers and my Head Teacher.

F2C3 — My Head Teacher knows and when my dad had it tbleetebhad then knew about (Right!)
I’'m not sure about the Teacher | have got n¢Right!} The teacher | had last year, | don't think she
knew.

F — Right! Okay, what about you F7C?

F7C —In Year 1 | had Miss, that was when it wageamg. None of the other Teachers knew.

F — But that Teacher knew?

F7C — Yeah.

Me - And did you ever want to tell any of your friends orydid just think it was it just too hard for them
to understand?

F7C — Too hard to understand....

Me — | also think it is quite hard to explain to them about eideysis or about having a transplant. |
think it is really complicated isn'tit. You have to askiydad what the dialysis is for and you have asked
your dad and found out things from talking to your dad as well. It isaigtreally hard to sort of know
how to explain it to somebody in a way that they can remembdscust something that you talk about
everyday is it, its not like everyday stuff that people wonttbrstand and be able to talk about? It is quite
hard telling friends..... it would be a quite special friend...allthe friends that you have got now, would
there be like a special friend who you would maybe in the futang to tell?

F7C — Umm.... Might be and might not! There might josta couple something like that!

Me — Good, good! Would that be harder for you to ask somebody ilittle

F7C — Yeah!

Me — Thank you!
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F - Would you like to do some drawing. Do you like drawing?
F2C3 - Umm, not very good at it.

F — It doesn’t matter because | am absolutely hopeless anie. oBthe things that some of the children
that have come have done has been to draw a family shield, do you kndwnehat?

F2C3 - Err, yeah....
F — Like a coat of arms!

Me — You have all seen the knights haven't you, where thegve their special shields and they have
specialpictures on the shields.

F2C3 - Yeah!

F2C2 - Yeah, | had to do one for RE....

F2C3 — Oh have you?

F — F7C, would you like a diagonal cross or as it were a verticzs?
F7C — Vertical cross....

Me — If you had a family shield what would it tell us about yourl§anwhat sort of pictures would
you need to have on your shield?

F — Cross like that or a diagonal?

F2C3 - Can | have a cross like that please?

F — They have either moved the floor or | have just shrunk (laughs)

F2C3 — Thank you.

F — You have got colouring pencils here...... pause

Scribbling Or Drawing Sound

F2C3 — | am going to have to be different, | am going teha.

F — well why not?

Me — | think it always helps to be different.

F — F3C, which one would you like?

F3C — I like that!

F — You like that, so you the different one, the individual?

Drawing Sound

F — This is getting more and more peculiar in shape! Herare! Lots and lots of coloured pencils! You
don't have to do it if you don’t want to, if you wantwoan have blank paper and draw something else or
you can just carry on talking to us, in fact you can canryatking to us while you are doing this anyway.

Doesn’t feel too much like school work does it?

F3C — No.... I am glad to be out of school.
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F — You have only gone back this week though haven't you?
F3C — | went back not last week....

F — You've been back 10 days haven't you? When did you go back boys?
F2C2 — | went back Wednesday about 1 o’clock.

F — So you have only had about 2 %2 days at school?

F2C2 - Yeah!

Me — And have you had enough already or is that.....?
F2C2 - Yeah!

F — So this is a new school for you this time?

F2C2 —No |l amin Year 8 now.....

F—... Oh, so you went to a new school last year was it?
F2C2 - Yeah.

F — Right, so how long have you been back F2C3?

F2C3 — | went back Tuesday....

F — Right, so what about you F7C?

F7C — | went back on Wednesday.

F — Oh | see, so its you that got the really short stravt ishbecause you've been back a lot longer
already.

F2C2 - Right, well my school, like, we have loads of dafidike a couple of weeks ago we had like
a bacteria in the water or like when we was back irr Yehhad like a week and a ¥ off for that. In a
week’s time | have a half a day, give it another weekvelgot a day off so.....

F — These part-timers!

Me - | want to go to your school (laughs). That is hard actualikithinabout what is special in your
family...

F—ltis...... | am sure there are some very special things.....

Me - There might be special things you do, it might be songegioiu bought, special things that
people say or do or it might be the best times when your faméyiisghthe greater time or it might
when things are really difficult and what your family do when thingseally difficult. 1 am not
helping am 1?

F — No (laughs). So what did you do in your holidays then F3C? | koWwayve been back to school
a week and a bit and it probably seems a long away, away but whatwébyin your holidays?

F3C — Well, the first week | got my hair blow-dried buhdts all gone curly cos the last week we had
swimming and cos you can't get it wet but it was very exgjyen..

F — Was it?

F3C — Yeah, about £44 | think and there were no chesiicdl or anything and on the .....
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Me — Why did you want straight hair?

F3C — Well we went there cos my hair was very taghike that moment. My mum just said can you
do just something to try and sort it out a bit so we justltt really... they come from Thursday blah
blah and we'll just wash it and blow dry it and then atfbett we went on the London Eye for the
second time and | was like hugging all these coats oydraad so | wouldn't get wet cos it was
raining. We had to buy an umbrella there and umntherast week we went to Devon. That was the
second last week. We stayed with some friends and #satuite nice and my dad went on the
machine in Exmouth.

F — So you were able to get away even with the machinevasei?

F3C — Yeah!

Me — That must make it a bit more complicated doesn't ibggon holiday?

F2C3 — A few years ago we went to Center Parcs whenaolwes on the machine and we had to like
get someone to bring it over....

Me — Right!
F — But you still managed to go which is good?

Me — What like a delivery truck to go all the way down to CePéeks and deliver your dad’s
machine?

F2C3 - Yeah....

F2C2 — | think we got one over there or something likg ttk& a nearer hospital or something like
that | think but we didn’t take our one at home, wairino, | think our hospital supplied it or
something like that.

F — Another one miraculously appeared in your chalet at CentresRark

F2C2 — First of all we didn’t have one but then my dad tbdike phone up a couple of hours later....
F — Right, phew, that must have been a bit worrying...

F2C3 — We got to do everything was gonna do except our dad \@esur'td to go swimming.

F — Right. Why was that?

F2C3 — Umm, I'm not sure, just that | think he had loadscafs and stuff and he couldn’t get wet
otherwise he would just make it worse so occasionalgame out and just kept him company.

F — So did it get too lonely?

F2C3 - Yeah, but he had a couple of books.

F — So he was happy was he? Peritoneal dialysis, they often don’tmewahit.
F2C2 — But you can like get a bag or something.

F — Yeah, they have got special holes in to put your tubedrsemetimes its like....did your dad used to
take lots of showers rather than baths when he had his tubes.

F2C3 - Yeah.

F2C2 — | think my dad always had showers.
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F — Cos for some people that's quite a big change. What about goditikyou go away?
F7C — Centre Parks again but umm, there was nothing writhg@ur mum in the water.
F — Se she could swim with you?

F7C — But err, most places she don’t need her tabletsdoutt know why she doesn’t need her
tablets when she goes away but she either takes them ki asleep she does ....... Pause.

F — I thought you said you weren'’t very good at drawing? That looks amazing!

Me — Like a view isn’t itAAll laugh) Maybe that’s him when he had a bit more hair!

F3C - Yeah, he was chubby as well.... cos | think he whsfibre my mum and dad’s wedding.

Me — Right! | am very pleased that you all had a holiday this.year

F2C2 — Well we didn’t go to Centre Parks this year, wetwe America so....

Me — Ooh, you lucky thing!

F3C — My cousin went to America and my friend.

F2C3 — We just escaped the first major hurrica@é. fght) We had a little one.

F — A little one? How big is a little one? Was it verglitening?

F2C3 — Umm, no, it wasn't in our part, it was like jusbabd us(Right.)We saw it forming and then
we say that... you know them vans that try and stipiso that they can And then the next day it was
like the actual thing cos that one just blew awaythed the next day there was a tiny one for, I'm not
sure how long, cos were just going around theme paklesdidn’t even think about it.

Me — Right!

F — So it didn't affect your holiday?

F2C3 — No, and then we went back home | think the nexit dayd that there was a huge hurricane.
F2C2 — We had, like, 24 hour delays.

F — Oh dear, what in the airport?

F2C2 - Yeah, but we got put into a hotel about seven.... aldatthe morning but luckily because

all like young children and like medical needs had to gb $o umm we got there, like, the first people
in there so like we virtually got the best room and yiike a lot of people got there about 10. If you
was at the back of the aeroplane they done it by smalbers so was quite lucky there.

F — So sometimes its useful to have a dad with a medicakpnablit (joking)!

F2C2 - Yeah!

F2C3 — But we didn't think we was gonna have that long gydeldact, we didn't think we was

gonna have a delay at all so umm my dad packed all hissablihe suitcase and then when we had
the delay, he didn’t have them so he had to go rigitedbspital.

F — Oh my goodness!

F2C2 — Of course they don't have like the NHS, you hay&y for them.Right). And that was like,

something in England that is really hard to get holdldfave no idea what the tablets are called but
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umm luckily he got it and made the flight as well. He tmkkave about 12 and the flight was about 2
or about 3 but you had to be in there... no its 4, buthaxe to be in there 3 hours... 2 hours early so
just made it!

Me — Right, its an exciting life isn’t it when you have gbtthose things...... pause.

F — And you say your friend went to America as well F3C?

F3C - Yeah, my friend and my cousin. She knew thee hsld just come back with the hurricane
thing, it was on the news and everything and there wer

Me — Its so scary...

F3C - Yeah, she had just come back in Thailand atrtree. ti...

F — | bet you were glad that she was back weren’t you?

F3C - Yeah, and my friend, yeah! She'’s one of my furloge friends.
F — Laughs... your funny close friends, okay!

F3C — My close friend but she’s really funrfiRight) No one wanted her to go but me cos she’s
really funny!

Me — Well the good thing | have learnt from listening to you alréathat even though things can a bit
tricky like tablets being locked away in suitcases on plandsametimes even forgetting dialysis
machines and even taking tablets down to Center Parcs and having pesplt of sort them out there, all
of you have still been able to sort of go away and have a holiday ané heaky nice time with your
family.

F — So do you think that is one of the important things thdittheemummies and daddies that, you know,
you can still do things with your children.

F2C3 - Yeah.

F2C2 — Preferably get a dog!

F — Get a dog? Okay, why have they got to get a dog?

F2C2 — A beagle!

F — A beagle! Right!

F3C - | did have a dog, | have a hamster.

F — You have a hamster?

F3C — My dad takes him ...... laughs. We | have got to likedlit, I've had to.

F2C3 — Well we used to have a dog ages ago but it was jkikererr border collie and it bit F2C2
when he was a little babfOh right) so we got rid of it and then we had umm goldfish and we gav
them away cos too big and then we had guinea pigs and tltky die

F — Right!

F7C — So you had a lot of pets in the past?

F — Have you got pets then at the moment then F7C?

F7C — | have only got one at the moment, a dog!
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F — You've got a dog? What sort of dog have you got?

F7C — | have got a cross breed and he’s tan.

F — What's he called?

F7C — Bobby!

F — Do you take him for lots of walks?

F7C - Yes, umm, | called him Bobby because | went to tigsgpthce when | was about 2 and there
was this dog called Bobby, | really liked him but unfortuhyate didn’t like kids and | was really
upset and then we went to Battersea Dogs Home and ggtandowve called him Bobby because he
was okay with children(Good!)He was a bit soppyThat sounds like a good sort of doghfe went
to the vets once and he had to have an operation bduauses a bit too hyper. He had his nuts
chopped off(Oh dear)(laughs). And he had problem with his glands sometinesrubs his bum on
the floor so we had to take him to the vets and umrpukeehis hand up his bum and squeezed acid
out and he yelped.

F — Oh dear, that sounds nasty. | think hamsters are easier (laughs)

F7C — And | was like....that must have hurt.

F — ....I'm sure it must have.

Me — Do you reckon you know more about like medical stuff becauset happens to your dad or to
your mum, do you think you sort of know a bit more about you know what happeaes and stuff?

F7C — Sort of!

F3C — No!

Me — No, you probably have learnt more through your dog haven't y®WPGHS | wondered if it
makes you more worried about what might happen to somebody’s body or bebatrssr, or,
because your mums and dads are okay that it makes you feel ghiagatan happen with the body
and still be alright again?

F3C — Well one thing | did um is because ..... well whditlllike about our families.... my mum and
dad do like me to know umm about.... they wouldn't lie andiéayno, if someone’s body was like a
bit wrong or something and | asked they would say thigiv they were born and stuff or they
wouldn't just say like that ... they would say what it vaasl how you get it, its just nice to know
what is actually going on.

F — Do you feel happy cos they actually explain what is going gouo....

F3C —Yeah.....

F-.... so that's important as well isn't it, okay?

Me — they wouldn't just say oh no, not to worry about that.....

F3C — Yeah!

F — Do you think it is difficult sometimes, for mums and datltgou things in a way that you will
understand, cos “Bobby’s” are quite complicated aren’t they? Ereyamazing things... pause

F7C — A little bit!
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F3C — It probably is hard to tell you what is going way that you understand like, umm, like umm,

you couldn’t say it like you would say it to an adult cos go quite little and you wouldn’t

understand really. You have to say it like a childrery,wou know, how children think.

Me — | guess one part of it is actually saying it in wdnagd people can understand but also | guess lots of
mums and dads don’t want to say anything that is going to upsettfileiren or make them worried. Do
you think sometimes your mums and dads have really had to think abdiielyavan say what they need
to say to you in a way that doesn’'t make you worry about them?

F3C — Yeah.

F7C - My dad tried once but | just burst into tears.

Me — Some things are just very difficult aren’t they no matterrtiogly people put things. Do you reckon
you worry more about your mums or dads then other people of your ageomighyou think you're very
relaxed?

F7C — A bit more!

F — A little bit more do you F7C?

F7C — Yeah.

F — Why do you think you worry a bit more?

F7C — | dunno really.... PAUSE

Me - | bet all of you have got some friends at school whose anodads have never been into
hospital, never had to do anything to look after themselves....

F - ... never taken any tablets....

Me - ..... or do anything like that and would probably find it very hanahderstand what it is like to be in
a house where your mum and dad go to hospital quite a bit.

F7C — | know one, and | think you know him too, F1C

F — Yes, we have met F1C

F7C — He's in my class.

Me — That'’s interesting. Do you and F1C ever talk about stuff?

F7C — No! Because, we really like doing walks or gawigsanother person. We are not really like
best friends or nothing, we are like middle friends.(®ka)e don't really talk about it really....

Me — | think that is quite unusual to find someone in your ellsshas, you know, someone in their family
who has been in hospital, that's quite unusual.

F7C — Yeah, and my mum had the same thing wrong with Fb@'s and they had the same, at the
same time they had their transplants.

Me — Gosh!
F7C — | think F1Pt.... | think F1C’s mum had it as well &ela machine.... PAUSE

F — That's really incredible. See in a few minutes you abknus through and make some little notes
about what you ...... pause.
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Me — It really is very interesting talking to you becauss jiist quite helpful to know what we can
help other parents say to their children, you know, do we tthtfo tell them everything about what
is going on or do we tell them just to tell them some oftttiea wait for you to ask questions first.....
F3C — Well | would sort of say to tell them the truth.

F — Cos telling the truth is very important!

F3C — Because then if your child found out without yourtglthem they would be really upset so it is
sort of like better to tell them like, truthfully whétractually happens.

Me — Okay. That's very good advice! | think it might alsedny helpful to make sure that teachers at
school know. Do you ever talk to your teachers?

F7C — | talked to Mrs . She tried to calm me down bth Wer cow. The other teachers didn't really
know, not really any of them.

Me — Okay!

F7C — And the one in my class now, | don't think sheiibl either! LAUGHS. Unless she has to
have another operation.

Me - Right!

F3C — Well | don't talk to my teachers about it. Al teachers | have had already know about it and
umm my head teacher does, umm, like cos my school'y bl it's actually a really nice school.
Like, everyone asks about your family and just to seetheware and, like, my head teacher, every
time | see him he asks how's your dad, how's your nhow; are you and all of that? He always asks
how my family are.

F — Good! Do you think it's important that as much as possibléttisyour mum and dad that talk
through things with you?

F2C2 — Err, yeah!
F — Is there anything that you think might help them that perhaps we aw2ld
F3C — Don't know really.

F — I mean do any of you like reading books or do you prefer watchMrag playing computer games or
something?

F3C - Playing computer games!

F — Playing computer games!

F7C — All of them really!

F — All of them? You like doing all of those things?

F2C2 — I'm not really into computer games. | prefiee playing guitars and listening to music.

F — We will have to do some sort of musical presentation.

F2C2 — I'm more that type of guy (laughs).

Me — | think the reason we're saying that is we wondered whétmight be helpful to write a story for
girls and boys about mum’s and dad’s having dialysis or having a kiceregptant and whether that

would be another way of people finding out about sort of what happens aiiichappens. Also, the sort
of things that mum’s and dad’s could use with their children jusbtbof start to diffuse the topic cos |
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mean you know quite a few people could sit there and you're hasimgea or whatever and your mum or
dad suddenly said “by the way | just need to talk to you aboutkiyow, dialysis” and you think “what’s
that, why do | need to know about it?”

F — | suppose it's a bit different for you F3C cos you can ayember the machine being there can't
you?

F3C — Yeah!

Me — Have you ever imagined what it might be like at hogruif dad didn’t need dialysis?

F3C — Well, we could go more places, like, when my muns gbeoad every year but my dad can'’t
come obviously cos of his dialysis so he has to sthintebut if we could go and see him it would be
quite fun cos we could all go out together not like me andnomyn going somewhere and me and my
dad somewhere... us not getting to go somewhere cos my dad

F — Right, so you have still been abroad but its just beenyithmum?

F3C - Yeah.... well my dad has... he has been on an aerolikanse’ve been to Ireland but we only
stayed for about 2 days because my best friend, tepdiross the road, they come from Ireland and
we have known each other since we were babies arffégstiher aunty and uncle were getting
married we went to....they said that we could come overesavent to Ireland.

F — So you did manage to get somewhere as a family bufargych a short time between dialysis
sessions.

F3C — Yeah.

F — These pictures are just amazing. They are very, véitedk

Me — You have worked so hard on those pictures. It has beenwatehing you do that!
F — Lots more colours here if you want any.....

F2C2 — | don’t think | will colour in my picture becausgi$t can't.

F — No, that’s brilliant....

F2C2 - | think | did quite good drawings and then when it gets ¢ime colouring and painting | just

Scribbling Sound In Background

Me — Do you do quite a lot of sports then F2C3?
Pause

F2C3 - Yeah. Go on, tell us about your picture F2C2?

F2C2 — Umm, well, first size is like my guitar and lilkeseny big brother plays guitar as well and like

F- ... Do you all play guitar at your house?
F2C2 — Umm, my little brothers might like play like id &f guitar and like you see it and then .....
F2C3 -..... and then hopefully | am going to play with drums.

F — Oh right, so you are going to have a whole band in your house?

251



F2C3 - Yeah!
Me — | could be a backing singer!

F2C2 — Right there’s my first section with all my gustanmm, my second section is like a Lift
Company, like my dad’s worand my next section is like a CD collection and vinyl.

Me — Its huge by that picture. Huge collection.
F — How much time do you spend listening to music?

F2C2 — Well, when I'm home from school, about 80% of d&fell | just put it on and then do other
stuff in my room.

F — But does the whole house have to listen to it or do you hadphwmees?

F2C2 — No, the whole house but like my mum has her musinstairs and my big brother has his
music and my little brother has his music and | havemgic.

F — Does the house vibrate with it?

F2C2 — My next section which is nearly finished but islellicated to Jack Black, the biggest legend
in the wild. Its my dad’s and mine favourite actortie house and he has got his own band.

F — Right!

F2C3 — He’'s in things like Ice Age and School of Rock.

Me - | love that film....

F2C2 — And he’s got like years and years of films planmedilee Shark Tale and...... lots of stuff.
Me — Oh him?

F2C2 — ... and I'm just about to draw Curt Cobain, tlggest legend in music, from Nirvana, as you
can see theréYes!)Unfortunately 10 years ago he committed suicifRight) Because people knew
his name when he didn’'t want them @Right) And the Massive......

F - .... lot to do with you and your music but also quite a bit twittoyour dad isn't it?

F2C2 - Yeah!

F — Okay, have you finished yours?

F7C - Yes, I've nearly finished my hospital but...............

F—...... okay, you've got a picture of the hospital have you? Wiybawgot a picture of the
hospital?

F3C — I'm mainly colouring in my important picture. Laagh

F — So you have got a picture of the hospital. Is it this hospital?
F7C - Yes.

F — So why have you got a picture of the hospital then?

F7C — Cos | was born in hei@h right.) And my mum had her operation ....... PAUSE
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F — So it is quite an important hospital if you were born here ish'tAnd if you're mum had her
transplant here.... okay.

F7C — ... kidney tablets....

F — .... kidney tablets, right..very important cos your mum needs to take them.
F7C — Yeah.
Pause

F — What else have you got there?

F7C — Books and...Bpoks?) And my very, very important Game Boy Advance.
F — Game Boy Advanced?

Me — That's a new one isn’t it?

F2C3 - Yeah, I've got my one in my mum'’s handbag.

F — You hope she hasn’t sort of pawned it to Borough Market (Laughs).
F2C3 — Hope not!

F7C — And My dad at his house has “Pierce 2"??

F — Oh wow!

F3C - I'm gonna get Pierce 1.

F — What sort of books do you like?

F7C — | like a rude type of story called Captain Underpants.

F3C - Yeah, when we did the books week Mr ...... was wedights and his underpants .....
F7C- ...... and he had a little red cape!

F — (Laughs.) Are you ready to explain yours C2C3 or not yet?

F2C3 — Umm yeah, there is music cos our whole famkigslimusic and holidays.
F — Any particular sort of holidays?

F2C3 - No!

F — Any holiday?

F2C3 — And sports.

F — Is that for your or .....

F2C3 - Yeah and, like, everyone in our family likes t&por

F - cricket bat!

F2C3 — Baseball bat!
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F — Ohit's a baseball bat is it? Oh right, okay!

F2C3 — and there’s a cricket bat and then baseball arghfboet, cricket stumps, tennis racquet and
tennis ball and American foot ball.

F — Oh that’s American football, not rugby?
F2C3 — and a rugby post.

F — My goodness that a lot of sport.

Me — Do you play sports?

F2C3 - Yeah I'm signing up for..... last year | couldn’t méd the football team, | signed up for that
and | signed up for rugby and my last section is eneneent like TV...... PAUSE

F — So that's just the whole family night entertainment as well?

F2C3 - Yeah!

whispering in background

F — Yeah well we have been here an hour nearly. Yeah, | know!

F3C — Well the first one is just our faces becauserealahappy in our family and second one is
umm like a rollercoaster cos we do like rides. We daetgo Land every year and sometimes maybe
even twice and um we just go on all the rides. Thd thire is well all like sports, like, we were
watching the Olympics and one thing that we didn’t likes that the second week of the Olympics we
were on holiday and the people we stayed with didn't hawé. 40h dear!) We were listening to the
radio but their dad had the TV laughs .... And then wel@lrhusic really. We got all our different
types of music. Like, me and my dad maybe sometimdikeaeeggae and my mum likes all this old
stuff like Genesis and Meatloaf and everything.

F — Now that’s what you're talking about, | understand now (Laughs).

F3C — Meatloaf is alright and now she likes Keane.

F — Keane?

F3C — Keane, they're new people! Laughs.

F — Never heard of them.

F2C3 — | like them!

F3C — They're alright!

F7C — I haven’t heard them!

F — No, | haven't either!

F2C3 - 1like small bands. Yeah, | like David Bowie and Btdrley.

F — Now they are names | recognise you see, David Bowie anisl&tzy.

F2C3 —and T Rex and | don't mind....

F2C2 — Queen?

F2C3 — Oh right, | don’t mind them and | don’t mind Rod Stewa
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F7C - My mum loves Queen.

F — Your mum loves Queen, did she go and see the play, the fusical

F7C — When we were moving, she looked for a Queen Giash't at daddy’s house and like ....

F — Was she upset because she couldn't find it?

F7C — Yeah!

F — F3C was saying that they are all happy in their family aatittrey all like sport and they all like
music and they all love rides and they go to various different plabere they can do lots of different
roller coaster rides.

F3C — Hopefully we will go to Thorpe Park.

F7C — I've been there.

F — You've been to Thorpe Park?

F2C3 — Our brother’s going to university......

F—Ishe?....
F2C3 - ...... and he’s going near, where is it, .
Me — Oh right!

F — Has he got in to do physio?
F2C3 — Err, yeah, yeah!
F2C2 — That's’ what he wanted to do......

F7C - If you are going to go on a tidal wave, bring youbrella or your welly boots(laughs) Told
you, not just a tidal wave but a .... like when it goes dowfast like you get soaked.

F2C2 — When we went to America there was this ridectallpurney through Atlantis and if it's a
really big one you don’t get that wet and then you do Byrsmall one about a metre and it all.....
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Focus group 3

Information

F2C2 — My dad told me.

F2C2 — No, umm | think he talked to us separately likerint times........
F2C3 - Yeah cos like when he was in hospital we went upfiemedit days...
F2C2 — Umm, like how dialysis works and stuff like that.....

F2C2 - about 6 months | think. The waiting list waswalibyears... the average is about 2 years |
think!

F3C — Well | don't actually remember when | actually tpd about, | think | was really little | think.

My mum just explained it to me and | was just... and evagtiiused to watch him on the machine
and everything....

F3C — Well he just umm... well he’s got those lumps on hissa....(Yeah and he puts some needles
in them and attaches the tubes and then attach i todchine. He sort of then sets the machine up on
different things.

F2C2 — He had like a tube from his stomach, to draimlia or something......

F2C3- ...... then we had to drain it out in the bath.

F7C — my dad picked me up from school and he told me thedvesland um a bit sad and umm

That your mum might not be home because she is goigg to the hospital cos her kidney has gone a
bit bad and.... can't really remember everything.

F7C — Cos it came from my grandma’s...Yeah.

F2C3 - Yeah like, when my dad was on, like, dialysis | sk what it done and stuff like that!

F3C — No, not yet! My mum tried to teach me but | khidlid ask him, | sometimes asked him cos
when he puts the needle in, the blood comes out andtolzestk him does it really hurt.

F7C — She takes tablets

F3C — Well one thing | did um is because ..... well whditlllike about our families.... my mum and
dad do like me to know umm about.... they wouldn't lie andiéayno, if someone’s body was like a
bit wrong or something and | asked they would say thiwiv they were born and stuff or they
wouldn't just say like that ... they would say what it vaasl how you get it, its just nice to know
what is actually going on.

F3C — It probably is hard to tell you what is going way that you understand like, umm, like umm,
you couldn’t say it like you would say it to an adult cos go quite little and you wouldn’t
understand really. You have to say it like a childrery,wou know, how children think.

F7C - My dad tried once but | just burst into tears.

F3C — Well | would sort of say to tell them the truth.

F3C — Because then if your child found out without yourtglthem they would be really upset so it is
sort of like better to tell them like, truthfully whétractually happens.

Family life
F2C2 - | couldn’t go because | was on a school triplifeg, a week.
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F2C2 - No umm, because the night my dad got the phdnleaas just about to leave for the school
trip, umm, it was about, it was about 8, 9 and | was@to go... and so | had to go around to a
friends so | slept over there the night.

F2C3 — No cos umm my dad took it out cos he only needediglast (Right!) and then we had to
have our baths and showers in the day but......

F2C2 - ..... like my mum sterilised it to get rid of dlet.. | don't know what it is but......

Friends and school

F3C — Well sometimes I've got close friends when tteye to my house like, umm, they know about
it already as we have told them but sometimes... somgtiveaedon’t know what their mums want us
to tell them about it so we have just have to sortobiet them in that room.

F2C2 — No | think.... Ma - ..... no, it was all kept in aredered in our bathroom and in our mum and
dad’'s bedroom and when like our friends come around we hateitdhe doors. But like a lot of our
friends were in the area and like every one of my fri@modd got like quite a lot of friends and they all
came around, a lot of them came round and like my dad globne call for the transplant then... they
all knew.

F2C2 — Well it is important, like | haven't ever comeass it yet but | might do later on but like if you
ever need to talk to him or something at least you kranwhave got in, lets say, you are at school and
you can’t actually talk to your mum or dad because #reyat work at the moment, like you have
actually some people you can talk to.

F3C — Like when you're at school and your mum and dadtaver& you can talk to.... | have only
told a couple of my friends, | haven't told all of them.

FC3 - Yeah, most of my teachers and my Head Teacher.

F2C3 — My Head Teacher knows and when my dad had it tbleetebhad then knew about (Right!)
I’'m not sure about the Teacher | have got n¢Right!} The teacher | had last year, | don’t think she
knew.

F3C — Well | don't talk to my teachers about it. Al teachers | have had already know about it and
umm my head teacher does, umm, like cos my school'y srabll, it's actually a really nice school.
Like, everyone asks about your family and just to seetheware and, like, my head teacher, every
time | see him he asks how's your dad, how's your nhow; are you and all of that? He always asks
how my family are.

Holidays
F3C on the last week we went to Devon. That was thenddast week. We stayed with some friends
and that was quite nice and my dad went on the machine ind#xmo

F2C3 — A few years ago we went to Center Parcs whenaolwes on the machine and we had to like
get someone to bring it over....

F2C2 — | think we got one over there or something likg ttk& a nearer hospital or something like
that | think but we didn’t take our one at home, waiino, | think our hospital supplied it or
something like that.

F2C2 — First of all we didn’t have one but then my dadtbdike phone up a couple of hours later....

F2C3 — We got to do everything was gonna do except our dad \@esur'td to go swimming.

F2C3 — Umm, I'm not sure, just that | think he had loadscafs and stuff and he couldn’t get wet
otherwise he would just make it worse so occasionalgame out and just kept him company.

F2C2 — But you can like get a bag or something.
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F2C2 — | think my dad always had showers.
F7C — Centre Parks again but umm, there was nothing writhg@ur mum in the water.

F7C — But err, most places she don’t need her tabletsdoutt know why she doesn’t need her
tablets when she goes away but she either takes them kmn asleep she does ....... Pause.

F2C2 — Well we didn’t go to Centre Parks this year, wetwe America so....
F2C2 — We had, like, 24 hour delays.

F2C2 - Yeah, but we got put into a hotel about seven.... aldatthe morning but luckily because

all like young children and like medical needs had to g $o umm we got there, like, the first people
in there so like we virtually got the best room and yiike a lot of people got there about 10. If you
was at the back of the aeroplane they done it by smalbers so was quite lucky there.

F2C3 - But we didn't think we was gonna have that long gydeldact, we didn't think we was
gonna have a delay at all so umm my dad packed all hissablihe suitcase and then when we had
the delay, he didn’t have them so he had to go rigitedospital.

F2C2 — Of course they don't have like the NHS, you hay&y for them.Right). And that was like,
something in England that is really hard to get holdldfave no idea what the tablets are called but
umm luckily he got it and made the flight as well. He tmkkave about 12 and the flight was about 2
or about 3 but you had to be in there... no its 4, buthaxe to be in there 3 hours... 2 hours early so
just made it!

F3C — Well, we could go more places, like, when my muns gbeoad every year but my dad can’t
come obviously cos of his dialysis so he has to stajntddut if we could go and see him it would be
quite fun cos we could all go out together not like me andnomyn going somewhere and me and my
dad somewhere... us not getting to go somewhere cos my dad

F3C — Yeah.... well my dad has... he has been on an aerpfikenwe’ve been to Ireland but we only
stayed for about 2 days because my best friend, teepdiross the road, they come from Ireland and
we have known each other since we were babies arffégstliher aunty and uncle were getting
married we went to....they said that we could come overesavent to Ireland.

Pictures

F2C2 - Umm, well, first size is like my guitar and like cos hig brother plays guitar as well and like
[...Umm, my little brothers might like play like a bit gliitar and like you see it and then Yeah!
Right there’s my first section with all my guitars, upmmy second section is like a Lift Company, like
my dad’s workand my next section is like a CD collection and vinyelMwvhen I'm home from
school, about 80% of day (listening to music). Well | justit on and then do other stuff in my room
the whole house but like my mum has her music downstadsny big brother has his music and my
little brother has his music and | have my musicy rdxt section which is nearly finished but is all
dedicated to Jack Black, the biggest legend in the wild.mly dad’s and mine favourite actor in the
house and he has got his own band.He’s in things like geeadd School of Rock, And he’s got like
years and years of films planned out like Shark Tale andots .of stuff. and I'm just about to draw
Curt Cobain, the biggest legend in music, from Nirvasg,aa can see ther@es!)Unfortunately 10
years ago he committed suicidgRight) Because people knew his name when he didn’t want them to.
(Right) And the Massive......

F7C - Yes, I've nearly finished my hospital but — I'm mgioblouring in my important picture.
Laughs. — Cos | was born in he(®h right.) And my mum had her operation ....... PAUSE... kidney
tablets.... Books and...Bpoks?) And my very, very important Game Boy Advance. | lkeude type
of story called Captain Underpants.and he had a litleape!

F2C3 - Umm yeah, there is music cos our whole family likessic and holidays. And sports.Yeah

and, like, everyone in our family likes sports.Basebat! &nd there’s a cricket bat and then baseball
and football net, cricket stumps, tennis racquet and téatliand American foot ball.— and a rugby
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post.— Yeah I'm signing up for..... last year | couldn’t gedithe football team, | signed up for that
and | signed up for rugby and my last section is erneneent like TV...... PAUSE

F3C — Well the first one is just our faces because wekreppy in our family and second one is
umm like a rollercoaster cos we do like rides. We daego Land every year and sometimes maybe
even twice and um we just go on all the rides. Thd thire is well all like sports, like, we were
watching the Olympics and one thing that we didn’t likes that the second week of the Olympics we
were on holiday and the people we stayed with didn't hawé. 40h dear!) We were listening to the
radio but their dad had the TV laughs .... And then welalrhusic really. We got all our different
types of music. Like, me and my dad maybe sometimdikeaeeggae and my mum likes all this old
stuff like Genesis and Meatloaf and everything.
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Appendix 17

Children’s pictures
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