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Abstract

Admiral Nurses are mental health nurses specialisisgpporting family carers of people

with dementian community and other settings. Working collaboratively with other
professionals, Admiral Nurses seek to improve the quality of life for people with dergntia
focusing on supportive interventions for filygncarers However, to date, there has been

limited attention paid to elicit the meaning of such supportive interventions as constructed by
family carers of people with dementia on the receiving end of such services. This thesis aims
to address this imbahce by operationalisingad SSUHFLDWLYH L (discouwdny, p'q
dream, design and destjnpformed by greliminary stage questionnaidestributedto the

whole population of Admiral Nurses in the United Kingd@m54) to contextualise current
practice.Appreciative inquiry is a research method which explores experiences of services by

eliciting accourd of good practice as a foundation for analysis and development.

The data from the questionnaire identified constructs of respect, empowermetigtioey
and partnership working with carers tiaiscompared with the literature from the family
centred literature. The empirical indicators of carer ability and competesrearticulatedas,
decisionmaking information receivingandsharing. The intervig questions for the

discoveriVWDJH RI WKH 'Y F\FOH ZHUH FUDIWHG IURP WK

UsinganDSSUHFLDWLYH L Qafatetdhenqoll§ctéd &v@rtd nine month period.
7KH pGLYVFRYHdincudsKtbeWsluntary participatioof nine carerslTeleplone
interviewswere used to elicstories of value and welleing of caring for a person with
dementiaAlongside tls data collectiormethod participationwas invitedfrom fifty four

Admiral Nurses, two caréand people with @mentia peer support groups and stakeholders



of the Admiral Nurse Servidee. service managers, administration staff and support staff from
for dementiaThe resultant focugroupusedmind mapping ta@apture caring relationships and
steersubsequentatacollection. Theedata were further analysed using a constant
FRPSDULVRQ WHFKQLTXH EHIRUH PRYLQJ LQ WR WKH pGl
stage gave an opportunity for creative study methods. The carer group participated in data
collectionusing photography and narrative whilst the Admiral Nurse, cpeeson with

dementia and stakeholder group attended a further focus group using an adapted nominal
technique 'XULQJ WKH pGHVLJQY VWDJH RI WKH p'Y F\psOH D
Themes were further analyseding a constant comparison technique moving the inquiry into
the uG HV W L Qh§ curev Baleelvealed the unique way that each carer managed their
relationships within a complex and at times very stressful caringdisituAlthough each

carer developed their caring role within sometimes difficult environmental, practical and
emotional constraints they developed strategies and coping mech#msmnabled them to
continue to care for the person with demeriaeferance group of nine carers and two

Admiral Nurses provided consultation, rigour and guidance to the study throughout the data

collection period.

Thefindings were expresseatrough four typologies afaring relationshipghemed as
recognising (1), tranefming (2), stabilising (3) and moving on (4).this context, carers
developed feelings of wellbeing and value of their caring relshaping their feelings of self.
This is an alternative to the manifestation of isolation, stress and burden ascaneoot@
caring role. Second|yhe caconstruction of four principlethemed as attributes (1), meeting
the needs of the carer (2), knowledge and skills (3) working with organisatiahep{dying

underlying valuese.g. trust, flexibility, honesty, acssibility, knowledge and continuityf



Admiral Nurse practice have developed an understanding of a faertyed approach to

Admiral Nursing that is relationship focused.

Implicationsfor practicewerethat F D U ékpr§sgedvish is to be recognised as individuals

There is a complex interaction between the carer and the person with dementia and the people
that support them which has a powerful influence on how the caring role is supparted an
maintained. This is represented by the conceptual ntloaiehas been developed in this study

to presenhow Admiral Nuréng principles and values support tleatringrole.
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Preface

Admiral Nursing: A Study Context

The thesigpresens evidence from the experiences of carers, people with dementia, Admiral
Nurses anatherstakeholders who have all had contathvan Admiral Nurse, either through
their caring experience or as a stakeholder in an Admiral Nurse S@lree@dmiral Nursing
Service was introduced in the early 1990s as a direct result of consultation with family carers
of people with dementiand isprimarily aimed at supporting family carers. Admiral Nurses

are all registered mental health nurses who practice in a range of primary, secondary and
tertiary services and are employed by the NHS name Admiral Nurse is adopted from the
gentleman whostamily founded the service for carers of people with demehaname was
Joseph Levy, nicknamegdmiral Joe] Dewds &eensailor in his spare timéntil his

death, Admiral Joe lived withascular dementia and was cared for at home by his wife and

family in North London.

The charityfor dementigpreviously The Dementia Relief Trust) was formed to support the
Admiral Nurse Service in 1990 and remains the central organisation to the dervice.
dementigorovides a organisational structure twdp support the work of Admiral Nursgir
instance irgovernance for the service and supporting finance for new services with a host
organisationas well as fundingionthly peer group supervision and practice development for
existingAdmiral Nurse wher@er their location. This supportive processnianaged byn
Admiral NursePractice Development Lead located at the centaidinatingoffice in

London. There are currently 54 Admiral Nurses in Englamdl Wales and t@ime of writing

Admiral Nursesare located in patches across London, Kent, the West Midlands, the North

viii



Westof Englandand Flintshire. AllAdmiral Nursesare hosted by NHS Trustsd he

supportive arm of the charifgr dementigorovides a innovativeway of facilitating Admiral
Nursesto work collaboratively and across organisational bounddaeslementigorovides

WKH VXSSRUWLYH pEUDQGY RI $GPLUDO 1XUVLQJ HQVXUI
practice deelopment and group supervision; this facilitatess Admiral Nurseserviceto work

in partnership witdamily cares (Casey 1995).

As an intervention approachne Admiral Nurse Service currentljilise the stresdurden
model described by Zargt. al. (1982, 1985, 1987and Pearliret. al.(1990 as its

underpinning philogohy and interventionist approach

In their dayto-day practice Admiral Nurses:

x Work with family carers and people with dementia, with family carers as the prime
focus of their intervention;
x  Work with family carers and people with dementia to providetmacadvice,
emotional support and information. They use psychosocial skills to educate and
support the management of the care of a person with dementia;
Xx '"HOLYHU HGXFDWLRQ DQG WUDLQLQJ LQ GHPHQWLD |
X Make available consultancy togfessionals working with people with dementia and
their families; and
x Promote best practice in persoentred dementia care.

(DH 1990; DH 1999a, b; DH 2000; DH 2001; DH 2004, DH 2006)



Referralsto the Admiral Nurse Service are often complex requirineeise in working with
family relationships as well as advanced skills in dementia care (Ktadly20079). The

Admiral Nurse service is unusual in that it provides a health care intervention for Garérs
familiesby taking into account the needstlé person with dementia. With twentgars of
accumulated practicexperiencethe Admiral Nurseervice has recogsgd that the needs of
carers and families amonstantly evolving andhangingwith the accompanying challenge of
balancing the needs of ¢hcarer and the person with dementia in the context of a relationship
(Keadyet. al.2004, Nolaret. al.2004 Adams 200% Admiral Nurses are also aware of the
nursing knowledge required to provide the care to carers of people with dementia but have
struggled to find an existing model that provides a framework (UKCC 1999, Dewing &
7TUD\QRU 2 1 & RHawNng the knowledge and skills to support this journey is
often trivialised and ignored by health and social care professionals. As an AdmsallNur
have been privileged by being able to listen to carers relate their personal stories of their
caring journey. Each case has its own very complex set of issues, concerns and problems

supported by the skill and knowledge of the carer (Hibbkerdl.2008).

The origins of this thesis start with my reflections of my personal life, career in nursing and
questions | had about tineeaningof nursing older people with dementia and their families.

This thesis will explore thiguestionand suggest areas faimily-centred development.
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Introduction

Dementia carghasits origins in a biemedical model. However over the past thirty ye@rs
hasgrown todevelopan inclusive ad psychesocial approacbased ortoncepts of
individualised care, pergsecentred care and relationship centred ¢irevood 1997; Clarke
1999;Nolan et al., 2008Keadyet. al 2007a). Service user and carer involvement are also
now prominent in the literature with policy documents to guide these inclusions (DH b999a,
DH 200Q DH 2001, DH 2004 DH 2004, b; DH 2009).Services are being actively
encouraged to develop and implement inclusive approaches to the needs af qrepte

with dementia from their perspective.

In the thesis, | will argue thaentral to the pcess of caring athe individual experiences of
carerswho identify periods of wetbeing and value to how they manage and develop their
relationshipswith theperson with dementia. At the same time, | will identify how the

principles and values of Admal Nursing underpin a famdgentred approach for working in
partnership with carers, people with dementia and associated services to support and develop
the typology of caring relationships along the caring trajecilidng. thesis will follow a

chronologcal approach; with the context of the study, the literature review, methodology and
study design chapters cover the period up until October 2007 when | first engaged in the initial

fieldwork.

The thesis comprises a series of chapters, as follows:



Chapter 1: A Personal Reflection

This reflexive account addresses my decision to undertake the research examining my early
adjustment to nursing people with dementia and how it has become rooted in my identity, and
includes personal as well as professional agpees (Higgs and Titchen 2001). The narrative

is arranged in chronological order and describes my early years and later my experiences as &
nurse. The chapter aims to give insight into the reasons for me beginning this research

journey.

Chapter 2: Dement ia a Contextual Description

This chapter reviews the literature in relation to dementia to briefly outline different models

of dementia and biomedical, psychosocial and relational approaches to the care of people witl
dementia. The chapter begins withexploration of the key policy considerations and the

context of the demography of dementia inth€. In keeping with the primary focus of the

study the chapter concludes by setting the context of a caring role in dementia care, and the
context of commury psychiatric nursing and the development of Admiral Nursing in the

1990s.

Chapter 3: A Family-centred Care approacha Literature Review

This chapter provides a review of famigntred care approaches up until September 2006 to
enable therogres®n of ethical approval and data collectidgtowever, he literature was
continually checked and updated throughout the study and the updates are reflected in
Chapters 7 and 8he chapteibegins by examing thepsychosocial intervention literature in
relation to the meaning it holds for carers. The chapter then desarfitesly-centred
approachGUDZLQJ RQ OLWHUDWXUH IURP PHQWDO KHDOWK C(

nursing and palliative car&ghe summary discusses how the literature contextudlises
3



inquiry with the literature from chap®pbne andwo, and the anecdotal evidence from the

Admiral Nursing service to explore the meanaigamily-centred Admiral Nursing to carers.

Chapter 4: Methodology

This chapter gives a brief overview of teK LORVRSKLFDO EDFNJURXQG XV
DSSURDFK GHVFULELQJ WKH SDUWLFLSDWLRQ RI pSHRSO
awareness of and engagement with their world.chiagter goes on to describe the

development of the research methodologsdus this thesis underpimg my reflexive

approach to writing this thesighis resulted in the choice of appreciative inquiry as a research
methodology which focuses on exploring strengths in the development of theory and practice.
How gopreciative inquy works as a research methodologgéscribedDV LV WKH LY F
of appreciative inquiry which structures data collection and analysis. Tioifoised by an

outlineof methodologywith supporting rationale for each of the study methods, telephone
interviews, focus groups, photography with narrative, mind mapping and an adapted nominal
group technique. The chapter concludes with a description of the development of a constant

comparative techniques the analytic framework for this thesis.

Chapter 5: Study Methods

This chapter considers the details of study design based on the principles described Chapters
2, 3 and 4, includingesearch ethicstrategies of sampling, a discussion on patrticipation,
recruitment, and the process of obtaining cahsehe chapter then describes the participatory
nature of the research design, its phases and the use of appreciative inquiry. The chapter
continues with an explanatidhe analytic methods and the interpretation of the data. The

chapter concludes withagescription of how the dataeremanaged.



Chapter 6: Discovery,Dream and Design

This chaptebegins withthe contextualisation of current Admiral Nurse praciicehe

preliminary stageising a questionnaire to Admiral Nurses n=54. The chapterris the

divided into three subsections to reflect the journey through the first three stages of the
DSSUHFLDWLYH L Qlisecokdny dreairf] aRd B&ligihediscovery phase of the 4

p' T F\F Oswvithl iWDdleVes the researcher and then a desmnijoti the narrative data from
WKH FDUHUVY WHOHSKRQH L QWHithYsedhidnd ma@pihgdaR P IRF XV
primary data collection methodhe datawereco-constructed with participants and reference
groups to develop the questions for the dreard phH R 1 Wagdie usad'th structure data
collection The dream stage devekihbe cc FRQVWUXFWLRQ RI FDUHU pFDUL
$GPLUDO 1XUVH SULQFLSOHV DQG YDOXHV 7KH GUHDP S
HSRVLWLYH FR U HdbldingB@dntheexi§idgDaues generated in the discovery
stage. The data collection continues in this chapter using photography with narrative and focu
groups using an adapted nominal group technique. The data collection is described using the
co-constructed themes, principles and values developing an early model of supportingacarers
typology of caring relationships and the further development of Admiral Nurse principles and
values.Using an appreciative inquiry approatethird stage of dataatlection described in

this thesis is desigiiere, he chapteprovidesa description of data collection invitirsgudy
participants to two separate facilitated focus grolipg. carer participants were invited to a

focus group to view the data and agpeevocative propositions. The second focus group
comprised of members of the carer, people with dementia, Admiral Nurse and stakeholder
participantsThe chapter concludes with-constructed data ready to develop a theoretical
understanding of the typolggf caring relationships and the principles and values of Admiral
Nursing as described more fully in the next chapter

5



Chapter 7: Destiny - Completing the Appreciative Inquiry Cycle

This chapter is the description of the last stage of the appreciatyd X LU\  pdéstifjf FO H
RU HhGHOLYHU\ 1 7KH GHVWLQ\ VWDJH GHY HeaéhStNictdlK H W K
data attempting to add to the debate about how Admiral Nurses can support a carer of a persc
with dementia. The model is the resoflthe implementation of appreciative inquiry theory
developed by the participants from their development of the typology of caring relationships
and the principles and values of Admiral Nursing. The chapter describes the emergence of a
model that supportsow Admiral Nurses can work using a famdgntred approach

throughout the caring trajectory.

Chapter 8: Reflections on the Research  Journey

The final chapter in this thesis discusses how a caexlopsheir caring roleusingthe
typology of caring relationshipshich provides a framework giracticefor the Admiral
Nurse The practice implications of the Admiral Nurse are discussed in canftehe four
principles and underlying values that have been identified in this inquiry. The chapter
concludes with a reflection dtie use of appreciative inquiry as a methodology and my

journey as a researcher.



Chapter 1

A Personal Reflection

| approached the PhD as a neophyte researcher who was steeped in practice and educational

knowledgeof dementia care butith limited exposure toesearchmethods and methodology.

In thisopeningchapter Ipresent reflexive account of my own personal journey into the

world of research. The chapter offers the reader the opportunity to explqesitieningof

this thesis. It detailhe source of my motivations in relation to the perspectives that are

researched, analysed and discussed ierisaingchapters. At the risk of becoming an

SHPRWLRQDO H[KLELWLRQ L Yt#is cha@ed ackndvi@dges O@W K I W \

S H U MrRleg process of qualitative research. Callaway (3283 describes reflexivity as
ppening the way to more radical consciousness of self in facing the political
GLPHQVLRQV RI ILHOGZRUN DQG FRQVWUXFWLQJ NQI
continuing modef self analysis and political awarene§s

The account is based on the life story work described by Gubrium (1993) in which he sharpen:

the traditionally qualitative research issues of normaljsingsistency, and emotionality

focusing on biegraphicddata.

| also providehis reflexive account as context for the design that sits at the heart of this
thesis; namely, th®@ SSUHFLDWLYH L Q TiKinary stage fhfdfrimatidngashdrihg
(Whitney and TrosteiBloom 2003) As it was with theaticipantsin the studyjt became
necessary for m do thisby reflecting uporsome of the more stressful and sad tiofasny

life. | was also mindful thatraditionally, appreciative inquiry is



@ period to collect and share the story of exceptiaeabmplishmerf{Cooperrideret. al.

2005p. 39

My Personal Journey

Early years

, JUHZ XS LQ D FRPPXQLW\ ZKHUH IDPLO\ YDOXHYV DQG D\
development. | lived in a comfortal@doed roomed house with my parents and younge

brother in a quiet 1950s modern semmial area of Kent. My childhood was one of outside
activities and blissful days in fields and gardens of a leafy suburbia. Primary school was a bus
ride away and my years there passed in a flurry of sporting aesivtid friendship groups.

The issue of @ademic level did not raise its head until the day ofithelus. This was the

first real change that | remember in my life. | failed 1ieplus and after much soul searching

on my parents behalf, about which schioghould attend| found myself at d&argesecondary
modern schoabith all the negative connotations that surroundeButlying, racial remarks,
derogatorycomments andheing put dowrfwere part of daily lifeThis experience has
remainedwvith meto the present day. Howeveénvas one of the lucky ongkhad supportive

family, good friendship skills andasseentobeRQH RI1 WKH filkelebti&liwWeR Q HV
VHFRQGDU\ VFKRRO DY 1evelsand& typing Wil sharthiaad qualificatiom

enterthe work place as a secretaayworthwhile occupation but not one | wanted to

commence at this formative time in my life. Indeed, this limited expectataynbe one of the
reasons why | took my next steipso the nursing fieldalthough | had apggrently spent most

RlI P\ HDUO\ FKLOGKRRG pPEDQGDJLQJY SHWV DQG IULHQG

My teenage years hold memories of strong friendship groups, parties, music and a Saturday

job in a curtain fabric shop. Those friendships have held together evgedhs and | still see
8



many of the people | met that time | moved to London when | wds years old and

continued enjoying the social life tife capitakity whilst starting my career as a nurse.

Nursing Career

| started my nursing career as any&@r old school leaver e mid 1970s. My introduction

to nursing was exciting and the fi‘dtZHHNV RI p3UHOLPLQDU\ 7UDLQLQJ
whirl of new relationships, learning and independent living in a big city. The course | had
chosen was a loit course involvingt years of training to include state registrati®GN) and
registered mental health trainii@MN). We were a small set of students amosggtificant
QXPEHUV RI pJHQHUDOYT QXUVLQJ VWX GwefeWewedn® G WKUR
glightly oddfand gifferentf\WR HYHU\RQH HOVH :H ZHUH DOZD\V WK
mental health placement atite p P H QstMdz@dh general placements. Those first few
ZHHNV Rl WUDLQLQJ ZHUH EDVHG RQ W& kb wsHdos\wereV U L F W
DOORZHG LQ WKH QXUVHVY KRPH HYHU\RQH ZDV LQ WKH
given out byan unnecessarilgtrictmatron. The uniform code was equally strigth each

dress being handmade and then soaked in copious améstasch that made for sore necks

and stiff arms. Each button was safety pinned to the dress and apron and the numbers of
buttons and safety pins strictly accounted for by the ward sisters. | had nightmares for many

years about safety pins and buttons.

My initiation to the wardsa medical wargwasnot too stretching for me as it closely matched
my expectations of a task orientated pattern of care with a number of skills to be learned and
gigned offfin my assessment book. | then completed an acutenpdanten mental health
comfortable with the new and innovative approaches to careekpetiencedGroup therapy

work was common place and a ngmnother and babfunit was being introduced. By the time
9



, ZDV SODFHG RQWR RQH -geti DMKUHL A/IRhadsa®R oW fallSivintd il
misconception that mental health care was changing, the large institutions were closing and

institutionalisation was not coming my way at this innovative teaching hospital.

In preparation for the placement tive psychegeriatric ward] had been told to wear uniform
DQRG WR EH SUHSDUHG IRU LW WR EH pKHDY\Y , DUULYHC
quickly shown to thewenty eightEHGGHG plLIJKWLQJDOHY VW\OH GRUP
was in astate of either undress or lying in bed, the smell and noise was overwhélmimng.
$X[LOLDU\ 1XUVHV ZHUH V\VWHPDWLFDOO\ pFRPPRGLQJT
LQIRUPHG PH WR 3sVWDUW WKH RWKHU HQG DQG ZRUN P\
locker. Beside the first bed was a frail elderly lady slouched on a commode without a stitch on
« P\ VKLIW FRQWLQXHG $W WKH HQG RI WKH GD\ , ZHQ\
hadseene told me | hadwo choices eithercomplete the placeent or l@avemy nursing

career that afternoon. He also said that the only way to change things wasktat it

| did return and finished my placement. | also took note of the conversation with my tutor and
with his support looked at mealtimesaMl KH SUDFWLFH RI pFRPBIRMGLQJ SLC
table. Thispracticewas changed towards the end of my placentéoivever, he experience

and exposure to practice on the psygeoatricwardhad a profound effect on m&he

PHDQLQJ RI pF bhanlugngfask Orike prate¥desl been raised for me.

Relationships
I married in 1977 agk20 yeas and moved back to Kent the year affewgether, my husband
and Irenovated® houses before having our first daughter arygars later planned our rtex

child. The next event in my life illustrates this and connects with some o&thesf
10



reflections later in this thesis. At the end of 1984 my life changed forever, my husband died
suddenly leaving for work in the morning and never returning. An undgaghcongenital

heart condition shortened his life to 27 years. We had been married for ayehesl known
each other since we were 16 years old. It was then, finding myself alone3wtaaold and
pregnant with our second chjlithat | realised thanportance of family, friends and

colleagues. They literally carried me through the next year. All the relationships and life

experience skills | had learned and connected with became the centre of my life.

| gradually stabilised my life. My second datgyharrived safe and well, | returned to work

and life started to begin again. New relationships developed from old ones andrriexd in

1986 to a friend | had known from my school days. We moved house and areas and the first
GD\ KH ZDV F DwWekhk® weGBr&da the right track. My third daughter was born in
January of 198& tiny premature baby dependant on the special baby care unit. Our trust and
hopes were placed with that professional team for several weeks before we could take her
home. he importance of being able to communicate with the team of professionals and know
our baby was safe and being well cared for was central to our life for that short period of time

We still remember them 21 years on.

Other events have crafted my lifarging varied amounts of joy and sadness all intertwined
with self development. | find myself feeling privileged that my life so far has been so

preciously supported by the people around faily, friends, colleagues and acquaintances.

Dementia Care Nusing
In mynursetraining | was lucky enough to be working in the same hospital as Dr Brice Pitt

(Pitt 1987). Although not aware of how innovative his work was at the timas one of the
11



fortunate students who benefited from working in the new commtotgused psycho

geriatric service. Changes and approaches to psyehatric care were happening quickly

and my next psychgeriatric placement was very different. Patients had their own clothes for
onething and essential individual care and supporttlfie family was slowly being

implemented. | felt the theory was beginning to catch up with the practice. In my first

psychiatric book the text regds

It is desirable for him (the patient) to have as few changes in nursing attendants as
practicable. If he presence of one member of his immediate family reassures and
relaxes him this should be encouraggiut the doctor should be asked to forbid
YLVLWLQJ LI WKLV LV REYLRXVO\ GLVWUHVVLQJ KLP
movements are essentiabft, repeated reassurances may be found in some instances
WR EH WKH EHVW pW 9 (Madii¥dn@ @l L19Hp 920 YDLODEOH

Again | slipped into a comfort zone of believing that care for people with dementia was
changingand although the acpted terminology of the time now appears strange and
demeaningW KRVH SHRSOH ZLWK pVHQLOH GHPHQWLDY DSSHIL
their needs. Of coursmy limited experience was in one small geographical area of East End
Londonand Il leartV RYHU WKH \HDUV WKDW DJDLQ , FRXOGQTW
1979 as an RGN and RMN giving me a wide choice of staff nurse posts. Towards the end of
P\ WUDLQLQJ , KDG GHYHORSHG DQ LQWHUHVW LQ ZRPHC
gynaecology ward. This was a challenging area that stretched both my limited mental health
experience and my general experience. The psychological support to women in18édate
around life changing surgery was very limited and | immersed myself in hétpergrourage

nurses to talk to patients about forthcoming major surgery and the potential life changing

results it would have.

12



After a year we moved house from London to Kent where | worked as a junior staff nurse in
an acute admission mental health wafa local general hospital. The higliechnical and

modern approach to mental health was barley evident on this ward. Refleatkigday |

can see that the fact it was not based in a large psychiatric hospital but was a first step to
moving acute mdal health into the community. A community team was set up whilst | was in
post and | was keen to be part of it. | was rejected at interview for being too young and pretty
and would pose a risk when working alone in the community. | cannot imagine beictgde

for these reasons today but accepted it at the time. My growing interest in community work
then led me to apply for a district nurse post for which | was accepted. In this post | had found
my comfort zone. | was delighted with the autonomy | wasaadtl and the variety of clinical

work | could accept onto my case load. | completed my district nurse qualification in 1981 and

worked in the South London area until 1986.

My work life then became secondary to my personal liféfgears for reasonshlave
outlinedearlier | returned to my career six years later and worked as an agency nurse in many
different areas; acute mental health, occupational health and the care home sector. A chance
PHHWLQJ ZLWK DQRWKHU puPXPY D W Wérkirl With I€ReRsOTRID W H V
was a3 year project that | shared part time with a physiotherapist, to investigate the needs of
family carers who were caring for a person following a stroke and the training needs of care
workers in the care home sector. Otrex3 years we developed and had validatedatidwal
Vocational Qualificatiorevel 2 programme for care workers in the care and community
services in Maidstone Kent. This work generatexdmeto support the work with family

carers of people following stroke. In the mid 1990s this type of work was seen as innovative

and we were able to evidence the support of physical and mental health needs of the carer. At

13



the end of th&® years the project was fully funded as a permanent service, | remained in the

service for a further two years.

My interest in working with carers wadreadywell developed when | accepted the post of
Admiral Nurse | have worked as an Admiral Nurse foyears. The firsB years | was

clinically based working across a wideaal area of Kent. In 2003 | accepted a post as a
LecturerPractitioner at Canterbury Christ Church University. The University imad a
underdeveloped dementia curriculum when | took up my post giving me the opportunity to
develop amore robust and enhanceigher Education dementia programnvy teaching
responsibilitiesiow involves dementia care in the InfEofessional Professional Registration
programme3 modules at level 3 in the Continuing Professional Development Programme and

2 modules in the level Masters Programme. Both degrees offer a dementia care endorsement.

Embarking on the research journey

Embarking on academic research study has been the next step for me; circumstances fell into
place in what seems like a natural order to allow make tip this journey. M@ daughters

DUH JURZQ XS DQG OHDG LQGHSHQGHQW OLYHV DQG P\ ¥
The most important factor aboeinbarking on this research jourrfey me was that the

research should make a positive contritmtio the lives of carers, people with dementia and

support the future practice and development of Admiral Nurses.

Throughout the80 years | have been a nurse | have observed the gap between practice and the
evidence base that informs the practice imetia care. Thankfullypractice has changed in

many ways and my career has taken various directions over the years. When | accepted the
14



post of Admiral Nurse my years of experience as a general and mental health nurse were for
the first time consolidateddmiral Nursing has given me the opportunity to be able to

DGGUHVV WKH QHHGV RI WKH FDUHU DQG WKH SHUVRQ Z

Summary

The personal experiences | have described in this chapter are an illustration of #oene of
relational and emotional turning points of my life. They provide an insight into how my life
hasshged my values and beliefs. My life and nursing career feel closely entwined with my
personal experiences impacting on my nursing practice and philosbphysing.This

chapter is a reflection of some of my own life experiences highlighting that as a researcher |
hold empathy for the feelings of loss and grief and the feelings olbeily and achievement.

| have continued to focus nojinical practiceand academic wor&round achievement and
DSSUHFLDWLRQ RI KDV DLW WG HHoExMhidRdHLE WilBiow be

reflected in the approach to this thesis.
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Chapter 2

Dementia: a contextual description

In Chapter 1 | decribed some periods of my life that have great meaning to how | have
continued building and developing my personal relationships and career pathway. The impetu:
for this study has emerged from those I¥ems and my experience of working with people

with dementia and their family members (Segaric and Hall 2005). This background framed the
nature of the study and was integral to it. ChaptutBnesmy research journey and places

my thoughts and ideas within the context of dementia and starts to thefiteamporal nature

of the study. The chapter begins with a perspectiMdid policy (up until 2007) on dementia
taking the publication of the National Institute of Clinical Excellence and the Social Care
Institute for Excellence (SCIE) guidelingBementa: Supporting people with dementia and

their carers in health and social cafgclinical practice guideline 42: NICE/SCIE 200 its

anchor SDUWLF X O D pomotoK of albigSyRhdSdaV model of dementia. The
chapteralso considers théemogaphy and prevalence of demerdi@ddescribsits biological
perspectivevith reference to clinical feature& psychosocial perspectivd dementia is also
addressed whicimcludes a review of persogentredand relationshigcentredcare The

chapter conladeswith a contextual descripticabout the caring role in dementia.

The Policy Context

Over the years, and from a UK perspectihere has been growing recognition of the need
IRU VSHFLDOLVW VHUYLFHV WR ROGHU SHRSBEDUHLY® D HH
Arguably, astarting pointvas the publication ache NHS Community Care A¢DH 1990)

which separated health and soaiale needandtransferedresponsibility for meeting the
16



social care needs of older people to local authoriéiethis time, providing focused care to

family carers was relatively new to health and social care practitioners. Asarpoe to

policy development, Twigg and Atkin (1994) and Nolan, Grant and KeEBp) were

amongst the early researchers consideringdddv§ QHHGYV UDLVLQJ DZDUHQF
RI VXSSRUWLQJ D FDUHUYY KHDOWK DQG VRFLDO FDUH C
(Recognition and Service) Act changed the way that health and social care recognised their
work and assessmeoit family carers (DH 1995). At this time it became statutory

responsibility to offer a carer an assessment in their own right when the person they were
caring for required an assessment. Although this was a significant step forward for carers of
people wih dementia, it did little to support them with practical help and services as people
with dementia were often not identified to have a social or health care need until a point of

crisis was reacheddnlovet. al 2009.

Policy has continued tpromotecarer related services across the spectrum of health and social
care 6ee for exampleDH 199%; DH 2000; DH 2004). The voices of carers of people with
dementia remain largely inaudible although there have been other national policy drivers to
help hear thie voices (DH 2001; DH 2006). Howevearolicy hasgiven enormous emphasis

on developing dementia services and addressing the needs of people with dementia and their

carers

At the end of tk 1990g¢he National Service Framework (NSF) for Mental Healtlswa
published (DH 1998 which explicitly overlookedadults over the age of 65. Two years later
the NSF for Older People was published (DH 2001) setting out eight standards with a ten year

programme for action and reform to deliver quality standards to pédgrle. Standard seven

17



specifically addressed the care of older people with mental health needs asmgltasineed

to treat and support older people with dementia and with depression. Three key interventions
were advised, promoting good mental heéldh early recognition and management of health
problems (2) and access to specialist care (3). To support the three interventions advice on
establishing good practice was given for the treatment of people with defi#it2001p.

90):

X explaining the diagosis to the older person and any carers and where possible
giving relevant information about sources of help and support

X giving information about the likely prognosis and options for packages of care

X making appropriate referrals to help with fears andies, distress, practical
and financial issues that affect the person and their.carer

X using norpharmacological management strategies such as mental exercise,
physical therapy, dietary treatment alongside drug therapy

X prescribing antpsychotic drugs fomore serious problems such as delusions,

and hallucinations, serious distress or danger from behaviour disturbance.

Disappointingly, there was no funding attached to the NSPifder People(DH 2001)
although, on a positive note, the framework Ergjed oganisations to refigure services using

creative ways to meet thiargets.

Further attention was not given to this until the follow up report to the Fbtgédot Report
(Audit Commission 2000). The Forgkte-Not report (Audit Commission 2000)dtilighted

the lack of understanding about dementia in primary care. General Practitioners reported a
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sense of helplessness in actively making an early diagnosis as there was little that could be

done for the person with dementia. A follow up report FehgetNot 2002 (Audit

Commission 2002) reported that there had been little change in the two years from the

publication of the first report.

Further developing the policy and practice contex®(d@5 the M publishedSecuring Better

Mental Services for Ot Adults(DH 2005a). This was a landmark publication promoting a

joint vision for improving services for people with dementia. The vision included:

X

X

services to be based on needs not age

all services to view people as a whole taking into account thesigaiyand mental
health needs

organisations working together to provide best quality care

training staff who work with people with dementia so that they can recognise when
to refer to a specialist service

LQYHVWPHQW LQWR ROGHU SpiRiS@®HTY PHQWDO KH

In the same yeaand inrecognition of the challenges of implementing their viseoeervice

development guidd Y HUVERG\TV % XVLQHVV LQWHJUDWLQJ PHQW

(DH 2005b)was publishedThevision inherent irthis publication was to inform local

discussions fothe commissioningagendato outlineprovision of services and to provideest

practicefguidancgDH 2005b) The guidgDH 2005b)identifies the needs of people with

dementia in primary and community camgermediate care, care for people in general

hospitals, specialist mental health services and special groups.
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Efforts to integrate care and metal health expertise for people with dementia were taken
further in 2006 with the publication of NICE/SCIE guidel42 pementia: supporting people
with dementia and their carers in health and social S@RCE/SCIE2006). The publication
once again emphasised the importance of collaborative working and that the needs of people
with dementia do not easily fit intane category. The guidelines aim to:

X LPSURYH ROGHU SHRSOHfV TXDOLW\ RI OLIH

X meet complex needs in a-ooadinated way

x

provide a persoreentred approach

x

promote age equality.

This groundbreaking publication reviewed the evidence on current dementia ecetepr

providing guidance on how to establish joined up services for people with dementia and their
carergNICE/SCIE2006).By taking a care pathway approatie guidance considers the

impact of dementia on the person, their family and wider a soociéé ¢iom when they first
identified the onset of the conditiofhis is achieved by targeted neuropsychological
assessment and diagnostic process that considers good practice in all aspects of dementia ca
includingfuture and advanced care planningethmay well involveend of life. This holistic
approach is inclusive of younger people with dementia and those with a learning disability and
dementialrheNICE/SCIE guidelinet2 (NICE/SCIE 2006promotes dementia as a bio
psychosociamodel with a balanceecessary between the fpeychosocial factors in order for

the person living with the condition, and their carers/family, to receive optimum care
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Demographic perspective

Until relatively recentlydementia wasommonly referred tdD V pivy | QQla@epted as part
of getting old(Madisonet. al.1971). Today this is no longer considered to the casavith
dementiaunderstood aa set of symptoms causby damageo the braifKnappet.al.2007)
Dementia can affect a person of any age, but is nomstron in older people. Age and female
gender are associated with a higher prevalence, with one person in 1000-&§egktdbs; one
in 20 aged over 65; and one person in 5 over 80 having a form of dementia é€nalpp
2007). The report estimates thagr are now 683,597 people with dementia in the UK. This
is representative of one person in every 88 of the entire UK population. As people now live to
a greater age this number is expected to increase in the febunrexample,he total number

of peoplewith dementia in the UK is forecast to rise to 940,110 by 2021 and 1,735,087 by
2051, an increase of 38% over the next 15 years and 154% over the next 4Kryaaps
et.al.2007) These figures do not include people with learning disabilities or pedble w

dementia ilNHS continuing care facilities.

The expected prevalence of dementia worldwide is expected to grow in conjunction with the
UK figures. Demographic ageing is advancing rapidly in China, India and Latin America
where the number of older pdepvill have increased by 200% as opposed to 68% in
developing countries in the 10 years up to 2020 (The Harvard School of Public Health 1996).
Further prevalence studies publishe@@®5found a trend towards a lower prevalence rate in
developing countds as opposed to developed countffiesriet. al. 2005. Reasons for this

are believed to be a younger mortality rate and cultural disregard to the milder symptoms of
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dementia in the early stages. However, most people with dementia live in developing

countries; 60% in 2001 rising to 71% in 2048e(ri et. al.2005).

The biomedical perspectives

The term dementia covers a number of symptoms accompanying certain diseases or disorder:
resulting in deterioration of intellectual functioning, i.e. in meynperception and routine.
There are many different causes of dementia and they vary in progression. A persistent
perspective on dementia is the biomedical one highliglitsrahysiological and cognitive
features. For instancénd World Health Organisain (WHO) defines dementia the following
way:
[Pementia is a syndrome caused by a range of illnessest. e currently incurable,
and causerogressive, irreversible brain damage. They include Alzheimer's disease
(the most common cause), vascular disefasatal lobe dementia and Lewy Body
disease. Symptoms of dementia can incindmory loss, difficulties with language,
judgement, and insight, failure to recognise peogiggrientation, mood changes,
hallucinations, delusions, and the gradual loss afigito perform alltasks of daily
living

(WHO 2007p. 1)

This definitioncategoriseslementia as a syndrome that is not one particular type of condition
EXW D YDULHW\ RI FRQGLWLRQV ZLWK VLPLODU RU FRPP
camot describe the whole story; a more precise diagnosis is required to inform practice and
instigatetimely andappropriate care. Some of the most common forms of dementia are

described below:

$O]KHLPHU fs\theostiddirivhen dementigerri et. al.2006). The presence of
amyloid plagues and neurofibrillary tangles in the brain wereidiesttified by Al ois

Alzheimer in 1907 (Alzheimer 1907). Amyloid plaques are toxic to cells with the hypothesis
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being that the disease process results from an imtstzatween the production and clearance
of amyloid precursor protein. This changes the chemical structures of the brain causing
irreparable damage to the brain céBayeret. al.2001) The brain becomes atrophied with
extensive loss of the grey mat{@ayeret.al.2001) A definite diagnosis can only be given
after identifying two core lesions of the disease at post mdigman and Trojanowski

1997) The course of the disease is one of slow decline to cognitive functioning and loss of
daily living skils (Hardy and Selkoe 2002As the disease progressie need for support

and care increases and can last for up t8@gears (Cantley 2001 p. 12).

Vascular dementigs caused by the occlusion of oxygen to parts of the brain damaged by
small stroke (transischemic attacks), or small vessel disg@s®vler and Hanchinski 2000)
Conditions such as, or associated with, hypertension, heart disease, diabetes or circulatory
problems that affect the brain can cause vascular denf€htiget. al2000) Vascular

dementia often has a sudden or dramatic onset and can be focal, for example loss of visual
awareness and language ski®huiet. al.2000) A history of a step wise progression in
cognitive impairment, being emotionally labile and lacking in nadton can aid a diagnosis
(Alagikrishan 2007)This can be associated with evidence of stroke when the prevalence of

dementia is ten times higher than the general population, (Alagikrishan 2007).

Frontotemporal dementig an umbrella term for a numbdrincommon diseasgmcluding
BLFNYV 'LVHDVH ,W LV PRUH FRPPRQO\ DVVRFLDWHG ZLV
symptoms after the age of fdeaworth and Burke 2000In the early stages, symptoms

include changes in behaviour and personality, diffgfrom Vasculadementia and
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$O]KHLPHUYY GLVHDVH LQ WKDW LQ WKH HOG&fRsNuD JHV
et.al.1990) 7KH GHILQLWH GLDJQRVLV RI 3LFNYV 'LVHDVH UH
affected cells and swollen or badieed cells in the cortex of the brain at post morteary

and Snowden 1996) % UDLQ LPDJLQJ XVXDOO\ LGHQWLILHV p3LFEN
lobe and anterior temporal lobes classifying it as fraatoporal dementiéGraff-Radford
et.al.1990) The average duration of the disease is 5 years but has been known to have a
longer duration in some patier{Boxer and Miller 2005)The process of diagnosis for this

type of dementia is often long and complicated therefore impacting on the familgrgt a v

early stage (Yeaworthnd Burke 2000).

Dementia with Lewy Bodies caused by small spherical protein deposits that develop within
WKH QHUYH FHOOV RI WKH EUDLQ 7KHVH LQWHUUXSW W
concentration, languagskills and motor response. The main features of dementia with Lewy
Bodies are fluctuating cognition, visual hallucinations with Parkinsonism, extreme sensitivity
to antipsychotic agents and rapid eye movement sleep disorderetiNake2006).Some

condtions such as depression, brain tumours, nutritional deficiencies or drug reactions, may

mimic a dementia and can be successfully treated to restore cognitive functioning.

7TUHDWPHQW RSWLRQV IRU $O]KHLPHUYY GLVHDVH DUH P
K\SRWKHVHVY ZKLFK PDLQWDLQV WKDW DV D UHVXOW RI
use acetylcholine, critical to memory and learning are positively aff@gteldeith et. al

2005; Galvin 2003)Recent advances have seen the production ardriired use of

acetylcholinesterase inhibitofiaufer 2004) Thesedrugs increase the amount of
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neurotransmitter available by inhibiting the action of the enzyme responsible for its
deterioration. NICE/SCIE provide practice gandterelated to the use diiis medication
(NICE/SCIE 2006). Fothe other dementias described treatment options using medication
require a careful balance to manage symptoms of the dementia and the side effects of the

prescribed medicatiofNICE/SCIE2006)

Use of the biemedicalmodel without recognitioof other approachdas understanding the
construction and meaning of dementia meaas heither the person with dementia timrse

in supportive rolesre seen aseingactive contributors to care. The person with dementia is
viewed as not having a sense of self or iderffitgntos 2005) In the next sectiothis point

will be balancd by describing the psychological perspective of dementia care.

The psychological perspective of dementia care

The pioneering work of Tom Kitwooee Kitwood 1997) hasxerteda major influence on

the field of dementia card@he application oy SHUPM R@QWUHG FDUHY KDV EHFR
MEHVW Srilizkeverid field and has influenced UK policy formation and construction
(DH 2001) Examning the psychosocial approach to dementia reminds us that a person with
dementia is no less a person than anyone else and efforts should be made to maintain and
LPSURYH TXDOLW\ RI OLIH E\ UHVSHFWLQJ DQG SUHVHUY
this further means that we take the perspective of how the person with dementia views their
life rather than our perspective of how they should lead their life. As Kitwood argued the
HGHPHQWLDY LV QRW WKH SUREOHP WidfdsstobaR 800iéty LV pF

LOQDELOLW\ WR DFFRPPRGDWH pWKHLUY YLHZ RI WKH ZRL
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FUHDWLQJ PDLQWDLQLQJ D pWKHPY DQG pXVY GLDOHFWL

years by the socially constructed and devalued statuR&FBlRQH ZKR LV PGHPHQW

$W WKH KHDUW RI .LWZRRGTV-FHQWWRHG FOW HRZD R | uSHHW W

Rersonhood: it is a standing or status that is bestowed upon one human being, by
others, in the context of relationships and sociah@elt implies recognition, respect
and trust.y

( Kitwood 1997 p. 8

Personhood iarecognition of the value of all human beings (regardless of race, sex,
disability, age or cognitive ability) and is a status that one individual bestows upon ahother.
upholding personhood mamsycietal factors are involvedich agulture, availability of

support and services anehfortunatelythe negative attitudes that many professionals hold
towards dementia may also diminish personhdodhe early days of hisork with people

with dementiaKitwood (1988; 1989; 19901993)became aware ofiepersonalising
WHQGHQFLHY +H REVHUYHG ZLWKLQ WKH FDUH KRPH VH
misinterpreted the communication attempts of the person withrdemeften labelling them

as ghallengingdfor aggressivélIn this context Kitwood (199p. 4647) describes the
behaviour of theeW LIQLILFDQW RWKHUY DV PDOLJQDQW VRFLDO
psychology is perhaps the mosigativeaspect of cartraditions andncludesthe types of
taskorientateccare | referred to in my reflexive account in Chaptaith a higher profile

given to dementiaducation and traininfpr professionalgPulsfordet. al.2007) policy and

quality advancements (NICBI3E 2006)andthe rising voice of people with dementia to be

included in educational programmes research and service development (Wilkinson 2002)
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.LWZR R G { ¥escription of a malignant social psychology for people with dementia can

begin to be challeged.

Persorcentred careaccording t&itwood (1997) flowed from the conception of personhood.
By reducing the excess disability that comes from poor quality care and the enviramment
whichit is provided the values of persecentred caréas a diectimpact upn caredelivery.
Persorcentred carés avalue systentowards others derived by Rogers (1961) and introduced
to dementia care by Kitwood and Benson (199% approacheflecting a way of being that
VKRZV UHVSHFW |IRU HrdiFA#uaBty RevsRCefitredcaréckndwledges that
eachperson with dementiaas the same human value, shares the same human rightssand
the same varied human needs as every other person.{eergmed care is a philosophy of

care that places value empowerment, enablement and independence. Kitwood (1997)
espouses the principles of persmntred care which enable the person with dementia to
exercise choice, use their abilities, express their feelings and maintain relatiokghipsd
(1997) arguethat if such positive conditions, attributes and environments are present, then
u U H P H@nwakdptace, phase that often manifastself in subtle changes to cognition and
functional abilitiegSixsmithet. al1993. . L W Z R @98 ¥quationrsiggess HDFK SHUVRQ
unique physical and emotional identity aadelated life experience provides a framework for
recognition of dementia symptor8® = P + B+ H + NI + SP

SD (senile dementia) =

P = Personality, which includes coping styles and defeagamst anxiety;

B = Biography, and responses to the vicissitudes of later life;

H = Health status, including the acuity of the senses;

NI = Neurological impairment, separated into its location, type and intensity;
SP = Social psychology which constits the fabric of everyday life.
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Kitwood and Bredin (1992) describe the offsetting of the fragmentation of selfhood by using
WKH WHUP pSHUVRQ ZRUNY DV WKH XOWLPDWH JRDO 7K
dementia care practice where persentred approaches are derived from psychotherapy and
psychiatric approachges.g. validation, reminiscence, groups, life story work. The

psychological origins of persesentred care are linked to the central premise that a state of
wellbeing (equated to ghmaintenance of personhood regardless of cognitivg state

dependent upon fulfilling various psychological needs (Kitwood 1998p84). The

disabilities that occur with a dementia often mean that these needs are more difficult to
achieve makingtheB DO Rl .LWZRR G | V-c@riedtl cReanRitteBipt th \CddrPensate

for the deficits associated with the symptoms of a dementia (Kontos 2005). Reflecting on
current practices the greatest obstacles to parsotred care lie in the fear and distress of
VHHLQJ DQG PDQDJLQJ D SHUVRQ GHWHULRUDWH IURP '

orientated practice.

Relationship -centred care

Figure lillustratesthat central to the identified psychological need of the person with
dementia is love,losely attached to the other five vital elements of psychological wellbeing

(Kitwood 1997).

Figure 1 The main psychological needs of people with dementia (Kitwood 1997 p. 82)
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To be able to love, receive comfort, be includeave attachments to others, be occupied, and
have an identity implies the person with dementia has to be engaged in relationships with

others (Skynner 1976).

LWZRRGfV XQWLPHO\ GHDWK GLG QRW JL Yhdt é&pléxingg LPH W
the concerns of the validity of the approaches to pecsotred care has given rise to
exploration into alternative ways to care that remain rooted in core values @ticddu2004).

In this context Kady and Nola2003)explore how couples, who weretime early stages of
coming to terms with a diagnosis of dementi@ped with its challenges. Téeauthors
interviewed family members and people with dementia identifying four kinds of relationships,
three of the relationships being reliant on both pasta®rking as single units and one where
partners worked together. Hellstran al. (2005 describe a similar relationshgentred
approachn Sweden wher@ a detailed case studgn older couple marry and shortly
afterwards find that one of them hasramtia (wife). Her husband tells how they were
surprised by the diagnosis but manage it in a way that is sensitive, bringing meaning to their

relationship by communicating a reinforced positive view to their future relationship.
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Through framing care prosses through a relational leiNglanet. al.(2004) offer avay, of
capturing thesalientdimensions of interelationships andas applied to myeportedstudy,

the relationship between the person with dementia and the professional. The Senses
Frameworkwas developed to capture the important aspects of caring relationships and reflects
the dynamic process of giving and receiving ¢&lelanet. al.2006) The Senses Framework

is constructed around the ethos tiaise living with the conditiortheir famly members and
statutory care providers should experience the kind of relationship that can offer security;

belonging; continuity; purpose; achievement and significance (Nxlaah. 2006).

The carer context

The reportu2 XU +HDOWK 2XU &DUH 2XU 6&DH 2RYpwdlishedid UL Q J
February20 UHFHLYHG UHVSRQGHQWY WR D VXUYH\ RI F
identified greater recognition by professionals as their highest priority. Carers do not always
have the choice about caring, but most people given the choice, woulduecwticare.
&DUHUTV VXSSRUW KDV EHHQ YDOXHG DW D VWDJJHULQJ
carers will have to rise to 9 million to keep pace with the rising levels of frail and disabled
people. The key priorities for change that Carers Uliebe should be addressed in the review

of the National Strategy for CargiiBH 19991 are

X better recognition of the role of carers from professignals
X income from benefits for the under 65s
X carers healthrand

X better services for those whom they care.
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Historically, research with carers of people with dementia has focused on, relationships, health
of the carers and the relief of stress and burden (Zarit and Zarit 1982tZdrit985; Zarit
et.al.1987; Pearliret. al 1990; Nolaret. al 1996 and Stard 2004#). Although there is
evidence that not all carers of people with dementia find their role burdensome and with the
appropriate support, information and education it can be a positive and fulfilling experience
(Schumacheet. al1998; Lombardo @03; Andren and EImstaB005).Dementia affects

everyone in the family from before a diagnosis has been made to the years after the person
with dementia has died (Steemetral. 2006).Services for family carers are often led by
voluntary groups or seatedth social services whilst services for the person with dementia

are seated in primary care or secondary mental h&ffitulties of repeated assessment,
confidentiality and sharing of information across orgations can cause a fragmented

pathway ofcare for the family and person with dementia throughout the trajectory of their
journey through dementia. For some families this causes unnecessary relational tensions,
feelings of isolation, reluctance to engage with services due to fear of sepanatieaséd

feelings of guilt, stress and burdd€e@dy and Nolan 2003Specific research into care of

people with dementia shows a need for attention to relationships, health of the carers and the
relief of stress and burden (Clarke 1999; Keatyal.2007a; Sheard 2004#&; Nolanet. al

1996).

Providing focused care to family carers is relatively new to health and social care
practitioners. From my own experience of practice care is more usually provided to the
sufferer with the focus on the carerrgisecondary. As previously mentioned Twigg and
$WNLQ ZHUH RQH RI WKH ILUVW 1888s ahtl 0bsDdishi awdddéss) V [
RI WKH QHHG WR VXSSRUW D FDUHUYY KHDOWK DQG VRF

Traditionally, it has bea the family who have provided long term care to the older person
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living in the community and is often the assumption that the caring role will be fulfilled by the

wife or eldest daughter (TwiggndAtkin 1994).

,Q WKH IXWXUH PRV Wclald & &astofie/ efisbdetdcaringOlidthe UK there

are over 1.5 million people aged 60 or over providing unpaid care. Over 8,000 carers are aged
90+, 4,000 of these very aged carers provide 50 or more hours care each week (Yeandle and
Buckner 2005). Wh the estimated numbers of people with dementia riliege numbers

will include a significant number of carers caring for a person or persons with derféigja.

in turn, will have the potential to make significant impact on the way that families are

involved in the care of people with dementia. In Chapter 3 | focus the attention of this thesis
on family-centred approaches that have a synergy with the context of this study providing a

platform for the study design and data collection.

Social Constru ction of Caring for a Person with Dementia

< if | ask about the world, you can offer to tell me how it is under one or more frames
of reference; but if | insist that you tell me how it is apart from all frames, what can

you say?|

(Nelson Goodmaugitedin Gergen 2007 p. 33)

Berger and Luckmann (1967) argue that knowledge is unevenly distributed in society and that
access to specialist medical knowledge has become particularly uneven. When relating this to
carer knowledge it is also prudent to consitieir argument that medical practitioners have
MUHFLSHY NQRZOHGJH WR PHHW FRPSHWHQFHY LQ URXW
the full knowledge required to provide a specialist intervention. On the otheriheaud be

argued that a careagng for a person with dementia has extensive knowledge about the
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person with dementigeady and Nolan 2003 he need to have knowledge about medical
pathology, historical theories and narratives have been developed to provide a negative
connotation otarer value and wellbeing whigim turn, has loaded the caring role with the

stigma of burden.

From an observational point of view all social action is open to multiple interpretations, none
of which are superior to another in any objectified sensemidst powerful vehicle

communities have for making change in the social order is through the act of dialogue made
possible by languag@®élfreyand Hardingl997). Alterations in linguistics therefore hold
profound implications for change in social practiceother wordspeople are defined by the
power of languageT o take one simple example of this phenomettanyuse of the saying

give a dog a bad nanfean be detrimental to those on its receiving lepdtigmatising

SHRSOH LQWR FDWHJRULHYV RU pJKHWWRYV

When examining the culture of care to carers in dementia three themes can be identified
within the boundaries of health and social care, the traditional approach (1), this is the answer;
the modern approach (2), let us experiment and compare witeaheorld; and3), the

person centred approach (Kitwood 1997). So, when considering caring for a person with
dementia whseactions areight, whose arevrong and whas in the position to judge?

Finding a way to facilitatéhis dialoguas one of the aimef this thesisshifting power from

the professional to the carer and carers having a legitimate voice to drive a positive reality.
9DOLG NQRZOHGJH RU VRFLDO WKHRU\ LV D QDUUDWLYH
nature to be discoveredrtugh detached, valtfeee observational methods (logical

empiricism); nor can it be relegated to the subjective minds of isolated individuals

33



(cognitivism)(Palfrey and Harding 199.7%0cial knowledge from this perspective resides in
the stories of the dlective it is created, maintained, and put to use in a human group.
'LDORJXH IUHH IURP FRQVWUDLQW RI GLVWRUWLRQ LV Q

(social constructionism).

Placing such observations withilementia careParker (2007applied % RXUGLHX TV
framework andefleciedon how the biomedical model of disease, its pathology and the
developing psychosocial approach to dementay act as an objective social category that
structures the meaning of dementia for individuadfising in health and social care. An
understanding of both active and cognitive practice is then reflected back to reproduce the
objective category of dementia found in the biomedical and psychosocial model. If adopted
uncritically it is possible to exatle the individual and their subjective experience whialy
disadvantage those with dementia and give low priority and/or status for those wortkiag

field (Parker 2007).

IW LV LPSRUWDQW WR DFNQRZOHGJH WKH LRE2BRUWDQFH F
UHFRQVWUXFWLRQ RI FRQFHSWYVY DQG SUDFWLFHV 6PLWI
ongoing and cerdering of activities brings the world into being, adding that the researcher is
also part of that world in which the practices take padtthat knowledge produced, gained,

or created becomes part of that world. The communication between researcher and participan
is in part constitutive to dementia. The act of interviewing, choice of environment, biography
and predilections of the reseaechnfluence the data gatheraddthe analysis and

presentation of findings. Therefotbe researcher may be important to the constructs of

dementia through the examination of practices in that given situation. When applied to
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research of dementia practjdeis clear that asking the questions can potentially initiate

change or change action and can positively reduce stigma.

The nursing context

Nurses remain the largest professional body who are involved in the care of people with
dementia (se Keadyet. al. IRU PRUH LQIRUPDWLRQ ,Q WKH LR
nursing with older people developed as a specialty ivK@longside the generfcPN The
approach to care however was developed largely using thraddacal model with lite

attention given to the support of the carer (Adams 2005). In the late 1990s as the process of
diagnosis and assessment of dementia became more thorough, treatment options started to
become available and national policy began to drive practice, thefribie CPN began to
GHYHORS LQWR D SRWHQWLDO HDUO\ LQWHUYHQWLRQ VI

interventions were largely absent at time of crisis or extremes of carer stress (Clark 2003).

Adams(1996 highlighted the need for carersrezeive information about the diagnosis
dementiaservices and support networksdeed Adams(1996 stated that& 3 1 found it

difficult to terminate an intervention with a person with dementia if carer distress, illness or
disability remained evidenthis was compounded by the feelings of the CPN about the social
nature of their relationship with the carer interfacing with the feargloatething may go

wrongfif they did not keep in contact with the patient and cgkdams 1996)

The CPN modelfonursing encompassing family needs was beginning to be constrained by the
need to meet service provision targets awomiggurations that national policy had been

developed to supporD{ 200]). At the same time as these developments further research
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with carers of people with dementia was highlighting their specific need for professional and
specialist support (Clarket. al. 1993, Twigg 1993; 19941995, a specialist focus which was

taken up by the Admiral Nurse service

Focus of the study

Anecdbtally the Admiral Nurse Service is well evaluated and carers of people with dementia
are continuously asking for a service in their local area (@laed.2005). A number of
articles demonstrating the efficacy of the work of the Admiral Nurse areabieaisedor
exampleSoliman 2003Keadyet. al.2007h Thompsorand Devenny007).EachFDUHU {V
experience obeing with aperson with dementia is differeabd whist therés considerable
research that focuses on carers of people with dementia lodlstrgss and burdd€@Zarit et.
al. 1982 1985 1987 and Pearliet. al1990 few studies havexploredcarer wellbeing from a
FDUHUVY SHUVSHFWLYH 7KLV JDS KDV RYHUVKDGRZHG V
Indeed,Solomon (208) suggest that:
pyIhere are serious limitations to assuming patients make decisions autonomously and
out of context of the family, culture, community, and the particulars of a given

VLWXDWLRQ 7KH SDWLHQW DQG WHKH IDPLO\ QHHG W

(Soliman 2003 p.11)

Before | began thiswquiry there were no studies that had built up a picture of how a carer can
work with an Admiral Nurse using family-centred approachf KLV WKHVLV H[SORUH
values by listening to their stories and examining visual imafy#eir day to day lives.

Through listening to carers, people with dementia, Admiral Nurses and stakeholders and
interpreting the data the relationship between the Admiral Nurse and the caxeailed

From thisstandpointknowledge is generated abovhat careryalueabout the family
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approaches to care they receive (this may be from family members or professamaishat

Admiral Nurses hold as key principles and values underlying their practice.

Summary

For many yearshe behavioural changess#yved in people with dementia have been

attributed solely to brain damage. More recently it has become evident that in addition to the
brain injury people with dementia live with the psychological impact of managing changing
symptoms caused by the braimjuiry, this in turn affects what they do and say when relating to
others.The psychological and relationship approachegse reviewed and the importance of a
bio-psychasocial approach to understanding the context and construction of dementia
identified. The chapteralso addressetie emerging body of work on the importance of
UHODWLRQVKLSYVY IRU WKH SHUVRQ ZLWK GHPHQWLD DV LC
centred approaches. There has however, been little developed on the importance of the carer
maintaining their personhood and value of self and how, in these very complex situations, the
wellbeing of the carer can be supported in context with the person with dementia and their
wider family. In Chapter 3 | undertake a review of the faragytred liteature identifying the

key aspects of famitgentred approaches in nursing.
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Chapter 3

A Family fentred approach a literature review

Introduction

In thePrefaceo this thesis | discussed the background to Admiral Nursing and how the
research oZarit and Zarif(1982); Zaritet. al (1985; Zaritet. al.(1987 andPearlinet. al

(1990 was adopted to provide the evidence base to Admiral Nurse practice. As Admiral
Nursing has developed an anecdotal tension has emerged about the underlyingdvalue a
philosophy of Admiral Nursing. There has also been a move in dementi@ téghlight the
importance of the relationship between the person with dementia and their carer/family
(Kitwood 1997, Keady and Nolan 2003 and Noddnal.2004) This has restgdin the
possibility thatAdmiral Nurseswho focus primarily on the carer, may not be operating in an

inclusive way

In Chapter 1, | reflected on my career as a nurse, outlining the traditional attitudes and beliefs
that all nurses have helBxamplesncluding, beindoyal and obedient, exercising mental
restraint, and stating facts or sifmed opinions have been hardcttanggMaddisonet. al.
1XUVHVY KDYH EHHQ FRQVWDQWO\ UHPLQGHG WKDW

asearlyasthe1970s when nurses remained very much in charge of their patient with a
KLHUDUFK\ RI KHDOWK FDUH SURIHY ¥UI18/Q)DR2lbtiveDiereY HY W
not encouraged to visit or be involved in the care of the patient until the 1960s7&s 19

when it was recognised that hospitalisation was not only expensive in the care of the

chronically sick, but not always the best way of delivering care on an individual needs basis.
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In chapter2 | havegiven a brief over view of how relational careshmegun to develop in

dementia card.also gaven over view of the models of dementia, biomedical psychological

and relational approaches to dementia darthe description of the nursing context of people
with dementia | highlighted the work of Adams ZKR GLVFXVVHV WKH uVRF
between the CPN and the carer. Anecdotally the Admiral Nnowadevelops this relationship

with the carer, person with dementia and larger family group as part of their day to day
practice. As | started thigsearch journey it was unclear what the meaning of the Admiral

Nursectarer relationship was.

The meaning of the relationship between the carer, the person with dementia and their family
appears to be explicitly different to thattb& interventions toupportcoping and behavioural
strategiesand supporfpsychosocial intervention)at have developed over the last 15 years
For examplea practicalintervention, arrangements fagspite the giving ofeducational
materials, informative meetings and dission groupsA study in the Netherlandsased on

the AdaptatiorCoping Modelfoundpsychasocial interventionso be effectivan the short
term for carers and people with demeribBaoeset. al2004) The main drawback of this type
of supportwas that t was invariably fragmenteftielivered by a variety of services voluntary
and professionalandhad a short period of interventidior example6 +10 weeksThe study
highlights similar experiences of fragmented services for carers receiving psychosocial
interventions in the UK (Knapet. al.2007 DH 2009).In particularrelationships thatvere
fosteredwith professionalsvithin the time framevere gradually lost through the trajectory of

the caring roléFinnemaret. d. 200Q Droeset. al2004; Meilancet. al 2005.
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In 2003 Brodaty, Green and Koschera published a-arebysis of psychosocial interventions
for carers of people with dementia. Results of 30 studies (34 interventions) were Btudied
1985- 2001 Significant benefits werdund incarer psychological distress, confidence, carer
knowledge and person with dementia mood but not carer butdess noted thathere vas
considerable variability in outcomes timaay have beeattributable to age, sex, type and
severity of dementia and thegpalence of behavioural and psychological symptoms
associated with dementighe difference in methodology and intervention technique were also
contributing factors, however, successful interventions (or eleménisod identified

Despite the limitatins the studiebeld considerable importancev@rrant further researdbr
example, involvement of the extended family, structured individual counselling, and a flexible
provision of a consistent professional to provide long term support (Brodaty, Gieten a
Koschera 2003During the time this thesis hasdergone amendment thdselingshave

now been underpinned by the UK policy documénting well with dementia: A National

Dementia Strategy (DH 2009)46

Taking into consideration the developmehdmiral Nursingit appears that a different
approach to practicequires developmemd provide a meaning to carers that is more than
providing coping and behavioural strategaesl interventionsAnecdotal evidence from
Admiral Nursing provides a badis further explore famicentred approaches to practice and

the meaning this has for carers

In order to have deeper understanding about the theoretical and methodological development:
about how nurses work with carensdfamilies this chapter will ppvidea brief overview

abouthow afamily-centred approach baeen developed and implementedi@mentia care,
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mental health nursing, and most predominanlyK L O G U H Q TTefint@xiah\oLigcluding

the literature pertaining to children is notilceh people with dementia to childrePeople

with dementia are clearly adults with life experiences and individual nuances and personalities
with an age range of approximately 490+ yearsFamilies and people with dementia

experience a social and retatal death long before physical death (Sreallal.2007).The
UDWLRQDOH IRU LQFOXG L Qthawvthé Bimid(itie® & thélc@rnyg raelhvidia D W
synergy with dementia care for example, the longevity of the caring role, the changing
relationship between carer, the cared for and the wider family and the complexity of the

illness/disability.

This overview of the famikcentred literature also adds to the preliminary stage information to
LQIRUP WKH DSSUHFLDWLY Htet & Thélrdview gppfoadehes@nid lite@tugeK D ¢
using a bibliographical review method to provide an overview of the literature base of family
centred approachesd to explore if Admiral Nursing has taken up concepts from other
branches of nursinginorder@®HYHORS D pUHODWLRQDOYT DSSURDFK

with dementigCooket. al.1997).

Method of literature search

A computerised search was conducted using numerous databases for studies published from
January 1996 through to May 2008l searches were limited to English language journals

and studies focusing on famitentred approaches. Keyword searches of the interlinked

search engines of the British Nursing Index and Ovid included the following databases:
Journals@Ovid full textyour Journals@Ovid, CINAHIcumulative index to nursing and

allied health literature, Ovid Medline®, PsycINFO. The following eviddmased medicine
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databases were also searched for the pesiasv. medscape.com/nses

www.bmj.journals.corpnGoogle SchoITInttp://scholar.qooqle.cortfombinations of key

words were used for these sear¢hiaily-centred dementia care, famitgntred cee,
family- centred care carer, famiyentred nursing, famitgentred care paediatrics, family
centred care children, familgentred care mental health, empowerment, negotiation,
partnerships, famikgentred care nursing knowledge, fariigntred care fraework,

expertise carer/family, competence carer/family.

In addition to the computerised search the library catalogue at Canterbury Christ Church
University was searched using the same key words. References were examined in review
articles/empirical artles and used to identify studies not captured through the database or
catalogue searching. This was an important strategy for identifying studies including carer or
family expertise and competence as family cent@e in mental health was not always

explicit in the abstract of a journal article.

The literature was reviewed during the revisions of this thesis and includes references to 2008

A Family -centred Approach

Coyne (1996) in a review of the literature recognises that the origins of fajppifpaches in
nursing began in mental health nursing in the 19®0@sch eflecss the work of key leaders in
the family therapy field for example (Minuchin 1974; Skynner 1976 and Epsitiah 1978).
Mental HealthNursingat this time was developing apm@oach that encouraged the building
of a relationship between the patient and nurse aiming to include patient and family in the

ongoing care of the patie(Wladdisonet. al.1971) ,Q FKLOGUHQTV QXUVLQJ KI
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development of famikcentred approack FRQWLQXHG WR GHYHORS 7KH |
nursing began after Bowlby published his w@owlby 1951)in the 1950sThis preempted
FKDQJHV LQ LOQSDWLHQW FKLOGUHQYY FDUH WKH PRVW
allowed to visit their kildren whilst they were inpatients (Hawthorne 1974). It nauntil
%RZOE\TV ZRUN ZDV PR UH thatL gsydli@logizal thedtieswerD §Xatdnihed and
started to be introduced to nursing practice and the approach to care (Papalia and Wendkos
Olds JURP DFFHSWLQJ WKH SUHVHQFH RursSmg stitli@VV R Q
began to demonstrate a shift in emphasis and a new stage of development of knowledge in
FKLOGUHQYV QXUVLQJ KDG EHJXQ 1XUVH UHMHEDUFKHUYV
SDUHQWYV SUHVHQFH WR H[SORULQJ DWWLWXGHV DQG S

as a whole (Bradley 1996).

Family-centred approaches were further developed in the 1980s and 1990s as nursing theory
was combined with concepts frommidy therapy experiences in nursing and psychology
JULHGPDQQ :K\WH +RZHYHU ROGHU SHRSOHTYV
WR GHYHORS D IDPLO\ QXUVLQJ DSSURDFK LQ WKH VDPH
health care went on teecome somewhat fragmented in the way care was delivered in the UK
with the division of health and social care services and a focus of a pharmacological approach

within the mental health community nursing servidesl (1990;Tennant 1993).

Whall (1981) explored how a paradigm for family nursing could be developed by making
comparisons with the models of family nursing of Orem (1985) and Rogers (1970). Friedmann
(1989 suggestsWKDW WKH IDPLO\ QHHGY WR EH XQGHUVWRRG |
HHQYLURQPHQWY DQG WKLV FDQ EH keéestledapproach bW KH U

the purpose of this review of the literatumefamily-centred value/psychological approach
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will be reviewedA family-centred value/psychological approaelures the skills of an

advanced practitioner and goes beyond simple referrals or family members attending a group
or medical cliniFinnemaret. al 2000; Brodaty, Green and Koschera 2003; Detes

al.2004; Meilancet. al 2005) Nethercott (1993) discuss¢his furtherconcluding that many
nursing theories have been adapted to use with chjldiirer than being adapted to meet the
needs of families and their childréWith systems change in mind the nurse negotiates with

the family a tailored changeBHHW WKH IDPLO\YfV QHHGYVY )RU WKH Fk
needs to be consistent with the general strategies that they use in daily coping (valuing,
empowering, respect, partnerships, timing and goal directed, verified and evaluated)

(Finnemaret. al 2000)

In the early 197Q4.aing (1976) was struggling with a similar dilemma in the field of

psychiatry and schizophrenia and debated the fact that psychiatry was particularly concerned
ZLWK LQGLYLGXDO H[SHULHQFHV D QR UKD ER RS BV R ML
vis coming into line with views in medicine where attempts were being made to cagegori
H[SHULHQFHY DQG EHKDYLRXU LQWR pVdist(ssethe@ézdYo P S W I
provide a familycentred approach that enabled girofessional to examine physiological,
environmental and cultural factors as well as living arrangements. Following policy initiatives
a shift in the paradigm of individual social, medical and psychosocial care into a-family
centred approach frameworkchbecomeand has continued to becoimereasingly evident

(see comparisons in dementia c@repter 2 p. 1A#21). Monahan(1993 highlights the need

for family-centred approaches in dementia care that work in partnership with and alongside
the person antheir family members rather than providing or supporting a clinically based

treatment. As | reflected in ChapterMonahan(1993 highlights that life events are not

44



independent, when one family member is faced with adversity so are others. Familigeehave

FDSDFLW\ WR HIIHFW FKDQJHV LQ WKHLU UHODWLYHVY O

Previous research supports this concluding that dementia makes huge demands on the family
unit as managers and advocates (Zarit and Zarit 1982;efZalit1985;Zarit et.al. 1987;

Pearlinet. al 1990; Sheard 2004k; and Nolaret. al 1996). People with dementia and their
families, like families caring for a chronically sick child, will be involved with a multitude of
professionals during the course of thdimeks. This aids work with the person and family

around issues like loss and grief but highlights that adult roles are not easily given up and the
person with dementia often wants to remain independent to whatever cost (Chevannpes 1997

Mitchell 2005).

It seems therefore without wishing to infantilise people with dementia, that a-feenilsed
approach can provide a philosophical framework to reorganise systems of care, education anc
research. The Institute for Family Centred Care in America has dedajopance material

to assist with the change from a systems orientated approach to-¢amiigd care within its

F KL O G U H Qgmph¥disidgrtheHidportance of weaving the concepts and principles into the
infrastructure of the organisation (AhmaamdJohnson 2001). An example of this is seen in
Mackeanret. al.(2005) study that uses a grounded theory methodology to define a
value/psychological famikgentred approach as placing the needs of the child, in the context

of their family and community, ahé centre of care and devising an individualised and

dynamic model of care in collaboration with the child and family that will best meet these

needs:

45



A system of care structured around a medical model that has developed to deal
primarily with acute andnfectious diseases is a poor fit for both child health care
providers and families. In response to these pressures, fasrilyed care is being
increasingly viewed as best practice in child healthcare settfhgs.

(Mackearet. al.(2005)p. 75)

Six key themes are most frequently described in Mackedalv  [R0D5 $Mdy, recognising

WKH IDPLO\ DV FHQWUDO WR DQG RU WKH FRQVWDQW LQ
strength and support (1), acknowledging the uniqueness and divérdiijdoen and families

(2), acknowledging that parents bring expertise to both the individuaboang level and the
systems level (3), recognising that familgntred care is competency enhancing rather than
weakness focused (4), encouraging the agraknt of true collaborative relationships,

between families and healttare providers, partnership (8gilitating family-to-family

support and networking, and providing services that provide emotional and financial support
to meet the needs of familiés). There are close links here to the work of Kitwdh€97),

and Nolanet.d.(2004) discussed in chapter 2 p. 30 in the way that relational care has begun to

be explored in dementia care.

Further, the literature that has developed regarding densdipalliative care suggests a
blended approach to care recognising that dementia is a terminal iliness (Birch and Draper
2008). The philosophy of palliative care advocates the relief of suffering, improvement to
quality of living and dying, for people witlife threatening illnesses and their families.
Palliative care addresses the physical, psychological, spiritual, social and practical issues of

living with a live threatening illness (Feris. al.2002).
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Sheltonet.al. (1987 exploredwhat elementsf value/psychological famikgentred care the

nurse could identify in her practiciee.information givingandsharing of care plaor patient
records. SheltorHW QD@BMVWXG\ IRXQG WKDW QXUVHVY HGXFDWL
to their pereption of the key elements of a value/psychological fagiytred approacha

finding that resonated with later studiesFnedmann(1989 and Hallisgrimsdotti(2000).

This dilemmaprovided a barrier to the implementation of a value/psychological family

centred approacasnurses traditionally use the nursing process as a helpingpro&terming

and evaluateWKH SDWLHQWYV SUREOHP WKH DSSURSULDWH L
The process is controlled by the nurse as the family is notase@sponsible for the problem

or the solutionAdams(36: 2005 provides evidence of similar practice in dementi&. The
philosophy ofavalue/psychological famibgentred approadakes a blended person centred

and relational approach thiatbased omstrengthening family functioning enhancing and self

efficacy within the family (Dunst and Trivette 1996).

Newman(1994) movesthe value/psychological approadhZ D\ | thRd?iegR|I QX WY LQJY
using the value/philosophical approach to identify the \&latitudes and feelings of the
IDPLO\ UDWKHU WKDQ ZRUNLQJ IURP WKH EDVH RI D QXU
PHDQLQJ LQ WKH IDPLO\YY SDWWHUQ LV DVVLPLODWHG L
immediate primarily from one family member or degebver timeMutual meaning of events
increases the caring and action potertfahe familyand eacliamily member expresses

caring tavardsothers and desires actions to shareiwithe family. Transformation then

occurs; this is the action of the fa@i\fV H[SUHVVLRQ LQ FKDQJLQJ FLUF?>
of self growth. Each phase can overlap and take different periods ofttima@ nonlinear

process, but none of the phases are excluded (Newman 1994).
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Whyte (1997) goes oo develop the work dllewman (1994) highlighting the necessity for a
truly collaborative relationship between the family and heath care provider. Although
technical competence, diagnostic and treatment skills and up to date unbiased information
were all expected by parentswias the relational competency of the healthcare provider that
GRPLQDWHG WKH GHVFULSWLRQV RI SDUHQWYV H[SHULH
frequently described were caring, communicating with parents and interacting with children.
Caring encomassed being compassionate, respectful, and providing care in a personalised
way. Parents not only valued these skills,dsbthe collaborative way healitare providers

went on to develop a care plan that would best meet the needs of the child amdilthe f
Hellstromet. al. (2005 supported these points aaldo found that a sensitive approach to
information giving and support at point of diagnosis in dementia care strengthened the patient

carer relationship.

Keady and Nolaif2003 have furthedevebped the work of Kitwood (1997) to explore how
couples overcome the challenges of diagnosis (chapter 2 Hi#@hfield (1999notes
VLPLODULWLHV LQ WKH ExdmiinGpaither§hipbsOpatani paliolpationtang K H Q
MKROLVWLF hiesphR hat EuppoBs Rarents in their role of shared care. She
particularly highlights the need to further explore aspects of collaboration, negotiation-and co
operation as these dimensions were not always evident in the care received by the child and
their family. Shesuggest that a next step could be the beginning of a value/psychological

based approach to famibentred care.

Further, n a cerelational study based on family stress the8aunders (1999) made some

interesting conceptual definitig of a familycentred approach that are developed in the
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exploration of caring partnerships and pattern recognition by Eetikad.(2003. Here, a
value/psychological famibkgentred approach is developed frorcomstructing interventions

with family caoping behaviours, family psychological distress, family social support, patient
behavioural problems and family functioning. The study recommends more family orientated
research to help improve family functioning behaviours to reduce psychological diEhisss.
literature would appear to correlate with the literature highlighted in the contextual chapter 2
of this thesis. The longV HU P R XW F R P H2O0R dtudly Wweéideheficial to the carer as
well as the person receiving care. Nurses were able wapegffective intervention strategies
following the use of this approach going onto help families cope with the stress and strain of
caring for a family member with a severe mental ilin&sss further identifies the neddr a
nursingapproach that nainly provides an intervention but builds a relationship that includes

partnership, trust, and empowermétodaty, Greermnd Koschera 2003).

Sohlberget. al.(2001) providesvidence thaa preliminary model of clinical characteristics

that are requisiten forming value/psychological famigentred approaches to include
collaborative working with families and clinical expertise, role replacement and interpersonal
VNLOOV ,Q WKLV VWXG\ D VXUYH\ RI SDUHQWYV UHDFWL
clinicians who displayed setfonfidence and seemed well informed were regarded favourably
by parents. Role release is a term used for the process of learning from and teaching other
members of a group so that expertise is shared across family meRdresample, role
releasesetting goals in rehabilitatiosohlberget. al.(2000)) H{]SDQGV WKH QRWLRQ
include families and it increases the likelihood that family members will participate in

treatment and therefore improthee outcome. Being a dked communicator is also an
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essential element of collaborative practites in turn facilitates empowermef8ohlberg

2001)

In 2004Franck and Callery proposed athénking abouthow family-centred care in
FKLOGUHQEYV QXU ¥dtieJesaxch@htappr&iSrHdpractice remained unclear.
Their work provides valuable pointers for this theisgK H\ LGHQWLI\ pFRQV-WU XF
FHQWUHG FDUH 7KH PDMRU FRQVWUXFWLRQV EHLQJ UH\
wellbeing aml partnerships between the professional and the child/family. Further constructs
are explained in terms of related concepts, child and family empowerment, the importance of
the family for the wellbeing of the child is recognised and demonstrated by exioenc
VXSSRUW WR WKH IDPLO\ LQ SURYLGLQJ IRU WKH FKLOG
healthcare services and shared decision making in healthcare representing partnerships
between healthcare teams and family/child. Furthercemocepts may be geired to link

empirical knowledge indicators, for example, family function can be directly measured by
empirical indicators of family stress or conflict. Franck and Call2d94) also suggest that

the void between practice and the scholarly world afecdif to join, the practice can fail to

live up to the theory and the theory and practice require very different types of knowledge.
They conclude that efforts to promote famigntredapproacheg practice would be

enhanced by theory that emerges franactice(Franck and Caller2004). It appears that

emerging theory from the nursing and dementia care literetsadientand will be further

exploredin thefollowing chaptes of this thesis

Summary

It would appeathatafamily-centred approacét this early stage of this thedislds a
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resonancevith Admiral Nurse practiceThe literaturendicates that a blended famitgntred
approach that includes person centred, relational, palliative approaches may hold meaning to
carergKitwood 1997; Ferget. al.2002 Keady and Nolan 2003Yhee is evidence in the
literature thae family-centredapproach would include the support of psychosocial

interventions, assessment, implementation and evaluadised on théheorieshat are

familiar in nursing(Orem1985 Rogers 1970)Thenurse willhowever requir¢he practice

skills necessaryo recognise the central role of the famiydditionally family strengths and
capabilitiegShelton 1987Friedmann 198%Hallisgrimsdottir 200p. Sohlberg (2001) and

Whyte (1997) indicate that practice skills are required that can support not only technical skills
in intervention terms but leadership in the terms of recognition of carer expertise, collaborative
working with family members and other professionals, comaation skills and knowledge

should all contribute to a famHgentred approach.

Thesesuggestions resotewith the psychosocial intervention literature examined by Brodaty,
Green and Koscera (2008) the beginning of this chaptdihe question remainshether
without a continuougelatioral support bya professionalthe carercan retairrecognitionof

their relationship with the person with dementia aider family relationshipsCancarers

find meaningo their relationships/hen implementing copingnd behavioural strategies
(psychosocial interventions). THiterature review suggests that tiaenily-centredapproach

of Admiral Nursinghasthatmeaningand utilityto carers.

In light of the historical stigma and lack of awareness of dementiaczaeful consideration
is now given in Chapter 4 to the implications of the use of research methodology and methods

(Hardinget. al.1997, Brown 1995).
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Chapter 4
Methodology

Introduction

| discussed itChapterl howthe impetus for this study emergiedm myown life experience
and working with people with dementia and their family member€hempter® and 3 areas
within the discussions of the context and literaturavepointed toan uncertainty about the
use ofpsychosocial interventiorthat donot simultaneouslgevelop damily-centred
approactthat has a meaning for carefhis has motivated me to focus this inquiry in the

pursuit of advancing knowledge whilst furthering my understanding of the research process.

Accordingly working throughresearch methods, approaches and processes has become as
important as the inquiry’he background and theoretical approach to appreciative iriguiry

now describedollowed bya discussion of how the approdws developeds a research
methodologyln keeping with this | begin this chapter with a brieferviewof the
SKLORVRSKLFDO GHEDWH IURP D p)UHLUHDQY SHUVSHFW
of appreciative inquiryhich isparalleled with an action research approach. The social
constrution of dementia discussed @hapter2 and my reflexive account of dementia care in
practice(Chapter 1)ed me to begin thihesis by X QGHUSLQQLQJ KRZ DSSUHFL
base in social construction is particularly important to this research gedensthrough

which dementia has been socially constructed over the years (Hatdaldl997, Brown

1995.
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The theoretical base and rationale for a varietyjethods dr data collectiorare discussed
(questionnaires, interviews, photography and niaatocus groups, mind mapping and

nominal group technique)lhe chapter includes with a discussion that supportsrcatisist
constant comparison analysis. The discussion describes the underpinning analysis framework
for this thesis that builds on theork of Reed (2007) developing a constant comparison

technique as the framework of analysis.

$ WUHLUHDQY $SSURDFK

As a nurse | have become increasingly interested in how dialogue is used as a means towards
selfknowledge and social awareness. Assirated inChapterl through my personal
experiences and nursing practitstrive to see the connections of how dialogue through
action and reflection link individuals to the larger whole of society. Collaborating together
sociallyand/orin peer group | seehow it is possible tanake connection® support
individualsto learn more about themselves and each other. Psychologist Jerome Bruner (1986
claims that people can use words to change their lives. The education scholar Paulo Freire
(1972) takes aimilar view linking action and reflection with change:
puman existence cannot be silent, nor can it be nourished by false words, but only
true words, with which men will transform the world. To exist, humanly narteethe
world, to change it. Once na@ed, the world in its turn reappears to the namers as a
problem and requires of them a naaming Men are not built in silence, but in word,
in work, in actionreflectionq
(Freire 1972.61).
It is by engaging in dialogue thattmand women are humiaed. Words are not a mere

expression ofhought;they are a transformation of praxis, which acts upon the world, (Freire

1972, p61).
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$FFRUGLQJ WiRogithHdctidhitfiaorgin the process of domination the subject

conquers another personaWdUDQVIRUPV WKHP LQWR D pWKLQJY WK
dialectic feature in that one does not annul another. When meeting in dialogue subjects meet i
c-RSHUDWLRQ WR WUDQVIRUP WKH ZRUOG +H ZDV RSSR\
whichherefd UHG WR DV PEDQNLQJY HGXFDWLRQ ZKHUHE\ WK
the pupil as a depository. Instead of communicating the teacher issues communiqués which

students patiently receive, memorise and regestribed s 1 E D Q KAre@e) 1972).

Paulo Freire has remained, since theOE9& powerful influence among those developing
theoretical and practical alternatives to development approaches with the carefully developed
FRQFHSWYV RYDWFRRYF IDH)EBWILG L D i@ Bthdr Rii©a HaiXipaiy and Q
inclusive approach to reaseafttye 1998) 3ULRU WR WKH XVH RI WKH ZRU
FRPPRQ WR XVH WKH SKUDVH p)UHLUHDQY WR GHVFULEH
Freire approached the problem of edugatod by implication, human development,

primarily from a philosophical angléle usecevidence of underpinning influences from the
phenomenology of Husserl, existentialists like Barber amttéS&hristian and Marxist

humanists like Macuse and Schaff dhd psychoanalytical theory of Fromifor(more

information sed3lackburn 2000). Freire developed an educational methodology to facilitate a
process of conscies#tion that is; making people more aware and engaged with their world.
Through action peopléh(e under privileged of Latin America) could create a new situation
making it possible to pursue fuller humanity. I would interpret the fuller humanity as leading
WR D SHUVRQTV pZKROHQHVVY RI VHOI KRRG 6HOI KRRG
resoviQJ WKH pSRZHUY GLITHUHQWLDO EHWZHHQ VRFLDO F(

peace with oneself.
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JUHLUH T \of PHUWKRE ROYHG WZR VWDJHV ,Q WKH ILUVW V\
HXQYHLOY WKHLU RSSUHVV LtRQth® goné KAQYe, individhidds achD Q V |
each other. Freire (1972) stated that it is not possible to educate for critical consciousness
without the dialectic process, which involves d@lebetween individuals. For Freire anyone
could educate anyone,eamand women are educated by each other, mediated by the world
(Freire 1972). They do this by becoming involvedheir own organisational struggle for
MOLEHUDWLRQY WKDW PXVW LQYROYH DFWLRQ $ SURFH\

requiringdialogue between the oppressed and the oppressors (Nye 1998).

Freire achieved great success in the world of education but was not without his critics. In his
book Pedagogy of Hope (Freire 1994) he defends his progressive views and directly responds
to criticismof his work regarding sexist language and pompous writing style. He expands on
his conception of oppression to include race and gender oppression emphasising his
commitment to pedagogy of political education though his vision of antisectarian and

antiauthoritarian practices of education (Santos 2008).

Examples of FietUHYV SKLORVRSK\ FDQ EH IRXQG LQ FRPPXQLW)
an inmate and teacher in a New York prison applied a liberatory approach to address the issue
of AcquiredimmuneDeficiencySyndrome(AIDS) in a literacy programme. Boudfound

that reading and writing instruction in the prison was boring and irrelevant to the inmates. Yet
Boudin (1993) found that the inmates shared a real fear of AIDS which created aveollect
silence and need to talk. The outcome after a Freirean approach was adopted was a written
handbook for future inmates and the students wrote together and performed a play. Nye (199¢€

developed a writing group with Jewish elders encouraging the devetd@mhmemory and
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life story narratives and poems. By adopting the Freirean philosophy she found the members
of the group did not radically change their lives but continued to meet after the study finished
Each group membeavasable to identify a sense wfholenessdeveloping a sense of
FRQQHFWHGQHVV VHOI FRQVFLRXVQHVV FRQWUDVWLQJ :

results.

Background to Appreciative Inquiry

The choice of methodology for thisesis has beded by Freirian philsophy and interest in
action research because of its participatory naMoge recentlythe concept of action
researchasbeen developed in the social sciences into action research as an intervention
methodology, to increase the understanding of therelseituation and at the same time

pursue change. First introduced byrkLewin (1951)just after the Second World War it was
used in conjunction with his search for methods that were suitable for dealing with social
problems It hassincecontinued to b used to promote organisational change and development
(Robson 2002). Change and understanding, action and critical reflection alternate within a
cyclical process. The understanding and change enrich each other (Roberts and Dick 2003).
Lewin viewed actionmesearch in a similar way todire when viewing the oppressors of
education as hurden todemocracylnterestingly his first focus groups were aimed at
convincing homemakers to use less meat during war time, wigglsomewhat limited in its
democratiapproachThis mergingof activism and research with the empowerment of women
has been central toany researchers, includifgminist researchers. More generally it has

been seen as a means for fighting oppression and social injustice (Robson 2002 p. 216)
During recent years action research has gained increased interest in health care research as &
potential approach to developing this complex field (Coghlan and Casey 2000; Boog 2003;

Roberts and Dick 2003 omuraet. al; 2007 andChanget. al. 2009).
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Action research involves interpreting and explaining social situations while implementing a
change intervention. Action researchers adopt a participatory approach involving participants
at each stage of the research process. Action research is aacip@ther than a specific

method of data collection. It involves doing research with and for people in the context of
application rather than doing research on them. There are three broad types of action researcl
technicalscientific and positivist resech, mutuakollaborative and interpretivist action

research and critical and emancipatory rese@olbson 2002)The mutuakollaborative and
interprdivist action research approach is the most common approach used in nursing. As in
appreciative inquiryt involves bringing together researchers, policy makers, service users,
health care providers and stakeholders to identify potential problems, try out solutions and

monitor the process and outcomes of change (Gerrish and Lacey 2006).

Exploration of his concept of participatory research tedne réated approach used in
organisational changappreciative inquiryAppreciative inquiry is a relatively new research
methodologythatallows exploration of concepts and models from a position which fearse
achievements in practic€he use of appreciative inquiry has the advantage of allowing for
creative engagement with participants, it has been widely used in organisational change and
offers constructive analysis (Reed 2007). Making the choice tapmeciative inquiryvill

allow the participation and collaboration @fvide range otognitive ability,skills and

H[SHULHQFHV RI WKH SDUWLFLSDQWVY ZKR ZLOO FRQWU

Appreciative inquiryis aboutdiscovering and applying new knowledgeWw ideas about key
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aspects of organisational lifel@mmond 1991; Hammond and Mayfield 19€boperrider

and Whitneyl999).Appreciativeinquiry was first used in therited Statesas an approach to
organisational change. In particular it focuses on geimgr and applying knowledge that
comes from moments of excellence, periods of exceptional competence or performance.
Examples of applications @ppreciativeinquiry include productivity, innovation, strategy
development, customer service, business psodesign, diversity evaluation, organisation
culture and leadership, this is by no means an exhaustive lisppretiativeinquiry has

many more viable applications (Whitnagd TrosterBloom 2003). In the context of this
thesisit is aresearchmethodobgy. As a relatively newesearchmethodologyit is simply a
radical approach to understanding the social world. It concentrates on exploring the ideas that
people have about what is valuable in their daily lives or in what they do and then tries to

work out ways they can be built on (Reed 2007).

The work of Kitwood 1997 and the drive métional policy discussed in chapteh@ve begun

to influence changes in dementia care practice, for example the relationship approaches to cal
of the person with dem@WLD DQG WKHLU FDUHUVY Rlet.HI2@®Y DQG 1F
and the increasing demographic rise in the incidence of dem@it€2007; DH2009)

Thinking about how to use appreciative inquiry in the research process | needed to be able to
extend ad magnify my views of what famitgentred Admiral Nursing means to carergly

aim was to find a methdokhsed onmaction research method with a Freirian philosotbiay

enabled me to see the woffdm P\ S D U W LyicwHOirpwiind§it appearing to be

judgemental or assuming about their day to day lives and practice.
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TKH XQGHUO\LQJ DVVXPSWLRQ RI DSSUHFLDWLYH LQTXLL
MHVROXWLRQ WR EH HPEUDFHGY 7KH VWHSV DUH NeDOXLQ
future. Interestingly the steps are similar to those identified in the fariliredapproaches
literature (Friedmann 1989; Whyte9B. Valuing the best oin experiencdeads to
HQYLVLRQLQJ udZpobitwe Priaddola dekifed futurasedon this valuing

Engaging in dialoguwith participantds the @mthto shaing discoveries and possibilities. A
consensus emergehere an individual appreciation evolves into a collective appreciation.

The final step is the construction of the future tigio innovation and action (Cooperridsr

al. 2005). Because these ideals are grounded in their realities participants have the confidence

to try and make things happen.

Appreciative inquirymvolves acyclical processocusing the attention ahe research studyn

its most positive potential, unleashing the energy of the positive core for transformation and
sustainable success. It is not a linear process that stops when completed but a process that
never ends as the steps are repeated anthgedtlearning and revisiting are part of the
process. There are two typologies of the appreciative cycle outlined in the literature.
Cooperrider and Whitney1999 provide the 4D fcycle: discovery, dream, design, and

destiny. Mohr and Jacobsgaard, citedVatkins and Mohr (2001) put forward the 41 model:
initiate, inquire, imagine and innovate. Both follow the basic second dimension of action
research proposed by Cooperrider and Srivastva (1987). Tih&4cle illustrated is the most
well known appreative inquiry framework (Reed 2007). Thef# fcycle begins with an
affirmative topic choice and becomes the subject of learning and innovation. This is the frame

of the inquiryfor this thesis
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The processf appreciative inquirys ongoing and does hstop with the formal ending of the
research study but can continue to develop recommendations, ideas and aspirations of each
participant(s) and organisatioppreciative inquiry works in a way more familiar with an

action research approaukng a parttipant led methag] allowing for the flourishing of the

art and craft of the data tievelop a change of lens throughout the period of data collection
(Reed2007). Using appreciative inquiry has meant that the ways ottintjedatacan be

extended in sque allowing for the creative and artistic participation to flourigtis was a
fundamental consideration to the choiceappreciative inquiry as research methoid this

thesis Appreciative inquiry does not fit any one research method exactly or metjys

shows different characteristics that can be compared to range of methodologies (Reed 2007).

Appreciative Inquiry focuses on supporting people getting together to tell stories of
positive development in their work that they can buildfon.

(Reed2007 p47)

Whilst appreciative inquiry is the methodology for this study a variety of research methods
guestionnairesnterviews, photography and narratifecus groups, mind mapping and
nominal group techniquigave been interwoven within it to foraparticipatorybase for the
inquiry. Using a variety of research methods will help to infolne research in a number of
ways For examplesupporting people by engaging with them to facilitate the active input of
those exploring the changéis commung collective experiences are shared and explored
telling stories and positive developmetitatfocus on change and plans for the futare
developedkrederickson and Levenson 19%8ederickson 2003; Frederickson and Losada

2005)
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Using Appreciative Inquiry as a Research Methodology

Grantand Humphrie2006 critically review the use of appreciative inquiry as a research
method. They found that although its visibility has increased in recent years applications of
appreciative inquiry as an action rasgh method have a limited range for example in schools

(Van Buskirk 2002; Pricet. al.2007)and in the community (Carter 2006)

Bushe (2007) argues that appreciative inquiry is in danger of being used for organisational
change and simple contentadysis of interviewsThis, Bushe, arguess, not how the stories

should be used and therefore is not a practical or useful research method. However there is, h
argues, aprovocativefpossibility embedded in the idea tlagipreciative inquirgan be used

to study social innovation the u<SRVLWLYH FKDQJH FRUHY ZKLFK LQ W
(Cooperrider & Srivasta 198Tooperrider 1990 He critiques the studies by Restd al

2002 and Yoder, 2005 highlighting the use of appreciative inquilgctss on a) bringing

multiple agencies together, and, b) content analyse interviews. He does not however consider
Cooperidder and Srivastas (1987) original development of appreciative inquiry to be used as a
complkement to conventional action research. @& other hand Van der Haetr al.2004

emphasise that other developments have been made in action research that give particular
emphasigo collaboration Manleyet. al.2005provides the example of whélmere is aneed

for an affirmative approach to resehto remain central to the sensitive nature of the inquiry.

$SSUHFLDWLYH LQTXLU\ KD Vratiohalig gapaditim Ww@ich Hdats daQiflV VR F
and psychological reality as a product of the moment, open to continuous reconstruction
(Bushe 199hVan der Haaand Hosking2004) evaluae appreciative inquiryrom a
UHODWLRQDO FRQVWUXFWLRQLVW SHUVSHFWLYH DUJXLC
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style Van der Haaand Hosking2004) support appreciative inquitiey argue that

facilitates multiple local constructiongecognising that reflecting moments are part of the

social construction procesEhey highlight thatiktening to different constructionsnd

dialoguing whastrengths and valuggople want tduild oncan be saeas a moraland

critical practice, that is sensitive to, and tries to work with, power relations in ways that
IDFLOLW DOtavge an $Riiffetdnt but equal relatiofgan der Haaand Hosking2004).

On the other hand a critical evaluation of ap@tee inquiry by Granand Humphrie2006

urges caution on the potential tensions between the intentions of critical theory (for example
scepticism and exposure to abusive power) and appreciative inquiry (for example inspiration)
Van der Haar and Hoskirp04andReed 2007 support this highlighting that given the
UHODWLRQDO FRQVWUXFWLRQLVW SUHPLVH LW LV LPSR
variable local constructiofror some to rule out critical reflection may be experienced as
negdive by the person imposing his/her reality on otliBeed 2007)Grant and Humphries
2006suggesh combination of the twaxplicitly focusing researcher and participants on
emancipatory ideas to provide fruitful contributions to the action researciegstioat is
VHQVLWLYH WR DQG WULHV WR ZRUN ZLWK ®$R&dihuinUH O D

thisthesisLV WR XVH DSSUHFLDWLYH LQTXLU\ WR DFWLYHO\ |

Appreciative Inquiry - how it works

The historyof appreciative inquiry lies with the experiences of David Cooperidder, who,
whilst studying a doctorate on orgsational dynamics (completed in 1986) took a different
approach from the established methodologies of organisational research (Reed 2007).

Coaqperrider interviewed doctors in a hospital in the United States. He found that asking
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questions about their work that invited them to describe and discuss aspects of their work they
valued appeared to encourage them to talk in an unrestricted way (R&¢dT2@0basis of
LQTXLULQJ LQ DQ pDSSUH F L OReadY2607) R bigyithd csnp@tidioH Q E
his doctorate Cooperridand others have refined and developed appreciative inquiry &ross
rangeof organisations andontextgReed 2007)Wakins and Moh(2001) describe this

process as a timeline from 1980 to present day.

The processes of appreciative inquiry have been reeblg@i DV pHJUEHEOD Vhe cyclical
nature of the appreciative inquiry process points to the itenadittereof appreciative inquiry,

it is not a linear process that stops when it is compl@®edd 2007)It is a process that

continues as the steps are repeated (Reed 2007). Coopetralef2005) cautioned,

however that appreciative inquiry should not beeses a set of cyclical procedures, but,

stems from, the positive core that is made up from the, strengths, goals and achievements of

the orgarsation.
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Figure 2  The Appreciative Inquiry Cycle (Cooperrider et. al 2005)

7KH pn'Y &\FOH

Discovery

One of the most important things to do as a researcher using appreciative inquiry is to develor
the inquiry. The questions that are asked and the topics chosen to focus on determine what is
found. The findings in appreciatth LQTXLU\ EHFRPH WKH GDWD DQG WK
is the vision for the future (Cooperridet: al.2005). This is where the inquiry begins. It is
important to craft and ask unconditional and powerfully penetrating questions to draw out the
beg creativity and vision from all. Collecting useful, positive and appropriateusatg

research methods that are participatory, for example telephone interviews and focussgroups

key to the success of the discovery st@@moperrideet. al2005)

Dream

fluman conversation is the most ancient and easiest way to cultivate conditions for
changef
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(Wheatley 2002.7)
The dream stage is an invitation to participants to amplify the positive core of data collected
whenusing a range of reseh methods for example focus groups and mind mapping. Using a
range of creative research methods the participant is enablfeddme the possibilities for
the future that have been generated through the discovery phase. The dream stage is
traditionally practical and grounded in the research inquiry, and generative in that it seeks to
expand the data to its full potential. The methods of data collection should seek to challenge
the status quo with an intention to create synergy and excitement. Onceathelldation
PHWKRGY JHQHUDWH pD VSLULWYT DQG DFNQRZOHGJHPHC
recommendation the positive core can be channelled, focused and used to design how it will

be creating the destiny of the envisioned dream (Coopegidal.2005).

The ains of the dream stagareto facilitate dialogue among the participamtsvhich they

share positive stories in a way that creates enthusiasm and &efigure developments, as

they dream of possible goals, structures and psesdsrstly, it is important to record the

whole story so that it can be shared by the all the participants bringing out the positive core of
the research inquiry. The second aim is to allow the participants to start to see common
themes. At this point is important to encourage the participants to observe and value the data

rather than criticise, judge and analyse the data.

Evidence that positive emotions enhanabeingsupports the appreciative inquiry
framework. Positive psychology is the basisdppreciative inquiry and psychologists such as
Frederickson have been drawn to the study of positive emofibissis not an isolated case as

studies by Seligmaninthe I®®FRLQHG WKH SKUDVH pOHDUQHG KHOS
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hopelessness and etthegative emotions that can spiral down in depression (Frederiekson
al. 1998; Frederickson 2003 and Frederickstral.2005). Ree@007however adwges that

problems and concerns can also provide a rich data source and should not be ignored.

Theobjective of the dream stage is to support the participants to imagine things how they
ZRXOG OLNH WKHP WR EH E\ EXLOGLQJ HQHUJ\ DQG V\Q
JLYLQJ IRUFHVY WKH SDUWLFLSDQWYV FD Qf §uasiivnsdndV R HQ
methods of data collection in the dream phase has important significance to elicit the quality
of data required to identify themes that will become the starting point for the design stage of

WKH L'y F\FOH

Many of the previously usedebhm activities share common components (Whiarel
TrostenBloom 2003) They take place as soon as possible after the discovery stage; involve
large groups of people; start to eneegpeople (i.e. guided visualisation, group activities);

they use a fodajuestion (facilitator selects the question, along with an appropriate time frame
for individual and/or group discussignshe groups or individuals move into group

discussions with no more than 12 to a group

Design

Cooperrideret. al.2005 describethe design stage by using the analogy of buildig

architect considers many elements in their design, a foundation, a roof, walls, windows, doors
and floors. Within the constraints of these elements the architect will have choices in which to
accommodte their unique preference. For example they may choose a glass roof, a brick or
cement exterior. Designing provocative propositions is a kind of social architecture; it

addresses the design elements critical to thefdatxample systems, structures @n
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strategies. Cooperridet. al.2005suggest$our design steps: selecting the design thefhgs
identifying internal and external relationsh{{23, identifying themes and engaging in dialogue

(3) and writing provocative propositior(8).

The designhiiemes (1) can be chosen by the participants as cited in Coopetride2005

p.143 or selected by the core team. Each element is taken into consideration when
implementing a new strategy large or small. They are interdependent so if one is ignamed it ¢
affect the others as well. The design stage defines the basic structure of the data that allows tt
GUHDP WR EHFRPH D UHDOLW\ /LNH DOO WKH VWDJHV L(
the nature of processes and structure. In this study s an overlap with dialogue from the
dream stagasing focus groups to develop the ddtiais was necessary due to time constraints

and the nature of the geographical area of the study.

Once the themes have been developed the nextRteyt¢ idenify the relationships that
helped to build the positive core. The key relations(8psre listed and used to design the
provocative propositions. The writing of provocative propositi@$n academic research is
traditionally completed by the researchising coded data and field notes. Mitewl
Hubermarl994 recommend this as there is a greater need to formalise and systemise the
researche$ thinking into a coherent set of explanatiofss illustration ofprovocative
propositions developed in this saan bdound in Stearnst. al.1980. A description of how

this work has been adapted for this study can be fouGthaptes 6 and 7.

Destiny
7KH ILQDO VWDJH RI WKH p'Yf F\FOH LV GHVWLQ&at.¥fIRPHW

2005). The gal of this stage is to ensure that the dream can be realised. It emphasises the nee
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for continuing learning, adjustment and improvisation. The techniques associated with this

final stage are self organised and often reassemble the processes of therstomgbosed

sequence of leadership or managenséould not be prioritisednstead there should be a

natural lead from the participants who wish to participate in future developriteata time

for continuous learning and adjustment that will possielyf LV LW W KH

aspects of the research findings.

Methods of Data Collection

Whitneyand TrosterBloom (2003 recommend a period of reflection and consideration when

choosing forms of engagement when using appreciative indRiffgrent inquiry strategies

should best suit the needs of the cahtdé the study and thought should be given to how the

participants will be able to engage with them.iAquiry strategy is recommendbyg

Whitney and Trostemloom (2003)to describe haw each engagement will take place and in

which form.

Figure 3

Methods of Engagement

Preliminary Stage

Discovery

Dream

Design

Destiny

Involves crafting the
appreciative inquiry
interview guide(s),

Involves individual
and collective
visioning, group

Involves collaborative
identification of the
SDUWLFLSDQWY

The unleashing
of the
SDUWLFLY

Placing in context
of social research
analysis and

conducting interviews dialogues, and architecture and crafting of| innovation. dissemination of
making sense of what has| enactments of positive] provocaive propositions findings.

been learned. images of the future. | describing the ideal.

Search & Interpretation of| Strand 1 Strandl Strand 1 Reference Group

the literature

Telephone interviews

Photography and narrative

Focus Group

Questionnaire

Strand 2
Focus Group 1
Using mind mapping

Strand 2

Focus Group 2
Using nominal group
technique

Strand 2
Focus Group 3
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Each methodf engagement has been introdutetheetthe fourstage of the appreciative

inquiry cycle( p'Y F\d<@dvery, dream, design and destiag)illustrated irfigure 3

(adaped from Whitneyand TrosterBloom (2003) p. 49. The methods of engagement are
supported by the methods of data collection questionnaire, interview, focus groups, mind
mapping, photography and narrative and nominal group techriqueliminary stage has

EHHQ DGGHG WR WKH HM'TF\FOH IRU WKH 8iXdowery stageR 1 FU
7KH 'Y F\FOH KDV EHHQ IXUWKHU @&Hhe Hissav&y] GreavhRand Q F C
design stage to develop transparency of the two consecutive parts to the study (carers group
and Admiral Nurse practice). In the design stagiefstudy data from strand one and two are
contextilaised,analysed and implications for practice describEedch strand is discussed in

GHSWK DV SDUW RI WKH H'Yy F\FOH LQ FKDSWHUYV DQ

Questionnaire

Questionnaires are commonly used in aeske and most people will be familiar with taking

part in some form of questionnaire completion. The concepts to be collected were going to be
the building blocks of theory tihis thesisand represented the point where the social research
part of the stug could beginpreliminary stage) % XO P H U SKUDVHV WKLV
FDWHJRULHYV IRU WKH RUJDQLVDWLRQ RI LGHDYV DQG RE\
beginning of the study gave a qualitative base line that couddddgsed. Theglsoprovided

an explanation for certain aspects and ways Admiral Nurses worked before the studyp began
provide data to craft the appreciative inquiry questions forideoderystage of the '

cycle.

A guestionnaire was the chosen research mdtiratie preliminary stage to thé p ' $ycle

This was pimarily for ease of access to the participants and acknowledgment to the amount of
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time they would have to give to the studyd, to introduce the interactive and participatory
nature of appreciate inquiry. Questionnaires have the advantage of being completed by the
participant without the interviewer asking the questions. This does impact on the type of
guestions that are asked as they necessarily have to be easy to follow, and particularly easy
answerand facilitates measurable respond@synton 2004). Interviewing can be expensive in
terms of time and travel. The cheapness of theceelfpleted questionnaire is undeniably
advantageous as in the case ofgghaiminary stagef this study theeographical area is

widely dispersed. The choice of questionnaire is much cheaper in this case, because of the
time and cost for the researcher to travel. Comparisons can be made with telephone interview:
but the cosbf using a postal questionnaissanother advantag@®oynton 2004)The

disadvantages of using a questionnaire were carefully considered as they can be time
consuming for participants, the answers have to be coded which can be time consuming and i
can be perceived by the participant ttety require a greater effort that can exacerbate low

response rates.

The self completed questionnaire is known as theasktfinistered questionnaire. Probably

the most well known of these forms is the postal questionnaire, where as its name implies the
guestionnaire is sent through the post to the respondent. Following completion of the form the
respondent is asked to return it in the pAd#ternatively, respondents are requested to deposit
their completed questionnaires in a certain locaflde termpVHOI FRPSOHWLRQ TX
denotesa questionnaire that is handed out by the researcher to all participants and then collect
them back when they are completBadbson (2002) recommends more than 15 participants
when using a questionnaireypically quantitative and qualitative data are colleabéen

using a type of scale for both explanatory and outcome variables.
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Measurement allows the delineation of fine differences between psaatiabling the
distinguishing of practice methods in terms afagnising fine distinctions. Measurement
provides a consistent device for making such distinctions. In order to provide a measure of a
concept (ooperational definitionBryman 2004) it is necessary to have indicators that will
stand for the concept. Tteeare a variety of ways in which indicators can be devised. Open
questionsare used to collect qualitative data the advantage beingdinitipants can answer
using their own termandthey allow unusual responses that may not have been anticipated.
Thequestions do not suggest a certain type of answer allowing the participant to use their
knowledge and expertise in the answidrey are useful for exploring specific areas and they

are for generating fixed format answers.

The design was easy to follow minimise the participant missing or misinterpreting a
TXHVWLRQ DQG LW ZzDV UHODWLYHO\ VKRUW WR SUHYHQ
as it is easy to consign the whole thing to the waste(hiestionnaires could be sent out in
large quatities in one batch, whereas interviews would require a team of interviewers to
conduct personal interviews with a sample as large theipreliminary stagef this study.

This is a resource that was not available the method of data collection aldcatideension

to the design of the study giving an opportunity to view the data through a wider lens.
Sensitivity to the nature of the data was also carefully considered. It is well documented that
various studies have demonstrated that characteristicteofiews and respondents may

affect the answers people give (Edwaetisal.2002). The research highlights that
characteristics such as ethnicity, gender, social background and experience in the subject

matter may combine to bias the information givgmrdspondents (Boyntoet. al.2004).
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However the literature encourages caution as there is little evidence to suggest what kind of
interview characteristic bias answers. Research by Touraage&mith (1996 on sexual
preferences and drug use suggdsts $ensitive information is more likely to be given in a
guestionnaire without the presence of an interviewer. There is no interviewer variability and
guestionnaires are not biased or influenced by questions being asked in a different order or
with different intonation or emphasis. They have the advantage of being flexible in where and

when the participant chooses to complete them (Boynton 2004).

As there is no one available to prompt the participant should they not be able to understand the
guestion thesfore the questions in a self completed quesgemust be kept clear and easy
to understand. The questionnaire should also be easy to complete as questions will be

inadvertently omitted if the instructions are unclear (Boynton 2004).

The questions ithe questionnaire fahe preliminary stagef this study were a mixture of
open and closed questionSome closed questions were asked to give a context to the
background of each participant which is more unusual when using an appreciative inquiry
methalology (Whitney and Trosteloom 2003). These questions were asked to provide a
basic context to qualifications, length of service and role. The importance of which is
discussed in Chapter 3 in context with nurse knowledge and practice expertise and the
application to a systematic famigentre approach (Freidmann 198%ome replies required

comment or a choice of answers using kelt Scale (Sitzmann 2000).

Interviews
KHQ FRQQHFWHG WR DSSUHFLDWLYH LQTXLU\aUHVHDUFK

similarity to appreciative inquiry organisational development work, which focuses on what
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works well in a ceoperative way (Reed 2007). Appreciative inquiry interviews can be
conducted in on#o-one settingsn focus groups or on the telephoiethisthesis two
interview methods were usgélephone interviews (discovery stage) and focus groups

(discovery, dream and design stages).

Telephone interviews were chosen as the method for the initial data collection with carers in
the discovery stage. Th@®one interview method was chosen for ease of contact for the
carer (there were no travel or respite pressures for the carer) and to allow each carer to tell
their story without feeling pressured by group dynaniicghediscovery, dream and design
stage a focus group was the easiest and most convenienview techniquédor participants

to contribute to the data collectiof fuller description of each interview method is set our

below.

Telephone Interviews

Whitney and TrosteiBloom (2003 suggest me key components to the appreciative inquiry
interview. These include preparation by the interviewer that includes knowledge of the
subject, crafting of the questions, and the distribution of an interview guide to the participants.
Kvale (199) suggesthat the historic priority of interviewing making method over skills

should be reflected on and remind the researcher that a method is mechanical following of a
VHW RI UXOHV WR DWWDLQ D pJRDOYT $ TXDOLWDWLYH U
the interaction of the researcher and participant. The production of data then goes beyond the
mechanical following of rules and rests on the skills of the interviewer and their personal
judgement of posing the questions when following up the interviearesasers. Kvaland

Brinkman (2009 go on to pursue four concepts of research interviewing: Interviewing as
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semiskilled labour where interviews implement an interview guide and adhere to specific
procedures in a manner closely monitored and superviyehhidrviewing as a craft where

WKH LQWHUYLHZHU SRVVHVV D puyWRRO ER[T RI WHFKQLTX
Interviewing requiesprofessional expertisendspecialised skills in judgement of the
consequences and master theoretical knowledgees¥iewing and interview topic (3).
Interviewing as an art this involves intuition, creativity improvisation and breaking the rules

(4). Interviewing techniques can be unconventional and novel with techniques belmg aise
personal rather than standaeti way giving the interviewer considerably more autonomy

(Kvale 1999) Reed(2007) also suggests caution when conducting interviews and

recommends a period of reflection on skills and experience before proceeding.

7KH DSSUHFLDWLYH LQRUXpPUQWHRQYHRY DLW LFH&EM FRPPRQ
discussion of an issue or phenomenon suggesting an exchange of ideas between two people
(Whitneyand TrosterBloom 2003). In standard methodological texts the interviewing
reciprocity is not highlighted in faur of the interviewee with the interviewer conducting the
discussion with an interrogative agenda (Robson 2002; Bryman 2004). This method of
interviewing traditionally elicits as much relevant information from the interviewee as

possible, the adequacy aredevance is determined by the interviewer. This is not a

comfortable method of interviewing in collaborative research as it elicits differences in power
and control (Reed 2007Appreciative inquiry interview encouragiexible discussion that
adheresR D ULJLG VWUXFWXUH EXW GRHV UHVSRQG WR WK
the opportunity to learn as wglecognising the experience of the intervieyasknowledging

the problems and anxieties throughout the interyimw gently guidinghe interviewee to the

value or best of the interview question (Cooperrider and Whit88$).
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Focus Groups

Focus groups are also widely used in appreciative inquiry as a method of gathering data. The
first book on focus groups was written in 1946 by Mernd Kendall as a result of working

with groups during and just after the Second World YRabson 2002)Today the focus

group is widely used in a variety of research settings for example communication, policy and
marketing. In health associated reseatrchoften used as a method in conjunction with other
types of interviewing for exampl®aff et. al.2006 Lambertet. al.2007; Hansoret. al.2008

all use telephone interviews in conjunction with focus group as methods for data collection.

Focus grops were chosen as a method of data collection for this study as they ladford t
advantage foallowing a free flowing discussioifhe researcher cahengain access to what
the participants see as important or interesting. Howéalitation of the grop is important
astoo much irrelevant discussion can be counterproductive making for a confusing and
ITUXVWUDWLQJ JURXS ,W LV DOVR LPSRUWDQW WR FRQVI
without careful and sensitive facilitation can become forgoRarticipants of this study came
from wide range of professional backgrounds, cognitive abilities and life experiences. To
allow for this two different methods were adopted within the focus gronipd mapping and
an adapted approach to nomigebuptednique. This was to ensure as far as reasonably
possible that the wide range of participants would be able to feel included and able to
participate at their own pace. These methods also supported the development of the
appreciativenquiry conversations ahthe development of creativity recommended by

Cooperrideret. al.(2009.

75



Focus groups are characterised by using the interaction of the participdits tbeir views

and opinions about a subject or issue. Participants respond to the inteaue\tereach

other, different reactions stimulate debate about the subject or issue with group snember
responding to each oth@Bryman 2004) The discussions develop ideas, problems and
questions that the researcher has not thougbeédre giving thenthe opportunity to observe
how they make sense of a phenomenon and construct meaning around it. In a sense focus
groups reflect the process in which meaning is constructed in everyday life and can be
interpreted to be more naturalistic than a-tmene irterview (Bryman 2004).n a focus

group the facilitator has to relinquish some of the control to the participants to allow themes
and topics to develop and be discussed. This is an important consideration in any qualitative
research where the views andrapins of the participants are being sort. In-tmene

interviews the interviewer is rarely challenged with participants reluctant to paint ou
discrepancies or inconsistencies in replies. Focus groups give the participants the opportunity
to argue with ach other and challenge perceptions and thoughts. This gives the researcher a
realistic opportunity of gathering a truer account of what people,thedause they are forced

to think about and possihlgevise their viewgBryman 2004.)

The size andumber of groups should be manageable for the size and time restraints of the
study. A group of six to ten people is usually regarded as a typical group size but, does have
the drawback of participants not attending and the grioeipbeing too small. It9 almost
impossible to control whis going to attend on the day the only way to prevent a small group
would be to over recruit (Morgan 1998). Howeyer groups that are to discuss and develop
sensitive topics or the personal accounts of participantslfies group is advised (Bryman

2004).
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The role of the facilitator is to gather the perspectives of the people being studied. To allow
WKLV WKH IDFLOLWDWRUYY UROH VKRXOG QRW EH LQWU
interview guide tht is given to the participants prior to the group to allow for a period of self
reflection and contemplatioithis is particularly important in a study of this type when

participants are going to be discussing personal feelings and experiences.

Mind Mapping

Mind mapping is a powerful and creative way of capturing graphic technique that can be
applied to every aspect of life histprobably best known in the education and business
worlds. It is a useful tool for where improved learning and clearekititgrwill enhance

performance and or discussion.

With such a wide range of participants in this study careful consideration had to placed on
how each person would be able to contribute to the data collection in a way that they
understood and was meaninbfo them. Appreciative inquiry lends itself to the use of

creative toolgReed 2007)To testmind mapping as wagf developing ideas and recording

them | made a design of the research study taking each stage of the study throughfthe 4
cycle enabledH WR pPDSY ZKDW WKH VWXG\ PD\ ORRN OLNH D
DQG PRWLYDWLRQDO WR VHH D an8itLdlsw/enabled nte XLt GarkyS R I
stages as a novice researcher to articulate what the study wasoadiatity its aims and

objectives. Having found this a motivational and affirmative approach to articulating my
thoughts | went on to develop the method for use as a data collectiendiscovery stage

strand 2This was particularly important when considering the inclusigmeople with

1



dementia when cognitive difficulties make verbal communication difficult. Mind mapping

gave an alternative mienin of communication that was inclusive and creative (Reed 2007).

A mind map starts its life as a single sheet of paper withsscto coloured pens and

sometimes other artistic or creative material. A question, title or image is placed in the centre
of the paper, with suheading or branches leading off (created as ideas as they come to mind).
Each branch then has an associagp PH RU VXEMHFW WR LW DQG FDQ E
built up (Buzan 1997)There is guidance to the group or individual for maximising the use of
the map, but there are no set rules. Each user or group develop their own map in a way that
they wish feely using colour, thickness of lines, creative materials and writing. This allows
related ideas, concepts or themes to be linked or integrated with each other supported by grou
discussion, personal experiences and knowledge (Buzan 1997). Using didtdoems,

images and writing for each category can make Mind Maps powerful tools (Buzan and Buzan
1993). Budd, 2004 describes the use of Mind Maps as-@ass exercise in which

participantreate a Mind Map for different topics

Photography with narrat ive

Appreciative Inquiry rejects the traditional methods of power and knowledge within the
research relationship so it was importantsea methodor thedream stage (strarig, that

wasboth participatory and entst intothe critical consciousnesd each participant.

Photography and narrativ@increasingn popularityamongqualitative methodologies in the

study of health, illness and health care and has reflected an epistemological commitment to
ways that the participants themselvesnottet, give meaning to and make sense of their
experiences (Harrison 2002). Expressing feelings and emotions in words is the most common

way we are asked to describe what is happening tbarsison 2002)
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Choosing theise of photographgavean oppontinity to break down some of the barriers
words sometimes build. Phagi@phscan help with sharing some of the private knowledge
people have that is often disguised when using words. Research has trusted words for many
years mistrusting the use of pictusag/ing that they can raise the question of the relationship
between private and public knowledggtransgressing this boundary (Harrison 2002).
Transgressing these boundaries became an important considerationtfurdisess
appreciativeinquiry requres an approach in the dreatageto allow stories to be shared by
the participants allowing for visualisation of the data being collected. Visualisation also acted
as a validation to the stories told in the telephone interviews providing a rich artéiteclec
source of experiences wkllbeingand feeling of value from the participating car&shratz
and Walker(1994) citedin Prosseand Loxley(2006) p. 237 support this
In social research pictures have the capacity to short circuit the insulatioreeetw
action and interpretation, between practice and theory, perhaps they provide a
somewhat less sharply sensitive instrument than words and certainly we treat them less
defensivelyy
Radley and Bell (2007) found that telling a story in a visual imagepsrtant for anchoring
potential in social practicdhey found that by using pictures they not only generated data but
were able to engage more fully with the participants. Further the visual data acted as a prompt
to thepersoffV HY HU\ G D\in@théid foVvefle€Q onEl@ir physical environment.
However it is important to be cautious as photographs have no meaning in themselves, it is the
interpretation that is importardand inthis thesis participants were asked to write a narrative
for each otheir chosen photos (Becker 1995). Prosser (2008} pstates that in the action

research contexthotographs become an instrument for change because the photo documents

DUH K D U GoHitdliiduRIFexpiéssion.
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Harrison (2002); Chaplin, (1994hd Harper (1996) found the absence of the use of visual

methodologies in social research surprisigt only because of the ubiquity of visual images

we encounter on a day to day basis in a wide variety of social cqritekedso we use visual

skills and cues as a taken for granted way of being in the world. Additionally much of the

routine work of health and social care practitioners relies on their skills of observation. |

would support this with the observation within this thesis that expgessnotion is very

difficult and can be easily misconstrued éxample an expression of grief is often

misconstrued as anger and taken personally by the recipient of the digtidgerdet.

al.2008) To be able to access the critical consciousnes®gfatticipants and at the same

time empower them to reach that level of development the work of N\I&8¢); Wang,

(1999) and Aubeeluk and Buchanan, (2006) was adopted. This approach of using cameras is

VRPHWLPHY NQRZQ DV uSKRWR ({9068 :DQUHDRIGLERRWR

YRLFHY ZDV FRQQHFWHG WR D ZRPHQTV KHDOWK SURMHEF
XVHG pSKRWR YRLFHY WR H[SORUH WKH FRQFHSW R

FDUHUV Ju3KRWR YRLFHY Z2AfproatR 8 Qaiding/ &Rpicilte B XKR/DOLLY WALR C

diseasearegiver role allowing the opportunity to describe the negative and positive aspects of

their role (Aubeeluk and Buchanan 2006).

Nominal Group Technique

Nominal group technique is a qualitaiapproach driven by the opinions and needs of the
participants and not by the perceptions of the researcher. It gives an opportunity for each
individual to participate and is used frequently in research either to elicit concerns or as a
means to establispriorities.An adaptation of this technique was introduced into the focus

groups during the dream stage strand 2.
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Originating from work developed by Delbec986 as an organised planning towminal

group techniquéas been further developed asdhow widely used in healthcare settings and
for the evaluation of educatioAster and Wylie 200@elbecq 2007). When considering its
use in conjunction with this study two studies were considered. Tuffige et. al.(2009

used nominal group teclyue with a group of people with learning disabilities to elicit their
views on end of life care provision. They found that the use of nominal group technique was
advantageous in this sample group as it followed a structured methodology and avoided the
opportunity for one individual to monopolise the discussion. They found the single question
technique successful due toursambiquity and use of a picture with the question improved
the inclusivity of their participantslliffe et. al.(2005 used an adaptl nominal group

technique with groups of general practitioners to meet resource and pragmatic reasons
showing how the method can be flexibly used with different participatory groups and
environments. There are four stages to nominal group technigueg;ligtcording; collating

and prioritising. The listing stage is designed for silent construction and development of ideas.
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Figure 4 M ethods of Analysis making sense of and interpreting the data

DISCOVERY
stage 1 :
open coding
telephone interviews
focus group (1)
(mind mapping)
DESTINY Appreciative Inquiry
Final in depth stage 4 ' &\FOH
critical analysis H & 2‘?852'\2/'
Final analysis, conclusions and i
recommendations for future Grounded Theory _ focusedcoding
LT Constant Comparison fo‘i“u‘?;’rlﬁ';f ?2)
Analysis (nominal group technique)
DESIGN
Axial (Pattern) stage 3
coding

focus group (3)
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Constructivist Constant Comparison Analysis

Below is a description of the underpinning analysis framework for this tHeaws

analysis framework builds on the work of Rg2807) developing a constant comparison

technique as the framework of aysib for this thesigrigure4 illustrates how the

framework for analysis has been integrated into the appreciative inquiryf4cle.

Making sense of the data using an appreciative inquiry methodology became an integral

part of the data collection inwahg the participantand reference grougxamirng the

constructed analysi?V R SURYLGH ULJRXU WR WKH GDWD FROOHFWLR
cycle (Koch 1994Coffey and Atkinson 1996hapters 6 and 7 describe the analysis

process in thisthesis#ii DFK VWDJH RI WKH u'YT F\FOH GLVFRYHU\ G
destiny.The analysis framework has been developed from the constructivist constant

comparison analysis approach described below.

A constructivist approach places priority on the phenomentimeddtudy and sees both

the data and the analysis as created from shared experiences and relationships with
participants and other sources of data (Charmaz 208&onstructivist grounded

theorist take a reflexive view of their research processes andgsothey consider how
their theories evolve using reflection of both their own and their particiffants
interpretation of meanings and actions. They assume that data and analyses are social
constructions that reflect what their production entailed (Hall@allery 2001). With

this in mind analysis is contextually situated in time, place, culture and situation.
Therefore seeing facts and values as linlesgarche$ acknowledge that what they see

DQG GRQTW VHH UHVWYV RQ ¥tbeOethrtheNfleXVity tieXedfoeL YLV P IRV
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by becoming aware of presuppositions and how the resmsaafiected byealising that
preconceived ideasan be importethto the researckhilst remainng unaware of

starting assumptions (Charmaz 2007).

Appreciative mquiry uses arnnductive approach to generate hypotheses but explains
how participants build on their affirmative experiences, values and beliefs. An
explanation of how grounded theory constant comparison analysis haddvetped as
a constant compariadechniqudo use with appreciative inquiry methodology is

describedn Chapter 6 and 7 of thtkesis.

Appreciative inquiry does not tie the researcher to a rigid prescription of data collection
and analysisSimilarly the grounded theory method deps on using constant

comparative methods and researcher engagement (Charmaz 2007). This method sits well
ZLWK WKH DSSUHFLDWLYH LQTXLU\ u'T F\FOH ZKHUH SDUW
making comparisons of data and findings. Comparative metleod the study basic

tools, the multiple interactions that occur in many forms at different levels to shape the
content of the theory. Appreciative inquiry like grounded theory relies on the interaction

of the participants in the research areas, devajppetween researcher and data, a period

of reflection, the merging of ideas and then returtdanipe participants of the study to

move the stories on. When using appreciative inquiry as a research methodology this
RFFXUV DW HDFK VWD JHestaroheK iHteragts With \rdddlledtd Kata

from the participants, makes sense of the data, appraises and interprets the data and
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returns to the participantgith the construction of the analysis in preparation lierriext

stage of the cycle

Constant Comparative Methods

The ultimate goal ofonstant comparison methadto generate a theory or build a model

that works, fits and is relevant (Guba and Lincoln 1989). The model is modifiable and not

a validated fact (Strauss and Corbin 198Qheory this lends itself to development with

appreciative inquiry methodSimilarly to appreciative inquinygrounded theory data are

analysed concurrently with the data collection and the main issues are allowed to emerge

during coding and conceptusilig the dataGuba and Lincoln 1989Strauss and Corbin

1990. The coding is divided into three stages, open coding to find the categories, axial

coding to connect them and selective coding to establish the core category or categories

(Strauss and Corbin 1RWLQJ WKDW WKH UHVHDUFKHUTV FRQVWL
for critique, this is highly subjective but does not violate the principles of constructivism

VR ORQJ DV WKH SDUWLFLSDQWY KDYH WKH RSSRUWXQLW\
In appreciative inquiry the participants and reference group have this opportunity at each
VWDJH RI WKH u'Y F\FOH WKLV DOVR DGGV WR WKH HYDOX
The researcher may well be the only person who has moved extensivelyrottevee

participants, and therefore has the benefit of having heard the complete set of

constructions. That particular construction is likely to be the most informed and

sophisticated by the end of the process. This is not a position of evaluator power but

merely a greater ability to facilitate and negotiate the process (Guba and Lincoln 1989).
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Open coding is open and moves throughout the process to become selective. Theoretical
possibilities are consideredimn the data with the open coding moviogvards
definitions or core conceptual categories. During open coding four questions are asked:
1. What is the data a study of?
2. What does the data suggest?
3. From whose point of view?
4. What theoretical category does this specific datum indicate?

(Charmaz 2007)

Open coding remains close to the data with an importance of keeping coding open to
HVSDUNY WKLQNLQJ DQG DOORZ IRU QHZ LGHDVY WR HPHUJH
provisional, comparative and grounded in the data and remain open to further analytic

possibilities. The size of the unit of the data is a consideration into how to develop the

process of initial coding. Lirby-line coding is for many grounded theorist the first step

to coding. This works particularly well with detailed data about processesdmple in

interviews, group discussions and observatiaimge by line codingprompts openness to

the data and the ability to identify nuances in it. It can help identify implicit concerns as

well as explicit statements assisting with the refoausf future interviews. Charmaz

(2007 suggestthe following strategies:

x

Breaking the data into component parts or categories

X

Defining the actions on which they rest

x

Looking for tacit assumptions

x

Explicating implicit actions and meanings
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x Crystallising the signifcance of points

x Comparing the data with data

X Identifying gaps in the data
By using theestrategies flexibly the codes can be developed into theoretical categories
with definitions within the coding. The flexibility of the process also allows the
researcheto return to previously coded interviews to see if events and experiences
explain a later important process. If not the data can be collected in the next stage of the

study or new participants sought to extend the data collection in that stage.

Axial or theoretical coding is about linking together the categories from the open ended
coding. The codes are more directed, selective and conceptual. Glaser and Strauss the
founders of grounded theory have now formed diverging views on the approach to take
when axial coding (Glaser and Strauss 196fgytake a purist grounded view arguing

that axial codes and the form that they take shemlerge from the data rather than be

forced into a praeletermined format. Strauss and Corbin (1998) however work vathin
interactionist paradigm where the axial coding is vieagléading to an understanding

of the central phenomenon in the data of the context of the conditions that gave rise to the
data, the action and interaction strategies by which it was dealtndtthair

consequences. Robson (2002) explains that whichever line is taken axial coding is about

putting the data in a way that has been split apart into categories by open coding.

In the third(stage selective codipgne aspect of the core codisgselected and focused

upon. This arises from the axial coding which gives a perspective on the relationship
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between the related categories, giving a feel of what the study is about in a way that can

be understood and explained. In grounded theory thest Ioe a central integrating focus

to the aspects that remain in the study. If more than one remains the notion is that they

are into a single one, grounded in the data but is abstract, integrated and highly

condensed. Strauss and Corbin (1998) suggedV&p FKLQJ WKLV SURFHVV IURP
OLQHY VWDUWLQJ ZLWK D GHVFULSWLRQ RI ZKDW WKH DJLI

descriptive account to a conceptsafion of the story line.

Questions of Rigour

In establising trustworthiness and rigour toigithesis Koclt$ (1994)framework

provides a decisiotrail thatis based on credibility, transferability and dependability.

Credibility is described in this thesis within thse ofreflexivity beginning in chapter.1

Reflexive accounts of each stage of they'f F\FOH DUH LQFOXGHG LQ WKH FR
analysis in chapters 6, 7 andr8m my reflectivediary and memos collected though the

period of data collecton&« UHGLELOLW\ LV IXUWKHU HVWDEOLVKHG ZLV
(discovery, dream, design addstiny).At each stage of the p'@§ycle the participants

and members of the reference group wevéed to readand comment othe

construction derived from the analysisansferability is described in chapters 7 and 8 in

relation to Admiral Nurse padice and making the choice to care. Dependability relies on

W KH pD Rdafthé\thasid)(Rdch 1999). A theoretical journal and field notes were

maintained throughout the year of data collection. The theoretical journal was updated at

each stage ofthe u'f F\FOH XVLQJ WKH FRQVWUXFWLRQV GHULYHG

retuned by the participants and reference group. The field notes were written by a
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volunteer participant at each stage of data collecAomemo was written to reflect on

each stagefdhe data collection and used with the field notes and construction of the
DEDO\WVLVY WR EHJLQ WKH QH[W VWDJH RI WKH 'Y F\FOH (
considerations were noted and prompted adaptaditdme multiple methods of data
collectionfor exanple, to nominal group technique198. My reflexive diary and memos
made poignant entries regarding the geresand distressing nature of the stories that
were being told. | recorded how my professional nurse staisesearchentertwined

into a paricipatory reciprocal experience. | sought the views of two experienced Admiral
Nurses and my supervision team to support my reflections on these feelings and the
construction of the analysis. The overall aim of this study is to provide a constructed
reality of carerdfroles and theneaning of familycentred approach to tipeacice of the
Admiral Nurse. Through reflexive accounts | bring my ownymederstandings and
prejudices to the constructions. | haneluded my reflections of the journey of this stud

in the text of this thesis in chapters 5, 6, 7 and 8.

Summary

This chapter has given the reader an insight intpliilesophy of Paulo Free and how
his work influenced the development of action research and my choice of using
appreciative inquiry@a research methodology for this theshse Background and the
way appreciative inquiry workss a research methodologgs been described rational
for using each method and a brief description of the methods of data collection
(questionnaire, interews, focus groups, photography and narrative, mind maps and

nominal group techniqudlave been discussedn overviewof constructivist constant
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comparison analysis has been given which has been adapted to use with appreciative
inquiry in the following chpters.In Chapter5, | set out the study design leading the

reader through the development of my research journey to make choices about research
methods thatvereinclusive and participatory to the wide range of participants who

volunteeed to be part ofiis study.
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Chapter 5
Study Methods

In Chapter4 | described the process of developing a methodadoglyconstant
comparison analysis technigter this thesisThe account in this chapter is a reflection
of the development of the researohiney | have takerfhe process of ethical approval,
sampling and consent are discussedlahd UW KHU G H Y19@)Rr&nmeRdiikki§ V

establish the rigour and trustworthiness of the research.

Gaining ethical approval for this study was a lengthy legessary process as the
inclusion of carers and people with dementiaught ethical dilemmas and
considerations to the progress of this thdsi&d not wish tounduly contact or distress
carers and people with dementia due to their vulneralfliyfesionals can feel

burdened and their practice threatened when invited to participate in re3dasetwere
critical consideratios when planning the ethical, sampling and consent process for this
thesis. A reference group was therefore set up to supyostidy during the first stage

of ethical approval. Alongside the process of ethical approval sampling was given
consideration with the support of a reference group and toeduoator offor dementia
The process of consent was not undertaken untiethital approval had been gained
and | had made informal contact with individual carers and facilitators of the carer and
people with dementia group&dmiral Nurses and stakeholdef$ie importance of these
considerations became evident as the datactmiiebegan. My reflections of the
experience of the telling and listening to the stories told during the data collection are

described in chapters 6 and 7.
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Throughout the chapter | draw on the research text that influenced the methodological
decisiongo choose the research methods that make up the design of this inquiry:
guestionnaires, telephone interviews, photograpdsatives and focus groupihe
constructive comparisotechniquds describedn this chapter to contextualise the

methods of angkis with the research methods.

To conclude the chapter tpediminary stage to the p'{ F \$d@ddribed. A
guestionnaire was sent out to all 54 Admiral Nw3ée aim of the questionnaire was to
gain a base line of the understandifignow Admiral Nurses are valued and to place their
practice in context to the appreciative inquiry methodology. | was also very thasas

a practising Admiral Nurse | could be prone to making judgements and assumptions
about the context of Admirdurse practice An analysis is made of the data collected

from the questionnaires to construct the context of Admiral Nurse practice.

Ethical Approval

It has been arguddr some timehat all research can be potentially harmful to both the
participant and researcher (LgpandJohnson 2007). It is maybe more obvious to think

that controlled trials involving invasive procedures or drug trails could unintentionally
cause harm. However qualitative studies gathering data about sensitive topics can cause
inadvertent emotionaitress and potential damage to individuals. The ethical
considerationstaoutwho the research is going to benefit, and deciding on the topic to be

researched were all important considerations when developing the design and process of
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this study.ndividual ethical issues that arose throughout the study are reflected upon at

HDFK VWDJH R WitKisichaptefladd\ thdeifolloavirioch 1994)

Potentially there are several groups and organisations that can benefit from the outcomes
and findings othe researchiVhenaction research techniques are used participants have
the opportunity to be a e@searcher developing unknown or previously under developed
skills. There are also potentia¢nefits tahe participants of this studyy identifying and
defining family values, skills and feelings of weking pertaining to the role of caring

for a person with dementia.

In addition to seeking and gaining ethical approval from Northumbria University
(appendix 1) it was necessary to seek approval frarNdtional Research Ethics

Service. This approval was a priority as the research study exlttnd nationwide

service buit proved to be lengthy and at times frustratigthis point the recruiting of
participants to the study was at a very early stiigenbers of the National Research

Ethics Service committee required further clarification about the recruitment and support
of people with dementia. This was based on the premise of people with dementia being
vulnerable people who require protection; therefan invitation to participate in the
VWXG\ VKRXOG EH FRQVLGHUHG E\ WKH SHUVRQYV PHGLFDC
person requires information about the study, with an appropriate amount of time to make
the decision, and, an approach thaldes the person to decline or agree to take part.

&KDQJIJHVY ZHUH PDGH WR WKH LQIRUPDWLRQ VKHHW DQG D I
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meet these requirements. National Research Ethical Committee approval was granted in

April 2007 @ppendixl).

The second stage of the approval process necessitated approval from Research and
Development Departments. In 2005 the second edition of the Health and Social Care
Research Governance document was published (DH 2005). This document reflects the
changes mad@tegislation in human tissue and mental capacity with provision to protect
those who participate in research. Researchers must ensure they safe guard the rights,
safety and welbeing of participants. In addition data protection, ethics committees,
informed consent and confidentiality were integral to the research process and are

discussed in turn within this thesis.

The approvals were not without difficulties and proved to be a lengthy and bureaucratic
process, with each Research and Development reguiifferent information and

evidence on how the research study was to progress. This form of approval may not have
been necessary in every Research and Development area following National Research
Ethical Committee approval, as datarenot collected witm the boundaries of many of

the Research and Development areas. Even though the approval may not have been
necessary it is good practice when approaching a range of participants to take part in a

research study. Full Research and Development approvakegised in October 2007

(appendix?2).
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The third stage of approval was to gain written consent from each of the service
managers of the Admiral Nurse teanhis was requested via email to save time and was
responded to positively and promptly. All tAdmiral Nurse Service Managers

FRQVHQWHG WR WKHLU $GPLUDO 1XUVHVY SDUWLFLSDWLQJ

The Reference Group

Considering the development@feference group wamportantto the support of the
study.Consideation was given tthe range of potential participes in the study and

what sort of advice and direction | would potentially requiratfoduration Uniting
Carersfor dementiais an orgarsation set up byor dementiafor carers who have

received a service froen Admiral Nurse. The members of Unitil@arersfor dementia

are invited to participate in a range of activities and events in dementia care. Some
members had an expressed interest in being part of research. A sample of these carers
was approached by tlee-ordinator of Uniting Carerfor dementa to discuss

involvement in the studyConsideration was given to the stage of their caring role and
geographic distance to the London bafsedlementiaEasy acces® London was

important as meetings of the group were potentially going to be a reqoirefne
participation. The carers who volunteered were a diverse representation of cultures,
backgrounds and caring experientese p. 26 table 5 for more information)rhose

who had expressed an interest were contacted by telephone by me for an informal
interview.Before | contacted each carer | sent out a personal letter with the information
sheetand guidelines to being a reference group mendpgehdix 5)Nine carersand

two Admiral Nurseve@mepart of the reference group
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Sampling
a) Sampling forstrand 1
The Admiral Nursegn=54)were contacted bfpr dementiafollowing a presentatioby
the researchabout the study to all the Admiral Nurses at their Practice Development
Day earlier in the yeaA participantinformation sheet was senttdo eat nurse who

expressed an interest in participating in the s{ndy9) (appendix 5).

Following an initial presentation of an outline of the study to a group of carers from
Uniting Carerdor dementiahe ceordinator of Uniting Carer®r dementiaundertook

the preliminary enquiries to recruit the sample for strand 1. Carers were contacted by the
co-ordinator of Uniting Carerfor dementiao check their interest in becoming a

participant and availability to participate. A personal letter, guidelinebéodiscovery

stage and the study information sheet was sent out to eachapgemndces5 and6). An
informal telephone interview was conducted with each carer firstly to introduce myself to
the carer, secondly to check that they understood partmipatithe study. A protocol

was used for each carer to ensure there was equity of information given to each person.
Ten carers expressed interest in an informal interview, two decided not to participate at
this stageone due to personal reasons and oméepred not to give a reason. One later
contacted me to ask if she could participate in the dream stage of the study, this was
possible as the ethical approval allowed for participants to step on and off the study as

they felt comfortable with (Manlegt.al. 2005).

b) Sampling for strand 2
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The Admiral Nurse sampling was as for stran®&thkeholders from each of the Admiral
Nurse Service Areas atfidr dementiawere invited to the Admiral Nurse forum in March
2008, a total of 18takeholdersvere recruited tparticipate irthediscovery stage, strand
2. Due to the geographical spread of this group they were invited to participaéam

stage, strand 2ia email or telephone interviewive participants engaged through email

in the design stage strand 2

Carers and people with dementia were sampled from Admiral Nurse facilitated groups in
two geographical locations in Ker@outh East England. The sample was deliberately

tied to the area through the ethical approval processgrability to meet the groups in

a location that was accessible. Two groups were chosen to include a diversity of people
from different cultures, genders, caring and personal experiences in dementia care. A
WRWDO RI FDUHUTTV DQG S RS cdis gilowp K aBA2PRHIQW LD SD UV
to attending the group to collect data | attended to meet the members of the group to
introduce myself and the research study. In one of the groups there was time to schedule
a warm up exercise. Each member of the particigayroup was asked to pick a card

from a selection (taken from greetings cards and similar publications) and asked to talk
about what they liked about the picture and then what prompted them to choose it. A
lively discussion took place with participaméking about their chosen picture. One lady
chose a picture of snow dropscause she Hanow drops in her wedding bouquste

and her husband who has dementia were then able to talk about their wedding day. When
| returned to collect dataf the study the group members remembered the previous

H[HUFLVH DQG ZHUH NHHQ WR HQJDJH LQ GDWD FROOHFWLI
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the other group in the same way due to previously arranged schedules for the group. This
did not detract fromhe enthusiasm of the participants in the data collection but made the
start slower as introductions were lengthier and felt very formal due to the necessity of

going through the formalities of the research study.

Consent

Free and informed consent is aahto requirements of ethical research involving human
participants. Informed consent first became a requirement after the second world war

with the introduction of the Nuremberg Code in 1947 (Slaug#teal. 2007).

Carrying out research with vulnetalgroups of people has potential ethical dilemmas.

The issue is whether a vulnerable persohis case a person with dementia can

rationally, knowingly and freely give consefRgbson 20023 O] KHLPHUYV $VVRFLDWLF
2009). The dilemma of whether a persigrable to give informed consent and at what

stage of their dementia this is not possible is debated in the study by Beicldkes

(2003. They found thapeople with mild dementianderstood consent information for

WKH VWXG\TV PLQ L KkDXhitd lofpdopiWiRhihBde Ritee nubhity
dHPRQVWUDWHG SRRU XQGHUVWDQGLQJ KRZHYHU WKH LWE
end participation was answered correctly. Reinforcement of consent information

improved understanding in tiparticipantsvith mild dementiaUnderstanding of

research information is not a basis to gain consent and the assessment of decisional

capacity in people with dementia individuals lack uniformity and is also highlighted as an

issue in this studgBuckleset. al2003)
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Puwcci et. al(2001) andGuerrercand Heller(2003 consider the role of the caregiver as a
surrogate for the person with dementia and raise the question of education, culture and
language of a person without a diagnosis of dementia and therefore thetability

understand the consent procdagecent years the role of the ethical committees in safe
guarding the rights of the individual and the interests of society has been encouraged. The
$O]KHLPHUTV @009 Ras d&xaNed RrRQommendations for sucmmittees.

Assuming people with dementia are unable to participate in research reinforces negative
stereo types of incapacityhis denies thenthe capacityo make meaningful

contributions to research and share the benefits. It is morally unacceptable not to include
people with dementia in research and significant limitattordementia research would

severely hamper effective treatments and interventions (Slawghsr2007)

To be abldgo addresshe tensions of these debavgsengaining informed written

corsent for this study the process was broken daewtimeach group of people who were

being invited to participate. Within the realms of this study there was not the capacity to

FKHFN HDFK SHUVRQTV HGXFDWLRQDO DQG FX&®WXUDO EDF

pertinent to the research question.

The written consent process began adtege 3 of the ethical approval process. Large
print or electronic copies of the research study information sheet and consent form were
made available, there was also a [Bmn made foaccess to translated copies in an

appropriate language.
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The Process of Gaining Consent

Reference Group

Written consent was obtained from members of the research reference group after an
informal telephone conversatiohhis wadollowed up by written information about the
study and guidelines for reference group members about what participating would
involve. The signed consent forms were returned to me byggsedby meand a copy
returned to each member of the reference groupp&@tand additional information to

each person was available from me andctRerdinator of Uniting Carerfor dementia

Admiral Nurses

For the peliminary stageAdmiral Nurses completing the questionnaire consented by
completing it. Written consent wdormally required for participation in stra;md and?.
Each Admiral Nurse was sent a consent form witiérmation sheet and askéal
consider participation. | was available to answer questions or give further information
should it be required. Marof the participants atteed groups without their consent

form either previously completed, returned or with them. Asking for consent forms to be
completed at the start of the groups wasnsion for me and was highlighted in
anonymous feedback from onerficpant. It felt difficult asking for written consent
when everyone was sitting in close proximity, and | was unsure if the choice to
participate was open enough (Puetial.2001). However one person did choose to

leave in one of the groupthey later participated irstrand2.
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People with dementia

For people with dementia consevdsrenegotiated at the beginning of each contact to

ensure theyere participating in a voluntary capacity andreable to remember the

context of their participatiorBuckleset. al.2003). The groups of people with dementia

were smallsohaving a conversation with each persmseasier | felt confident that

HDFK SHUVRQ ZKR VLIJQHG FRQVHQW KDG FDSDFLW\ WR GR
Practitionemwassentin accordance with the ethical approval. Some chose to take it to

their surgery themselvesome preferred it to be posted. Two people who attended the

groups did not sign a consdatm. In conversation with their primary carer | felt it

would not be righfor them to do soHowever, they were part of the group so they joined

in. In strandoneby listening and being acknowledged by members of the group, and, in

strand E\ KHOSLQJ WR VWLFN pWKH YDOXHVY XQGHU HDFK KH
putting the furniture back after the group and thanked me for an enjoyable morning.

Facilitating the group in this way it felt calm and inclusive although the formalities of

ethics were clearly met (Slaughtsr al.2007).

Carers

All the participating carerhad receivedn information sheeand consent forms either at

my informal visit or via the Admiral Nurse who facilitatéheir group. Most arrived

either with their form complete or had handed it in at the previous meeting. | checked that
everyone had ghed a consent form and answered any questions. For example one lady
was not sure whdor dementiawas, this was due to the interpretation of the wording.

She chose to participate and completed her consent Tdrisprocess was repeatied

the dream andesign stage with strand 2 participants.
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Stakeholders

Stakeholders were sent information about the study prior to the groups. Some participants
had received it as part of the Research and Development approval and/or service manager
consent. The same infoation was available for all participants on the day of the groups

with a consent form. Verbal checks were made that each person had given written

consent before the startditcovery stage, dream stage and design stage, str@mdy?
participantsn discovery stage strandvire invited to participate ithe dream stage and

design stage strandt@ ensure that they had received the correct information and had

consented to participate.

Analytic Methods

7KH DQDO\VLV RI GDWD LV WHWHRS WRHHYVIRZTPEDWOJ VIR WE D
summarsed and communicatdgiuberman 1994)Therefore, making sense of the

information is a process of examining and organising it so that it can be discussed by

others (Reed 2007). The framework for analysis far tiesis intertwines with the

research methodology appreciative inquiry and constant campamalysis (Charmaz
2007)developing a constant comparison technique to use with appreciative iridptay

wereanalysed by reading andreading transcribed xeusing constant comparison

throughout the process of data collection and during the writing up p&hedoding

process was supported by the software package Nvivo7, thioisghasa more

convenient data storage package than for andlysesprelimingy stage in chapter 6 for

more information)
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The introduction of computer software has been a recent development in qualitative
research. The best known programmes are krasrcode and retrieve systemich

mean that they allow the researcher to deséusing the software and then retrieve the

coded text. Being a novice to data analysis Nvivo 7 was chosen as training and support
was available at Northumbria University. The use of Nvivo7 meant that the hands on

tasks associated with the interpregatprocess were completed on the computer and the
software used as a data base and retrieval system for the data in strands 1 and 2.
Traditional methods were mixed with the use of Nvivo 7 with an initial reading through

of the transcripts to get an ove@l pIHHOLQJY IRU WKH GDWD FROOHFWHG
The software was then used to go through each set of data marking sequences and themes
RI WH[W LQ WHUPV RI FRGHV (DFK FRGH ZDV FROODWHG LC
of text related to edccode. This way of coding replaced the traditional way of physically
writing in margins, making photo copies of transcriptédihotes and reflections,

cutting out chunks of text and storing them together. Nvivo 7 does this automatically
providing a neband easily accessible data base for data. However it is important to retain
an awareness of the data as fragmentation can resulciontiextualising the data

(Buston1997; Fielding and Lee 1998). A sensitive awareness of the data was maintained
throughaut the study by returning to the participants in estelge of the research with the
interpreted datar his issupported by Bryman and Burgé€4994) who note that

computer assisted qualitative data analysis enhances the transparency of the process of
coding dataadding to the validation and rigour of the the#iiglso obviously provides a

fast and efficient way of coding and retrieval which helped with the time constraints of

completing the study.
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ILQNLQJ 4XDOLWDWLYH ZLWK 4 X DHQV LRAUD W K ¥ HG 'MW p * F

The data from the questionnaire in gireliminary staggave a broadverviewof the

nature of Admiral Nurse practicGome quantitative dataerecollectedabout length of
service and level of qualificatiordongside some initial datdéaut how the Admiral

Nurses saw their current ralgee preliminary stage chapter 6 for more information)
Experiences by Rossman and Wils@884;1991)cited inMiles and Hubermai(1994

p. 41suggest that qualitative data and quantitative data cankezlland suggest three

broad reasons: a) to enable confirmation and corroboration of each other via
triangulation; b) to elaborate or develop analysis, providing richer detail; and c) to initiate
new lines of thinking though attention to surprises or pat@sl The small amount of
guantitative data from the questionnaire provided background information (c) to the study
supporting the development of the detdlection inthe discovery stage strand 1 ghd

The level of coding used in tipeeliminary stagevas descriptive coding. This level of
coding requires only a small amount of interpretation identifying phenomena in pieces of
text. The same segment of text could have been interpreted more fully but there would

have been a danger of bias at this eddges of data collection.

Interpreting the Data

Memoingwas used as a constant, unrestricted process that kdgen first coding
providing anapproach to finding relationships enafglthe analyst to reach levels of
abstraction and ideation with an aifndeveloping theoretical ideas (codes). It is a
pivotal intermediate step between data collection and wetiradpling the analyst to
generat ideas as they occ(Blaser 198). In this thesis constant comparisaechnique

was used to underpin the appteD WLY H L Q T X LEAth phesg df titeQuH§ycle
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is interpreted searching for textual evidence to craft the questions of the next stage

(Cooperrider, Whitney and Stavros 2005).

The Interpretative Process

The interpretative process is disctb& LQ UHODWLRQ WR WKH DSSUHFLDWL
It is combined with the interaction of data to explore wkataid Thisunderpirs the
GHYHORSPHQW RI pWKH VWRULHVY WROG DQG pP\ WKHRU\T
analysis at each staggded on relevance of theoretical sampling and theoretical

sensitivity Charmaz 2007)n line with the over arching framework of appreciative

inquiry, understanding developed from a naive to a critical in depth interpretation. As a

way of shaping the ingoy, multiple purposeful readings were taken from different reader

positions to illuminate different aspects of the dateample appendix 9Yhe narrative

component of theliscovery stageentred on the development of cafalues

principlesand feeligs During the discovergtagethoughts and meanings within the text

were uncovered and variables identified, labelled categgband related together.

In the design stagexial coding was used to explore relationships between codes and the

data put togther in a new way to aid understanding and new learning. Finahg

destiny stageonstant comparison between the newly identified relationships, values and

principles led to the identification of four carer relationships and four Admiral Nurse

principles both underpinned by a set of values. As the data collection progressed

HPHUJLQJ WKHPHY ZHUH IHG EDFN WR WKH SDUWLFLSDQWYV
appropriate languagillick and Allen 2001) and with their agreement these were

integrateG LQWR WKH QH[W VWDJH R $eVigsus, codiigloRh&@ta 7R PD[LP
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was viewed at each stage fgrticipants andhembers of the reference groiifoch

1994) This approach aimed to enhance awareness of emerging concepts and reduce bias.

Open coding

Analysis beganuring thepreliminary stagdéy developing a naive interpretation of the
literature The qualitative text of the questionnaires was read through and the quantitative
data separated for processing as background to the studffection was written about

the process of delivering the questionnaire and the qualitative teadeo identify

themes a the nature of Admiral Nurse Practice to provide a first level interpretation of
the data. Theiscoverystagecommenedwith telephone interviews and focus groups

using mind mapping. The questions were developed from the data collected in the
guestionnaire and literature on famdgntred care. The telephone interviews were
transcribed and read through and coded using Nviloey are presented in depth in
Chapter6, example appendiX)8The mind maps from each focus group were transcribed
along with the field notes and coded using Nviyexamples appendix 10, 11 and.12)

This developed a naive interpretation of the data amdeththe analysis into the dream
VWDJH RI WKH DSSUHFLDWLYH LQ Tplatdgkaphy &fid RaffaiMe ‘X UL QJ
was used to further illustrate how carers perceived perioggslbbeingand value to

their caring roldexamples appendix 14yhesecond reading of the data identified

individual stories unique to each participant. At the same time the data from the mind
mapping in the focus groups identified similar themes across all the groups when

investigating the value of the Admiral Nurse.
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Axial Coding

It is well known that codes will change and flourish as the data collection period
FRQWLQXHYV 7KH DSSUHFLDWLYH LQTXLU\ p 'Y F\FOH VXSSR
participatory way giving an opportunity for each stage of the analysis to batealiby

the participantsThere is always more going on than an initial coding frame can develop

and some analysts have names for coding procedures later in the research cycle. For
HIDPSOH /LQFROQ DQG *XEDFIlling LQEVEPX\OGLYWKHRBHV
reconstructing a coherent scheme as new insights emerge and new ways of looking at the
GDWD VHWHBEH®MWHWORMNMALRQM UHWXUQLQJ WR PDWHULDOV FRGHC
them in a new way, with a new theme, construct or relationshipglU LGJLQJY VHHLQJ

new or previously not understood relationships within units of a given category. 4)

PXUIDFLQJY LGHQWLI\LQJ QHZ FDWHJRULHV

My initial enthusiasm of using the Nvivo 7 package waned a little at this point; | found |

was losing theIHHO YT RI WKH GDWD 5HIOHFWLQJ RQ WKLV QRZ LV
of information technology experience with NvivoMore probablyit wasthe comfortof

being able to handle the paper and reflect on what had been said and how it had been

expressed WKLV pIHHOY IRU WKH GDWD DSSHDUHG WR EHFRPH
| therefore continued the coding process by writing concepts and ideas into the margins

and linking them manually with the themes and codes from the initial coding process

(exanple appendix 8)
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The dream phase of the data collection underpinned the development of the analysis

exploring the relationships between the codes and putting the data together in new ways

to develop the understanding and learning phenomena. Relatiggroeseand linking

them with their characteristics and stdtegories is important for the emerging theory

(Lincoln and Guba 198555 HODWLRQVKLSY DQG OLQNV DUH FRQQHFWH
KRZY DQG WKH FRQVHTXHQFHV RI1 W K)HSuadss ldr@ Woybine WU D XV V

call this type of categorising axial coding.

A Constant Comparison Technique
A constant comparisatechniquevas used in the design stage of the appreciative inquiry
u'T F\Fh@ process of analysis continued into the dgsttage of the appreciative
LQTXLU\ 'Y F\FOH IRFXVLQJ RQ WKH UHIOHFWLRQ RI WHO!
connections and patterns between them. This process led-examénation of the data
and the parts of the analysis that had beeB thUWDNHQ WKURXJKRXW WKH TRl
separate elements were drawn together in a way that allowed for social meaning of this
complex social situation and Admiral Nurse practice. Through the synthesis of the
S D UWLFL S Dadndgrsiandih dbe destiny phase of the interpretative process
opened up the possibilitior a new generation of stories of carer relationships and how
Admiral Nursepractice can support this. The constadrveloped were major categories
formulated by the participants atite supporting literature. This approach aimed to

enhance awareness of emerging concepts and reduce bias.

An integral part of appreciative inquiny the destiny stage for the participants to

develop provocative propositions. Traditionally thisGsRQH DV SDUW RI WKH UHVHLEL
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data analysis using memos and field notes with the coded data évddduberman
1994). Provocative propositions were crafted from coded data, memos and reflective
QDUUDWLYHV LQ WKH GHVLJQ(19% Bpptbabhedvthk H 'Y F\FOH
development of provocative positions in a similar way during a roa#ie study of the
effects of the use of computers in a classroom environment. In this study the propositions
took the form of emerging hypothesis of the data. An @tarmf a proposition from this
study is:
Individualised learning and setfirections, as well as cooperation and peer
teaching, are promoted though computer use, and some transfer of these learning
styles to other class activities may oc8ur
(Kell 1990 in Milesand Hubermai994 p. 75.)
The provocative propositions were again revisited at case analysis meetings with
supervisory colleagues and at focus groups 3. Questions asked were: 1) what are the main
themes and impressions, what is going @)What are the explanations, speculations,

and hypothesis? 3¥hat could the alternative interpretations, explanations and/or

disagreements beAdapted from Mileand Hubermat©94)

Managing the Data

All the field notes, transcripts, photographs witlrratives were stored in computer files
that were securely protected. Prints of photographs were stored in a secure locked
environment along with the mind maps. The interview transcripts and focus groups were
coded with a letter and number that correlatéth the same participant or group through
each stage and strand of the study. Participants were asked how they would like to be
addressed in the thesis and chose to keep their original code e.g. Al with letters to

mentioned family members, friends andfessionals. The assignment of codes
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anonymised the data in a way that provided ease of access to individual files and whole
data sets for each stage of the study. Each data set was generated within a particular
FRQWH[W H J pFDUH U \endtigHi@idsSfom eddh Xagé of the stuslyiwas

easily retrievable.

Summary

In this chaptethe process of seekimgghical approval has been discusasdtraised the

ethical dilemma of the inclusion of vulnerable adults. The process of ethical approval
sampling and gaining consent therefore required support from a reference group and was
a lengthy proces3.he framework for analysiwas discussed signposting the reader to
examplesof application and development of a constant comparison techinighepters

6, 7 and 8 of this thesis

In Chapter6 the journey of data collection begikststly the preliminary stage is

described to contextualise Admiral Nurse practice. Comparisons are made in the analysis

stage with the background and context of demaentchapters 1 and 2 and the family

centred literature in chapter Bhe chapter is divided into sections to lead the reader

through thdirst three stages oW K H u'T F\FOH GLVFRYHU\ GUHDP DQG (
of the cycle is described in chronologl order(in reality the data collection overlapped

ZLWK WKH DQDO\WLYVY DFWLYHO\ GHYHORSLQJ DQG HYROYLQ

cycle.
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Chapter 6

Discovery, dream and design

The previous chapters in this thesis have set the context faarttaender of this research
journey. The discussions set the context for the study as applied to my own personal
experience, practice reflection and experiences and passion to strive for recognition of
personhood for people with dementia and their caneiShapter2, | described the

context of dementia care from a bitedical, psychesocialand relatioal point of view

and gave an overview of some of the dementia literature that pertains to this thesis. The
background to the literature was further depeld inChapter3 to discuss the strengths
and weaknesses of a famitgntred approach to nursing and how it has tenuously been
applied to mental healtiChapterg} and 5gavethe methodologial base for the study
appreciative inquiryand described the studyethods The process of writing the
background to the studshapter 1, the contextual chapter 2 #malliterature review
discussing familycentred approach chapteb8gan the process ofaking sense of

previous knowledge, research and Admiral Nurseetiipractice

In this chapterhe information and data from the preliminary stage pmogidedtexture

DQG FRQWH[W WR LQIRUP W K HdiEchHvety(dzarg destign wnd H 'Y FA\FC
destiny)and give an insight into the participatory nature ofdtuely. | was however

DzZzDUH DW WKLV HDUO\ VWDJH WKDW puSUREOHPVY UHTXLUH

WKH PpEHVW RIY D QReed RO Had\tenfichizd tid bl using an
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appreciative inquiry approach within my practice as a séeoturer delivering a team

building programme with a group of care workers.

A questionnaire (n=54) wassed toconstruct the context of Admiral Nurse practice. A

total of 27 questionnaires were received for analydis. datavere analysed and
comparisos made to information gathered for theckgroundand context to this thesis
(chapters 1 and Bndfamily-centrediterature inchapter3 in conjunction with the data

from the questionnaird he emerging theory was then overviewed by the reference group

bHIRUH EHLQJ XVHG WR GHYHORS WKH GLVFRYHU\ VWDJH RI

Following the preliminary staggata collection was completed in two strands that crossed
HDFK RI WKH VWD JH tabled. FistliHin the 'disdovérpstage with a group

of carers and secondly with groups representagers people with dementjgAdmiral

Nurses and stakeholders. During the discovery stage 8 carers completed an audio
recorded telephone interview supported by field notes and reflective notes. Planned
recoded telephone interviews were conducted across a 10 day period in November 2007
for durationof 25to 45 minutes. Alongside the data collection with the 8 casessries

of 11 focus groups (93 participants) were held to include voluntary participation of
carers people with dementjgddmiral Nurses and stakeholders. Each group undertook a
mind mapping approach to the recording of the focus gsupgported by a note taker

and reflective notes. The dream stage spanned a period of 8 nidreltarers grqu

was joined by another cargiving a total of 9 participants. The carers were given a

disposable camera with 27 primtsdguidelines to captearthe value orpestipf within a
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caring role. The camera was returned for developing and the photograpbaceta the
carersEach carer was asked to choose 6 photographs and write a narrative to describe
the pestfpf or value of their caring role. Alongsiaé this,focus group were facilitated

to furtherexaminethe value of the Admiral Nurse. A total ®fgroups were facilitated

(60 participants) and a further 4 stakeholders contributed via éseaitablel for an

overview of the data collection)

Finally, LQ WKLV FKDSWHU WKH 'Y F\F O mhissthyeHdRS s LQWR W
participantan working through the process of designing future services, based on the

MEHVW RIYf SUDFWLFH WKDW WKH\ KDYH GLVFRYHUHG DQG V
have imagined ideal practic&.focus group for each consecutive part of the study

facilitated to gain an overview of the data collected andatonstructed through the

SUHYLRXV VWDJHV RI WKH in the flesting Siagep QrévobvtReG LV F XV V
propositions that began the construction of the final findings discus€dthptes 7 and

8.
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Table 1

Overview of data collection

Method of data collection Date Appreciative Inquiry Stage Number of Participants Participants
Questionnaire 04/09/07 +28/09/07 Preliminary stage 54 Admiral Nurses
Telephae Interviews 26/11/07 £30/11/07 Discovery (strand 1) 8 Carers
Focus Groups 07/01/08 +31/03/08 Discovery (strand 2) 11 groups Carers, people with dementia,
(mind mapping) 93 participants Admiral Nurses and stakeholde
Focus Groups 31/03/08 +23/05/08 Dream (strand 2) 8 groups Carers, people with dementia a
(adaptechominal group 60 participants stakeholders
technique)
Photography and narrative 18/02/08 +26/05/08 Dream (strand 1) 9 Carers
Focus Group 25/06/08 Design 1 group Carers
7 participants
Focus Group 11/09/08 Design 1 group Carer, Admiral Nurses and

4 participants

stakeholder
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Preliminary stage: Constructing the context of Admiral Nurse Practice

In October 200A questionnaire to construct the conteikAdmiral Nurse practice was sent

out as a postal questionnaire to 54 Admiral Nurses. After being screened for identifying
marks and text by an administratorf@t dementiathe questionnaires were returned to me for
data interpretation. A four week retunad been requested that was unfortunately disrupted

by a national postal strike. A total of 27 questionnaires were returned following an extension
of two weeks for the return date to allow for the disruption of the postal strike (Edstards

al. 2002).

,Q RUGHU WR GHYHORS WKH LQTXLU\ DQG GUDZ RXW WKH p
DQG WRSLFV FKRVHQ WR IRFXV WKH UHVHDUFK 7KH ILQGLC
or data to feed in to thestovery stagef the p'&ycle (Coperrideret. al.2005). To

develop the research questions it was necessary to gather data from the Admiral Nurses about
their current practice, carers about their value of their caring role and gain a perspective of

how carers, Admiral Nurses and stakeleos viewed the value of Admiral Nurse Practice.

The questionnaire

Careful consideration was made in choice of method and the design of the questionnaire. As
time was restricted a pilot was not run but the questionnaire was sent for comments to
memberof thereferencegroup. Slight amendments were made to the wording and layout

following consultation.
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The aim of the questionnaire was to gather evidence of the nature of Admirajpkaotee.
Each concept of the questionnaire represented a seletltiferent elements of Admiral
Nurse practice drawing on the common featu@epies were also available to download via
email 27 questionnaires were received back n= 27. This was lower than expected
considering the preparation that had been compjeiedto them being posted out. Some
reduction could be accounted for because of the national postal strike but there were more
sensitive consideration§here is a possibility that the Admiral Nurses felt that their practice
was going tde judged in a detrimental way, the data would contribute to practice changes
that they would not be involved in influenciragy that they felt that the research study was
not an important part of their practj¢bat isthere was no ownership to the stuttys

noticeable from the data that themea large percentage of Admiral Nurses with graduate
skills; post registration education in dementia care and someHiityjiezr Educational

awards. A high number have significant practice experience althougmigan a dementia

care capacity (sdaable 1).

Table2  Admiral Nurse Qualifications

Professional Academic Year of Service Title Length of
Qualifications Qualifications Qualifying Service

RMN 27 BSc 12 19701980 4 Admiral Nurse 14 0-5 months 2
RMN/RGN 5 Specialist dementia card¢ 19801990 15 Team Leader 9 6-12 months 2

(ENB 911 or equivalent)
8

SEN 2 MSc/Ma 2 19902000 6 Senior Admiral Nurse 1 1-5 years 8
PhD 1 20002006 2 Research Fellow 1 5-10 years 10
PGC(HE) 1 Lead Practice Developmer] 11+ years 1

1
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Table 3

The Value of Practice Development

Attend clinical Benefits of Attend Peer Benefits of peer | Attend practice Work as part of
supervision clinical Group group development a multi-
supervision Supervision supervision disciplinary team
Yes 25 Extremely Yes 25 Extremely Yes 26
beneficial 16 beneficial 15 Yes 19
No 2 (not in Beneficial 4 No 2 (notin Beneficial 7 No 1 (only works
clinical practice) clinical practice) one day a week) No 8

Quite beneficial 5 Quite beneficial 4

Not very Not very
beneficial 0 beneficial 1
Not at all Not at all
beneficial 0 beneficial 0

An aspect of beingn Admiral Nurse that is highly valued is the practiegelopmenthat is
available to each nurse; this is supporteddnylementiain collaboration with the service

host organisation. To obtain amerviewof the usefulness and value to the Admiral $ésra

set of questions were developed the results are descritaaleéB. The Admiral Nurse
Competency Framework appears to be being used as a practice development tool with few
Admiral Nurses finding a real value in its completion. This could be dtietrecent
implementation of the Knowledge and Skills Framework widimehost organisatiaor,

there has not been a clarification about the use of portfolio development for registration as a

specialist or advanced practitioner (Keadyal.2007 p. 305).

The value of the Admiral Nurse

To be able to craft the questions to begin the ' §ycle (discovery stage) the Admiral

Nurses were asked how they felt carers valued their practice. The replies to this were

subjective with the majority feeling Weralued in their role
fThe immense burden and emotional strain placed on carers and families can often
feel overwhelming and hopeless, often leading to carer break down. The chance of
being able to discuss their difficulties and feelings in confideritea professional

who is impartial and reassuring leads to an increase in the confidence and self esteem
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in the carer and better coping abilities. This | believe leads to a better quality of life
for both carer and person with demenfia

(Questionnae number 11)
and

Lbelieve they value information sharing about dementia and other services, benefits

HWF VWUDWHJILHYV IRU FRSLQJ RSSRUWXQLW\ WR pVKD
services, feeling supported, being advocated for, having thedsriessard and being

addressed (where possible), having their role acknowledged. The above is based on
feedback received through evaluating action plans and comments received when

moving orf

(Questionnaire number 21)

How Admiral Nurses currently work i families is usually dependant on the situation and
clinical judgment taken at the tim@evenAdmiral Nurse said they always worked with the
family and 20 sometimes. There were a range of comments to this question showing
flexibility in the how the AdmiraNurse works with a carer
ufrequently work with wider family but this is determined (usually) by the initial
referee. Depends on many factors whether joint family meetings, or separate contacts
(prefer first) but find it is often arbitrary deciding omaain carer when many family
members involved and supporting the person with dementia and each other
(sometimes not supporting each other). Especially in certain ethnic commuhities.
(Questionnaire number 7)
MVhenever possible | work with the wider fgnaind have often met with multiple
family members. | will often work via phone and email with distanced family
members who are unable to meet regularly but wish to know more about how to

support primary caregivers.

(Questionnaire number 23)

The comprison of the data included the background and literature in conjunction with the
data from the questionnaire. | founsing Nvivo7quite time consuming and confusing with
so many elements to choose frdReminding myself that this was an initial conmipan and

not wishing to introduce a bias | decided instead to read the data through and then on a
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second reading make line by line comments in the margin of the consolidated questionnaire
data.Themes that emerged from this process are displayedled. The reader will note

that the emerging themes closely link with the themes raised in my reflexive account and the

review of the familycentred literatur€hapter3.

Table 4 Emerging Themes (preliminary stage)

Emerging themes
Background knowledge and practice

Family and carer relationships
Nursing knowledge

Nursing skills

Partnerships

Information

Communication

Health & social policy
Education

Practical advice

Values and beliefs

Emerging themes
Empirical base:

Caring partnerships
Education
Information
Collaborative
Negotiation

Shared beliefs
Emotional support
Physical support
Empowerment
Carer expertise
Nursing Knowledge
Listening

Carer comptence
Nursing skills
Values and beliefs

Emerging themes
Values of Admiral Nurse
Practice:

Practical information
Emotional support
Access to services
Education
Training

Coping Strategies
Signposting
Honesty

Trust

Sharing

Impartial
Professional
Advocate
Relationships
Flexibility
Availability
Reassuring

The following five points draw together the data analysis of the preliminary stagessnd
used to develop the questions in thecovery stageempowerment (1); negotiation (2);
facilitating (3); information (4) and partnerships (5).
1. Empowerment (aims to psychologically give a sense of mastery and control to family,
socially to empower a participatory competence).
2. Negotiation (stucturing expectations, valuing family involvement).
3. Facilitating (communication skillslistening, silence, validating, acknowledgement
of family skills and experiences).
4. Information giving (participatory experiencephysical, psychological, social).

5. Partnerships (relationships, decisions, collaborative practice, advocacy).
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7R EHJLQ WKH GDWD FROOHFWLRQ ZLWKLQ WKH p'T FA\FC
required drawing together with the context of the literature discussgaaiptes 2
(contextuainformatior) andChapter3 (afamily-centred approaghTo support the

drawing together | kept a theoretical diary throughout the life of the research study which
proved essential in crafting the questions for the beginning of the data collection

(discovey stage)see fgures5 and6).

Drawing furtheronthe work of Franck and Callery (2004) (theoretical diary 01/06/2006)
the concept of a famitgentred approachas further compared. The constructs of

respect; empowerment; negotiation; health caresnard partnerships are comparable to
the questionnaire data abddmiral Nurse practiceThese constructs faMithin the

concepts of support of family/person with dementia healthcare needs and the person with
dementia/family service. The empirical indiges as identified by Franck and Callery

(2004) are possibly carer abilities/competencies that could inform the sub concepts:
physical needdjealth promotion; decision making; information giving; collaborative
working; communicatioskills; environmentadsocial care; advocacy; sharing; mental

health needs; partnerships; coping strategies; cultural and religious health;

responsibilities; therapeutic interventions and family behaviours

Using these comparisons the interview questions were craftedHeoemterging themes
in dialogue with the supervision team and reference group (supervision session
19/10/2007)figure 5).The appreciative inquiry questiom®re written to uncover the

1 E H V. TheRtlefintroduces the topic with a set of questions &xaiore the different

aspects of the topidigure 6)
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Figure 5 Relational Diagram to Represent FamilyCentred Care
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Figure 6

Crafting the Questions for the Discovery SDJH RI WKH

e

1 F\FOH

Emerging themes from the empirical
base

Caring partnerships education

Information collaborative
Negotiation shared beliefs
Emotional support physical support
Empaverment carer expertise
nursing knowledge listening

Carer competence nursing skills

Values and beliefs

Emerging themes from background
knowledge and reflections of practice

Family relationships
Nursing skills
Information

Health & social policy
Practical advice
Professbnal relationships

nursing knowledge
partnerships
communication
education
values and belig

Emerging themes frompreliminary
stage

Practical information Emotional support

Access to services Education
Training Coping Strategies
Signposting Honesty

Trust Sharing

Impartial Professional
Advocate Relationships
Flexibility Availability
Reassuring

Comparison of themes

Admiral Nursing

Relationships
Negotiation

Social & health policy
Partnerships

Carers

Family and carer relatisips Support Caring

Skills Knowledge Nursing skills

Expertise Values and beliefs Information givung and sharing

Competence Information sharing Empowerment

Negotiation Partnerships Nursing knowledge
Education

Competence

Crdting the questions

¥ Tell me about a time you felt things went/have been going well.

¥ How did that make you feel?

¥ Was there anything about the relationships with the people aroun

that made this go well?

Crafting the questions

% What is valued laout the Admiral Nurse?

A

v

Reference Group
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6.1 Discovery - EHJLQQLQJ WKH n'yY &\FOH

7KH WDVN RI WKH GLVFRYHU\ VWDJH LV WR DSSUHFLDWH W
empirical understanding of this thesis. Traditionally in appreciatigeiry the discovery

VWDJH LV D SHULRG WR FROOHFW DQG VKDUH WKH pVWRU\Y
H[S O R U H-gWikgHaqiddsLof kthe organisation (Cooperriéeral 2005).

One of the key factors in using appreciative inquiry as a res@aethodology is the

collaborative working with the literature and participants of the research. To be inclusive and
collaborative an appreciative inquiry study must actively support and encourage participants,
hearing their voices and allowing the exqmien of viewsThe importancef hearing

different views from different knowledge base is highlighted by Reed (2007) and was an

important factor in planning and conducting the discovery stage of the study.

Telephone Interviews

The telephone interviewsapture the stories of 8 carers who recount their relationship
experiences of caring for a person with dementia. They talk about the complex and emotional
world of how they share their lives with the person they are caring for, their family members,
friends and professionals. This is a world of stigma, burden and stress partially designed by
the literature, media and the historical creators of hopelessness in dementia caeg. @liffe
(2005) Clareet .al.(2008) Garandet.al.(2009) DH 2009). Each aar is the main character

in their story, playing many parts in the stories of others. They tell their story in a telephone
interview about times when they have felt a sense ofletig and/or being able to use

skills and knowledge they already had (Wikly and Trosteloom 2003 Coopperrideket.

al. 2005). Each story is unique, highlighting different emotions, some problematic and
distressing and feelingsofweE HLQJ DQG VNLOO LQ D FDUHUYV OLIH 5H

complexities and the emotional journegch carer took, | re tell their story (Tugade and
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Frederickson 2004). The data derived from the telephone interviews are presented as

reconstructions of the stories told.

The telephone interviews were facilitated using an appreciative inquiry structexplore

what had gone well and the best of in a caring role. Guidelines were sent to each carer prior
to the telephone interview to allow time for some reflection and exploration into their
experience and expertisgppendix 9). Each telephone intemwigvas audio recorded. Field
notes were taken during the interview and a personal reflection of each experience was

written after each interview.

Pre-interview contact

Following initial contact from theo-ordinator of Uniting Carerfor dementiaeachcarer

was contacted by telephone to discuss their participation in the research. The telephone
conversation allowed for questions to be asked, concerns or issues to be voitedand
provisional relationshipo be builtbefore the main interview. Aoverview of the details of

each carer who participated in the study can be seablgb. Following the informal

contact andhereceivingof verbal consent to participateach carer was sent a letter with a
consent form and written information about thedy with a pre paid envelope for return to

me @ppendix5, 6 and }. On receipt of the signed consent form it was checked and copied
One copy, signed by mevas returned to the carer and the other filed for the research records.
At this stage one carerate to say she felt unable to participate in the telephone interviews
as she was feeling vulnerable and unsure of her feelings. She was due to visit her family
abroad and would contact me on her return. | contacted her by telephone to reassure her that
she could join the study at a later stage should she wish and that | would keep her up to date

with the progression of the data collection. The telephone interviews continued with 8 carers
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participating. An appointment was made with each carer at an agreedrtd date and

confirmed in writing with a copy of the interview questions.

The telephone interviews
The questions asked in the telephone interview were designed to build on the findings from
the questionnaire context of Admiral Nurse practicegpters), my reflectionsChapterl)
and the review of the dementia and farugntred literature drawing on the work of
Whitney and Trosteiloom (2003) Cooperrideret. al.(2005); Reed (2007)
Telephone interview questions:
x Tell me about a time you feltitigs went/have been going well?
X How did that make you feel?
X Was there anything about the relationship with the people around you that made this
go well?
Each interview began by reminding the carer of my name and the purpose of the call and
checking thait was a convenient time to talk to them. | reminded them that they had given

written consent, participation was voluntary and that the call would be audio recorded
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Table 5

An overview of carer details

(Definition of ethnicity as advised by the Office for National StatisB@8g§http://www.ons.gov.u

Carer | Age | Carer Ethnicity Gender | Employment Caring for | Type of dementia Type of caring environment
Al 83 | White British male retired wife Lewy body Home/care home

A2 76 | Other White Background female | retired husband $O]KHLPHUYV GL| Home/care home

A3 50 White British male Works full time father $O]JKHLPHUTV GL| Own home

A4 72 | OtherWhite Background| female | retired mother $O]KHLPHUTV GL| Home

A5 65 | White British female | retired husband Vascular dementia Own home

A6 80 | Other White Background female | retired husband BLFNYV GLVHDVH Home/care home

A7 52 | OtherWhite Background| female | Works part time mother $O]KHLPHUYTV GL| Own home/care home

A8 67 Black British female | retired husband $O]KHLPHUTV GL| Home/care home

A9 58 Black British female | Gave up work to car¢ mother AO]JKHLPHUTV GLY Homel/care home
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Not knowing the carer and their situation required sensitive and thoughtful interviewing as |

was aware that after the call finished they would possibly be alone with memories and/or

feelings that they had not thouglitoaut for a long time. | started the interview by asking

some factual informatiariFor some this was a repeat of details they had disclosed in our

informal conversatiobut following the receipt of written consent | could now record this
information. It wasalso important to put people at ease and discuss the same things with each
carer. | was particularly aware of how emotionally difficult the interview may be after writing

my own reflexive account for this thesis. The participating carers live acrosg a wid

geographical area of London and South East England. They each come from different ethnic

and cultural backgrounds and have varying experience of caring for a person with dementia

(see tablé for more information)Some of the carers had prepared ansteetise questions

carefully, writing down their answers before | called. Each carer was aware that we were
JRLQJ WR EH WDONLQJUWBHRW VR IW KHK HYL. DO ISH DIGHBQ FH WKLV
surprise and feelingsf uncertaintyaboutwhether it waild be possible to talk about difficult

times with a positive view. In fadt was noticeable that to be able to recall a time of

wellbeingeach carer had to tell of a time of trauma andistress (Tugade and Frederickson
2004).Each carer had made adiments to their relationships as they made their shared way
through the journey of dementia. One of the major adjustments they made was the emotional
journey of taking control of the relationship with the person with dementia. How they did

this and howtiey managed the relationship is as individual as each of them. Some found

practical ways of supporting the relationship, others valued the support of an Admiral Nurse

to work with the emotional changes within their relationships, whilst some felt emétional
UHVWULFWHG XQWLO DIWHU WKH SHUVRQ ZLWK GHPHQWLD
EDFNY 7KH FKDQJLQJ HPRWLRQV WKH\ H[SHULHQFHG ZHUH

trauma and burden of pre diagnosis, diagnosis, changing behaviowinghand developing
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relationships (Reed 200 Hor each carer the attention then shifts to times when the carer felt
a sense ofvellbeingor when they felt things were going well. Presenting the data in this way
shows the extreme emotional journey thatheearer travelled to reach a sense of how they
managed the many relationships they have other than the relationship with the person with
dementia. Each carer had an individual and different experience at notably different times in
the caring trajectory. fiis challenges the way that support and care of carers of people with
dementia is traditionally givefror exampldt often assumethat carers only require

transient support and information at point of diagnosishe relationship dies with the

persorwith dementiaandsupport is withdrawn on the death of the person with dementia.

Before making contact with the carers | gave each person a code to protect their identity,
along with that othe person they are caring for/cared for and their family aedds. After
transcribing the data each transcript was sent to the corresponding carer to be read and any
wording or discrepancy taken out or adjusee@re paid envelope was supplied for their

reply. For example one carer removed some personal detilslstvere not relevant to the
research. The carers were asked to choose how they would prefer to be referred to in the
study either by code or a chosen name. All the carers decided to keep the existing codes
which are letters or numbef®&nfortunately his makes the reading of the data feel

impersonal and does nfitt with my originalintentions ofbeing able t.keepthe emotion of

each participant alive for the reajldrefer to myself as P as the participants were all invited

to call me Penny.

The Carer & Sories
(DFK SDUWLFLSDQWYfV VWRU\ KDV EHHQ UHFRQVWUXFWHG |

interview. The reconstructed stories were themed by, iaedoy ling from the
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transcriptions and later4themed using the electronic data base/dl7 (Appendix9 and 10.

The transcripts with themes written on each were then returned to each participant for
comment and to have any erroneous data removed. It is important to remember that more
than one interpretation can-eqist in an inquiry. Tta idearestsoiDGDPHU {V
supposition that understanding between two different beings occurs through a fusion of their
horizons. The fusion is created through dialodgRismissing the idea that only one horizon
exists opesup thepossibility that nore than one interpretation can exist of the same
phenomenonRicoeur (1991%upports this idednighlighting the intractable problem of plural
interpretations thadreopen to several readings and to several constructions. Below are the
stories that eactarer told The reader will note that the stories are emotionally driven and it
was difficult for the participant tkeepan affirmative focus without telling the whole story,
necessitating a reflection of the difficult and traumatic times they had eeced:iach

carer is referred to by their chosen code e.g. Al. | am referred tAZsdRose not to

participate in this part of the study)(DFK Rl WKH FDUHUfV VWRULHV EXLOG
background literature to this study. Each of the storiesssribed singularly to capture the
importance of struggling with problems and dilemmas of a day to day caring atde in the

chapter the stories are themed using the affirmative data from the collective stories.

Telephone Interview with Carer Al

Al was very matter of fact about sharing his story of caring for his wife with me. He is used

to talking to others about A and how they had managed with her living with denfentia

was concerned about the amount of time that has elapsed since A receniegmesis (and
VXEVHTXHQWO\ GLHG DQG WKDW KH ZRXOGQYW EH DEOH W
feelings. | reassured him that his contribution would be valuable however it was told and to

just go ahead and tell his story as it came into his headniéreiew lasted for 45 minutes
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and was audio recorded; | took notes alongside the interview and wrote a reflection of the

experience after the interview.

$ YV ZLIH $ GLHGle catedfarielfar B yeaamdthe last 5 months of her life
shelived in residential care. It was important for Al to be able to care for A throughout her
illness and he initially managed this at horfileey were married for 49 years 10 months.
They lived in the suburbs of London in the family home and were both retred A
received her diagnosis of dementia (Lewy body dementia was diagnosed at post mortem).
Getting and receiving the diagnosis was a lengthy and traumatic journey with the lack of a
GHILQLWLYH GLDJQRVLY VHHPLQJ WR kKAhedlittRYsight WKHP IRU
into her illnessandA1l found himself in the position of having to make decisions for both of
them when they were used to making decisions together. Al found he was taking on the role
of A as well as his own and that the practicgl ttaday living activities were all his
responsibility, as A became matepenént on him he found himself in the position of
helping with personal care and supporting continedegfound this emotionally very
difficult,
things like putting on incontimee pads were a struggle | used to sgyst hold it A,
DQG VKH ZRXOGQTW LW ZRXOG GURS RQ WKH IORRU LW

sometimes to calm myself down and get myself togkther

(Carer Al telephone interview)

Al had been in contact witan Admiral Nurse whom he built a trusting relationship with and
he constantly referred to her throughout the interview when recalling feelimgslbéing

When A was admitted to a care home he recalled the relationships he built with the
professional wff at the home but also the importance of the relationship he maintained with
his Admiral Nurse. To recall these well developed professional relationships Al first told me

about how difficult some the professional relationships had been. One examplbevaa
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was receiving respite care. Al explained that he was going out with his daughter and son in
law but felt he needed to phone the respite centre first, he was told,
ghe is a bloody nuisance she keeps wandefing

Al recalled,

this was a shock foPH WKH GD\ FHQWUH VDahydref KH\ FRXOGQ
The professional relationship Al had built with the Admiral Nurse became very important to
him at this time,

At the start of our marriage | promised never to put A in a home, | feel bad about it

this because | did. It has helped me to talk about this J (Admiral Nurse) talked to me

DERXW LW VKH VDLG LW ZDVQYW P\ GHFLVLRQ DORQH W
$ TV IDPLO\ U HMHOWwewWeiviere Yid displced during his caring role and retold as a
1V W D E telatiowdhi. AL recounted how he felt the relationship between his wife and his
daughter had not been allowed to develop in his dau§hgarly years due to caring
commitments to his father in law. In fact he learned the contrary whilst A was in ¢hanchr
that in fact they did havawell established and developed relationship that was able to reach
IDU LQWR $V SURJUHVVLRQ LQWR GHPHQWLD :LWK WKH Gl
care home staff Al felt able to pick up his volunteer work aticudated how important he
felt it was to give something back to the people that had helped whilst caring for A. After A
diedAl became a member of Uniting Caréss dementiaspeaking to other carers and
professionals about his experiences and beingop#nis piece of research. He also kept in
touch with the care home in a fund raising capacity until finally the time came to move on,

lthave stopped now | needed to change the things | was.dpoing
Referring to my first notes after the intemvigvith A1 | found immediate evidence of the
importance of being able tgive and receiv8 The giving back was a large part of his feeling
of wellbeing.This may be becausevitas a number of years since Adwied and his life hé

continued to develop me outside the context of dementibowever,l felt that it should not
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be ignored at this stage and may be something to return to later when co constructing the data

collection.

This was my first telephone interview and having spent quite siamegamliarising myself

with the audio recorder, checking and rechecking it was recording sample convetsations
managed to set it upcorrectly, therebyosingmostof the data when the machine switched
off 4 minutes into the interview. | had fortunately takepious notes that | reflected upon
immediately, as well as writing theoretical diary entries and a memo. As Al was my first
interviewee | had the option to re do the interview at a later date but decided on that day to
record the data and store it urdil the interviews were completed before asking for a repeat
appointment. There were two reasons for: thistly | did not want to put A1 under any

undue pressure to retell his story, although he was used to talking to others about his caring
experiences did not feel comfortable in asking him at this po&condly] had struggled
during the interview not to approach the conversation as a therapeutic intervention but to
keep to the interview questions with a minimal amount of intervention. Discubssrigter

with my first supervisor (24/01/08) helped relieve my anxiety of not conducting the
interviews with a research focus lalfiowing my practice experience to inform my new role

as a researchéefhe decision was also made not to repeat the intervie

Telephone Interview with Carer A3

A3 is 50 years oldndcares for his fathea widower who lives independently in his own

flat. He is married with one 5 year old daughter. He works full time as a furniture designer
and maker.

A3 started by desibing the struggle he had with diagnosis,

he was diagnosed on the 22nd December 2004
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A3 describes this as an incredibly difficult stagding about a year before he became much
PRUH HQJDJHG ZLWK KLV IDWKHUTV O kttdtls arnKdssessnigd{ DLOHG
information to try and make sense of what was going on,
LW ZDV TXLWH HDUO\ RQ EXW WKH\ GLGQfW VD\ LW ZD\
when | got the piece of paper and traced the assessment back. It was much later when
| got copies of the letters, later on and traced it back that confirmed the diagfiosis
The confirmation of a diagnosis then provided a platform of some stability for the family
relationships to develop alongside the development of the changing relatibeshgen A3
and his father,
KPP WKLQJVY WKDW ZHQW ZHOO RU \RX IHOW UHOD[HG «
WKURXJK , KDYH IHOW WKDW ZH KDYH DOO IHOW WK
GRZQ :H KDYH JRW XVHG WR WKH LBGi DVRL @ @] HHRDAHIUQ
A3 described how life had settled down into feelings of acceptarroaitine for all of them.
A3 recounted how introducing his father to his own friends and acquaintarcesgmorted
the closer family relationships. This invely the use of an immense amount of his own
personal energy tracking down old friends of his fathers and introducing him to new friends
WKDW ZHUH HVWDEOLVKHG UHODWLRQVKLSV RI KLV RZQ IDI
of isolation and loss @uto the death of his own close friends
pne of the things that seems to trouble him a latalh of my friends have diedthis
, WKLQN LV D \DZQLQJ FDYHUQ « ZKHQ , JR DQG SLFN K
a road where a friend of his had ermdaess making workshop every time we come up
this road he says | wonder what happened to S? So | tracked this man down via his
GDXJKWHU DQG RWKHU IULHQGV«
'XULQJ WKH p6Y PHHWLQJ KH EHFDPH HPSRZHUHG WKH\ ZHI
endearmentsl N HR X G L U W, th&tOwaaTiend§hip bondThis second interview
provided comparable data around the trauma of gaining and then receiving a diagnosis with

the period following diagnosis being a time of relativalbeingwith time to develop

existing, new and established relationships.
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A3 seemed to be particularly perceptive to his fathezlationship and communication

needs. He went to huge lengths to secure a stable environment in which his father felt safe.

The professional relationships had built went someway to provide a period of stgtaind

KH KDG IRXQG KLV IDWKHUYV JHQHUDO SUDFWLWLRQHU SDL

the doctor is very important the doctor is someone who can give general help about

GHPHQWLD « GDG KD Yedddh® by &lmndst BR years umm and he is
actually outside the doctors catchment area the guy has let him stay on umm and he is
remarkably supportive]

As for A1, this professional relationship was very important for ikdeeling supported and

relaing this feeling to a feeling ofvellbeingfor him.

This second interview went much smoothted, IHOW , KDG EHJXQ WR ILQG P\ p
However, A3 had already thought very carefully about the things that went well or were
comfortable in hisaring role and needed very little prompting or developing of questions

from me. He was very clear about the difficulty of getting the balance right for his father and

the importance of having the right support, maintaining an element of control forhgs fat

and receiving respite. Frustratingly my struggle with the recorder confihoethaged to

retain the whole recording but was dogged by background noise nitadiffigult to

transcribe (from reflective diary 27/011/2007).

Telephone Interview with Carer A4

A4 is 72 years ol@éndhas cared for her husband for 10 years. They are both retired and

OLYH LQ 1RUWK /RQGRQ / KDV D G aridliedsnow MaRly @dKHLPHU
for in bed by Adwho issupported byheir familyand so@l servicesThe homeA4 share

with L is a private space and they prefer not to have professionals visiting. At the time of the

telephone interview there did not seem a weelyeep their home privatas the support is
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HVVHQWLDO WR /1Vcd Bnd kheit&) liaBh. A h&Ka yolod understanding of
$O]J]KHLPHUYV GLVHDYV tbe»r@ €helrgtinéd SHe Ridd hHh&alfH dRr@ assistant. A4
reiterated the conversation | had with A1 and A3 about initially finding it difficult to think
about feelngs ofwellbeingor when there were periods that went well and how their
relationships supported this:
P. p« « « times when things went wel?
A4: ummm quite honestly it has mostly been an uphill struggle, there may be have
been a period of when things ieenost comfortable for me was before L stopped
walking « « «
She continually returned to the distressing times and experiences she had beerthbrough
most poignanbf thesebeing the feelings of intrusiomdier independence atite intimate

relationdip she has with L within their own home,

it is an intrusion on my life | feel very tense before they come | am very independent

DQG LW LV GLIILFXOW IRU PH « DOVR WKH ZHDU DQG

KDYH WR \RX NQRZ L WornallyQve shiuttblr ¥rdnkdoaers and that is it
LVQwW Lw"
L had often felt let down by professionals and the way she and L have beenarettes
fact there has been no relationshiplt up between them,
fThere was a woman who is supposed touid bave never seen her she has only

phoned me twice in 3 years that you know and the CPN discharged us because she
said the social services were trying to push L on to the National Health Service

continuing care saying that they were not what did the® € LW" , FDQYfW UHPHP|

EXW ««%«
P: pght.. §

A4« VR VKH VDLG WKH RQO\ ZD\ EHFDXVH DW WKDW SR

is now |
P: WLJKW «

Ad: VR VKH VDLG , DP JRLQJ WR GLVFKDUJH \RX VR WKH\

KDY H Q §nyone Biltgef

This conversation with A4 again highlighted the importance of continued and trusted

professional relationships for the carer. A4 sounded frustrated when she recounted this part of

her storyandthe withdrawal of services that may haverbable to support her and L have

further isolated her and compounded her feelings of having to cope alone.
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A4 has a very heavy accemthich meanthatit was sometimes difficult to understaner

and hear what she was saying. She became tearful ataindéswas clear that her caring

role had been a real struggle. The sense of family support was important to her but it is also
important that she supports the family relationships as family relationshipscareas

relationshipsShe understands abouA) KHLPHU YV GLVHDVH DQG LWV SURJU
strongly that she appreciates services that are consistent with good communication skills.

Honesty and a trusting relationship are also very important to her as a carershkaldas

not experiencavhen she was put in contact with professionals. Their home is a private place

and they prefer not to have professionals visiting although there now does not seem to be a

ZD\ URXQG WKLV IRU WKHP DV LW LV QRZ HVVHaYWLDO WR K

27/11/2007).

Telephone Interview with Carer A5
Carer A5 is 65 years olahdshe is a retired day care unit manager. She has cared for her
widowed mother for 8 years. Her mother has a diagnosis of vascular dementia, a heart
condition and arthtis, but she lives independently a short distance from A5. A5 was quite
nervous about talking to me wanting to get the facts about her mother and her caring role
absolutely right. She had made notes before the interview using the guidelines | hadesent. Th
PDLQ IRFXV RI KHU FRQYHUVDWLRQ ZDV DERXW WKH VWUXJ
independence so she can live in her own home. The professional care has been difficult to
sustain:

P: (Lan you tell me about a time when things were going well wdu@mg for your

mum?|

A5: Dne of the really major things was when | got a new carer which was about two

and a half years ago umm | had carers prior and you could never quite rely on them
then x came along and it was like a breath of fresh air to be hddles was good you
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know | could trust her and | knew things would be done, the way mum likes them to be
GROQH «¥§«

| noted after this interview (reflective notes 26/11/2007): The professional help is not just
DERXW UHFHLYLQJ D pVHKLYSLEM TYEHXW LWKER UMADQ@W LRQ WKH |
valued. The professional needs to know what the person likes and dislikes and build an

element of trust with them and their carer. This appears to provide a period of stability for the

carer.

A5 talked aboutimes that shasspen with her mother that she valydésr example when
they went on holiday together which was a period of noretaisfor her:
P: MVhat was the best thing about th&§t?
A5 4y GLGQYW KDYH WKH VDPH UHV S RRavdodOsiliwas DV , GR
am with her all the time but somebody else is there and we were there together all day
because we were on holiday doing different things she enjoyed. Happy and laughing
meeting other people and being her normal relaxed %elf.
A5 had the same feelings of protection of the relationship with her daughters as A4 described
with her family. Her daughters were on hand to help with her m§tlare but she is now
reluctant for them to continue:
P: o is there anyone else who hslpith your mum®¥
A5: MVell I have my daughters | have three of them but we have to be careful because
she can turn on a penny my second daughter used to do everything for her but then
she started turning on her saying that she stole her clothes aedhstoleyy
After the interview | reflected on how important it is to A5 to retain her close relationship
with her mother and be a mother to her daughters, protecting them from the manifestation of
the symptoms of dementia that her mother is experiencibgeduired a lot of supportive

conversation during the interview as she was quite anxious about talking about her

experiences of caring for her mother.
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Telephone Interview with Carer A6
Carer A6 is 80 years olahdshe cared for her husband P fooab7 years. P was diagnosed
ZLWK 3LFNYV GLVHDVH DQG VXIIHUHG ZLWK PDQ\ GLIILFXOW
hadretired from running their own business when P received his diagnosis. Their relationship
had always been very clgseorking and unning the business together with busy social lives.
P had always been the leader in the relationship and A6 describes how things changed during
her caring role,
A6: 1 \RX NQRZ WKDW ILUVW RI DOO 3LFNYV OHDYHV D OF
ceUWDLQO\ LVQTW OLNH $O]KHLPHUYfVY RU DQ\ RI WKH RW
difficult than other people seem to have caring for someone with dementia. | must tell
you that we worked together my husband was a solicitor and we worked together for
abou 40 years so were used to being closeted together and he was always the leader
and one of the things | found most difficult was the role reversal he was very noisy,
extrovert and he became completely quiet introvert and | had to take over as leader.
Thatwas another thing that was very difficUt.
Finding things they could do together was important,
pou are asking me about perhaps when things went well, we just had little bits before
he refused to walk | used to take him for a 14 mile drive every daynd trip in the
middle of it we went to xxxx and he fed the ducks and that sort of pleased me that he
was doing anything at alf]
The managmentof changing symptoms of dementia became increasingly difficult for A6 to
manage as they fluctuated quickithout any notice
tIDIWHU D OLWWOH ZKLOH KH VDLG QR QR WKDWTYV IRU

A6 then found other activities within their home,

he loved listening to music over and over again and also one or two videos he used
to watch constatly and that was sort of good for me and was a bit of a bdnhus.

| noticed that this description was similar to A3 when he was describing how he found
completing activities with his father meaningful. Managing the changing symptoms of the

dementia appearto be key here and A6 describes how her situation became much worse
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XQWLO WKH LOWHUYHQWLRQ RI DQ $GPLUDO 1XUVH 31V V\F
a regimented regima@nd A6 was struggling to maintaihis in their home,
pverything was tthe clock, meals had to be at certain times and exactly the same er
lunch sort of had to be at 5 past 1 er and if | gave it to him earlier than that he looked
at me as if something was wrong with fhe.
Having built a relationship with an Admiral Nurgs6 agreed that she may benefit from a
period of respite and P was admitted to hospital. The period of respite was extended (not
specified at interviewandthis affected her confidence in caring for him at home although
the bonus for her was that the regineghbehavioural patterns had stopped,
when he eventually came out of hospital er reluctantly he seemed to find it like a
VHFXULW\ DQG KH ZHQW EDFNZDUGYV DQG IRUZDUGV TXI
to take him back at sort of 5am and | used to pleitd fwvm to stay at hom4.
This was clearly a very emotionally difficult time for A6 as she desperately wanted P to be at
home with her but he found the security of the hospital environment comforting. A6 was very

stressed at this time,

found it imposdile to relax it was very difficult 24 hour call very difficult nights
XPP DQG IRU D ORQJ WLPH , GLGQYfW HYHQ VOHHS LQ D

P was suffering from hallucinatisand paranoia synonymous whicksdisease but A6
GLGQTW XQGHUVWDQ & tAKting/coiipauniimgd&r Ist@ssQedels and feeling
that it was her fault that P was suffering in this way. There was pressure from the hospital for
P to return home. Through his behaviour he clearly demonstrated that he did not want to be
discharged mng the situation emotionally very tense and difficld6 continued with her
relationship with the Admiral Nurse and after about a year P was admitted to a culturally
sensitive home where he spent the last 11 months of his life. A6 felt comfortdbtéisit
supported decision and went on to attend the Admiral Nurse support geoaptially

talking to the group and their networks about her situation when caring for
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3 &RPSRXQGHG E\ 3V GLIILFXOW V\PSWRPV DQG@GnEHKDYLR X

became very isolated,
friends disappeared as if we had the pladue.
However family members kept in touckflecing the same relationship boundaries of the
previously interviewed carers. A running theme throughout the interviews was the ability to
sustain family relationships as son, daughter, mother etc and not turn them into caring
relationships. Newer relationships, many professional, were introduced to A6 and P and
VHYHUDO IDLOHG dearngtem3spltes brid Dreuphaited fopites
Organisations that supported wilbk time to build the relationship slowlgt the pace that
was right for P and A6. These were professionals who they could trust, who valued them as
people and had knowledge and skill in dementia care,
when he thught | was out of ear shot he said to her (care worker)are you going to
WDNH DOO \RXU FORWKHV RIl IRU PH" DQG VKH VDLG
would have phased her, .
A6 recounted how her relationships with the staff in the homeenPdived were very
important and she maintained them after P died,
lam still friendly with a lot of staff even though he was there for a relatively short
time 11 monthd]
A6 identifies the themes of professional and family relationships and damgpashare with

others as important. These relationships highlighted the necessity for shared values and

C

DWWLWXGHV WR EH DEOH WR PDQDJH 39V GLIILFXOW DQG F

struggled with practical day to day activities during the pefod 31V UHJLPHQWHG EHKI

becoming anxious about meals and eatBupport at this time became crucial to her
wellbeing I noted in my reflective diary (28/11/07) how A6 kept talking about the feelings of
wellbeingduring her caring role even though eice broke frequently and she clearly

found it difficult in places to recount her story.
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Telephone Interview with Carer A7

Carer A7 is 52 years aldharried with one daughter amabrking part time. She cares for her

mother (AB) who is married to BB drlives in a care home. She has cared for her mother for
\HDUV LQLWLDOO\ DW KRPH DQG PRUH UHFHQWO\ LQ D FDI

D PL[IHG $O]KHLPHUYY GLVHDVH DQG YDVFXODU GHPHQWLD

WR KLVRFHMUY WHODWLRQVKLS ZLWK $% DQG KLV PYLQDELOLYV

the interview how she feels her mother is owed the best care by her father and when he was at

a point when he was not going to be able to do that she took the role afyprarer. She

also makes sure her father has all the care he requires as he now lives alone. A7 began the

interview by talking about how she thought hard about the questions not realising that her

feelings had actually changed since she began caringrfandtber. The relationship with

her mother appears to have insidiously over taken her own personhood,

M ZDVQYW UHDOO\ VXUH LI WKDW UHODWHG WR PH QRZ
mum became unwell. ummm what | did was think about both rgally.

She went onto explain and rationalise her feelings through talking about trying to keep her
UHODWLRQVKLSV ZLWK KHU KXVE D@ "G BRPHWHID AR WA E WV
IRU KHUVHOI ZDV YHU\ LPSRUWDQW L @r#®lqas a/idtRéd andV R HQDE
wife,
ne of the things | have found it is when | go and see mum umm it is quite nice to
have an hour or so just to wind down from any of the issues you might have dealt with
whilst you have been there so when | get back homeh@mand wife and
everything is fairly normalf
A7 retained the reciprocity of her relationships and her obligations of kinship role and
affection with the support of the care home her mother now lives in.
Before her mothe$ admission to the care hottie kinship and affection within her

relationships were hard to sustain. The time and pressure on the family to find a care home

was stressful,
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lwas not prepared just to let her live anywhere because it was a space social
services wanted to fill uf.

The search for the right home was supported by an Admiral Nurse and the relationship built
with A7 was very important to her during this peridéhe Admiral Nurse was able to work
with herto increase her confidence abbetr knowledgef dementia and tated practical
interventions. She related to the time of her mofhadmission to the care home as a time of
wellbeing
for me the historically one of the things that made the biggest change in my life was
my mum going into care umm because she spgedirabeing diagnosed, umm
PHGLFDWLRQ EHLQJ ZLWKGUDZQ DQG WKH VFUDPEOH V
once she was in a home | could start to relax about her daily hands on care in a
sensef
Once her mother was settled into the care home AVedtio repair other family relationships
Her daughter had become distressed after visiting her grandmother on a mental health
assessment unit and she was keen to repair the grandigi@thddaughter relationship as

soon as possible,

ghe was very close to mmum and we took her to see my mum in hospital once which
was a mistakef]

Once settled into the care home however A7 found an opportunity to repair the relationship,
[ LV D IULHQGO\ SODFH DQG ZHYYH VWDUWHG WDNLQJ
have a party they have a Christmas party so she could run her own cake stall to raise
money and that was how we got her seeing my mum again and it works fantastically
well. |

Her father had also become disengaged during the process of finding a care thome an

although the relationship was not historically good A7 found time to involve her father as

much as possible. She introduced him to the Admiral Nurse and although this was not an

ongoing relationshift was a bridge to the relationship between husbandvd#ediuring the

transitionbetweerhome care to care home care. A7 had quite quickly taken on the role of
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primary carer for her mother due to the tension in relationships and her abilities to manage
the practicalities and organisational aspects of tles lof her parents and herself,
khad a good relationship with my mum but unfortunately my mum had a bit of a

bumpy relationship with my dad and when she first became ill | think it was quite

obvious that he was not going to be able to take on board wnoale which is why

| stepped in picked up what was kind of neefjed.
7KH SDvVvW UHODWLRQVKLS EHWZHHQ $ fV SDUHQWYV KDV EH
support in the Admiral Nurse and attempts were madapoovethe relationshigpetween
her am her parentdn some ways this was helpful as it retained an open dialogue between

A7 and her father and he now visits his wife in the care home; however the relationship

remairstense at times.

A7 also highlighted the importance of being supporteti Wié practical day to day caring

role such agorm filling, telephone calls, finding out informatiocg-ordinating care. Her

sense ofvellbeingwhilst trying to managéhis multitude of tasks was at times over

whelming and the feelings of responsibiligmain with her now her mother is in care,
IKRX GRQMTW DOzD\V QHHG WR KDYH VRPHRQH WR WDON
err caring for a family member with dementia is hard, it is very tough on everybody |
GRQTW WKLQN LWV «eisWhdt the@Qafid-ddtiing i3 Uha@\n& 1858/ W
responsibility my mufiv FDUH HYHQ LI VKH GRHVQfW OLYH ZLWK
affairs and her financial affairs and umm buy her toiletries anything, anything that
needs doing it is almost as if she is anotiree of my childrerf

The support she received from the Admiral Nurse helped her to retain her own identity,

relieving the feelings of great weariness and complexity,
MVhat is most difficult in the beginning because you almost lose your identityskec
so much of it is tied up into trying to sort out what is a very difficult situafion

$ TV VLWXDWLRQ GLIITHUHG IURP WKH SUHYLRXV FDUHUV ZK

relationships were already unstable and slowsto stabilise them as wedls caring for her

mother. The transition from home care to care home care went some way to supporting this
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and once her mother was settled into the care home the family relationships began to find a
stability. 7KH UHODWLRQVKLSV KD Y oiftaBiNsktiGh RtQfthefarK D THHOL
so they are now all able to visit her mother and contribute to her care within the care home

environment.

Telephone Interview with Carer A8

Carer A8 is 67 years al@hehadmet her husband in Ghana in 1957aktaol and they have

been together ever since. She has cared for her husband (T) forethrgbe has a diagnosis

Rl $O]KHLPHUYV GLVHDVH 7KH SURFHVV RI JDLQLQJ D GLDJ
traumatic taking many months. A8 explained how shitthad several times to get her

husband to attend his GP surgegbnce the GP sent them away advising a vitamin

supplementon the second visit the GP asked T how he was and when he replied that he was

fine advised T make a return visit alofiéis did na happen and A8 remained constantly

worried about her husbarfidcognitive decline. Shortly after these visits T went missing for

two days and was badly injured in a road traffic incident. The injury to his leg was not

diagnosed for several days causingn@l &8 great distress and several return trips to the

hospital. T became so distressed from the pain he sutfemtue was labelled aggressive and
DGPLWWHG LQWR D PHQWDO KHDOWK DVVHVVPHQW XQLW Z
disease. 8 found thisvery distressing to recount and became tearful. Her distress required
validation and support throughout the intervignompting more questions than | had used in

previous interviews. After his admission to the assessment unit T was admitted to a care

home settingduetodfV QRZ SRRU SK\VLFDO KHDOWK 6KH KDG EHH(
this time. Her feelings of loss were quite over whelming during the interwelvtearsand

a heavy accent making the transcribing quite difficult.

The interviewwas very distressing and continued to be distressing when talking about family
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relationshipsdespite theeremaining strong and very supportive8 AV FKLOGUHQ WDNH
turns to visit their father and relay information back to their mother wheis sbe unwell to
visit. When she is well she makes the 20 minute car journey 2 or 3 times a week or an hour
by bus when there is no lift available. She tearfully described how their friends no longer visit
T as they find it too upsetting. She had howevartad to make tentative relationships with
the care home staff, visiting to help with personal care and mealtimes when she could,
ltry and do things for him you know cut his nails and clean his teeth and so of, yes
As the interview had been partiaudly difficult and distressing for &l re phrased one of the
guestions,
P: MVhat could have happened to make this time better for{ou?
A7 pctually at Christmas time | am having him home yes one of my daughters she
has got twins she lives in xxx andsitnearer where my husband is so she wants us all
of us to come for Christmas so | have arranged transport to come and pick him up
and then we are going to take him back at 6 so he is going to spend the whéle day.
The transition to care home care hasrtyezaused A great distress and the telephone
interview came at a difficult time in her caring role. Following the interview | asked the co
ordinator of Uniting Carerfor dementiato contact her to make sure she wal regularly

seeinghe Admiral Nurse who he developed and maintained relationships withald her

family.

Telephone Interview with Carer A9

This recording was hardly audible due to a heavy accent and background noise on the

telephone line so | have used my notes taken duringliehtone interview with reflections

from my diary. A9 is 58 years olmhdshe has cared for her for her mother who has a
GLDJQRVLV RI $O]KHLPHUfY GLVHDVH DQG DUWKULWLYV IRU

mother at home. A9 had made careful natlesut the times she had felt things were going
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well and I have continued with the same theme to retain her feelings throughout the

interview.
P: Mvhen do you feel things were going well or that you were feeling comforfable?
A9: iThe Admiral Nurse had tinfer me we had a one to one meeting for an hour this
was very valuable. | had somebody to advocate and | felt safe. The Admiral Nurse
was calm with an all embracing personality, could answer things, educate, was non
judgmental | trusted her. Working withet Admiral Nurse works physically as well as
psychologically. My blood pressure went up after the Admiral Nurséleft.

A9 built a trusting and honest relationship with the Admiral Nbrgefter the nurse left the

service she did not feel she could @mtthem again and joined a carers group. She found

this useful for exchange of information and sharing of problem solving strategies. Her mother

was admitted to acute care for a period of time which she describes as most stressful. It was

difficult to form any relationshipwith the professionals and she felt isolated from her

P RW K H Uvorrym@tbat she wasot being looked after properly. She found the

environment hostile and non communicative compounding her feelings of iso&t®n

recounted how diérent theapproach and cameas in Accident and Emergency and critical

care where the professional staff were excellent at exchanging informati@eepidgher

up to dateabout her mothe§ care. The professional relationships were very important to A9

as she had retired as a care worker to care for her m8tiairas a good knowledge of

dementiaandis articulate and confidentiowever, she found she was feeling margseali

and disempowered with the lack of engagement by some professionals. Skedédwls the

right expertise to be able to care for her mother as she can nurture their relationship. She uses

her skills in communication to talk to other people about dementia, to gather information to

help care for her mother and to liaise with professi® about care and services. This

experience is not unlike the previous c&eranscripts and validates the feelings of

disempowerment that can occur when professionals do not communicate effectively with

carers. This compounds the feelings of stresghi® carer giving rise to anxiety about the

care being delivered to the person with dementia.
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A9 also values the relationship her son has with his grandmantdev KH GHVFULEHG KLP |
SLOODU R, whowwshélcan ndyon to heher.In the rel@ionships that A9 describes
she discusses the ability to share information, trust, values and attitudes. Where the people

she came into contact with were unable to fulfil this she was left feeling stressed and isolated.

Interpreting the data

When | begarthe telephone interviews using an appreciative inquiry approach it seemed to

be distracting to the carers to be asked to think of times of comfort anteirgj in their

caring role. This took careful handing at the beginning of each interview asadtdihnt to

be dismissive of the problems, stress and burden they had experienced. It became evident

from the first interview with Al that it was necessary to relate times of distress to be able to

recall times ofvellbeingand comfort. | found thiswaydd HODWLQJ D FDUHUfV VWRI
my experiences in clinical practice and my personal life. We do not dwell on the hard times

but if someone is interested in us as person we relate the whole story. To be able to do this we
require elements of a trustimglationship whether it be a professional relationshipa

family relationship. As | facilitated the interviews | became aware of how important

relationships were to the carer but there were other elements of the relationships that were
dependent on themergence of feelings ofellbeing , LQLWLDOO\ WKHRULVHG DEF
UHFHLYLQJY DQG KRZ WKH DFWLRQ HLWKHU SUDFWLFDOO\ |
wide range of relationships the carer was part of. The diagram below is taken from my

theoretical diary 22/02/2008. The development of the transition freleiiig to welbeing

is shown in 3 stages; each stage can overlap and be returned to many times throughout the
FDULQJ WUDMHFWRU\ 7KH GDWD pJLYLQ&tranQctptidithéiLYLQJ

telephone interviews.

fZfe...<co% —ST efft " 1% <e% fel "f.. .5 ce%ia
Relationship is stable
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Before symptoms of dementia (pdegnosis) the scale is balang@ohes of conflict and

trauma stabilise themselves out between ther@ard the person with dementia, family and
significant others. This does not necessarily mean that the relationships are harmonious but
the person with dementia and their carer manage and develop the relationships with family
and significant others to refa a level of welbeing. To reach this level there has to be

mutuality within the relationships

Relationship becomes unstable

As the symptoms of the dementia progréiss mutuality within the relationship between the
person with dementia and the caoegins to changeeaching a critical point when help

and/or support is required to stabilise the relationship. This may be in the form of practical or
emotional help and is often from a family member or significant other. As the situation
becomes more captex, for example balancing changing behaviour and/or physical needs the
need becomes highérhisis when professional help is often requedigdhe careor

introduced as an emergency intervention (for example an admission to hospital) for the carer

or person with dementia.

Relationship stabilises again for an unspecified amount of time

To support a return to a period of stability in the relationship with the person with dementia

the help or support for the carer becomes crucla balance swingsithughout the caring

trajectory and requires stabilisingditfering points individual to the situation. e
transcripts were there reado H{DPLQH WKH FRQWH[W RI VWDELOLW\ LQ
relationships using four themesgabilising the rel@onship between the carer and the person

with dementia (1); stabilising family relationships (2); professional relationships that

stabilise (3) and stabilising relationships to move on.
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1. Stabilising the relationship between the carer and the persodevitntia

7KH IROORZLQJ UHFRQVWUXFWLRQV RI WKH FDUHUTV VWRU
their relationships with the person with dementia, their family and professionals. Each
reconstruction builds on the theoretical development of findisgbility that will support

feelings of value andellbeingfor the carer.

Al described how lonely and difficult it becarioe him to look after his wife. He managed
alone for about three years before he was introduced to an Admiral Nurse who ke built
good relationship with. During the three yedmswever his relationship with his wife had
become strained and difficult. Rgsomises were becoming difficult to keep
At the start of our marriage | promised never to put A in a home | feel bad &lmut t
because | did. It has helped to talk about this to the Admiral Nurse she talked to me
DERXW LW VKH VDLG LW ZDVQYW P\ GHFLVLRQ DORQH \
He described the relationship he built with the Admiral Nurse as a value that enabled him to
continue Is caring role and eased the guilt of searching for and later taking up a placement in
a care home for A. At the time he met the Admiral Nurse the closeness of his relationship
with his wife was changing to become task orientated and frustrating
thingsOLNH SXWWLQJ RQ FRQWLQHQFH SDGV ZHUH D VWU
DQG VKH ZRXOGQTW LW ZRXOG GURS RQ WKH IORRU LW
sometimes to calm myself down and get myself togefher
Things became so difficult in stidfibing feelings ofwellbeingfor the two of them nursing
home care was decided:
A going into a home was relief

It is hard tocapturethe feelingin an interviewon paper and include the emotion that was

within these words. Al talked about the diffictimes expressing feeling and emotion and
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showing howthe complexities of his emotions and feelings from that time arevatilhim
Six years on.
A4 values her close relationship with her husband preferring to complete personal and
intimate care hegdf. She talked about this time as quiet and intimate, a time when she can
use touch and soft words to communicate with R. This is often an area in a husband and
wi | H felationship that is lost when someone has demegsgeecially if personal care is
given by professionals. Intimacy is also an area that is ignored by professionals or in some
cases even frowned upo® had managed to find her own personal stability in being able to
keep intimate relationships with her husband but, as she explains tetowascost of
having professional services to support her:
It is partly a bit of intimacy and that personal very personal sort of what do you call
it that routine in the morning it is partly due to the carers they do not do it to my
satisfaction redy you know there is that question to it is a very private thing as | said
| used to do everything myself but now I find | have to accept | cannot do everything
but that is very important | have already wash him the way he likes it | know his likes
and digikes, | chat to him when | feel like .
A5 expressed how she values the close relationship with her mother and talked about times
when they have been together that they both enjoy:
@nother time when it was really good was when | took mum on holidssd to do
that every year that was nice leading up to that seeing her getting quite excited about
going away, it was nice being awdy.
HOXPY KDG UHFHQWO\ EHHQ LQ K RMShMredurd home&AS K\VLFDO &
experienced a very difficult ped. Mum was disorientated and very frightened finding

herself alone in her flat again. She was telephoning A5 periodically through the night:

Mvell the first week the first couple of nights she was totally terrified but umm she has
now got back to normi@he is quite ok nov
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7KLV zDV D GLIILFXOW WLPH IRU WKHLU UHODWLRQVKLS DV
The care package that had been organised from the hospital was erratic and yrkéliable
found herself wanting to be with her motherth# timein orderto keep her safe.
Maintaining the closeness iIK HU D @fatié$hp became very difficult for A6. She found
his difficult and distressing symptoms severely restricted what they could do together. She
went to huge lengths to enaltkeem to do things togethasthis was importanbecausehey
had spent more thal0 years living and workingide by sideHere she describes a time that
provided some stability in their relationship,
pMou are asking about perhaps when things went wek just had little bits he
refused to walk | used to take him when he was able to walk. | used to take him for a
14 mile drive every day a round trip in the middle of it we went to the Serpentine and
he fed the ducks and that sort of pleased me thatkealaing anything at alff
She also found things to do together that they both enjoygdo HOLHYHG VRPH RI 31TV
symptoms when they were at home.
He loved listening to music and that helped me gave me a sort of when | could wash
and he listened to treame music over and over again and also one or two videos he
used to watch constantly and that was sort of good fofime.
Other times the situation became much more difficult putting a great strain on their
relationship. She recalls when P was very regitad in every task he completed.
he had very, very regimented behaviour before that he had to do everything to the
clock, meals had to be at certain times and always exactly the same and er lunch sort
of had to be at 5 past 1 er and if | gave it tmlaarlier than that he looked at me as if
there was something wrong with rfie.
At times things became so difficult A6 found her feelings for P were changinof all
recognition:
ufelt that | was well it is a living bereavement um and | felt um tha?¥ @ W P\

husband and | was looking after someone and | was almost like a nurse and | really
GLGQTW NQRZ KLP DQG fRIWHQ GLGQTW OLNH KLP
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A7 found that she took on the larger proportion of the care for her mother due to the
relationship she had with hebfWKHU $V KHU PRWKHUYV GHPHQWLD SUR.
practical arrangements that required organissiger father was struggling withese
khad a very good relationship with my mum but unfortunately my mum had a bit of a
bumpy relationsip with my dad and when she first became ill | think it was quite

obvious that he was not going to be able to take on board umm her care which is why
| stepped in picked up kind of what needed to be dpne.

Many months were spent finding the right care hpfvefound this difficult and stressful
as she wanted to find théage that felt right for her mother,
MW MXVW IHOW DV LI LW ZDV KRPH IURP KRPH DQG WKL
wanted heerr happy about where she was. It was very clearidbd was very good
there was an entertainments programme, activities outside of the home during the
yearerr and people were responsivie.
Apart fromthe practicalities of how the home is run, the environment and where it is situated
it was important thathhestaffhad DQ XQGHUVWDQ G feQclltRre &%V SDVW OL
experiences.
i he other thing that was important as well my mum is Italian and | really wanted her
to be somewhere where if she lapsed, if she ever lapsed language wise that they would
take hat on board
A8 recalls the difficulties she had getting her husband to see their G.P and when she did get
him to a consultation how let down she felt by the prqcess
My GP sent me a letter to be reviewed | said to my husband oh come lets go together
so when we went | said here is my husband and the GP turned round and said how
are you? My husband said oh | am fine and then | told the GP about my husband and
you know he got annoyed and he turned to my husband and said if you want you can
come back andee me? | turned to the GP and said no, if somebody is not well he
ZRQYW FRPH EDFN DQG VHH \RX , OLYH ZLWK KLP VR SO
GLGQIYW KH MXVW OHW KLP JR
+HU H[SHULHQFH FRQWLQXHG WR EH SDLQ IXdetelidgpaBnd®O RQJ D C

until,
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@ months later my husband got lost he was missing for 2 days he was knocked down
by a car he was, he got injured he went to xx 28 miles away from home so when he
was admitted as an emergency the nurse rang to tell me my husbaktbyothat
was about quarter to 9pm the police were involved in searching for him we were all
VHDUFKLQJ IRU KLP Z FRXOGQfW ILQG KLP
T was taken to an acute hospital for emergency treatameiivherhe returned home the
same day he could not weight baad had to return for further x raydherethey diagnosed
a fracture to his leg. He was admitted to hospital for treatment to the fracture then discharged
home
Lgot him home and he was you know his attitude was very, very bad shouting and
screaming andhen we went back again to the hospital because the plaster was too
WLIKW WKH\ WRRN LW RIIl DQG WKHQ WKH KRVSLWDO FF
KRVSLWDO DQG KH zZDV GLDJQRVHG JURSHUO\ ZLWK $0
7KH HWEDG EHKDY L RxXWhE arsymptdm BihR ihjuriddnable to express pain he
had no other way of communicating. A8 found the whole experience extremely difficult and
emotionally upsetting. She became tearful whilst remembering this sequence of events and
required some thahtful conversation before we continued the interview. A8 recalls this
SHULRG RI 7YV FDUH DV YHU\ GLVWUHVVLQJ DQG VXSSRUWYV

attention T received diminished with his escalation of shouting and disruptive behaviour

lengthening the time he remained in distress.

2. Stabilising family relationships
Maintaining and seeking stability of family relationships was evident throughout the data.
J)DPLO\ UHODWLRQVKLSYVY UHPDLQHG LQWDFWnZawad LQYROYF
granddaughter. Thisrbught him comfort and was describedbang valuable,
My daughter used to visit. My samlaw less often he has his own business so he
visited at weekends it was difficult. My granddaughter used to visit regularly as well

VKH LV D SRGLDWULVW VKH XVHG WR ORRN DIWHU $1V |
was visiting; she wanted to help look after her matfjer
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Al described the feelings he had when he sedlthat a close bond had always been evident

between his daghter and her mother
WKH\ GLGQTW KDYH D FKDQFH WR ERQG ZKHQ VKH z
law returned from America with bad trigeminal neuralgia (he was treated at
the London Hospital; they severed the nerve this left him with facial
paralysis). My mother in law adored babies and she looked after my daughter
whilst A went to many hospital visits with her father. | though the bond
EHWZHHQ $ DQG P\ GDXJKWHU KDGQYW EHHQ SURSEH
it had.

Reflecting six years lateAl sees the resolution of this relationshipais/alue and described

his feelings about how without his wife having dementia he may never have known this. He

now places value on the feelingsvadlibeingthis gave himhighlighting that relationships

can be stbilised evenn the most difficult of times.

A3 described a comfortable relationship with his father following the more difficult period of
diagnosis and assessment. He talked about how he values the fact that he has managed to
integrate his family and evk life into a routine that includes caring for his father. During the
week his father lives in his own flat in another area of London. He stays with A3 and his
family every week end. A3 has incorporated activities and ssati@in into each weekend to
include things that they both enjoy doing togeth&r meetng friends in the pub
MVe always have this thing which is almost becoming a joke in the pub now when we
ask for a pint and a half of Guinness from the person serving the bar man says £4.20
and P\ IDWKHU VD\V 3:+4$7 WKDW SULFH" DQG , VD\ WKDW
settle down. Quite often this is a time when he will come out and talk just the other
day a friend of mine came up and engaged you know with us and you know these are
moments wh® KH VWDUWYVY WR FRPH DOLYH DUH UHDOO\ TXL\
is one bit a sort of high point to our week and if he comes on a Saturday we might do
that twice over a weekenfil.
He also describes times when he feels tired and worn out bstr¢ing relationship they have

is supported at these times by using touchfasna of intimacy He values this gsart of

their fathefson relationship.
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pa LI, DP ZRUQ RXW MXVW DQ DUP URXQG KLP RU DUP
political manifesation that | am there for him it is a part where we are probably tied
up in our own stuff{
$ KDV SODFHG KLV IDPLO\ ILUPO\ DW WKH FHQWUH RI KLV |
integrate his caring role into his day to day family life by building as¢helationships.
i« KH FRPHYVY WR XV IRU WKH ZHHNHQG 7KDW LV VRPHW
happiness at the weekend he has a chair in the ground floor room which is our
kitchen and living room in the middle of family life which he lifes
$ T fdthe has known his wife for 12 year§ {Wife finds communicating with her father
in law comfortable in a space that they all feel an ownership to as home. A similar
UHODWLRQVKLS KDV EHHQ GHYHORSHG ZLWK KIny GDXJKWH!
challengeq] UH O D WbbriRQivi{ays ZKHUH WKH WZR RI WKHP ODXJK DQ(

themselves. He values this warm and comfortable atmosphere they share that is trusting and

has continuity.

A4 has two step childremndthe relationshigghey have with themis particularly important
She highlighted that it was of great importance to hertkigatelationship remains one of son
or daughteand not of carerin the interview she described tieK L O Gdéling thwards
their father which she faind comfortingShe has requested that these are not included in the
thesis as they are her direct thoughts not theirs.
WKH\ FRPH RQFH RU WZLFH D \HDU \HV WKH\ DUH GDXJI
fairness to them they do love R they are there they knasiiheir dad.f
%HIRUH / ZDV GLDJQRVHG ZLWK $O]KHLPHUYV GLVHDVH WKF
/IfV GHPHQWLD KDV SURJUHVVHG WKH QHWZRUN KDV JRW VF
do not have the same sort of relationships as womethahter husband has always felt

more comfortable with practical sort of relationshjfor example, a relationship where he
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sharedh drink or a game. She now tries to meet friends during her respite time meeting for a
coffee and catching up with news
Our friends do not live near we used to have lots of friends and lots of people seem to
have dissolved somewhere we have a handful of old faithful friends and also they are
getting older themselve$
$ KDV GDXJKWHUV ZKR KHOSaeLMoke récenthlihe syphprdpnS fR W KH U
her vascular dementia have been difficult to manage. This was probably due to her physical
condition as she was admitted to hospital in the same pgrd P DFFXVHG RQH GDXJI
stealing and became distressed if stegltto visit or help her. This put a strain on the
relationship between granddaughters and grandmother leaving A5 without her family support
with the practical day to day caring.
MVell I have my daughters | have 3 of them but we have to be caredusbeshe can
turn on a penny my second eldest daughter used to do everything for her but then she
started turning on her saying that she stole her clothes and stole nfoney
Because P had very distressing symptoh@sfound that their friends gradually
disappeared 6KH XQGHUVWRRG LQ D SUDFWLFDOageliheWKDW LW
communication difficulties with P but felt emotionally very hurt and isolated
HULHQGY GLVDSSHDUHG DV LI ZH KDG WKH SODJXH 3fV
own children | have 3 children they were very supporfive

Close family relationships were maintained providing an important source of comfort and

support.

A7 found the relationship with her father difficult to manage at times and strugglethe
locdion of the care home and maintaining her past relationddggEng with Iving a
distance from her parents became a juggling act between maintaining her relationship with

her husband and daughter d@hdt withher parents.
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BW WKH WLPH , WHieiKed Gvia§ sppopiitée Brinum to live closer to us
so that | could see her more often or whether she should stay in xx and be closer to
my father and her friends who she had worked With.

She included her parents in the decisions for the future ictgeckt with them where ever

possible that the decisions were the right ones for them.

ltook my dad to see it so he had met some of the people umm he found it very
hard and still finds it very hard to be able to acknowledge and deal with my

P R W K Hh&k$ Wutl €@I6it was important for him to see where she was going

to live.q

$W WKH VDPH WLPH VKH ZDV VXSSRUWLQJ KHU GDXJKWHU T\
found practical ways that her daughter could be incladhel feel that she was contiting to

the family relationships:

My daughter obviously was much younger at the time and she found it very hard to

take on board what had happened to my mum she was very close to my mum and we

took her to see my mum in hospital once which was a mistattehind sight we

VKRXOG QRW KDYH GRQH LW EXW WKH FDUH KRPH LV V
started taking her err to some of the open days they have a party they have a

Christmas party and we umm she could run her own cake stall to raise arahey

that was how we got her into seeing my mum again and it works fantasticall§f well.

T is now settled into a care home. As A8 has been unwell and in hospital herself she has not

been able to visit regularlpphe misses T very much. The inteswi took place near to

Christmas she described how she was going to bring him home for the day with his family
actually at Christmas time | am having him home yes one of my daughters she has
got twins she lives in xx and it is nearer where my husbantis@ashe wants all of
us to come for Christmas so | have arranged for the transport to come and pick him
up and then we take him back at 6 so he is going to spend the whol day

She values her family relationshigsdwithout them she would have becemore

distressed and lonely. Her children have been able to visit and relay their thoughts and

feelings about the home and their fatlieKLY KDV KHOSHG $ fV IHHOLQJV

WKH FKLOGUHQ \HV WKH\ DUH DOO WDNLQJ LW LQ WXUC
well for the past two weeks.
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She also found value and comfort from friends, who have helped with the communication
and contact with T
fe has 3 or 4 visits a week his friends and you know my friends and his work
FROOHDJXHV «« EXW stkélgoeakdetd BpsbBt@r@ theh they
ZRQMTW JR DJDLQ EHFDXMBIisWiKH).DUH WRR XSVHW
$ WDONV DERXW KHU UHODWLRQVKLS ZLWK KHU VRQ DQG K
GD\ WR GD\ FDUH 6KH GHVFUL E loWwedWrK to fepeE RIQFGtAb/ KH\ KDY H
when he engaged with his grandmother in order to complete tasks like changing an

incontinence padA9 was particularly grateful for his help with continence issues.

My son is very supportive he is the gap he steps iis Eiillar of strength (29years
old) quite caring and has a bond with his grandmother. He helps with the incontiffence.

3. Professional Relationships that Stabilise
For professionals to provide valued support to the earérenable¢he process of dbdising;
the relationships the carer had with the person with dementia, their close and wider family
members and other professionals all had to be taken into consideration. A1 was able to recall
the relationships that gave him a senseefbeingwith professionals very well. This may
be due to him feeling relieved when A went to be cared for in the nursing home. Before he
was able to recall this he recalled a negative experience he had eairiéioaring role
phe had respite there this upset megas told to go away and enjoy myself. | tried to
| was going out with my daughter and son in law. | phoned before we left to make
VXUH HYHU\WKLQJ ZDV DOULJKW 7KH ODG\ VDLG pVKH
wandering.j
With support from other profe®nals he was able to make the transition into care home care.
He talked about this time as being one of the best. He was able to trust the care staff and built
a trusting relationship with the Matrpn
the Admiral Nurse came in she would talk to us Ibaéimly me. | felt a tremendous

relief to have someone to talk to. The Admiral Nurse channelled me through the
services, she arranged for a carer in the morning and that sort of tfiing.
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The Admiral Nurse was able to tatkAl abouthow he felt without judgnent enabling him
to make a decision about engaging with other professionals and services. His future
relationships with professionals improved and became trusting enabling him to make
decisions about his own life. The importance of the professionafgjtikie and getting to
know A was very important. A1 valued the cultural relationship the mé&romedwith A,
Matron had been there a long time she was Srilankan, she made a close relationship
with A. A felt comfortable as she grew up in Srilanka laredi there until she was 9
so there was a bond. She liked the carers there too some of them were Srilankan the
rest from Asiaf
A3 described how he has had conflicting feelings about the professional relationships he has
GHYHORSHG $V pudoradgthe eekproféssioRaDdervices have gradually been
introduced to him. This has not always been easy due to his fierce independence and the lack
of time toform relationships with each person involved in his care. They have found that care
workers @ not work with any continuity. When they are abléaion a relationship with their
client they are often moved on to a new client. The wider family is rarely involved with the
selection of care workermaking A3 feel disempowered and removed from thiwe@caring
role during the week. A3 feels he has so much to share about his father that some of this
knowledge would be useful when they visit.
uwish you could talk to the carers the company are going to provide to build up a
relationship it could be &t more intuitive
20H UHODWLRQVKLS KH GRHV ,YDOXH LV ZLWK KLV IDWKHUY
fhe doctor is very important the doctor is someone who can give general help about
dementia umm my dad has known him for 25 years no sorry almost 30 years um and
he is actuallyoutside the doctors catchment area the guy has let him stay on umm and
KH LV UHPDUNDEO\ VXSSRUWLYH KH «« KH LV MXVW UHF
ZD\ DQG , NQRZ P\ GDG KDV UHDOO\ DFFHSWHG WKH PH
chalk mark in his relt&onship.q

This shows the importance of continuity and the building of relationships between

professionals and the person with dementia and their carers/families.
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A3 also highlighted the importance of valuing the person with denm$mizest life. His fatér
showed a reluctance to engage with services until a flexible approach that valued his past
contribution to the local community was acknowledged.
My dad was the sort of person who used to belong to the neighbourhood support
team and would um spend anfal lot of time caring for others and what |
discovered when we turned it round the other way so that they were coming for him it
was rejected and one of the tricks that um seems to work with him that when people
come into see him they ask his adve.
For A4, engaging in services meant an invasion to the privacy of theie /#ra found little
flexibility in how the services were offered and when she did finally engage and make
relationshig the service stopped. She fountat seemed to b&V KH p HiggW EBWDW /LRI
connecting with so many people entering her home a burdempr&ieeredto have the house
in order be washedressed and communicate with the professional in an entertamiraf
way for examplemeet and greet, offer refreshmeand firish the visit with a farewell. The
regimentation of how the service was provided left her with little respite time as she felt
continually anxious about the next visit.
e XP LW LV YHU\ UHJLPHQWHG DQG \RX KDYHOVR DQVZF
that they are not nice people the carers are nice people but it is an intrusion into my
life 1, | feel very tense before they come | am very independent and it is very difficult
for me.q
When professional relationships wetesed; for examplel Q $cdsévhenthe persorin
questionleft their postshe found the lack of replacement disappointing and rejecting to the
relationship she had built up.
,she was my mentor you know she used to come for me | could talk we used to meet
every 2 months maybe sething like that for 20 minutes half an hour something like
that whatever but it was very helpful first of all she was very informative and secondly

she was fantastic actually. She had really very practical very pragmatic approach to
everything and she wasUHDW EXW WKHQ VKH OHIW DQG , KDYHQ
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She did however find thatprofessionals who visited for a longer period of tiwere
beneficial as they gaveer time to engage witthemfor herself andas a resultpver timeshe
felt confident and at ease.
they are lovely the care workers are very good, when our regular person is on
holiday they are all very nice | feel confident with them especially with the person
who comes on a Wednesday they have to feed R. R is very, very differdt ideel
quite confident he has the patience it is very important it helps it is very impdrtant
The reliability of professional help was very important to A5 as she lives a distance from her
mother. When the person visiting built a relationshipwitA XP DQG JRW WR NQRZ Kt
and dislikesthings went wellallowing A5 some time for hersedihdalowing her emotions
about keeping her mother safe in her own home for as long as possible subside. The
continuity, flexibility and accessibility of therofessional were very important.
lhad carers prior and you could never quite rely on them then (name) came along
and it was like a breath of fresh air to be honest. She was so good you know | could
trust her and | knew things would be done, the thaygs mum liked them to be
done.y
She found that ien the professionabuldnot be reliedupon the element of trustent;
placing stress and burden on A5 as sitkeWaR P FKHFNY WKDW WKH FDUH KDV E
WKH FDUHU , KDYH JRW D Wallyy dolhePsBrEdfi thivgs thit isheGR HV Q W
supposed to be doing, she is a very nice person and mum likes her but ummm 1 still
have to do things so I still go round in the mornirfgs.
Risk was a particular worry for A5 as her mother lives alone. She datbebdeelings
when the element of trust and reliabivtyasfailing,
4 NQRZ WKH\ FDQTW DOO WKH VDPH EXW LW WUXVWV VI
safety is important like she goes out with her handbag, her keys in her handbag and
sometimestbW GRHVQfW KDSSHQ 6R , KDYH WR PDNH VXUH
ZKHQ VKH FRPHVY KRPH RWKIHUZLVH VKH FDQTW JHW LQ

The feelings remained with A5 all day until she could contact her mother or the day centre to

make sure she was safe. A5 described hoessful thisvasand often questiadwhether it
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ZRXOG EH EHWWHU WR GHOLYHU D O 0théthvoul® iRcre&selhefflvV FDUH
time with her mothebutthat their independen@and privacyis important even though they

do have a very clasrelationship.

P had several admissions to a mental health unit due to his distressing symptoms. These
admissionsnade A6feel guilty but did provide the positive aspect of tifoe self and
recuperation. She found it very difficult when P wanted torreto the hospitafeeling he

felt sder there than at home

when he eventually did come out of hospital er reluctantly he seemed to find it like a
security and we went backwards and forwards quite a lot like he used to come home
on leave as they caliand he would ask me to take him back at sort of 5am in the
morning | used to plead with him to stay at home and he used to say no, no | fjust go.

Whilst the periods of admission provided resppecially at nightA6 still spent many

hours with P dring the day.

MHOO LW FHUWDLQO\ JDYH « , VSHQW DW OHDVW KR X
the visiting time it was in a mental health unit and um actually | felt happy that he was

being looked after and also you get to know people they sdemeaegular visits

and | was sort of doing a ward round every day when | arrived because | had to ask
everyone how they were and we did go out within the hospital grounds or | could take

him for a drive but he always wanted to be back at the hospitate Gme of the

doctors said to me why is he back here? and | said well it must be something about

\RXU SHUVRQDOLWYWKDW , GRQTW KDYH

After an unspecified amount of time A6 was introduced to a professional to work with her

andshe describes below the eflshe found in having someone to work with.
pfound it absolutely wonderful the Admiral Nurse who came to me initially just sort
of turned up on my door step she was sent | think by the hospital and she absolutely
VDYHG P\ OLIH , GL G Qnfhav i QdReZorzhisidtVmesn&ge@Rd $he was
always available and she said if you want to scream at somebody just scream at me
on the telephoné]

Once she became more confident talking about her experiences with P she joined a carers

group.
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fhen | did atiend several care groups one of the groups was the group the Admiral
Nurse ran in the area and | still attend those groups and the other one was at xx care
and | did attend those groups constantly because | found the support was fantastic
you can be complely uninhibited because everyone is in a similar situation and they
DUH DOzZD\V VI\PSDWKHWLF DQG WKH\ GRQTYW VD\ LV KH
$ TV SURIHVVLRQDO UHODWLRQVKLSY YDULHG :LWKLQ WKH
as difficult and unsettlinglue to theressure to find a care home.
phe went onto a long stay ward there were lots of people with end stage dementia
DQG XPP VKH ZDVQYfW WKDW XQZHOO DW WKH WLPH DQ(
you | know it had an effect on me it was a versettfing time
AB moving into a care home meant that the relationships had time to settle and the burden of
the practical arrangementssfinally reduced. The knowledge that AB was being well cared
for in a comfortable and receptive environment way weportantandrelieved some of the
burden from A7.
fror me one of the biggest release came when she moved into the home that she has
been in now for 4 years and | knew then once she was in a home | could start to relax
about her daily hands on care irsansef
Relationships started to build with the care staff and manger of the AGmiststhat with
suchrelationshipsn place,she can ask questions ahdtthe care her mother is receiving is
reliable and comforting
Lhave a very good relationghwith the manager of the home she is very open, very
honest about the changing nature of my mot#hiiness and they have kept us up to
date with any changes in medication and things like that and if there is any problem
you can go to them and for maths also a sense of relidf.
Her concerns about AB®ultural care being recognised were alleviated by#re home
building a life storybook with AB and the family; this aldwelpedto support the trusting
relationship.
ne of the things | was ask& do before she moved in was to write a little profile of

her life with key things that | knew about so that when they were talking to her they
would know some of the things that had happened in her life, so if she started
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wandering off or asking for p@le they had an idea of what she was talking about
and that impressed m§.

$ IHOW VKH ZDVQYW EHLQJ OLVWHQHG WR viith adg¢H SURIHVYV
seemed nobody would listen to her concerns abélth K X V éhBnQidyoehaviour and
memory problers,
@ or 5 times the plaster is tight it is this it is that all the time he was aggressive he
was shouting, screaming they took him to hospital and they did a brain scan they
GLGQYW WDNH PH VHULRXVO\ HLWK HyidascZawd WKH MXQ
when it was read | think it was read either by the senior house officer or registrar |
am not sure he said everything is fine take him hdme.
It maybe because of her practiced communication skills that A9 has received the support she
required for exampleshe made a good relationship wadrersupport servicethatprovided
her withone to oneind group support,
fhe Admiral Nurse she had time for me we had one to one meetings for an hour this
was very valuable. | had somebody toazhte and | felt safélhe Admiral Nurse
was calm with an all embracing personality, could answer things, educate, was non
judgemental | trusted hef;.
She highlighted the importance mhintainingcontinuityof the person deliverinthe one to
one supporas her support ceased whare of the people she had built a relationship with
left the service. The service was still available to her with a different person but she did not
feel sufficiently confident or worthy to request it. It seems the elemenintihady was very
important for a trusting relationship to build up and once the person left it was difficult to

begin again. Subsequent to the one to one support ceaSimgs found to have raised blood

pressure and other symptoms of stress.

4. Stabilisin) UHODWLRQVKLSVY WR pPRYH RQT
One of the most important things that Al talked about was the impodé&hute giving

something bacKThe first thing he did was return to the home where A had lived to help out
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DV D pYLVLWRUY +H IRXQ®& WKILW IDQRB RFOdR i BaypiaEsdibs Z D
ZDV D pfaelny\ourwith the support of the Admiral Nurse he gradually became more
LOQYROYHG ZLWK DQ, uRXWVLGHY OLIH DJDLQ

My bedrock was the Admiral Nurse she continued to visit every month alited A

After several months of one to one support A1 was introduced to further support where he
couldbegin tovalue his caring role.
Introduced by my Admiral Nurse 3 months after A passed away, | went to a meeting
arranged byfor dementia | really wantéto go, | wanted to pay something back, and |
VDLG , ZRXOG OLNH WR KHOS 7KLV JURXS LV QRZ 8QLW
ORYH WDONLQJ WR VWXGHQWY WUDLQLQJ LV YHU\ LPSF
trained it made such a difference. [tdIKERXW EUDLQ GRQDWLRQ $9YV EU
and my experiences.

Al now leads a very active life involved in various voluntary organisations and enjoys

frequent travelling.

$ TV GHVFULSWLRQ RI GHYHORSPHQW RI UhQi®MHeRQVKLSV Z
He explained how hetrives toprovidethe pest offfor him whilst balancing his own
relationships with his daughter and wife. He has included others in the relationships who
understand his father and in some incidences has bridged a greslationship with his
insightful and practical interventions.
ne of the things which | would dearly love to have a bit more time early on my dad
is absolutely mad about railways he lived on the railway out of Euston. As a school
boy he was probablyne of the first train spotter§.
He also highlighted that development of a relationship requires mutuality and described
briefly the difficulties with his relationship with his brothamo lives in Australia.
Lmean we have an agreement that we negbtiat GRQTW ZDQW WR JR LQWR
ZKHUH ZH ZLOO VKDUH WKH ORDG WKH UHDOLW\ RI WKD

JHW RXW RI WKH ZLQWHU«« ,1 P\ EURWKHU ZRXOG WDNFH
would be a great help from my part quite allas gone into it{
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The concerns about his father going to Australia were voiced within the relationship he has

with his brother. The feeling that his brother should be giving something to the relationship
ZLWK KLV IDWKHU DQG KLP VhdyisiadAusatasfor theasrRBQearsioD G

an 8 week period over New Year until the end of February. This provides a period of respite

for A3 and his family and gets his fathevay during the worst of the cold winter months. A3
acknowledges that thigill not be able to continulng-termbut raised concerns at his
EURWKHUTY ODFN RI XQGHUVWDQGLQJ DERXW WKH LPSRUW

they can.

A4 explains that communicating with L does not necessarily mean talking i&fém
describedelow that their relationship has developed so that she feels rested and safe if she
sits comfortably beside him. By resting in another room she would feel anxious about his
wellbeingthus encroaching on her own rest tirBee has been urged professionals to take
up the offer of help from services but the intrusion into her personal space and relationship
VKH KDV WUDQVIRUPHG ZLWK / SUHYHQWYV KHU IURP WDNLQ
gometimes when | am very, very tired | just close my ayasally sit in his room if
ZH GLGQTW VLW WRIJHWKHU WKHQ , ZRXOG EH ZRUULHG
A5 described how she prefers to be able to complete the practical and day to day tasks for her
mother herself. She hasowever realised that the relationships in her own léfiee important
and require development to be able to take on a caring role. A5 expressed that she finds it
hard to value herself and always puts others #Stis finding it difficult to identify herself

as a person. To move on with these feelings shenaeag help.

YROORZLQJ 31V GHDWK $ KDV FRQWLQXHG WR NHHS LQ WR)

groups through. Now, her role has changed and she speaks to the groups as part of the

166



training team. She has made lasting friendships and fouhtdehaonfidence and leadership
skills have improved since before she cared for P.
ldo a carers group when they are training carers and one of the things they ask is
was their anything positive and what came out of it was | developed lasting
friendshipsand also it changed my personality because | was always very introvert |
would never speak out but now not only can | speak in a room full of people but I can
speak in front of perhaps 20 people who are in a training session to answer their
guestions whicthcould never have done before that is rewarding and satisfffing.
A7 talked about the importance of giving something b&bk did not describe how or why
she felt this was necessary just that they have joined a research study at the hospital.
MVe ae also part as a way of sort of contributing back or | feel very strongly about
giving back for some of the care my mum has received ummm our Admiral Nurse
ummm put us in touch with a team at the Hospital who are carrying longgerm
study of dementid]
At the time of interview A8 was feeling very low she had been unwell herself as well as
coping with the traumatic events of her husb@rwdre. The relationships that had showed
most development for her were within her family and with close friéflusse relationships

were without judgment or burden. She trusted her family and friends to communicate with

KHU DQG KHU KXVEDQG DQG DFW DV peULGJIHY EHWZHHQ W

Following heradmission into a care hom& TV P RhasKlelvBlops atrusting relationship
with the matron and care staff. The continuity of the same staff had emabtedeel that
she is working in partnership with them. Her son feels relaxed within the enviroantent

able to continue his relationship as grandson with his grandmother

Summary

The lives and experiences of each of the carers varied enormously. Signifitently

differences that were the very essence of their individuality were threatened by their caring
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role. They are now labelled as catberebylimiting the way thathey can express their
personhood. They place themselves in the centre of managing the support systems for the
person with dementj@rawing on personal experiencesoping strategieknowledge skills

and support ftm professionals. Previous research deawn on this (se€hapter2)

highlighting the physical and emotional burden that can become a reason for carer crisis and
subsequent admission for the person with dementia. The findings from this stage show that
E\ XVLQJ VWUDW H J L Hationahips ihéaee Enkdved/itafers\cErHing &

plateau for an unspecified amount of time of valueweltbeingwithin their caring role.

The next section of this chapter describes the data collection in the géamedof the
discovery stage ofK H p ' T . Fhédatal collectiorcontinues with a group of carers,
people with dementia, Admiral Nurses and stakeholders to inquire into the value of the

Admiral Nurse.

Focus Groups

Collecting data in the carer, people with dementia, AdmNtake and stakeholdstrand (2)
of the study was a far less emotive experidoceneas a researchasit was a more formal
process that was easy to set within the appreciative inquiry methodologyorhimadity was
due to thdarger numbeof partiapantswhich in turn gave rise tthe relationshipbetween
the participants and myself being léstensiveasparticipantsveresupportedy eachother

andrelyinglesson me.

Focus group 1 was designed to build on the positive core of what caie ph
dementa VWDNHKROGHUVY DQG $GPLUDO 1XUVHV pYDOXHY DERX

participant was contacted either by letter or email with the study information sheet and a
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consent form as attachments. Questions and queries were smvitédjave contact details

and information when | could speak to people or visit them.

Pre-Group Contact

The carers and people with dementia attended two distinct groups in the South East of
England. These groups were chosen for my ease of accessiksand practice in the area.

The facilitators of the groups had been contacted during the ethical approval process to
ascertain if it would be appropriate to ask the participants of their groups to be invited to join
the study. Both groupsere designedo creatdime when both carers and people with

dementia can come together for a social morning/support, information and advice based on
WKH GHVLJQ RI W K HM8i€hkahtiLIBried)2Dv4; £Bpys 2006k facilitators of

the group distributed th&tudy information and consent forms on my behalf and | arranged a
HSWM XG\ YLVLWY WR WKH ILUVW JURXS O\ YLVLW ZDV ZHOC
and buoyant about being part of a research study. | introduced a warm up exercise to give
peopk an idea of what it would be like to particigates induced lively and memorable
conversations. | placed a selection of pictures saved from post cards and greetings cards on a
table and asked each person to pick one that they could say somethingidbaugositive

focus for example its texture, colour, a memory. The written consent process for the study
was left for people to think about atitky were able teeturn their form to the facilitator at

the next meeting. The facilitator of the second grdaclined the pre study visit as the

programme for the group was heavily booked.

My reflective notes highlight how the pigtudy visit made a memorable connection with the
group and when | returnethe atmosphere felt relaxed and welcoming. People rgaay to
engage and had few questions to ask. This left me more time to speak to the people with

dementia explaining the reason for my visit and checking that they still felt comfostigiole
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participaing in the study. One man (who had dementia) parttgutemembered me when |

arrived and delightedly made me a cup of tea and greeted me with enthusiasm. He was keen
WR SDUWLFLSDWH ZLWK KLV ZLIH DQG FRXOGQfYW ZDLW WR
with dementia was new to the group and asketiefcould join in. | was able to spend some

time talking to her about the study and give her to time to decide if she would like to give

written consent. She subsequently joined in the group. The second group was much larger

andin an areavherel had bea a practicing Admiral Nurse some 4 years before. | had not

prepared myself for the over whelming welcome from some of my past carers and family

members. Some people had attended the group that day especially to be part of the research.

The Admiral Nurseroups were facilitated in designated monthly practice development time.
Each practice development group was contacted in advance to book a corleseiemd

time for me to attend. Nurses who did not want to participate were then able to arrange
alternaive practice development learning, reading or reflection time. Attending the groups
necessitated travelling around the UK to each of the practice development areas making

careful booking essential to maintain time managermogthie study.

The stakeholdergroup was held at an Admiral Nurse Forum. fidrams are twice yearly

meetings for Admiral Nurses, carers and stakeholderai@usigned to support practice

and future service development. A large number of stakeholders attend therfakimg it

anideal opportunity to get a group of people together. The group was available during
workshop time andan twice during the dayllowing people to attend their chosen

workshopsas well aghe group. Running the group during the forum also reduced trayelli

time, cost and administrative resources. Information sheets about the study and consent forms

were sent by email to stakeholders before the forum and were available on the day in paper
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form. A cross section of stakeholders volunteered to participdteling: trustees ofor
dementiaservice manageradministratorsmembers of Uniting Carefer dementiaand
executive staff. A total of 11 groups with 93 participants were facilitated in different areas of

England from 04/01/08:07/03/08.

Facilitatin g the focus groups

To provide continuity and reduce bjadl the groups were facilitated using the same process.
After introducing myself and checking all the participants were attending on a voluntary basis
| checkedhesigned conserform for each pdicipant. This was lengthy process in some

groups ashey exceedethe preferred 8 12 participantgRobson 2002).

Each group was provided with a disposable table cloth and a selection of fibre tipped pens. |

asked each group to volunteer a note takieis worked well in the groups of Admiral Nurses

and stakeholders but proved to be difficult in the carer and people with dementia group where

no one volunteered. | feel this was due to my naivety of thinking that everyone would feel at

ease in a group gmonment However,making the request actually increased anxiety about
ZULWLQJ DQG pGRL @dtby wittinglwitK hefgroupl iRh¢IQe@ support feelings of
DQI[LHW\ DQG ZRUU\ DERXW EHLQJ pULJKWY DVeopieDV DEOH \

guestions to help them illustrate or write what they were thinking.

7KH TXHVWLRQ pu:KDW LV YDOXHG DERXW $GPLUDO 1XUVLQJ
power point or on a print out/flip chaithis depended on the venue, its available resources

and the needs of the participants. | recegphithat the people with dementia who participated

may need support to fully take part. Most people sat with their carer and in cases where they

were not accompanied | sat nearby offering help as appropriate.
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EaFK Rl WKH JURXSV XQGHUWRRN WKH PLQG PDSSLQJ RI pYCLC
divided the map into distinct areas of value and sttiew a diagram or picture. A lot of the
GLVFXVVLRQ LQFOXGHG DeitherwfR pragitide xatmmca iaklife Y D O X H
experience. After each group a reflective piece was written about the experience. All the

groups found the mind map exercise a productive and valuable way of developing a

discussion. | found it a comfortable non threatening efagcluding participantswith a wide

range of knowledge, experience and skills.

After observing focus group 1 (04/01/08) | could see an emerging pattern of connected
HMHUHODWLRQVKLSVY LQ WKH YDOXH RI WKH $GPLUDO 1XUVH
HVWD/HEIQY UHODWLRQVKLSVY WKDW EHJDQ WR HPHUJH IURP

1. The Admiral Nurse and the person with dementia.

2. The Admiral Nurse and the carer.

3. The Admiral Nurse and other professionals.

4. The Admiral Nurse skills and knowledge

The groups are not distinctive the values overlap but show an emerging theory of holistic

relationship building.

The Admiral Nurse and Person with Dementia

In focus group 7 on 22/02/08 a gentleman with dementia drew a picture. He was able to talk

about what he valued about the AdsmhNurse through his sketchekescribing his feelings

as comfortable anshowing he isot being made to feel different or awkward as he often is

LQ RWKHU VHWWLQJV 7KH LOOXVWUDWLRQ RI WKH WHD SR
denoteghe sociability that is important to him and the feeling he can talk freely without

feelings of stigma or assumpt®about having a diagnosis of demensiggendix D). His
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contribution led to his wife joining in with a game of noughts and crosses@narsation

DERXW KDYLQJ WLPH WR HQMR\ HDFK RWKHUfV FRPSDQ\ ZL
GHPHQWLD DQG OHDUQ DERXW LW DQG RWKHU DVVRFLDWHC
group 8 07/03/08a lady with dementia talked about the mnjance of feeling included,

the Admiral Nurse keeps him sane, help support each other, to do good things
together, is back up and who else would you tallfjto?

The relationship between this lady and the Admiral Nurse had been built in this context
during a social group meeting that she and her husband attended as a couple each week. The
relationship with her husband is clearly important and the ability to do things together a

necessary part of their life together.

The Admiral Nurse and Carer

Therelationshipbetween the Admiral Nurse and the carer was valued for its continuity,
allowing the relationshipo develop over a period of time. The time allowed was valued as it
was agreed in partnership with the carer and could include time w@aiith the Admiral

Nurse. In focus group, D4/01/08 the group used the analogy of a light house by placing the
Admiral Nurse as thgight at the end of the tunnfdchievedoy using knowledge and
understanding of a caring role of a person with demémgapport the carer. The analogy

was underpinned by thpock fpf the lighthousgvisualising the Admiral Nurse as reliable,
WUXVWZRUWK\ DQG KRQHVW 6RPHRQH ZKR ZDV DOZD\V WKI
working in partnership to empower tharer to build relationships with othefsr example
professionals, family members and friendspendix11). In focus group 204/01/08 the
participanteemphasised the relationship between the Admiral Nurse and carer as working at
the same levelvarmth linking with family membersnd being driend. The participants

also highlighted th@nportance of accessibilitypeing abldo contactan Admiral Nurse
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without going through another person or agency supported the building of the nurse
relationship.
Thefollowing quote from my field notes taken by note taker focus groQa/81/08
summarisethis,
@dmiral Nurses have knowledge and skills, are flexible, carers can dip in and out of
the service(we) Admiral Nursesre nonrjudgmental, a resource for infmation and
VLIQ SRVWLQJ 5HODWLRQVKLS EXLOGLQJ EHLQJ pUHD
trust, answers questions and doul§ts.
This way of connecting with a caren turn, made the carer feel valued and less isolated. The
relationship wasréquently referred to as a friendship which caused concern for some
participants. Friendship is not necessarily seen as a professional relationship but is a
frequently used term of discourse throughout the idetais thesis. Discussionbaut
friendshipdeveloped into discussing dependency with Admiral Nurses viewing dependency
as something to avoid in the climate of national and local pahclythe local pressures of
measuringrequency of face to face contact. The value the carers and people withtideme
KHOG zZzDV WKH pWLPHOHVVY QDWXUH RI WKH $GPLUDO 1XU\
friendship.
From field notes taken by note taker focus group 1on 04/01/08
feriends, professionals, friendshiis this the depth of the therapeutic relasbip,
there is disclosure of some personal life events and sharing of emotions and loosening
RI ERXQGDULHV LV WKLV SURIHVVLRQDO pZLWK KHDUW
of the person with dementia honesty comes from a therapeutic role areadet@afr
use frien@q

and field notes taken focus group 2 on 04/01/08

friendship/relationship with the carer is important carers feel we are (at) their. vel

It is interesting to note that some of the cr#lationships were maintained withirgeoup

setting not face to facewith telephone backup should the carer wish to contact the Admiral
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Nurse between group€arersstill consideredhe contact they had with the Admiral Nuese

D MIULHQGVKLSY ,W LV SRVYVL B@ idteipwtaoi af YfiewdshipjH WR WKH
made because of the flexibility and accessibility of the Admiral Nifrgemuch the same as

having access to a friend who you could rely on to get back to you and give advice and

comfort at a time of need. One partai told of carers phoning into listen to the answer

machine message as the sound of the voice of the Admiral Nurse was a comfort and they
FRXOG uVSHDNY WR WKHP NQRZLQJ WKH FRQYHUVDWLRQ ZF
in the future. Other stees recounted messages being exchanged on email. There does not
necessarily appear to be a need for the Admiral Nurse to offer face to face contact with every

carer to be valued in practice

The Admiral Nurse is valued for his/her holistic approachiastiated from an excerpt from
field notes taken by note taker focus group 2 on 04/01/08
fhe Admiral Nurse works with tasks no other professional would be involved in,
supporting the carers when no other professional will help, using advocacy, working
in partnership and empowering carefs
This was further articulated in focus group 8 07/03/08 by a carer,
pomeone who understands how it is for you, and not how it shadld be
Admiral Nurses supporting carers after the death of the person with demastaghly
valued by participants. Admiral Nurses found it an important value of their work to fully
support feelings of loss and grief and carers found the ongoing relationship helped them
engage and develop in new relationships. Discussibasthow nadional and local policies
are impacting on the Admiral Nurse developing relationships with thewarerheated and
the feelings of participants weresmindng in that the continuing relationship should be part

of a clinical partnership between caredadmiral Nurse. From field notes taken by note

taker focus group 10 on 28/02/08
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the Admiral Nurse provides continuity from ftgnosis to after death with the
support of other agencie$

The Admiral Nurse and other Professionals

The relationship th&dmiral Nurse has with health and social care colleagues was also

highly valued Working collaborativey was highlighted as integral to Admiral Nurse

practice; for exampleglieving carers of practical and financial burdens quickly and

efficiently were fequent. Other stories recounted how contact with an Admiral Nudse ha

empowered carers to develop new relationships with other services and care home staff in

particular. This is illustrated from field notes taken by the note taker in focus group 1 on

04/01/08
BbKDULQJ LGHDV DQG H[SHULHQFHV WR ILW RWKHU SHR
OHYHOV ZH ZRUN LQ XQGHU UHVRXUFHG DUHDV EXW DU
resources and pull services togetHer.

and from focus group 16n 28/02/08
the S GPLUDO 1XUVH EULGJHV PpWHQVLRQVY EHWZHHQ PHC(
GHPHQW Ladd FODRIHNLQJ ZLWK DQ $GPLUDO 1XUVH VXSSRU
referrals have become appropriate since the Admiral Nurse has joined thefteam.

A further value to otheprofessionals was for their consultancy and training role, from note

taker focus group 9 on 28/01/08
the consultancy role is valued when the service is receiving inappropriate referrals
we can signpost, guide and inform our colleagfies.

Working with an Admiral Nurse within a team was widely valyédwasrecognsedhow

Admiral Nurses reciprocate value based workkarus group 9 on 28/01/08 continyed

ik RQH WKDW WDNHV LQWR FRQVLGHUDWLRQ WKH QHHC
includes the whe family, one that listens to carer§!

Although leadership was not named as a value it was articulated using the terms
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WWULYLQJ IRU HIFHOOHQFH” DQG 3VWULYLQJS IRU H[FHC
(Focus group 11 28/01/08)
The Admiral Nurse s valuedor his/her attitude twardsworking with othersthis included
working across organisations and enabling carers to work with organisations and other

SURIHVVLRQDOV DV ZHOO FDUHUV DUWLFXODWHG WKLV DV

As already discussed {Dhager 3, Mitchell (2005)advocates a whole team approach to
family-centredDSSURDFKHV WR FKLOGUHQYVY FDUH 7KH YDOXH RI
FOHDUO\ DQ HPHUJLQJ WKHPH LQ tYydelLlVcleatlys\reRayshvithh VWD JH F
the level d knowledge and expertise of the Admiral Nurse and includes personal attributes

which, as previously statedross all four of the relationships contexts.

Admiral Nurse Skills and Knowledge

Admiral NurseVdkills and knowledge featured as highly valbeit, interestingly werenot
defined in other words or language. This became largely entwined with values identified as
personal attributes of the Admiral Nurse by focus groop 57/01/08. This group divided

their tablecloth into four sectionthe persa with dementia (1), the carer (2), the Admiral
Nurse (3) and our colleagues (4). The attributes inctugide of flexibility, being

accessible (even though this often involved creativity on part of the Admiral Nurse), going
HMWKH H[WUD P L @rhbfaciddZpendikpP)DTh&se values were not identified in
isolation and were a constant across all 11 focus groups. Knowledge, skills and specialism
was also a constant across all the grotipese values again linked across the relationship
context group 3on07/01/08 discussed the importance of knowledge and skills from the
point of view of competence and professional development of the Admiral Nurse agreeing
with other groups that the opportunity of regular peer group supervision and practice

developnent was a value. From field notes taken by note taker focus group 3 on 0,7//01/08
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updating of knowledge can be addressed via supervision and practice develdpment.
Focus group 4 on 17/01/08 validated this when discussing the value of practice development
and supervisiondentifying how fellow practitioners value the Admiral Nur§esntinuing
professional development

we are often requested to be clinical supervisfrs.
People with dementia and carers highly valued the Admiral N(gk#is and knowledg
about how to give informatignvhether practical or evidence basetheway theAdmiral
Nurse was able to communicated share informatioat various leveland across a range of
organisationso meet individual needsas valuedFor many the AdmirdNurse was the only
person they could talk to about having dementia or about the facts of what dementia was
including changing symptomn focus group ®n07/03/08 a carer said,

people are frightened of dementia, here we talk about having dementsgfteel

have fun and a laughy.
Admiral NurseVKRhowledge and skills were also valued for the training and/or education they
facilitate.Delivering training and education involved skills valued by people with dementia
and carersfor examplelistening and empathy. These skills were valued hightlicating
that Admiral Nurses havhe ability tomanage complex situations that involve working
across boundaries within health, social care and voluntary services. The Adungahias
articulated as a leader and reger in complex circumstances who could empower and work
effectively in partnership. Howevghese values did hold tensigpsomoting discussions
about decision making and appropriateness of signposting and disgharcarer due to
service provision constraints. The value of group supervision and practice development were
highlighted here as a way of supporting the decisions made by the Admiral Nurse but the
frustrations of continually striving for the ideal wexr@iced (focus group 8n17/01/08 and

focus group 4n28/01/0§.

178



The mind maps were initially read through and written up entering the data onto Nvivo7.
The data werethen coded into the 40 values of Admiral Nursftaple?7). The values were
then sent by email and post to the reference group for comment. Suggestions around
classification were magléor exampleusing four headinggunction (1); professional (2);
personal (3) and organisational (4) (reference group member JM via email 8L/TP€se
headings were compared with my own headings and collapsed into four headings to offer
ZLWK WKH YDOXHV WR WKH IRFXV JURXSVY LQ WKH GUHDP

1. Organisations and partnerships

2. Admiral Nurse attributes and qualities

3. Meeting theneeds of the carer and person with dementia

4. Admiral Nurse clinical skills
The principles and values are further developed and constructed with the participants in the

dreams stage of thed'y F\FOH

Table 6 Admiral Nurse Values
Admiral Nurse Values
working across organisational boundar| person centred
meeting the needs of the carer therapeutic interventions
attitudes empathy
supporting relationships nurse led
flexibility meaningful activies
communication skills
partnership quality of service
working with people with dementia commitment of Admiral Nursg
accessibility practice development
sharing autonomy
trust support
collaborative working peer group supervision
knowledge empowering
consultancy friendship
for dementia practical help
working with families record keeping
meeting mental health needs of the can physical needs
information responsive
specialism gold standard service
honesty
continuity

179



6.2 Dream - continuing the appreciative inquiry  p'éycle

fThis is a picture of tenderness and | like that. It represents the best and most

immediate means of communication left tottisuch.

(Carer A4 photograph and narrative 3/6)
2QFH WKH uSRVheahlestablisHedthefindkttdge in appreciative inquiry is to
envision the future. The dream stage of thei ' ycle aims to accomplish this. The dream
stage is an invitation to participants to magnify the positive core by imagining and building
on the eisting values generated in the discovery stage. Participants are encouraged to talk
DERXW DQG GUHDP DERXW QRW ZKDWQowpderidéet.2aKDW PLJK\
2005).The dream stage has two aims. Firstly, to facilitate dialogue betwe@ripaents in
which they can share positive stories in a way that generates enthusiasm and energy. This is
accomplished by asking the participants of the discovery stage to furtheupoiidnd share
their stories and discussions with others. The standscontent of the discussions are the
vehicles for bringing out the positive core, therefore those sharing stories and discussions
must be encouraged to develop the essence of their stories. The second aim of the dream
stage is to allow the patrticiparttsstart to identify common themes. It is important to
encourage the groups to observe and value the dialogues in the phase rather than critique,
judge or analyse them. It was important to emphasise the appreciative inquiry themes of not
solving a problenbut focusing on the journey of mutual discoveather tharan analytical
journey. The positive themes then become the building blocks for the design stage of the

appreciative inquiry procegReed 2007)

7KH GUHDP VWDJH RI WitH a destfipfonFodthe [Edteds ©f\Collecting the

photographs and narratives and ecoastruction of the data collected in the telephone
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interviews.The later part of this section is a description of the second round of focus groups
using an adapted x&on ofthenominal group technique. The chapter concludes with a co
construction of the data collected so far and preparations to move the findings into the design

stage of the appreciative inquiry cycle.

Collecting Data in the Dream Stage

Reflectingon how participants had interacted and contributed in the focus groups as part of
the discovery stagé decided to change the method of data collection to allow those who had
not contributed in focus group 1 to have a voice. | had noted in severas emtmeg

reflective diary that a number of participants had remained silent in the focus groups. This
could have been due to several reassush ageeling challenged about individual practice,
feeling intimidated or not feeling confidespeaking in a p group. | also reflected on the

use of mind mapping and considered its use being interpreted as being vague and too
artistically creative to be of worth. It is interestingweverthatthis did not arise itthe carer

and people with dementia grougs these groups everyomeagagedparticipaing and

supporting each other and making sure each person had the opportunitydo kgual

voice. Nominal group technigue was considered and developed for the dreamitttage

adjustments being made to enable al plarticipants to be included in the stage.

It was also important to continue the-@anstruction of the themes and investigate the
underlying relationships that the data developed from the telephone interviews. The use of
photography and narrative wasosken to give control of the data collection to the carers.
Guidance and support were available throughout the whole of the stags lof memaking
myself available through telephone or email contact at organised times of the day and week.
The ca constriction of the data of the discovery stage identified and started to develop the
value of howcarerrelationships develogandare maintained and stabilised throughout and
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beyond a caring role. The dream stage of appreciative inquiry is designed to dexelop th
FRPPRQ WKHPHV DQG DFNQRZOHGJH WKH SRVVLELOLW\ RI
and a creative way of maintaining the spirit of the appreciative inquiry methodology. The use

of visual methodology and narrative was for me a logical way to dettedogtories heard in

the telephone interviewpossibly giving an easier meuin for the participants to articulate

difficult to identify emotions, knowledge and skills.

Photography with narrative

To begin the process of collecting visual data it imgsortant for each participant to view

and read a transcript of their telephone interview to agree the content and view the identified
themes of their story. Written consent had been obtained for each participant at the beginning
of the discovery stage; eacarer was reminded of this before embarking on the dream stage.
All 9 carers participated in this stage over a period of 8 months. The participant who had
declined to participate in the telephone interviews contacted me to say she was feeling much
bette after a visit to her family and would like to participate for the remainder of the study
(she was aware of this stage commencing as | had kept her informed of the progress of the
study through thér dementiaco-ordinator of Uniting Carerfor dementid. An event of this

nature had been built into the study design and was not a problem. Written consent was
obtained from the participant before she stepped onto the study. As this person had not taken
part in the telephone interviews, she was asked dunmgfarmal telephone conversation to

think about times, events and environments that had contributed to feelings of value and well
being and skills she had used or developed whilst she had been caring in preparation to join
the stage. The telephone tramsis were sent either via email or by post with a pre paid

envelope for return to me to the remaining 8 participants. Each carer agreed with the
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identified themes only making changes to some personal health references or reference to
family members or frieds.

Guidance notes were then sent out with a disposable camera with 27 photographs to each
participant §ppendix B). Particular attention wagivento what the main body of the
photograph should contain due to restrictions in ethical appfavekanple; taking pictures

of people who had not consented to participate in the research, or of people with dementia
who were unable to give consent due to cognitive dedtimeas only the participant who had

consented to be part of the reseastio could appar in the photo

A pre paid envelope and date for returereenclosed with each camera with details of when
and where | was available to support the process. On receipt of all the cameras they were
taken for developing. Two copies of the prints wereiakthwith a copy of each film onto

CD for ease of use during the data analysis. Two participants chose to use their own digital
FDPHUD DQG HPDLO FKRVHQ SLFWXUHV WR PH (DFK SDUW
UHGXFH WKH QHHG WeRuturg. AR@plSKdet\WwiRninta«ghew iéturned to

each participant. They weaskedo choose 6 photographs and write a narrative to describe
feelings ofwellbeingand/or how the picture illustrated skills they had used. A pre paid
envelope was inakded for the return of the narratives. Some participants had included
pictures of family members and/or pictures of the person they care for and staff members.
They were gently reminded that these pictures would not be able to be used in the final write
up of the thesis. Howevesome did choose this type of pictureoag oftheir chosen

pictures. They have been used in the overall co construction of the data but do not appear
here or have been edited to maintain confidentiality and to adhere to etipicatapTo

maintain the emotional voice of each carer as many of the chosen pictures and narratives as
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possible are included eppendix14. Each carer carries the same code as in the discovery

stage enabling links to be made in the comparison of the. data

By comparing the data collected in the discovery stage with the photography and narratives
from each of the 9 carerstability of the carers relationships was further developed and is
described here using the same four headings as in the disstageystabilising the

relationship between the carer and person with dementistgb)lising family relationships

SURIHVVLRQDO UHODWLRQVKLSV WKDW VWDELOLVH ‘

1. Stabilising the relationship between the ¢ arer and the person with dementia
Al described in the discovery stage how lonely he felt when his wife was no longer able to be
part of the decision making procdkat hehad enjoyedgharingthroughout their married life.
An overview of his pictures anthrrative (Al 1/6+6/6) builds on his description of love and
devotion to A which is now held in his memory by distinctive objects in the house and places
where they shared happy memories and now have lasting meaning. He revisits the importance
R1 $ fkuréd Background and her spirituaklibeingby referring to the ornaments in

pictures Al 5/6 and 6/6 as important now to his feelinggedtbeing

Carer A2 did not participate in the telephone interviews but felt well enough to contribute
photographsrad narratives. Her relationship with her husband is described though

photographs A2 2/6 and 6/6. In these photographs she is remembering the feelings of
wellbeingZKHQ OLVWHQLQJ WR IDYRXULWH SLHFHV RI PXVLF DC
status as aauncillor. The mirror is a reminder of how she found a strategy to keep her
KXVEDQGYY DWWHQWLRQ ZKLOVW VKH KHOSHG KLP ZLWK St
distinctive memories, a memory of when her husband was well and their relationship as

husbax and wife and a later memory of when he used to attend the day care facility run by
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the Cypriot Elderly. At this point in her caring role her relationship with her husband had

changed.

$ TV UHODWLRQVKLS ZLWK KLV |IDW K Hhhécamel dibserwithutie P W K D W
RQVHW RI KLV IDWKHUYfV $O]KHLPHUTV GLVHDR&MéIshonKH SKRW
a series of relationship focused examples. The most poignant being 1/6, 2/6,and 5/6

illustrating their close relationship and the abibf A3 to communicate with his father about

his likesanddislikes as well agncluding him in meaningful day to day activities. The

photographs and narrative substantially validate his telephone interview transcript.

A5 further substantiates theselfegs with her illustrations of the things her mother lik&S
1/6; 4/6; 5/6 and 6/6. A5 3/6 shows a practical intervergiored atresolving mobility
problems so that she can still enjoy going out with her mother. In her interview A5 talked
about goingon holiday and how the relationship with her mother was natural and nétenal

photographs show techniques and strategies that she has implemented to support the

Carer A6 talked of the struggle she had in maintaining her relationship with her husband P
her interview. Her photographs and narrative illustrate and further validate her feelings and
the relationship she maintained with P (photograph and narraév@/6; 4/6; 5/6 and 6/6).
Some of the interventions she foysdch aghe fish finger seem to be so simple but had an

enormous impact on her feelingsveglibeing

A7 photograph and narrative 5/6 movingly describes how sensory stimulation can evoke
feelings ofwellbeingZKHQ VKH GHVFULEHV WKH VPHOO RI KHU PRWK
evoke memories of before she had dementia but at the samal$oneurrentlyseem to

support her feelings afellbeingnow that she has found a care home where she is well cared
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for. The relationship has become more relaxed and feelingsltifeingtranshte between
them as described in photograph and narrative 2/6. A4 photograph and narrative 4/6
movingly shows the close relationship she retains with L. She uses heotspsiuality as
her way of expressg their close relationship and feelingsvedlibeing and tenderness. She
has managed to retain their privacy by organising services that suit hesn¢ealsshe can
find this window of closeness on a regular basis. This set of photographs and narratives
validate the relationships between the caret the person with dementia. The relationship is
uncoveredfinally, from the distress and burden of care through this pictorial diglogue

providing a moving insight into the life of a cafer a person with dementia.

2. Stabilising family relationships
The comparison of the telephone data highlighted shifts and changes in family relationships
A3 photograph and narrative 346 and 6/6 show his father joining in everyday activities
ZLWK KLV IDPLO\ +H VWURYH WR NHHRWKIHSVHED WQRRUKL:!
father in meaningful activities each weekend. Being able to join in and achieve gave his
father a sense of belonging and achievement which was very important to A3. Carer A2
photograph and narrative 5/6 illustrates a memory ofljaime together in a restaurant
Previously A2 had talked about her sadness at many friends and family members
GLVDSSHDULQJ DV 31V howereHaknyliiz stk Audhvitiiéitae
narrative had reminded her of the feelingsveflbeingwhen they were all together. A4 has
found different ways to connect with family life (photograph and narrative A4 &i16é)
misses seeing her family as often as she would choose because of her caring commitments
but has found a way to connect with the faniiling opposite photograph and narrative A4
1/6. A7 recounted her distress when her daughter visited her mother in hbsgéking
down a close granddaughter/grandmother relationshgpillustrates in photograph A7 2/6

how the relationship was all@a to recover once her mother was admitted to a care home.
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Her daughter is now involved with her grandmotheare and the relationship has been
reconstructed. A8 has an experience that has been harrehengecounts the way that her

family are the cemé of her life and illustrates this in her photograpgk& 2/6 and 3/6.

3. Professional relationships that stabilise
It was disappointing to find in the telephone interviews that professional relationships caused
the 8 participating carers so much distr&lly the picture | painted in my reflexive account
(Chapter VWLOO H[LVWV LQ PDQ\ JXLVHV LQ WRGD\TV GHPHQW
distress caused by inflexible and inaccessible services is hidden beneath a wealth of well
intentioned informabdn and a mire of health, social and voluntary services all of which are
not providel equtably across the United Kingdo(®H 2009) The stories that A1A6; A7
and A9 recounted are of anguish about choosing the right care home and the struggle they
had camg before the admissiomhischanged with the relief of findinghe right place and
being able tdouild relationships with the cahome staff. Carer Al validates the importance
he placed on cultural sensitivitywhen looking for a placement for his wifie chose to
SKRWRJUDSK PHDQLQJIXO REMHFWYVY WKDW V\PEROLVH KLV
her distress in the interim of finding her mother a placerhenshe felt was right for her
with her photograph and narrative A7 1/6. Here shiaéurdescribes her relief of finding
somewhere that cares for her mother with respect so that she can transform the relationships

she has with her daughter and her husband.

$ TV HI[SHUhomeyérdifferent she hd suffered great distress whilsyimg to gain a

diagnosis for her husband and this has impacted on her own health so she has not been able to
make the choice about caring for her husband at home. She remains in great distress and
illustrated this in the photographs she took of her hushatiet care home photographd

narrative A8 5/6. To transform the relationship she has with the Stafs building
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confidence in the care her husband is recej\shg has observed elements that have
increased her sensewéllbeing agllustrated inphotograph and narrative A8 6/6. Although |
interpreted this as a particularly sad photograph of her husband sitting with his head in his
hands alone in the lounge arbar narrative disputes my assumption. Their relationship has
been fractured by her bbbhand being cared for away from the family home and she is now
receiving help to stabilise thiagain from the Admiral Nurse with whom she has a trusting

relationship.

4, —f «Zcoco%o —' Te'"F ‘ej
A2 shares with us the open door of her home illustratiRozh uSHRSOH FRPi DQG JRT
(photograph and narrative A2 1/6). Later in her series of photographs she shows the builder
who became part of their lives during her husbfidmentia. The building work was not
just about making their home comfortable blsto valued for the development of the
relationship theyuilt with thebuilder whowas very patient and becamaé&iend. In her
photograph and narrative 3/6 A2 shows the value she places on her pet cats stating simply
that they were usually with them. ihis a reminder that new relationships are not necessarily

with humans and that petan SOD\ D ODUJH SDUW LQ SHRSOHYV OLYHYV

Carer A4 became quite distresghding the telephone interview, as $bk services were

intruding inherhome andheintimate relationshigshe sharedHowever by further exploring

this with the photographs she found ttieir intimate relationship was intact and movingly
illustrates this in photograph and narrative A4 4/6 and 5/6. The difficulty highlighted by the
carers inthe discovery stage was the distress that is manifested in managing the shifts and
changes when they feel they have no control. Carer A5 illustrates this with her set of pictures
A5 1/6 £6/6 she has chosen practical scenarios that validate her teleptemew about

KDYLQJ D pQRUPDOY UHODWLRQVKLS ZLWK KHU PRWKHU (D
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photograph underpins the way she continues to support and nurture the relationship she has
with her mother. A6 validates this when talking aboutatmfort she found in developing
relationships with the care home staff (photograph and narrative A6 1/6). Her relationship
with P had already changed out of all recognition (as described in her telephone interview)
but once he was living in the care horhe svas able to find short periods when she could
engage with him in a comfortable way (photograph and narrative A6 2/6), this was
development of a different relationship from when he was living at home where her caring

role had become stressful and chaotic

Finally A7 described how her relationships developed with the care homeSsiiiecame
involved with fundraising as this wasaay she could engage her daughter with her
grandmother again (photograph and narrative A7. Zk& photograph andarrative she has
written support her feelings of peace and tranquillity and the feelingsltifeingshe has
ZKHQ KHU GDXJKWHU FDQ EH LQY RbeYhesGoun@alkpatt idUDQGPRW
which her relationship with her mother has develoged isnow less anxiety provoking9
photographs and narratives 1#6/6 support A7A #éelings ofwellbeingwith the new
relationships that have developed sincelibginning oftheir caring roleAs A8 previously
discussegdshehas experienced different feamin trying to develop new relationships. Her
traumatic experience with various professionals has left her feeling sad and lonely and now
physically unwell A8 has a developing relationship with an Admiral Nurse and is relying
heavily on her family reladinships for some stability during this difficult time. She depicts
these times in her photographs and narrative5/8, her pictures showmembers of their

family as they cluster close ter husbandjnlike the picture A84/6 that shows$ |V

husband totdy alone in a dining room hunched over a plate of food. Developing new

relationshipsthereforeis not always a positive experience or a development the carer is
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ready to embrace. A period of stabilisation is required for this process to move thetoarer in

a feeling ofwellbeing

Summary

As the finding in this section show, the amnstruction of the carefphotographs and
narrativeshowsWKH ZD\ WKDW HDFK Ed&LWUMHU WO IOR YWHR/L B/KH LTK L
VXUSULVLQJ DYV ha¢latbDislidpsiodulyddytodawWivémding coping strategies

to manage the inevitable changes in our lives. What is unique to this study is the
identification of the 4 relationship themes that concern the way that relationships are
supported during earing role to provide a period of stabilisation. The evidence indicates that
the carers use many different coping strategiesving on their past experience and
knowledge to influence stabilisation. The strategies they use promoteltbeingof the

person with dementia and include their wider family members. In situations where they are
unable to use their strategies they seek help and support from a variety of professionals.
However the support they receive varies. In some instances thefcaesls are met and
requests for help and support acted upon. Howavenany cases the findings of this study
indicate that professionals are often unaware of the emotional needs of a carer. In these

instances thevellbeingof the carer is not supported.

Thesecond strand of the inquiry in this stage ran concurrently with the §dagascollection
and is described below. Carers, people with dementia, Admiral Nurse and stakeholders were
invited to attend a further focus group to identify and develop theiplas and values of the

Admiral Nurse.
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Focus Groups

Focus group 2 began in March 2008erlapping with the collection of photographs and
narrativesn the carers group. There were 6 focus groups with adb6éd participants and

an additioml 3 responses from stakeholders. Participants were contacted eitheirvia the
carersfgroup, practice development nurse or via email. There was no convenient way of
bringing stakeholders together as a group for this part of the study. Theyheeegore

contacted on an individual basis and invited to participate via email or telephone with an
information sheet about the group. Each group of participants was reminded about the nature
of the research before starting the group and written comnsethecled. In some groups

new participants had joined. In these cases | madebguspeaking to each person privately

and discretely before the group startkdt they were happy with the context of their

involvement and was attending in a voluntary capacity.

(DFK SDUWLFLSDQW ZDV JLYHQ D FR@&vehpedfiomthe3GPLUDO 1X
discovery stageEach group lasted for an hour and the romsset up with seating and

tables for small groups of no more than 10 people. Post it notes, fibre perapanavpre
DYDLODEOH RQ HDFK WDEOH 3DUWLFLSDQWY ZHUH DVNHG
down anything they wished to comment Participants were then asked teanstruct the

values into four headings. The title of the headings was igitta choice of the group and
anynumberof values could be placed with each heading. Using an appreciative inquiry

approachvalues could also cross different headings.

The evaluation concluded that it was over complicated and that it was difficidvédop the
values into headings in the hour given for the group. For this reason | adapted the use of

nominal group technigu@elbecq 1986)The process of nominal group techniquafused
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the participants and they entered into a discussion on anaiykis values rather than further
GHYHORSLQJ DQG EXLOGLQJ RQ WKH USRVLWLYSMRKRUHY LW
grouptechnique (Reed 2007). There was also a lot of writing involved and on reflection |
GHFLGHG WR PDNH X&hwHW %0 Ralues¥MasOnXittel finto(a single piece of

paper in large bold font, one set made for two people. This was to ensure that people could

work together and that people with dementia would always be working with someone should

they require assistae. By usinghe followingheadingsAdmiral Nurse clinical skills (1),

Meeting the needs of the carer and person with dementia (2), Admiral Nurse qualities and
attributes (3) and Organisations and partnershippédicipants coulanore easily

understad KRZ WR GHYHORS WKH YDOXHV 7KH YDOXHV EODQN
FRPPHQWY RU GXSOLFDWH pYDOXHVY ZHUH WKHRQUSK\VLFDO(
simplifying the process and making it easier to facilitate. Each headinglacesl onto a

VKHHW RI IOLS FKDUW SDSHU DQG WKH SDUWLFLSDQWYV JLY
chosen headings. Participants in each group then developed the values into themes under each

heading the participants then reviewed the headiag a group.

The focus groups

The first group (03/8/2008, 5 participantsyere asked tdevelop 4 key headings that they

felt best represented their understanding of the value of the Admiral Nurse. By examining the
values they decided on: Meeting theeds of the carét); Admiral Nursing (specialist role)

(2); CollaborativeWorking (3), and Admiral Nursingfor dementig4). The group was then

able to focus their attention FROODSVLQJ DQG JURXSLQJ WKH pYDOXHYV
They discuss#how they felt some values seemed to overlap with each other and how they

may have different meanings for carers, people with dementia and Admiral Nurses

particulaty the word friendship. The use of the value friendship generated a lot of discussion

agan and in these focus groups the consensus was that in the context of describing a
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professional relationship it was not helpful and was removed from the values, It was
however felt to be important in describing the value of peer support and the supfart of

dementia

The second focus group was held on the 03/0d/@ithis was the largest group with 17
participants. It was a group larger than | would have preferred but constraints to partftipants
time and access to the venue would have further helldeugata collection to the study. The
constraint of completing the study in a fixed amount of time continued to be a tension for me
throughout the data collection process as it did not allow for practical crisis like rail delays,

illness and cancellatiortd groupmeetings.

The group felt comfortable with working with each other and began by reading through the
OLVW RI YDOXHV WR KLJKOLJKW DQ\ LVVXHV RU TXHULHYV
possible issue for professional practiae wee meaningful activities/practical help and

meeting the health care/mental health needs of the carer. Meaningful activities/practical
interventions was queried as not being descrdbeakly, the group discussed the use of

psycho social activities and concludihat meaningful activities is the language a carer and

person with dementia would most probably use. As the phrase had been generated in the
discovery phrase it was already a validated t@naithis discussion further validated its use.

The use of meangiul activity arises from the ability to proveegnvironments that actively

encourage pleasurable activifihis may be eating, drinking, playing games, reading list

is notexhaustive. It is about recogimg the person with dementf§ pH[SHULHr@HEB\H Y LQ HY
life. In the focus groupgople with dementia talked about being able to talk freely about

having dementia and joining in with games and activities without judgment from others. It

was agreed that meeting the needs of the caretomésoadaterm The group discussed
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how the needs would béentified with an individual carer during assessment and would then
be supported by the relevant intervention (practical or psychological) as far as practicably
possible. The group then divided odttables with4 or 5 participants on each table. This

allowed for in depth discussion about headings and placing the values under the headings on
the flip charts. The headings that were chosen :wtebutes of the Admiral Nurse and

Admiral Nurse Tean(l); Meeting tle needs of the carer and person with dementia (2);
Interventions (3); Organisations and partnerships (4). Values were then placed with the

participants chosen headiffggure 7).

Figure 7 Focus Group 03/04/08
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The third focus groupn 08/05/08 included 9 participants and 2 observers (one observer was
a student nurse and the other a stakeholder). | spent some time with the student nurse
explaining/giving written information about the research sty the reason she would not

be able to participate.€. constraing of ethicsasthis person was not part of the Admiral

Nurse orfor dementiaservice). The group werbowever happy for her to observe the group
process as part of her learning contraeto participants were stepping onto the study, they
completed written consent and | checked verbally that they were present in a voluntary
capacity. The dynamics of the group did not feel as comfortable as when | facilitated the first
focus group with the, asthey appeared less willing to actively participate and required a lot

of prompting The entry into my reflective diary exgies this,

fEach participant was asked to look at the list of values for a few minutes on their
own and identify any question KH\ KDG DERXW WKH pYDOXHVY 7KL\
of discussion and the group appeared to find it heavy going. | am not sure if they did
QRW XQGHUVWDQG RU ZHUH MXVW IHHOLQJ phRYHU ORD
study. To try and generag®me enthusiasm | asked them to progress with thinking
about how the values could be thenfgd.
The reason for thisappeningould have been due to the fact that | had been booked to
facilitate the group the month before but had been severely delaykd wain and could not
make the allotted time. What followéelt like a very awkward conversation about headings.
The contributions wergersoncentredfamily-centredrelationshipcentred Admiral Nurse
skills/tools/core skillsprofessionalis; organisational values and philosopbyganisational
underpinning support and ways of working. These were then in turn collapsed into, Admiral
Nurse Attributes (how an Admiral Nurse does it) (1); Admiral Nurse skills (skills, knowledge

and quality of cee) (2); Underpinning organisational frameworks and philosophy (what an

Admiral Nurse provides and how an Admiral Nurse does it well) (3) and relationship centred
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care (4). The values were then placed by the participants under each heading in the way
previously describedsee fgure8).

Figure 8 Focus Group 08/05/08

Whilst placing the valuggarticipants raised an important question: How does an Admiral

Nurse work and how do they do it well3the group discussed the values and placed them

under headingthe answer to the question became clearer. The headings they chose provided

4 key principles with a set of underlying values for each. Some valeempped witlother

principles which wasa madter of concern for some participants who would have preferred a
MFOHDQHUY IRUPDW W ZDV GXULQJ WKLV JURXS WKDW WK
began to emerge and were later developed and matured by the following groups and

stakeholders
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Thegroup on the 02/05/08 were very welcoming and eager to find out how the research
study was progressing. The group split onto two tables to make communicating easier, the
people with dementia sat with their respective carer and a friend on the othertbel®a.of
One carer saithather husband would not be useful in the grdigindly reassured her that
his contribution would be very valuable as everyone was invited to participate as they felt
comfortable. He was very keen to help with the arrangemeheabom and make sure
everyone was comfortable and at the end he helped collect the furnitypetarnidto its
original order. The group kept the suggested headings and spent a lot of time discussing
where each value should be placed. They welcomedhihes of trust, honesty, friendship,
attitudes and supporting relationships. When discussing how they value working with an
Admiral Nurse they placedhe following values highlymeeting the needs of the person with
dementia and the carer, nurse led, caty, practical help with many of the values from

attributes and qualitiesverlagping (seefigure9).

Figure 9 Focus group 02/05/08

197



Summary

The basis of the value of the Admiral Nurse is agimgr here as a relationship based

approach that is supported by data collected in the focus groups. My reflexive account of my
own experiences i@hapterl began this thesis with the notion that we are all individual and
each of us will use our life experices, knowledge and skillsdifferent ways depending on
which way our lives are eventually mapped out. We do choose emotional journeys we grow
into them sometimes with excited expectance and sometimes in crisis with trepidation. The
emerging theoryn this thesisshowsthatrelationships with othersontinue to be madéow

we stabilise them is dependent on who we meet and what outside influenceS€acers.
recognise that relationships change throughout the caring trajectory; they welcome
relationshps where trust and partnership working can be developed. It has also begun to
emerge that the Admiral Nurse is valued predominantly for meeting the needs of the carer
alongside the person with dementia using a friendly and knowledge led appnahehnet

VHFWLRQ WKH GDWD FROOHFWLRQ PRYHV WR WKH GHVLJQ

6.3 Design

In the design stage | facilitated dialogue between participants to share positive stories with
othersso ago build on the themes developed in dream stage. The stodeatent of the
discussions became the vehicles for bringing out the positive core; following the process of
coding using a constant comparison approach the storiesweomstructedy the

participants to start to identify common themes.

Inthe des!Q VWDJH WKH SDUWLFLSDQWYV pGHWHUPLQH ZKDW ZI
external relationships between the two strands of data collection (the social architecture). The

participantsatthis stage worked together to craft anecomstruct thelata into positive
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meanings for each group. The groups developed and agreed one set of provocative
propositions The provocative propositiorchallenged the interpretation of the data and
thinking of each group in a confident and positive wiayo focus goups were facilitated in
this stageone with some of the carers who participated in the telephone interviews,
photographs with narrative and the other with some of the participants from the Admiral

Nurse, carers, people with dementia and stakeholder group.

Building the Provocative Propositions

During the dream stage the following four themes of stabilising relationshipcavere

constructedvith the carer participantstabilising the relationship between the person with

dementia and the carer (1); stadilig family relationships (2); professional relationships that
VWDELOLVH DQG VWDELOLVLQJ UH O daigRoQrpkociflés WR pPR)Y
of Admiral Nursing were identifiedsupported by a set of valuesdmiral Nurse clinical

skills (1); Admiral Nurse attributes and qualities (2); meeting the needs of the carer and

person with dementia (3) and working across organisations and partnerships (4).

The data wreonce again coded and using a constant compatesbniquewith notes from

my theoretical diary 02/06/Q& set of provocative propositions challenging the interpretation

RI WKH GDWD LQ WKH GUHDP VWD JHIliRica\kdl$i(1), pttfouied=OH ZHU
and qualities (2), meeting the needs of the carer and perdodementia (3) and working

with organisations and partnerships (4).

1. Admiral Nurse Principle: clinical skills

Value to carer:

To be confident in using my skills as a carer | require the continuity and flexibility of

specialist knowledge andifik about dementia, physical care, communication and
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management of change. My relationship skills are well established bakedydarm

knowledge, commitment and love for the person | care for.

2. Admiral Nurse principle: Attributes and qualities

Value to carer:

The relationships | have with the person | carerfor family and friends are essential to my
well-being. The relationship | need with the Admiral Nurse has to be continuous, flexible and
have accessibility. In order to sustain thesetigrahips | require specialist information and

therapeutic interventions provided by an Admiral Nurse.

3. Admiral Nurse principle: Meeting the needs of the carer and person with dementia
Value to carer:

| am me. | need to be recognised and listieioe to build an honest and tringj relationship

with an Admiral Nurse. The relationship with my wife/husband/daughter/son is an essential
part of mywellbeing | know my wife/husbanéiie person | care for better than anyone
professionglour relationstp requires nurturing and understanding in the wider context of

dementia.

4. Admiral Nurse principle: Working with organisations and partnerships

Value to carer:

| have skills that support my engagement with organisations and working in partnership with
them. To be able to navigate positive outcomes with these organisations | need an advocate

who is flexible and accessible with specialist knowledge in dementia care.
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The two focus groups were designed to bring as many of the participants togetheib#s poss
from both parts of the studgarers who had participated in the telephone interviews and
visual methods with narratives in one group (1) and Admiral Nurses, carers, people with
dementia and stakeholders in another (2). Both groups were audio reasistedller

numbers of participants were anticipated and a note taker invited to group 1. All participants
and note takargave written consent to participate at the beginning of the Stinily was

checked and participamigerereminded that their partjgation was voluntary at the

beginning of both groups.

Focus Groups

This was the first time (25/06/08) this grolo@d met, as in the discovery stage they under

took telephone interviewSevencarers were able to attend with tteeordinator of Uniing

Carersfor dementiaattending as note taker. The participants were pleased to be able to meet
each other and keen to discuss their experiences of being part of the raseaetagheir

findings. This was the first time they had a compteterviewof the telephone data and the

visual and narrative data, although each had privately seen their own data to remove anything
they did not feelvasappropriate to include in the thesis or share with others. The data w
collected using a note taker to comptimi the audio recording and with the use of a flip chart

and note pages for the participafitse.

The process of coonstructing the data began with a discussion about how the telephone
interview transcript data merged with the photographs and nasatilowever, the group
reflected that describing their experiences in an affirmative way had at first been difficult to
think about and wanted to emplsasihe difficulties both emotional and physicahey faced
each day. They felt that this had beefiectedin the telephone interview datdowever,by

narrowing it to the photographs and narratihe data wrehighlighting the positives and
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feelings of welbeing could be construed to be out of context with the negative aspects of the
caring role. It vas not the intention to ignore the problems and distress the caring role holds
but to enhance the profile wfellbeingand high level of skills carers have to provide a base

for new knowledge and service improvement for carers and people with demertizh&ge
points clarified the group quickly engaged with data to share experiences, thoughts and

stories about their caring roles.

The key themes and related values from the dream stage of the data collection were firstly fed
into both focus groupfor discussion and then the provocative propositions were discussed

andco-constructedy the participants.

Focus Group 1
Firstly the group discussed the findings of theer, people with dementia Admiral Nurse and

stakeholder group.

1. Admiral Nurse Clinical Skills

The Admiral Nurse was valued for the ability to give information that was timely and
appropriate in amounts the carer could understand and use to meet a particular need. This
gave feelings of being supported and recognised for the rolartbeveas undertaking,

Only when an Admiral Nurse turned up was there constructive s\gpdr
(Quote taken by note taker)
The communication skills of the Admiral Nurse were highlighted as being a high value,

BpQ KRVSLWDO WKH\ GL Ga govd\heuadsrstod D ODQJXDJH W
(quote taken by note taker).
As the participants started to talk about Admiral Niw#powledgethey began to identify

their own skills and attributes,
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we are actually the experts in dementia, and we have to cope with 24n
hour basis, yes, we do have fantastic knowledge of demgntia.
(Carer A4)
However, DUHU $ ZHQW RUYWWERO YidD &lways recognise that we have the
knowledgef
Carer A4 supported this with the statement,
gy UHFRJQLVHG Pffickley Edb a@timeridous expertise and it gives me
tremendous confidencg.
Accessing informatiomvas discussed as being time consuming and a mire of confusing
bureaucracy and paper wofkr example, carer A7 explains,
It is difficult to keep upvith the legal aspects of caring for someone with dementia
DQG , WKLQN WKDW LW LV TXLWH LPSRUWDQW SDUW RI
complex
Carer A4 and A7 highlighted the importance of physical care and support with the knowledge
of medicatim for the person with dementia,
(LI WKH\ IDOO DQG EUXLVH WKHPVHOYHV YHU\ EDGO\ \R
ZKHQ WKH\ EHFRPH LQFRQWLQHQW QR ORQJHU IHHG W
RlI SK\VLFDO PDQLIHVW R & RVEFsANpiidd \bf dRIGFH Xdw«e
UHFRPPHQGHG WR EH OLPLWHG « DW VRPH SRLQW WKH

person stabisHG DJDLQ « WKLV zZzDV D YHU\ VFDU\ SDUW RI P
KRVSLWDO «

2. Admiral Nurse Attributes
The attributes of the Adnat Nurse were warmly shared amongst the group,

an Admiral Nurse turned up on my door step like a saviour, very early on she was
there until the end]

(Carer A6)
The Admiral Nurse was able to offer continuity to the carer where others had not been able
to. As the caring role progressele accessibility and flexibility of the Admiral Nurse was

valued. Other services had withdragwleeming that the person with dementia no longer had a
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need for that particular serviemd therebyeaving the carer withoxsupport. Carer A4

describes this in the context of caring for her husband at home with end stage dementia,
we have lost everyone we had there is no one now, no district nurse, no social worker
« , QHHG JXLGLQJ LQ WKH ULJKW tigngUnhyFamll &g DP , GRL
this?9q

The note taker captured some of the feelings this discussion disclosed,

WKH $GPLUDO 1XUVH KHOSHG PH XQGHUVWDQG , GLGQ
It was a relief to have someone to work alongside §ou.

The Admiral Nurse support was also valued in helping with decision making,

lwas uncertain, with the Admiral Nurse backing me up that helped me make the
right decisions and gave me confiderfte.

(Carer A7
These examples show that the Admiral Nurse @gghves the support of the carer using
empathy, confidence building and accessibilitprder towork in partnership with the carer
UDWKHU WKDQ pGRLQJ WKLQJV IRU WKHPY 7KH UHODWLRQ\
continues over a period of time andsaaterpretedas an attribute. Howevgdt was
highlighted during the discussion by the note taker that in some areas the Admiral Nurses
were no longer working alongside the carer for the whole caring trajectory. When discussing
an ideal interaction withreAdmiral Nursethe following examples were discussed
WKH $GPLUDO 1XUVH QHHGYVY WR FDUU\ RQ DIWHU VRPH
GHFLGHG E\ WKH FDUHU DQG WKH QXUVH" 3, ZRXOG KD

1XUVH DIWHU Pané&3wRa@lah &dmiral Nurse as early as possible so
you have someone who knows yipu.

3. Meeting the needs of the carer and person with dementia
The group discussed how hard it is to maintain relationships within a caring rdlekasgp
the person witllementia as the focus of care when they require support emotionally and

sometimes physicallthemselvesThe group identified 4 reasons for this:
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1. Professionals making assumptions that a carer wants to care for the person with
dementiaCarer A7 describethis,
Lwas never asked if | wanted to pick up responsibility for my mdther.
2. Balancing the needs of the person with dementia as wellia®teis a difficult and
emotional journey for the participardscarer A4 explained.
b SHUVRQD O & mKdparidHaQifik&h BRI have lost a large junk of their lives.
, KDYHQIYW IROORZHG WKHP WKH ZD\ , XVHG WR DQG , U
really because | think it is very s&fl
3. Not being able to recogniskeir relationship with the persavith dementia due to the
symptoms of their iliness and the loss they fa@ldescribes how this feels when
there is no support available
uthink bereavement is a big sense of whatever your relationship is not only as a wife
or husband but also formeva D GDXJKWHU P\ PXP «« LV RQO\ DOLY
is breathing and the longer it goes on the harder it.dets
4. Balancing the relationships the carer has with other family members and wider friends
and colleagues was a tension that caused the partisiptress and burdekxb
explains
k< WKH $GPLUDO 1XUVH ZRXOG KHOS \RX FRXOG WDON

Nurse understood enough to know that there were so any other things that needed to
EH WDNHQ FDUH RI «

4. Working across organisati ons and partnerships

The amount of pressure that carers are put under to contact and work with organisations

across health and social care #melvoluntary sectowashighlighted as requiring a lot of

support. Carer A5 described her feelings about engagith services,
Lwould say | probably have the skills to communicate with other organisations but
ZKHWKHU , KDYH WKH WLPH DQG NQRZOHGJH LV DQRWK
always have time to learn everything that you need to know to be able te agith
TXHVWLRQV RU GHDO ZLWK WKH SUREOHP \RX DUH WU\I
enough hours in the day.

Carer A4 described that caring 24/7 leaves you wetly little energy,
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Lhave energy but not always, giving 24 hour care to a persolB DR TW GR LW )RL
example when you have finished scrubbing carpets in the middle of thefinight

Carer A5 agreedsaying,
pMou need to work alongside somebody else unless you are a person who really wants
to do it all by themselve$
Secondly the grup discussed the @mnstruction of the data collected by their own group.
The participants examined the data that had been collected in the telephone interviews, photo
graphs and narratives and the carer, people with dementia, Admiral Nurse and s¢éakehold
group. The overall theme of the discussion was that a caring role is relationship based and the
UHODWLRGMIKQISY HDOUHWILRQVKLSVY WKDW FRQWLQXH DV SDU
relationships emergedlustrating how carers managed thiansforming and developing
relationshipsvhen caring for a person with dementia. Each stage is described here with the
associated properties and procesgsognising (1); transforming (2); stabilising (3) and

moving on (4).

1. Recognising
Recognising existig relationships was pivotal to how carers managed dhgoing caring
role. Their relationship with the person with dementia was always central to that recognition.
Times when recognition was difficult weidentified suchas during the process of
assessmermnd diagnosis and at times of managing difficult or changing symptoms of
dementia. Carer A7 explains about her experience
Lhad a very good relationship with my mum but unfortunately my mum had a bit of a
bumpy relationship with my dad and when she bestame ill | think it was quite
obvious that he was not going to be able to take on board umm her care which is why
| stepped in picked up kind of what needed to be done to get her to see a G.P. the
psycho geriatrician and then you know we worked thrabgitwhole set of

permutations until she went into caffe

(Carer A7 focus group)
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Feelings of responsibility also featured heavily in the narratives and discyssions
B« , WKLQN WKH FRPPLWPHQW LV WKHUH DV ZHOO EHEFD
dipiQ DQG RXW RI LI \RXYfUH LQ LW \RXYJUH LQ LW IRU Wk
families one person really picks up that responsibility or sometimes because of
GLVWDQFH RU LQ P\ IDWKHUYV FDVH KDV GLIILFXOW\ LC
persm so it is a true commitmer.

(Carer A7 focus group)

The importance of recognising that sometimes the relationship has been previously fractured
but the person still wants to care now the roles can be reversed was highlighted.
K LW ZDV YlHdlbvethat hdfsdn, yes and some people have never loved
their parents or the person they are looking affédren they have difficult

relationships but want to car§

(Carer A4 focus group)

MOHFRJIJQLVLQJY WisHtitddteQud\Wie&laDwakh carerSometimes tk changes

in the relationship were supported digy to day activities and sometimssspendingmall
snatches of time with each other. Carer A4 illustrates using photograph and narrative A4 4/6
how spendingime together is recogion of tenderness and intimate relations that she has
with her husband. She also holds memates help herecognition and although times have
been extremely difficult practically and emotionadlye is able to feect on her role as a

carer in a posive way, see photograph an@mative A4 6/6. Lastly there was a period of
recognition in the way that the relationships change to feel inclusive in larger family groups.
Despite the tensions this can cause in juggling the different relationt@pgseson with

dementia remains centrails illustrated by A3 in photograph and narrative A3 6/6.

The recognition of carer relationships came at an individual time and depended on the
experiences of each caréhe recognition dishot necessarilpccur suddenlputwas more

commonly agraduaj insidious way of the relationships flowing that could occur many times
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adjusting and configuring throughout the caring trajectory. The participants in group 2
identified how the Admiral Nurse supports the recognitioretastronships when they are
working with a careras Ad reflects,
WKH UHODWLRQVKLS LW GRHVQYIW PHDQ DQ\WKLQJ LI \
FDUHU ZDQW LQ WKH UHODWLRQVKLS « EH SUDFWLFD
(carer) and being tére to share thinggl
ParticipantA5 goes on to explain,
pH<«WKHUH LV D KXJH VKLIW LQ OLIH DQG ZKDW WKH\ WKH

EHLQJ JXLGHG WKRXJK WKDW VKLIW WKH\ VHH WKHLU URC
engaging thenthe carer).y

2. Transforming
$V WKH FDULQJ UROH EHFDPH H,p&tidigaBtsivire @ptdimgtkeSHUV R Q 1
relationships in ways that showttkir transformation This occurred at different times for
each participant. A7 explains in photogjneand narrative A7 4/6 how the family was
involved in the changes in this relationship when her mother was attending day care. A
feeling of pride and dignity was central for this change to take place. Carer A5 felt this was
important for her as well whatiscussing involving services and other health and social care
professionals.

i« PDLQWDLQLQJ UHODWLRQVKLSY ZLWK IDPLO\ DQG 1>
the feelings generated when | visit my mfim

(Carer A5, 26/11/08)

When relationships bamedifficult, for examplethis was most often when the person with
dementia had suffered a period of difficult or distressing symptthragelationships with

others were even more important and although they may have changed from how they were
previously cafiguredthey were central to the life of the carer. Carer A4 expliss

through photograph and narrative A4 5/6. Information and the sharing of knowledge and

skills were also important to the transformation of relationships. Withoubé¢img given in a
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timely, constructive and understandable wag process was delayed. Sometimes the
UHODWLRQVKLSY ZHUH WUDQVIRUPHG E\ QHZe&8&8HRSOH EHLQ

illustratesin photograph and narrative A2 4/6.

Memoriesremained central to being able to enter into the transformation phase. Music,
hobbies, recognition of the person with dementia and past achievemenismpeantant,A4
articulates by using photograph and narrative A4 3/6. Transitions in care are tedgition

seen as difficult and sometimes fracturing times for carers. Howeisewell known that

difficult to manage symptoms and the health of the carer can often mean that an alternative
care setting can be a positive outcori¢ U D Q VIR U P L Q latdhkhipsF@ateHAB8 TV U H

explains through her photograph and narrative A6 1/6.

3. Stabilising
Stabilising of relationships washievedat different timessometimes overlapping with
transforming Stabilising was not necessarily permanent and could be anrapgmcess
with no particular time frame. It was about finding other ways of developing and maturing
the relationship with the person with dementia and others. Carer A4 talks from her
photograph and narrative A4 1/6 about when she and her husband bextdarft; she
found other ways of connecting to people and the things around them. The feelings about the
stability of relationships were also acknowledged by the participants in the focus group

Wwnderstanding the impact of caring showing that nothingvsal, a depiction of
peace and tranquillityf]

(Quote from a carer in the focus group by note taker)

Finding ways for the relationshipgth the person with dementia to be meaningful and
fulfilling w erecentral to this phase. Practical ways of imuad the person so they felt

included, safe and able to achieverevery important to each participa@arer A3 shows
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how important this is for him and his family in photograph and narrative A3 4/6. Carer A5

further supports this when illustrating the ionfance of when other people are involved in

the person with dementfpdare. Personal care and getting to know the pe§dikes and

dislikes were central to thiasshe describes photograph and narrative A5 5/6. Other carers

showed how finding a petical solution to difficult symptoms can change how the
UHODWLRQVKLSY ZRUN 7KH pVLPSOH ILVK ILQJHUY ZDV SDL

powerfully illustrated in photograph and narrative A6 5/6.

4. Moving On
Developing relationships after the perswith dementia has died or is being cared for in a
care home environment can be an extremely distressing time for carer relationships. This is
also a time when most services withdraw their daeving the carer feeling lonely and
forgotten.In the photogaph and narrative Al 1/6; 3/the caredescribes how things at
home and in the local environment can support this prosgssh is often done alone with
no professional or family suppofthe relationship can change again wiiee persomvith
dementias being cared for in a care hanTdiscanbe animportant timefor reviewing and
developing their relationships. In photograph and narrative AZ&rér A2 remembers
happier times with friends and family. Others carers attain this by developing new
relaionships for examplewithin the care home settingor this to evolve the carer had to
have confidence in the people caring for the person with dementia. A7 and A9 were reassured
that their relative was central to dignified gr&tsoncentredcare as soported by the

photographs and narratives A7 1/6 and A9 5/6.

Co-Constructing the Provocative Propositions

Once the group hagb-constructedheir data from the telephone interviews, photographs and

narrative they began the process ottonstructing thgprovocative propositions (taken from
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note takenotes,25/06/08). Below are thieur principles of the Admiral Nurse with

associated/underlying carer values:

1. Admiral Nurse principle: Attributes and qualities
The Admiral Nurse prioritises relationgisiand care in family life, you can talk about
feelings. You can become isolated from your family and become angry and resentful.
He/she talks to you and other family members helping you to recognise the shifting roles and
responsibilities. The relationghwith the person with dementia can be good but the shared
memories become neglected.
Value to carer:
The relationship | have with the person | care for, my family and friends can be stressful and
raise a sense of loss. The relationship | need with tmeiral Nurse has to be continuous,
flexible and have accessibility. In order to stabilise these relationships | require specialist

information and therapeutic interventions provided by an Admiral Nurse.

2. Admiral Nurse Principle: Organisations and partngsh
The Admiral Nurse is an integral part of the health and social care tearstbe kaowledge
of the area and services. You (the carer) need an advocate ymhefake decisiondor
example continuing care issues. It is important to be able to tadkiaihve sense of loss in my
life with the person with dementia and my family. The advocate could be the Admiral Nurse
or the most appropriate person but the Admiral Nurse should remain working with the carer.
The Admiral Nurse was valued here for skitisje, up to date knowledge, trusting and
guiding she asked meo you want to carefThere is repect, choice, confidence and the
ability to share the burden of caring with the carer.

Value to carer:
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To be able to navigate positive outcomes with oiggion | need an advocate who is flexible
and accessible with specialist knowledge in dementia wagive me confidence to use the
life skills to facilitate my engagement with other organisations and work in partnership with

them.

3. Admiral Nurse pringdle: Meeting the needs of the carer and the person with dementia
The stabilisation of the relationship between the carer and the person with dement& occurr
at different times throughout the caring trajeci@ymetimes being sustained for a long
period and sometimesverlapSLQJ ZLWK pPRYLQJ RQY 6WDELOLVDWLRQ
carer valuing themselves and the role they had found themselves in when the person with
dementia first showed the signs and symptoms of dementia or they becamedinvitiive
their care. The personal values the carers in the group identified wer DYHQ W JLYHQ X.
DP FKDOOHQJLQJ DQG GLUHFWY u, DP, WHVERCBLIHVQMH QY G B RE
DP SURXG RI FDULQJ XQWLO , Fiie Xom@ept§ Mot Oy tie Rafeltaker] 7 KH
on the 25/06/08 and are not direct quotes from the participants.
Value to carer
| am me. | want to be recognised and listened to. | am not anonymous; | want to maintain
my individuality. | want to build an honest@irustng relationship with an Admiral Nurse. |
know my wife/husbandtie person | care for better than anyone professional. The physical
and emotional care of the person | care for requires nurturing and understanding in the wider

context of dementia.

4. Admiral Nurse Principle: Knowledge and skills
The group discussed how it was importdrgrewasunderstanding of the impact of their

caring role for examplereversal of roles, personality changes (person with dementia),
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physical changes that manifest trsmtves into changes in behaviour and bereavement. They
HPSKDVLVHG WKDW LW ZDV DERXW WKH PDQDJHPHQW RI1 FK
WR XVH WKH SKUDVH pGHVLUH WR VXSSRUW WKHPY ZKLFK V
carersfrelationships with the person with demenfier examplea neighbour or friend.

Value to carer:

To feel stable in using my skills as a carer | require the continuity and flexibility of specialist
knowledge and skills about dementia, physical care, commuoncatid management of

change. My relationship skills are well establishedbased otong-termknowledge,

commitment and desire to be there for the person | care for.

Focus Group 2 (Carer, Admiral Nurse, Stakeholder)

This group was timed to avoid the smer break and aBweek notice periotvasgiven to

the group (11/09/08). Unfortunatelgven with reminderghe take up by participants was not
ashigh as previous groups. This may have been due to time consbag#sse of
responsibilities of caring @nservice provision or that the group was held in London which
meant travelling for the majority of people. London was chosen for the pragmatic reason of
having access to a large teaching room and facilities for all abilities. Transport and respite
costs vere offered and support with travelling for people with dementia. However, the
number ofvolunteers for this group assmall but did represent participants who had taken
part in the previous groups. There were four participdntsirer, 2 Admiral Nursesd 1
stakeholderThe group was audio recorded and netesetaken on a flip chart and by

individuals. Withpermissiontheir notes were shat with me at the end of the group.

Group 2 began their discussion by developing the c8iteemes and coonstucting the
Admiral Nurse principledeveloping how the Admiral Nurse supports the 4 identified carer

relationships, recogsing (1); transforming (2); stabilising (3) and moving on (4). The group
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worked together to build on the values and principles@fttimiral Nurse and develeda

OLQN EHWZHHQ KRZ JURXS KDGcarG@ Q WILW.KI G MWOKDHV N R Q WKL

1. Recognising
Recognition of the careffole occurredat points of transitioyfor example diagnosis and
assessment, changedighaviour or severity of symptoms met by the person with dementia
are times when the carer is under the most stress and buihggkdmiral Nursewasmore
likely to become involved with a carer at these points in their caring trajeétdmyiral
Nurse B @scribes what it feels like to build a relationship with a carer,
Knowing the individual and having that knowledge about them is so intifinate.
Admiral Nurse A identifies this as an ongoing theme throughout the data collection,
it goes across allofthe « UHODWLRQVKLSY ZLWK DOO VRUWYV RI
they are caring for, the other members of the family, with other carers and their
ability to form relationships and how important it is to keep them gding.
Working out what the relationship &d developing it as a professional relationship was
highlighted as important so that the ¢azeuld recognise the different level of support the
Admiral Nurse could giveAdmiral Nurse A explains,
usuppose what is interesting is what the relationshig LW GRHVQYIW PHDQ DQ
\RX GRQTW WU\ DQG ZRUN RXW ZKDW SHRISOH FDUHU =z
Recognising the relationship within the context of the cdpatisting relationships was
discussegithis involved assessing the practical side oingaias carerA6 /6 poignantly
illustrated. Recognition tied together the values identified in the previous,group

underpinning the principle of Admiral Nurse attributes and skills,

[EHLQJ DEOH WR EH KRQHVW ZLWK SHRSOH ®EBnUHUV ««
anythingf

(Admiral Nurse A)

214



The carergwider relationships with family members, friends and professionals were
recognised as being fragmentadseen as separate elements with no way of joining them up,
g UHODWLRQVKLSYV 1D bet@ddq DecAtsetbt tMeScOrtan |\BuKpdct
about the relationships with the person with dementia and also the relationship with
other carers or the family members and then the relationships with the professfonals.
Admiral Nurse B recognised the chassghat were necessary for this process to begin,
there is a huge shift in life and what they are saying as well is it is about being
JXLGHG WKURXJK WKDW VKLIW « LW LV HQDEOLQJ WK
HQJDJLQJ ZLWK WK H Poklife foidedplé (Bar€4)Z Z D\

Also, Admiral Nurse A recognised how as a professional she is part of that process,

Is it about normalising the experience of actually this thing we talk about is looking
at the person not the illnesk

The importance afecognsing both the carer and the person with dementia as individuals

then develops the recognition of the relationship by,
WHFRJQLVLQJ WKH SHUVRQ ZLWK GHPHQWLD DV D KXPL
relationship as a way of making people feel §@i know that they are not just a

carer they are a persor

(Admiral Nurse A)

Admiral Nurse B sums this up by saying,

It is the relationship so it is number one for both sides (carer and Admiral Njrse).

2. Transforming
Supporting the transformatioRl UHODWLRQVKLSYV ZDV LGHQWLILHG LQ J
sharing family values. In group 1 transforming of relationships occaftedrecognisng the
changes that had been made and finding a platform from which they could view achievement
Thisincorporatedhe sometimes quite radical changes that had occurred in their lives due to
their caring role. Group 2 recognised the importance of sharing values and Admiral Nurse A

talks of her experience,
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fo think about how difficult it is to be honestd actually you (carer) need someone
else to sort of help you work through that stuff and of course when there is no real
crisis in the family you can sort of muddle alofig.
Stakeholder D highlights how difficult it can be for this process to begin,
pelationships change throughout the illness because you know if you have had a
difficult relationship you can tend to start to feel sorry for somebody and you know
\RXU IHHOLQJV FDQ DOWHU ««« , WKLQN LW LV YHU\ GL|
understad their own feelingd
Admiral Nurse B,

having time to discuss things with people as well it is about sharing in the
relationship umm and discussing what is important in {jfe.

Carer C,
uthink it is about appreciating what you do have rather ttak DW \RXPGRQTW’
Shifting theirfocus?Yes | suppose it depends on the individual really | mean you
NQRZ LWV D TXHVWLRQ LI \RY DUH KDOI JODVV IX0O0 R
Admiral Nurse A concludes with,
@Admiral Nurses help people recognise the positive thitlggt you know
remembering the positive things is about the person you are caring for or

remembering the positive things that you can do together that make your life a little
bit more pleasurabl€]

3. Stabilising

Stabilising was identified by groupak occurring at different timgsometimes overlapping
with transforming. The stabilising was not necessarily permanent and could be an ongoing
process with no particular time frame. It was about finding other ways of developing and
maturing the relationgb with the person with dementia and others. When the burden and
stress of caring becom®o much it often impacts on the car§rental and physical health
andsupportto stabilisethe relationships of the carer becamecessary. Admiral Nurse A
reflects on her clinical experience,

most people | work with really were either their relationships with their family had

fractured as a result of a situation or that they were just or needed some help to
bring it back together again or they were very isolafed
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She goes on to reflect on how restoring person hood for the carer can achieve a period of
stability,

the relationship is a way of making people feel that you know that they are not just a
carer they are a persofy.

Carer C supported this by saying,
lthink medicine today in a way | mean the whole sort of umm approach to medicine
and the medical approach has sort of umm forgets the human person that is there and
$GPLUDO 1XUVHV GRQTW GR WKDW WKDW LV WKH\ DUF
Admiral NurseB recognises the sharing of skills and knowledge that occur during the

relationship with a carer,

the Admiral Nurse maintains and acknowledges the skills and knowledge of the
carer maintaining their identityyf

This was further developed by stakeholBer

pes, sharing and handing on of the expertise so that cumulatively you actually are
creating a bedrock of understandirfp.

Admiral Nurse B goes on to reflect the underpinning supporfahaementigorovides in
supporting Admiral Nurse group supeieis and practice development,
and we learn from each other (Admiral Nurses) because of the practice development
and group supervision and forums we are all individuals and we all have different

skills and we learn different things from each other abowhale array of subjects
and care situations and from experience as Vell.

4. Moving on
Moving on was a theme identified by group lagmart of their journey whre they had
periods of time when they could resalitheir own personhood. Sometimes thigs during
their caring role when the focus of care had shifted and for others it was after the person with
dementia had dieés movingly portrayed by carers Al, A5 and A7 in this chapter. Moving
on for the Admiral Nurse initially generated discussiooulalischarge and referral criteria

and how service configuration and delivery impacted on how they can support a carer along
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their caring trajectoryl'o support aarerin moving on is clearlyavery importanipart inhow

an Admiral Nurse works and hasptications for service delivery. The way the relationship

is viewed by the Admiral Nurse is not necessarily articulated in the same way by the carer.
The value ofafriend and friendship was strongly identifibgl the carers and people with
dementiaand disassed as a partnership that leads the way to enable a carer to ave on
illustrated in the following conversatipn

Admiral Nurse A,

i< «  for dementia provides a structure that supports Admiral Nurses to become
leadersj

6WDNHKROGHU " 3\HV ~

Admiral Nuse A,
but not actually a leader itsel.

Admiral Nurse B,
but because it is there it creates a two way process it generates something for
Admiral Nurses to give something back and enables us to develop our own practice in
partnership with each othehére are no specific leaders it is a partnership with each

other.|

(In the context of group supervision and practice development).

Admiral Nurse A,
the word friendship is there a Idf.
Admiral Nurse B,

pes, | think that is something the carer redsgs it is not necessarily what the
Admiral Nurse recognises as a sort of rdle.

Stakeholder D,

Is it one of those words in carer language is very acceptable but a professional feels
is tricky?q

Admiral Nurse A,

pes it gets challenged it makes peofgrofessionals) feel uncomfortabfe.
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The Admiral Nurse works in partnershpth the carer, allowing theto build up alternative

MPDSVY RI UHODWLRQVKLSV ,Qr dgKdutasvppies thesspartvia/ LQJ FKI
group supervision andactice development to the Admiral Nurse. The two strands coalesce

linking up with other services and organisations with the carer at the centre of the

interventions until a time where the carer can move on.

The Co-construction of Admiral Nurse Principles and Values

By making comparisongf the data from both groupthe Admiral Nurse principles and
values were theoo-constructedAdmiral Nurse attributes (1); meeting the needs of the carer
(2); knowledge and skills (3) and working with organisati@)seach with a set of

underlying values.

1. Admiral Nurse attributes
7KH SDUWLFLSDQWYV RI WKH IRFXV JURXSVY GHVFULEHG DQ %
persona, what they bought to the relationship between them and the carer. The underlying
values wereco-constructedas:friendliness; trust; caring; communicator(tion); attitudes;

honesty; flexibility and commitment.

7KH XVH RI WKH ZRUG plULHQGVY KDV UHPDLQHG D FRQVWD
participants debating the use and miegrmf the word and its usefulness in describing a value

of a nurse or the meaning of the relationshipe dilemma of how language is used by

professionals and carers was discudsedll the participants but the concern remained with

the Admiral Nurse athstakeholderthat the use of the worgriend fhad an implication of a

relationship developing beyond professionalism.
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The first group was natlonein raising friendship as an isswes they were supported the

groupof 31/03/08, andhe groupof 03/04/08. Interestinglythe groupof 03/04/08 placed

friendship under attributes of Admiral Nurse and team rather than as a professionshskill.

word friend was a concern for Admiral Nurses and stakeholders and this required further
GHYHORSPHQW@IJGEL QXWKHFNUHDP VWDJH RI WKH 'Y FA\FO'L
participants were articulating the value of the Admiral Nurse as having the opportunity to

develop mutuality through friendliness between the Admiral Nurse and carer

2. Meeting the needs of the caer
The groups spent a lot of time discussing this principle. Histori¢chkyAdmiral Nurse has
primarily focusednthe care of the person with dementia and then the person with
dementidf] Wider family. The underlying values wete-constructed asonmunication;
supporting relationships; flexibility; trust; honesty; continuity; sharing (of information,
knowledge and skills); partnership; empowering; support (practical and emotional) and

accessibility.

3. Knowledge and skills
By making comparisons wthtH GDWD FROOHFWHG WKURXJKRXW WKH |
the emerging theory that Admiral Nurses are developing their,sMitlsgside working with
carers as their primary focus. The underlying values for this principlecsaenstructeds:
communication; sharing; knowledge; consultancy; information (finding and developing);
including the person with dementia; practice development; supervision; knowledge of

therapeutic interventions and mental health.

4. Working with organisations
This principle vas highly valued by all the participants. The ability to work across

organisations was attributed to the supporting chdatydementiathat suppogthe Admiral
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NursesfISUDFWLFH GHYHORSPHQW DQG JURXS VXSHUYLVLRQ 7
Admiral Nursing that supports the generic practice of the Admiral Nurse; this is highly

YDOXHG DQG GHILQHG LQ WHUPV RI EHLQJ D pJROG VWDQG|
Nursing as there are other nursing services supported by charities that argrdisealued

by their service users and colleaguesg. the palliative care nurses who work within the

Hospice movement and the Macmillan nursing service. The underpinning values were

identified ascommunication; accessibility; continuity; record kewpiautonomy;

responsive; flexibility; collaborative working, knowledge and skills; partnerships and

empowering.

The4 carer relationshipdiscussed in this chapter have further built on giositive corefpf

the discovery and dream stages by depjctividly and sometimes movingly how caser

adjust, develop and support their relationship throughout parts of their caring role. Although
the carer relationships and the Admiral Nurse primsiphd values have been discussed in
this chapter as if they aiseparate entities, in reality these themes relate to different
dimensions of a careffe and how an Admiral Nurse can support them. How the types of
relationships play out in each of the carfikes has been highlighted through their stories,
photogrphs and narratives of their daily lives. The notion that relationships are lost and
irretrievable when caring for a person with dementia is inherent to the discussion. This
challenges the idea that carers have to live with continued loss and griefrefdtenships.

For somecarersthe process of stability is ongoirfgr others their livesiavefound stability
namely those whose person llged andwho havethereforehad some time to stabilise their
relationships and move on. Belpile principles andalues of the Admiral Nurse have been
bought together as a set of propositions with the value of how the importance of relationships

can be stabilised by the Admiral Nurse
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Admiral Nurse Vfrinciples and values:Admiral Nurse attributestvalues: frientéiness;

trust; caring; communicator(tion); attitudes; honesty; flexibility and commitment.

Value to carer: The relationship | have with the person | caregiodmy family and friends
can be stressful and raise a sense of loss. The relationship | nedeewAtimiral Nurse has
to be continuous, flexible and have accessibility. In order to sustain these relationships |

require specialist information and therapeutic interventipra/ided by an Admiral Nurse.

Meeting the needs of the carerValues: commurgation; supporting relationships;
flexibility; trust; honesty; continuity; sharing (of information, knowledge and skills);

partnership; empowering; support (practical and emotional) and accessibility.

Value to carer: | am me. | want to be recognised arstidned to. | am not anonymous; |

want to maintain my individuality. | want to build an honest and trusted relationship with an
Admiral Nurse. | know my wife/husbantiéperson | care for better than anyone
professional. The physical and emotional carthefperson | care for requires nurturing and

understanding in the wider context of dementia.

Knowledge and skills tvalues:communication; sharing; knowledge; consultancy;
information (finding and developing); including the person with dementia; practice
development; supervision; knowledge of therapeutic interventions and mental health.
Value to carer: To be confident in using my skills as a carer | require the continuity and
flexibility of specialist knowledge and skills about dementia, physical careancmmation
and management of change. My relationship skills are well established bdead-tarm

knowledge, commitment and desire to be there for the person | care for.
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Working with organisations *values: communication; accessibility; continuity; ierd
keeping; autonomy; responsive; flexibility; collaborative working, knowledge and skills;

partnerships and empowering.

Value to carer: To be able to navigate positive outcomes \aitlorganisation | need an
advocate who is flexible and accessibl#wgpecialist knowledge in dementia care to give
me confidence to use the life skills to facilitate my engagement with other organisations and

work in partnership with them.

Summary

The findings in the design stage further buifghn the theoretical und UV W D @&bhdQJ RI
U H O D W Lied@gnikihgs tvafisforming, stabilising and moving on. It is evident that carers
manage and support their owaedsandthose ofthe person with dementiaftenstrugging

to find a point of stabilisation. Faly and friends are closely entwined with the relationship

the carer has with the persthrey are cang for and forvarious complex reasons the carers in

the study have highlightethey often require some help to support their own personhood to
enabk them to move on at points in their caring role. Alongside the theoretical understanding
of the E X L O G cdiny melatipnship4this study has identifietbur core principles with
underlying values of Admiral Nursing that can support the cfigggs QJ UHODWLRQVKLSV
There are noticeable similaritiasth the approaches to famiyentred carapproaches

previously discussed @hapter3. Howeverthe model developed within this study provides

a new approach to supporting carfedationshipghroughAdmiral Nurses. The 4 core

principles: Admiral Nurse attributes (1); meeting the needs of the carer (2); knowledge and

223



skills (3) and working with organisations (49nd underlying values that have been identified
give a working model to Admiral Nurdégfractice(seefigure 10).

Figure 10 A conceptual model of Admiral Nurse Practice
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Chapter 7
Destiny +tFRPSOHWLQJ WKH DSSUHFLDWLYH L

In Chapter 6 the typologies of @ag relationshipsnd thefour core principlesand

underlying values of Admiral Nursingeredescribe. With this understanding as a foctise
LQTXLU\ PRYHG LQWR WKH GHVWLQ\ VWDJH RI WKH 'Y F\F
DSSUHFLDWLYH LQTXLWKGE Wy B\ CRie delvedyQf @haDwill be in

the future (Reed 2007). This stage develops the activities and actions of previous stages of the

u' T F\dr&vihg on the future actions and commitments of the findings of the study.

The stories, pttographs and narratives that were told by caredspresentenh earlier

chapters have portrayed the unique ways in which careragamémeir day to day caring role.
Theytold stories about private and intimate relationships within a family, coping and
management strategies, feelings of loss and grief, seeking ways of gaining support and
stability in their relationships and the struggles and accomplishments of day to day life as a
carer of a person with dementia. This ftemtified thatthe life of a caeris a world of not

only stress and distress but a diverse world of management and coping techniques, skills and
knowledge and strong family relationships. The stories also highlighted how carers strive for

a sense of self anglelibeingwithin their compéx caring roles.

This chapter explores the way tltatrers actively seek ways of supporting and developing

their caring relationships (see figure 1The chaptegoesontol RF XV RQ KRZ D FDUHUTY
interaction with an Admiral Nurse can provide a period oW DELOLVDWLRQ RI WKH FI
relationshipsThis is a support system that is created and can be maintained by the carer in

partnership with the Admiral Nurse
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Figure 11 Caring typologies: a conceptual model (a notfinear process where none of the phases are excluded)
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Typology of Caring Relationships

Thedescription ofa family-centred approactives different views of the familgome are
sulbsidiary concepts butan still be thought of as havisgnilar generaperspectives. These
elements include partnership, collaboration, participation and communidtittnthe

concepts obystems and value/psychological farrgigntred approachesnphasse the weH

being of the individual whilst others imply a holistic apgch to the family as a whole
(Hutchfield 1999). These holistic models differ frdine ideaof the family as an indivisible

unit or the family as a unit of care or the fanalyasystem 7KH WHUP pIDPLO\Y LV
synonymous with family group, unit and/or sst A family approach is flexiblasit allows

for definition of each individual familgndits conceptalisation perspective and meaning to

the individualsin additioniwv DOORZV IRU WKH IOH[LELOtoWuppRrt pSURIHYV
different individwal prioritiesandtake into account the uniqueness of each family group.
Previous researachith carers in the field of dementia care suggests the care of carers in
isolation to the person with dementian be @arrierto thepersoncentredapproach

(Kitwood 1997 Keady andNolan 2003 Keadyet. al.2004

KLOVW VKDULQJ W K H-cprir&d@ysted &hfl vRILel@3yehadyical approaches
theexplorationof FDUHUYV VWRULHYV S K RWhR 3tudy Shiftéd eyeéal eD UU D W L
complexity ofmaintaining a caring role from the perspective of valuevegitbeing The

idea of finding positivity within a caring role has been reported in previous qualitative works
(Schumacheet. al.1998 Lombard 2003 Andren and Elmstahl 2008licholaset. al.

2 7KLV VWXG\ DGGV WR WKLV ERG\ RI ZRUN DQ@G1IRFXVHYV
individual. In addition, itLV D VLJQLILFDQW GHWH UWé&lbehga@dV RI DQ LQGL

personhood during and beyond their caring role.
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The carers had no guide Bom help them as they made the transition from wife, daughter,
husband, son to carer at a time of uncertainty and emotional vulnerability. Consequently they
adopted diverse strategies and coping mechanisms to sustain and develop relationships within
the family. Some were more successful in coping with this than others. Some of the carers
faced diverse and difficult situatigrtsaving little influence over the way care was delivered

to their person with dementia. Their efforts to gain the best care wereuwftlermined by
assumptiongbouttheir level of skills andknowledge and the availability of appropriate

services.

7TKHUH DUH WZR LGHDYV WKDW DULVH IURP WKH FDUHUYfV VW
idea that the carer is the passigeipient oftherole as a carer must be quesadnwhilst

some people can willingly take on a caring role, other people are not so willing or are unable

to emotionallyor physically tis there a pragmatic choice? This is an alternative story and is
aninGLYLGXDOYfV FRQVWUXFWLRQ RI WKH QDUUDWLYH WKDW
Secondlythe findings highlightifferentways carers strive to stabilise their relationships

through diverse and difficult experiences. The interpretatiometibeingand value in a

caring role provides a different and complimentary perspective to much of the contemporary
theory, which point to interactions and processes to support carer stress and burden by

providing for the person with dementia (Carradice 2@03landset. al.2008).However, he

findings from this study indicate that the interactions that sar@ue to support their

personhood are also significant determinants of how a carer manages their caring role.

1. Recognising the relationships
The pesonal relationship with the person with dementia is always part of larger relationships
andis never isolated to a one to one or solely an individual relatiomstypeen the carer and

the person with dement{&itwood 1997). Each participant told theiwo story about how
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other family members or relationships with professionals helped bridge the relationship with

the person with dementia (Williams and Keady 2008). A9 described how her son helps with

the care of his grandmothley helping with the difficul symptom of incontinence. A3 tells of

how his father has become part of his family unit and the feelings of comfort and

empowerment the family gain from th&6 managed the particularly difficult symptoms of

KHU KXVEDQGTV 3LFNYV GdyWwetanehsol@edHronRibe® BentikabdVv W

work colleaguesbut family membersalthough not as willing to be as close before the

dementiawere there to support them offering an important source of comfort. The

examination of hovpersoncentredcare is deVered to the person with dementia at the

expense of the addressing the cafipessonhood can be found in the existing literattioe

example Adams (2005) highlights that relationship care can go som® adgresshis

problem suggesting the work ofléard 1984 be reH[DPLQHG *LOOHDUG(V ZR
provided us with a thread of analysis that underpinned living with dementia ashaiojest

an experience of the person with dementia but one that extends to the whole family. This

study further supports thitheory suggesting that a shared approach to the care of the person
ZLWK GHPHQWLD WKDW XQGHUVWDQGYVY WKH LQWLPDWH H[S

WRJIHWKHPROWOGEKHDUG

Conversely, for A1 and A6 a feeling of comfort came with mgkelationships with health

and social care professionals. They both had close and endearing relationships with the
person they were caring for andgth family members, however, the symptoms of dementia
became too difficult to manage at home. Both pandicts experienced feelings of guilt and

loss at the thought of longerbeing able to care within the family home. They both

struggled with how the person they were caring for developed relationships that were closer

with professional staff. This made thdeel like they had failed in some wamtil they too
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were able to develop new relationships with the same staff members @tladdu2002).
This coincided with a recognition that the relationship between them and the person with

dementia had changed.

Due to feeling so unwell and having an enforced stay in hospital A8 tells of how she has
recognised her relationships with her family members and déheen as non judgmental

and without burden. Al found that he at last recognised the relationshigulgister had with

his wife, something he felt had not beenth& ULRU WR KLV ZLIHYV GLDJQRVLYV
UHFRJQLVHG WKH GHYHORSPHQW RI KL¥Yn@GtrmedisroraU TV UHOL
positive feeling. He also found that the tasks andtems he was struggling with at home

were made bearabby the relationships he made with the care home staff. His relationship

ZLWK WKH PDWURQ EHFDPH VR VWURQJ KH HQWUXVWHG KL\
was there in the right spirituedediumdue to their shared valudseliefsandculture (Clarke

1999).

The recognition of the changing relationship with the person with dementia was evident for
each participant but differed depending on the circumstances of their caring role. This
depiction of caring does not fully represent all the features of the relationship with the person
with dementia. The same carers told stories about situations and experiences where they
modified practical day to day aspects of their lives to support thegeban the relationship.
Sometimes this was successful and sometateaot show angvidence ohowthe

emotional difficulties that they were coping with impacted on the practical. These carers
believed that by making these sometimes life changing deciiepsvere acting in the best
interest of the person with demensametimes at the expense of their own personhood. This

suggests that recognition of the changing relationship between carer and person with
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dementia is a complex interplay between thesegeople that at times during the caring

trajectory requires skilled and knowledgeable support.

2. Transforming the relationship
The ransformingof a relationship occsiprimarily in a practical wayThis wassometimes
introduced by the carer and sometsrby using a service, for example, day care. The
transformation was not always long lived, for example when A4 used music and videos for a
period of time it gave her and her husband some mutual time together that was enjoyable.
Information sharing and givg supported the transformation of relationships. Receiving up
to-date and appropriate information in a timely fashion improved feelingeltideingand
personhood. Conversely not being able to access the right information or to get others to
listen to aworry or request was very distressing and led to physical and emotional ill being.
What was important to the transforming of the relationship was for the carer to view the
person with dementia as a person who could achieve an element of independeot® of ch
DQRG RU DFWLYLW\ )RU HI[DPSOH $ fV PRWKHUfV DELOLW\ \
being painted. Each carer did not play down the distress they encountered in trying to find a
transformationn their relationships and indeed found the reftext hard to articulate at

times.

Where the transformation of the relationship had been supported by a profassiasahe
gualitiesor attributesof that person that were essential to a successful outcome. The
professional had to be knowledgeablewtlementia antb be able to show flexibility in

their approach to the care of the person with dementia. Spending time getting to know the
person, building trust and honesty between the person with dementia and in turn the carer
was essential to caresellbeing. The word friendliness has replaced the word friend as i

better describes the feelintigs relationship provides when supporting relationsHhipsas
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alsoan important aspect of the transformation. Friendliness needed to include projections of
the carer feeling in control i.e. working in partnershipth aprofessionaivhowas

welcoming and warm in attitude and manner. When the reference group met for the last time
on 12"March 2009 they highlighted the importance of these qualities bethgled in this

thesis.

3. Stabilising the relationship
As this study has demonstrated, people with dementia have a set of existing relationships
with family members, friends and their wider social network that require support and
recognition. Immediate and ®nded family members are seen to play a central role in a
FDUHUTV OLIH DQG WKHLU UROH FDQQRW EH RYHUORRNHG
person with dementidn photographs, carers A3 3/6 and A4 5/6 describe how the family
brought recognitRQ DQG VWDELOLW\ WR WKHLU UHODWLRQVKLSV
people that enter our lives at different junctureaybe for a short while as caré2 6/2 and
carer A4 6/6 explain other people entering your life can capitalise on feelingdlioéing

and stability.

Pragmatically, the importance of relationships to finding and maintaining stability in caring
OLYHV KROGV VLIQLILFDQFH WR FDUHUV &ODUNH LGH
which is grounded in the relationship of fherson with dementia and the carer operating by
UHODWLQJ WR WKH SDVW -DQHSHY HDOW WH Q@ F RVIRP WR W MW B R i OkH
recognised the significance of stability to carers (see for example: Blolan1996; Sheard

200%). Carers have amenviable task striving to maintain the process of normalisation.

In order b talk about a time of welbeing the trauma had to be discussed first, then the carer

could start to discuss how a relationship changed or developed to a different level (Clarke
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1999). For some of the carers this was with the support of a practical interveittienpya

social or health care professiomalbya friend or family member. For the transition of ill

being to welbeing to occurit appears that caeneedtoEH DEOH WR pJLYH VRPHWK
a relationship. For this to occur there is a period of carer stabilisation and the development of
mutuality within one or more of their relationships (Hirschfeld 198162.and Hirschfeld

1983.

4. Stabilising the relatio nship to move on
To discuss the interpretation of moving on | am going to returnttedéids 1997 work (see
Chapter2). What a carer needs to move on is as individual as that person; we have seen that
no one story is the same. Concepts of need are aldysUHVVHG ZLWKLQ WKH FDUL
framework, and therefore influencbg those cultures meaning and values. Returning to
Kitwood v ZRUN S , ZRXO0G VXJJHVW WKDW FDUHUYV QHH
person with dementia. They require elementsoohfort, attachment, inclusion, occupation
and identity. The necessity for comfort and warmth is required to support the feelings loss
and grief and the endings of an established way of life. BqWii®b1) claimed that bonding
is instinctve in nature andthatcarers have experienced long established relationships that
have acted as a safety net giving support in times of distress and uncertainty. As the person
ZLWK GHPHQWLDYV KHDOWK GHFOLQHVY WKH DELOLW\ WR G
beginsto decling leaving the carer feelingothisolated and anxious. Others have discussed
carer isolation as a stressor and-geterminant of poor emotional and physical health (Nolan
et. al. 1996 Nolanet. al.2004). The need for inclusion increases asp#rson with dementia
declinesTKH VWLJPD RI GHPHQWLD UH P D LFRnNexeEmple@EicQriésLQ WR G
more difficult for a carer to make face to face contact and group contact with others because
of their caring responsibilities (DH 2009 addition emaining occupied in a personal way

becomes increasingly difficult both in employment (as experienced by carer A9) and in day
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to day living. A7 gives an example of the hour she has for herself when she returns from

visiting her mother. InterestihO\ $ KDG LQFRUSRUDWHG KLV ZHHNHQGTV
enjoying a visit to the pub each week. | would argue however that this would be a short

window of joint activitywhich is further demonstrated the case of A6 and their visits to the

park.As the person with dementia became less able to maintain joint activities and the caring

role became 24/7 the identity of the carer became more difficult to distingaisting

anxiety and distress and in the case ohA8physical manifestations. Whemnvias

interviewingcares in the discovery stageach carer had to relateas much of their whole

story as they had time to. To some extent our identity is confirmed by .dtitersod 1997,

discusses this in the context of the person with dememtid would argue that without the
HPSDWK\ DQG UHFRJQLWLRQ RI WKH XQLTXHGsHyYaYy RI HDFK F
FDUHUTYVY SHUVRQKRRG DQG HQDEOLQJ WKHP WR PRYH RQ Z
carers who have participated in this studyehdemonstrateenoving on occurs at different

junctures of the caring role. For example Al was able to return to his voluntary work when

his wife was living in the careome

In many respects this conceptual modeh typology ofrelationshipsrecognsing (1);

transforming (2); stabilising (3); and moving on {@@ntify our most basic human needs

be valued, be involved with relationships that are recognisable and to be enabled or
empowered as a persdfowever, here are difference$he caing typologies identifythe

carer as a person, being supported to return to an enriched life at their chosen point along the
caring trajectory. External factors are also powerful influences on what type of support a
carer receives. Health and social care poliegulatory practices, market forces asakcietal
expectations anstigmas of the care of people with dementia, demographic and cultural

trends all impact on the life of the carer. Therefore many factors are present at any given time
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to affect the suppoof a carer. As these interact with each other, a chain response is put into

motion leading to response from elsewhere in the system. It is a dynamic, complex interplay
between meeting the needs of the person with dementia and the carer. These complex
interactions are considered central to determining whether a carer maintains their personhood
throughout their caring role or not. This is illustrated diagrammaticafigume 8p.196.

Here the way an individual carer describes each dimension of their chandidgwatoping

relationships is depicted as the product of their construction of their stéhh@sgraphs and

narratives which are shaped by a range of facilitating and moderating factors within given

contexts, circumstances and the strategies the catgrafessionals apply. This is a

FRPSOH[ VLWXDWLRQ WKDW LV FRQVWDQWO\ FKDQJLQJ WKF

underpinning their personhood.

A conceptual model of Admiral Nurse support to carers of people with
dementia

In figure 9 p. 197the principles and values of the Admiral Nurse are depicted withitfeD U L Q J

U H O D W LoRtiie\¢&tdr SsMpported by a representation of the facilitating and moderating
IDFWRUV ZLWKLQ FDUHUYVY UHODWLRQVKL$he aahkpXV LQIO XHC
interactions that take place between an Admiral Nurse and a carer are illustrated in the

following example. Throughout earlier chapters we have followed the caring role of A1 and
wereintroduced to how an Admiral Nurse worked alongside him whilst he was d¢arihgs

wife. The Admiral Nurse built a relationship with Al that supported him in resogpihe

relationship he had with his witndhelpedhim to transform this with some help from local

services. This was not however, without its difficulties dreslv disparaging comments from

others. The Admiral Nurse remained in contact with A1 and was able to work alongside him

to manage complex practical interventions and complicated care arrangements. When Al
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reached periods of stability within his relationshitieese varied between family members,

friends and professiong/ghe Admiral Nurse withdrew her face to face contact but remained

LQ pWaR¥EXKOY transformation, and these were frequent durin§j ¥king journey For

examplethe Admiral Nurse wiked closely with him to support tlxecepance ofrespite,

ILQGLQJ D FDUH KRPH PDQDJLQJ KLV ZLIHYV GHW&ULRUDW
support continued during the period of bereavergesmg time and space for Al to

transform his relatinships again to find a plateau of stability. This was achieved by meeting

face to face for a period of time and then introducing him to other relationships and ways of

occupying his time.

The model presented here provides an explanation of ftmirAl Nurses support carers

through the complex and constantly changing trajectory of their caring role. Thefcarers

stories and the principles and values of the Admiral Nurse have been discussed in some detail
in Chapter6 whereas some of the facilitagimnd moderating influences have only been

identified up to this point, so these are explored in more detail in the rest of this chapter.

Influences that facilitate how an Admiral Nurse supports carers of
people with dementia

Focus group 1 identified ¥ HW RI $GPLUDO 1XUVH pYDO XdystefnsVKDW FOF

and value/psychological fam#gentred approaches descriledhe literature irChapter3:

x Empowerment (aims to psychologically give a sense of mastery and control to family,

socially to enpower a participatory competence)

x Negotiation (structuring expectations, valuing family involvement)
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x Facilitating (communication skillslistening, silence, validating, acknowledgement
of family skills and experiences)
X Information giving (participatgrexperiencestphysical, psychological, social)

x Partnerships (relationships, decisions, collaborative practice, advocacy)

Further ceconstruction of the data shows the values of Admiral Nurse Practice compared to
theliterature in Chapter @reidmannl989;Monahan 1993; Whyte 199'Hutchfield 1999;
Franck and Callery 2004) supported by the Admiral Nurse framework of practice
development and supervision. However, the interpretation of how carers view periods of
wellbeingand how they use existing skiligghlight theimportance of the relationships they

develop and stabilise throughout the caring trajectory.

Data collected in focus group 2 previously describedhapter6.2 is an interpretation of the
core principles and values-constructed by facs group 3 (carers, stakeholders and Admiral
Nurses 11 September 2008). The core principles have similarities to those described in the
Modernising Nursing Careers Advanced Practice Characteridtiossifig and Midwifery
Council2006 and Royal CollegefdNursing 2008 referred to in Chapter 5 of this thesis.
Advanced Practice has until now been charaseérby a high level of clinical/technical
competence. This type of competence is easily measurable as a technical outcome for
example a reduction in bdd pressure, technical diagnostic testing for bowel cancer.
Measuring Advanced Practice usingenchmarkg approach uses the idea that it is a level

of practice rather than a particular role making it easier to articulate across the different
context ofsupporting and working with carers relationshigblS Education for Scotland

(NH (6 KDV LGHQWLILHG IRXU RYHU DUFKLQJ WKHPHV WK

research, education and managerial and leadership roles. These themes are further supported
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by underpinning principles, autonomous practice, critical thinking, high levels of decision

making, problem solving, value based care and improving care.

Smith, Coleman and Bradshaw (2002) have previously suggested the following framework

thathas similarities to the principles and values of the Admiral Nurse. They stiggest

phases: 1) build a therapeutic relationship by exploring strengths to facilitate future learning

and empowerment of family. Prioritise the problems by talking to théyfgistening,

sharing perceptions and participatory dialogue). 2) Negotiated participatory experiences,
containing three elementsphysical, psychological, social. Physical: basic carer/nursing

tasks, psychological: developing sefficacy, self esteenself confidence and coping skills

and social: decision making, listening to family as a priority, advocacy skills. The aim of the
framework is to enablafamily to become competent in negotiated domains of care; promote
selt-efficacy beliefs, so that tHamily can take control from the professionals and set goals

that must initially be shormv HU P DFKLHYDEOH ,PSOHPHQWDWLRQ W
UROHYf HJ PRGHOOLQJ SUDFWLFDO VNLOOV VKDULQJ WHFI
information givng and finally 4) evaluation: Has the family developed negotiated

competencies? Has an empowerment outcome been achieved (this may be part or all of
negotiated competenciesaim forshortterminitially). Yes rest/discharge family, rsbart

cycle again.

7KH LPSDFW RI PHHWLQJ WKH FDUHUYY QHHGV WR LPSURYH
dementia has previously been examined and there remains a tension as to whether this should

be met by a different health or social care discipline or incorponsigthe care of the

person with dementia (Nolaet. al. 1996; Nolaret. al.2004). However, there are

implicationshere for Admiral Nurs@ractice A carer of a person with dementia has existing
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relationships with family members, friends and their wgtsrial network that require

support and recognition; this was an extremely strong theme throughout theAstaiahyly-

centred approactansupport thevork with the carer and family members with issues like

loss and griefSpending time with and getting know the family enabkthe Admiral Nurse

to identify goalswith the family information givingand work towards evaluatioh.should

be highlighted heraVKDW WKHUH DUH VLPLODULWLHY WR WKH DOUH
andcareful consideratiowould be requiredlo working with the caring typlologiesather

WKDQ WKH pSURFHVVY Wdentrbicar® dgmwdach.D WU XO\ IDPLO\

The carerdpgtories also included strong feelings about the person with dementia being central
to each carelAs descriled in chapter 2 L W Z RRI@T)Work is now well known in the

world of dementia care and although this work has changed the way thizir¢aseperson

with dementids viewed and deliveredt has as yet made little inroad to the care of the carer.
This seems to be very relevant to what the carers are saying in this study, carers often feel
their relationship needs are in the shadafvsot ignored giving rise to feelings of low self
esteem and loss of confidence. Maintaining a sense of control at se#f same time as

keeping the person with dementia central to the care is a continuing and exhausting struggle.
However, it can be seen from the détatfeelings and relationships can be supported and

developed throughout and beyond the caring trajgct

Entwined into the ebb and flow tife typology ofcaringrelationshipsrecognising (1);
transforming (2); stabilising (3); and moving on &¢ the very poignant practical
interventions that can have a considerable effect on the life of a \@&tleout timely
information and knowledge these seemingly inexpensive and simple interventions can be

missed. The continuity of carer relationships are central to these interventions ocasrring
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they are often required without the carer knowing or baimgre of how they can support the

emotional relationship they have with the person with dementia. For example accessing the
correct dietary advice, information about the diagnosis and accessing local services. From the
data | can observe that timely intentions of this nature can provide a feeling of value to the

caring role and can be likened to recov&gcovery is a deeply personal unique process of
FKDQJLQJ RQHYY DWWLWXGHV YDOXHV IHHOLQJV JRDOV
of EHLQJ DEOH WR FRQWLQXH RU G H,Yid\h&IRyondate 2ffE4D QL QJ \
of mental illnessRecovery is not about removing the problem, illness, or caringltase

about transcending to a different set of relationships and practidal &kiloes not remove or
FKDQJH WKH IDFW WKDW WKH H[SHULHQFH KDV RFFXUUHG

life is changed forever.

The findings in this study show that by having family and/or professional support to seek
stabilisationof their relationshipsa process of moving on can be achievidgtey may seem
like small steps but they require recognition and expertise on part of theGaearA4 1/6
illustrates how her intimate relationship with her husband through touch prosiding
recognition of their relationship to their day to day.|l@arer A3 6/6 illustrates with the
support of his wider family he is able to achieve a close and stabile relationship with his
father and A7 3/6 illustrates with a picture her mother painteeacig new skills with the

support of care home staff.

Nolanet. al, (1996 andSheard2004a) suggest that relationships should be a platform for
intervention to be built upon by health and social care workers, and Clarke (1999) recognises
F D U H Uisé ighighting the tension that can exist between carer and professional who

are entering the relationship with very different knowledgeésbabhe carer is the expert
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DERXW WKH pLQGLYLGXDOY SHUVRQ ZLWK GHkR&VWWLD DQG

about and managing the disease, findihgsthis studysupports

Summary

Relationships with the person with dementia are more often long standing relationships with
a husband, wife or daughter, son etc. They are relationships that halepdevover long
periods of time in some cases ofifty years. Loneliness played a large part in the emotional
feelings for the person with dementia. The caparticipating in this study often felt very
alone. Al described how over a period of threarg he became isolated and stradglith

his relationship with his wifevho he was finding difficult to recognise. He had become
immersed in the day to day practicalities of their,&étting out the more painful and

difficult associations with the chging relationship between him and his wife. He felt guilty
as he was no longer able to maintain the promises that he had made to his wife in earlier
years. Being introduced to an Admiral Nurse relieved some of the pressure and gave him
someone with a levef knowledge and skill to support his feelings and discuss a direction

for the future that would be acceptable for both him and his wife

The findingsinWKH GHVWLQ\ VWD hdvdhighlightdd the WhayRnd Eakers strive
for a sense of sklithin a complex caring role. Some carers were more successful in their
attempts to do this than others due to those complexities. There is a complex interaction
between the carer and the person with dementia and the people that support them has a
powerdl influence on how the caring role is supported and maintained. This is represented
by the conceptual model of how Admiral Nurse principles and values suppootefthat

has been presented in this chapter.
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To live an active inclusive life that providV D VHQVH RI VHOIl FDUHUYV QHHGYV
recognised and the strategies that they dewisgt besupported by others. This does require

the re thinking of the notion that by meeting the needs of the person with dementia the needs

of the carer will be nte This is only the foundation on which a carer can build the rest of

their lives, which they can build on to live yet a different life, a life that they value

Lam me. | want to be recognised and listened to. | am not anonymous; | want to

maintain my individuality. | want to build an honest and trusted relationship with an

Admiral Nurse. | know my wife/husband/person | care for betterahgone

professional. The physical and emotional care of the person | care for requires

nurturing and uderstanding in the wider context of demenfia

(Provocative propositiortmeeting the needs of the carer, focus group 3).
,Q &KDSWHU WKH pHQHUJ\T RI WKH DSSUHFLDWLYH LQTXL!
planning implications for practice to tese the provocative propositions. This means
reflecting on previous actions (findings) and articulating specific actions and activities for the
future(Reed 2007)& RPSOHWLQJ DQ DSSUHFLDWLYH LQTXLU\ VIR [ =
development of plans f@hange but influences the future impacting the future beyond this

thesis (Reed 2007Chapter 8 provides a reflection of the research journey and implications

for the future of Admiral Nurse practice.
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Chapter 8

Reflections on the Research Jourey

| began this study by giving a reflexive account of my personal and practice experiences. |
was motivated to complete this studyobservea better understanding what the meaning

of family-centred Admiral Nursing is to carers

The stories, photograp and narrative that have besploredportray the unique ways in

which carers identify typology of caring relationshipgecognising (1); transforming (2);
stabilising (3); and moving on (4)heyare intimate stories about symbolic family
interactionfriendship, grief and loneliness, achieving personal developments of self and
relationships, fear of being able to cope with caring for a person with dementia, seeking ways
to manage difficult symptoms, a working life, family and wider relationshligsgwith

struggles and accomplishments to retain their personidotyghology of caringrelationship

were identified within the stories, recognising (1); transforming (2); stabilising (3); and
moving on (4). The Admiral Nurse principlesdmiral Nurse dtibutes (1); meeting the

needs of the carer (2); knowledge and skills (3) and working with organisatipaad4)

values hae developed alongside these stories indicating that Admiral Nurse practice is
valued forfour core principles skills (personal apdbfessional) Skills includedattributes

(1); meeting the needs of the carer (2); knowledge and skills (3) and working with
organisations (4). Each principle is underpinned by a set of values that include partnership,
flexibility, empowerment, trust, h@sty, continuity, negotiation, empathy and flexibility
(Figure9). This inquiry was designed with the explicit aim to meet with cacedevelop a

shared understanding what the meaningf a family-centred approaclit the same time the
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inquiry gainel an explicit understanding of the Admiral Nurse principles and values that

underpin the clinical practice &fdmiral Nurses.

The final chapter in this thesis reflects on the meanings and implications of this iagdiry,
begirsto pull together some dlfie strands that have informed the thesisaddition it
reflectsupon theoretical, methodological and policy/practice issuestbatisel. The

chapter commences with an examination of how carers come to care and the ways that the
Admiral Nurse suppts a carer to maain their personhood during the trajectory of their

caring role.

Making the Choice to Care

Being identified as a carer is often a manifestation of many months or even years of anxiety

about the cared for. The transition from, for myde wife, husband, daughter and son can

itself be a long process of elimination, anxiety of the unknown and jugdhiaigging roles

DQG HPRWLRQV 7KH ILQGLQJV RI WKLV VWXG\ KDYH IXUWKI
an easy one (Zarit and iia1982; Zaritet. al.1985 1987 Perringet. al. 1990;Brooker

1991; Twigg and Atkin 1994Nolanet. al1996 Clarke 1999Maaset. al.2004 Hellstrom

et. al.2005 Chene 2006Daff et. al.2006). The way a carer manages and is supported in

their relatonships during their caring role is not straightforward and continues well after the

person with dementia is placed in a care home or has died.

There are significant times or emotional peaks when the carer seeks emotional and practical
support This hgpensnamely at point of diagnosis, introduction to services, moving to
another living environment and death of the person with dementia. Expectations of support
from family and friends are reviewed and refined by the carer as the caring role progresses;
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making attempts to successfully manage the complexity of their relational roles whilst
keeping the person with dementia as their focusCéaptes 6 and 7). The recognition,
transformation and stability of their relationships influence how they managewre
feelings of value andellbeing Beingsuccessful in this highly complex situation is
dependent on the changing symptoms and physical health cdréreand th@erson with
dementia, the development of different facetsetdtionships with familymnembers and

friends, access to information and services and the ability to make and act on their choices.

However, arers do havphysical, emotional and organisational constraints that limit what
they can doY et they want recognition of tireskill and knowledge about the person with
dementia and what they can tobe valued ancecognised. Although carers experience
limitations they develop a range of coping and management strategies with the aim of
meeting the needs of the person with datia as well as other significant family members.
Where they are able to implement these strategies alone or with stipg@preconstruct

their lives as primarily a carer, with former relationships going through relational transitions
and periods of stalisation as illustrated i€haptes 6 and 7. This is a dynamic process often

without a conclusion for many years.

Interpretation of the carefistories in this thesis suggests that carers can maintain their caring

role for longer if they can access timand flexible support. In other words support

systems/services are required to be accessible, maintain conti@kihgwledgeable and

value the contribution the carer makes to the transformation of relationships when supporting

the person they care for7 KLV KDV EHHQ GHVFULEHGaWKURXJIKRXW WK

relationshipd|
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The evidence suggests that carers can maintain a sene#bgingand value about

themselves whilst they reconstruct their lives as carers. The conceptual model presented in
Chater7 of carersu FD U L QJ U H @irsy4 tReTOMpleSity §if emotional changes a

carer experiences throughout their caring role. This model offers an explanation for the
observation that carers are constantly transforming and striving to stal®lisestationships
across a whole complex set of situations throughout the time the person with dementia is

alive and sometimes beyond.

The carers in this study were very specific about wanting to have access to an Admiral Nurse
throughout their trajectgrof care and beyond. This held for them the possibility of retaining
their own personhog@nd stabilising their relationships and feelingsveflbeingand value.

This is an alternative to a life of stress, burden and deolimental and physical hehlt

Carers consider that their common concern of baihegto receive support of theg FDUL Q J

U H O D W LRaQve\Kiha® ¢ fhstates and/or supports their personhood during the sometimes

many years of their caring experience.

The Role of the Admiral Nurse

The understanding that emesdiom this study of how carers of people with dementia

stabilise their relationships to enable them to continue to care resaitateand challenge

different theoretical perspectives across many discipiimesding nursing, social work,
psychology and social policy. There are various possible contributions this study can make to
these disciplines by adding to existing bodies of literature and participating in professional
and academic debate. The contribog are discussed below in the context of the four

identified principles and underlying values of Admiral Nurse practice.
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Admiral Nurse attributes

The carers who participated in this study articulated a need for a support service that
prioritises elationships and care in family life. In situations where the carer was introduced

to a serviceit was primarily to meet the needs of the person with dementia. The professionals
involved in the services were understandably required to meet those neeldsithmes

ZHUH GHWULPHQWDO WwRIINMIiKgHoF bhirplé DY akdHAD ®an koth Q G
managing highly complex care situations and were offered services for the person they were
caring for but their own needs of recogimg and transforming theelationships with their
respective husbands when unmet edyggeat distress and emotional burden (Zarit and Zarit
1982; Zaritet. al1985 1987 Pearlin 1990 ,Q $ YV FDVH VKH SUHIHUUHG QRW
service whilst trying to balance these feelinbise overwhelming consensus was that the
person delivering the service should have personal attributes that include friendliness,
trustworthiness, they are caring, have shared or flexible values, are flexible and have a

commitment to their rol@ambertet. al. 2007).

Reconceptualising the status of the carer as a person who happens to be a carer focuses the
attention on supporting the stabilisation of their relationships rather than merely living to
care. The Admiral Nurse who has attained a settobates to support their practice has
implications across disciplines. Learning and development in a professional capacity spans
the course of a care@and Admiral Nurses bring attributes with them to their role. What

differs is the way that Admiral Nses are valued and how they value their ongoing practice

development and supervision supported by the chiartgementia
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Meeting the needs of the carer

Meeting the needs of the carer has been under much debate and scrutiny in the last decade.
Theredoes however remain much variation and ambigaliyutthe status of the carer within
health, social and voluntary care settings. A carer is not a patient or client and does not
necessarily have an identified health or social care need that is recognikedebgtatutory
bodies. The well intentioned pales of the last ten years (DH 1999; DH 2000; DH 20D#

2007 DH 2009)have come some way in trying to provide statutory support for carers

without identifying how it should be delivered or who by. Thedprainant model of support

for carers in England is one of social support with little regard given to the relational changes
that this study identifies. There is often confusion about who is receiving the care provided
and on what premise, for example Adiifal professionals entering her house to provide
personal care for her husband an intrusion into the personal and intimate relagmaship
thereforerefused it. A4 required support to stabilise her relationship with her husband so that
she could value thearing role she was in. Without this she becameeasinglyisolated and

stressed.

Within the Admiral Nurse model the carer is valued as a person, retaining the potential to live
their life the way they want to, with the flexibility, continuity, partstap, honesty and trust
that they require to address their emotional and practical needs (FriedemanWh9&o

1997 Franck and Callery 2004

Knowledge and skills
The recently published Living well with dementigd National Strategy (DH 2009.40)
states that

3 &rers are the most important resource available for people with denientia
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7KH VWUDWHJI\ VHWYVY RXW JXLGHOLQHV IRU SUDFWLFH WKD)\
Strategy (DH 1999) of ensuring that every carer receives an assgsdtheir needs and

can be supported through an agreed plan to support the important role they play in the care of
people with dementia. It goes on to state that all health and social care staff involved in the

care of people with dementia should hawe necessary skills to provide the best quality care

in the roles and settings where they work (DH 20@3) Training was highlighted as a

priority that ran across all the themes in the strategy.

An Admiral Nurse already has the bagsost registratin experience and training in dementia
care and complies with regular practice development and group supervision strategies
supported by the charitpr dementia(seeChapters). The carers in this study appraised
highly the knowledge and skills of the Adwli Nurses they had worked withheyplaced

value on their professional knowledge of mental health, information gatherirghandg
andsupporting the needs of the person with dementia with the Gd@ieissue of creating

and diffusing knowledge hasewiously been raised by Bradley (1996), the Admiral Nurses
have a unique support systenfan dementian the way that they are provided with peer
supervision and supported practice developni&mbuld the Admiral Nurse aspire to the
recommendations andrthcoming Nursing and Midwifery Committee Advanced Practice
Registerthey would be the only generic group of advanced practitioners in dementia care
and their practice would truly reflect the importance that the National Strategy places on the

role of acarer of a person with dementia.

However there ismuch debate on the use of advanced practitioner and specialist nurse labels
to areas of nursingr{ternational Council of Nurses 204ursing and Midwifery Council

2006;Mantzoukas & Watkinson 200®odernising Nursing CareerM(NC) 2009. The
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repot yf6 XSSRUWLQJ WKH '"HYHORSPHQWYV RI $GYDQFHG 1XUVLC(
published in June 2008, provides practical and evidenced based guidance to advanced
practice(MNC 2008. It acknowledges the odusion of the usen terms gpecialistfand

pdvancediand aims to provide both clarity and consistency to nurse development,

deployment and service delivery. At time of writing this thesis it was aimed at engaging nurse
practitioners in supporting caregevelopment and to link educational frameworks to the

broader workforce issues. This will draw together existing and emerging work, to encourage
consistency and to avoid duplication by aligning Agenda for Change job profiles, job
descriptions, Knowledgend Skills outlines, agreed national competencies, educational
preparation and credit to the Career Framework as well as examining the broader governance
and regulation issues. The paper goes on to make recommendations about the role of the
HVSHFLDODGWE Q@QFHG ] QXUVH SUDFWLWLRQHU ZLWK FOHDU
The description of the data from the questionn@gapter 5jdentified how Admiral

Nursing has developed as a specialist wvoth an emerging advanced practitioner rdlaere

is evidence o# likeness to the educational preparation, nature of practice and regulatory

mechanisms discussed in tM&IC report 008).

Knowledge and skills can be applied to support a facelytred approach in a variety of
ways; face to face, in grps, via telephone and email. The importance of receiving skilled
facilitation has been highlighted by the carers throughout this thesis; therefore support should

not necessarilypewithdrawn following the completion of face to face interactions.

Working with organisations
The ability to work collaboratively and across organisations requires considerable support
and skills on part of the Admiral Nurse. The value of partnership working and the ability to

empower not only carers but other professistave been highlighted esportantin the
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findings of this study. It is an element of the famglntred care approaches discussed in
Chapter3. Friedemann (1989) discusstttis basic toafamily-centredapproachThe first

is the focus ondmlth rather than on pathology, this is particularly relevant for the Admiral
1XUVH ZKRVH IRFXV LV SULPDULO\ RQ WKH FDUHU ZKR LV Q
need to be driven by patholaggdeed the findings of this study support thigust needs to

be driven by genuine acceptance and genuine concern for theAchraral Nursing must
consist of actions that reinforce the cafarsd where appropriate the wider famili§s

strengths to instigate stabilisation of the cafiegkationshipsin order to practice with a
family-centred approach it is essential to work with other organisaitmoss health, social
care and voluntary sectorBhe sharing of information and good communication are essential
for quality care anthis has beemighlighted as a value of Admiral Nursing throughout this

study.

Summary

| began this study by asking, what is the meaning of fao@htred Admiral Nursing to

carers? As the inquiry has developed it has become clear that although there arekslose lin
with the principles ofamily-centredapproaches discussed@mapter3 of this thesis the
approach that has emerged basn one that is based on the typglofjcaringrelationships.
The four principlesAdmiral Nurse attributes (1); meeting the de®f the carer (2);
knowledge and skills (3) and working with organisationsa®) underlying values have
similarities to the discussed literature in that they support partnavsinking with the carer

and drive care to a model of empowerment arab&ement. The findings differ in that they

do not provide a formal framework for Admiral Nurse practice but an approach to practice
that is based on the theoretical understandintpeotypologies of camg relationships

recognising (1); transforming (23tabilising (3); and moving on (4).
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Reflections of using appreciative inquiry as a research methodology

The work in this thesis demonstrates the value and power of appreciative inquiry to generate
and contribute to the embedding of theory into feiforactice and policyt is recommendd
to that other researcherscogniséats worth as a qualitative methodology in health and social

care.l will now develop this point.

Starting out as a student researcher with a clinical magkd in dementia care nursing |

began my research journey by struggling with the traditional methodologies of approaching
GDWD FROOHFWLRQ E\ WKLQNLQJ DERXW UHVHDUFKLQJ D p.
stigma of a mental health problem with cogretdeteriorationmeaning loss of self and

one$§ dignity.Adopting an affirmative approach to the study sat well with my expertise in

clinical practice. It helped develop my confidence as a novice to research and gave me a way

of developing my research cgimns.

The participantn the study wer@awide range of people with different skills, experiences

and knowledgeall of whomwere experienced in managing and coping with day to day

problems in their personal and working lives. | was therefore sadowben the use of

appreciative inquiry did not quite receive the accolade | thought it WQlldffee 2006)The

participants were unsure when | asked them to think affirmatively, some saying they did not

think they would be able to do that. This returneel again to the issue of dispelling the

stigma of dementia. However, these feelings were not to be ignored and required addressing
within the data collectioprocessas suggested yarter (2006) an&eed(2007).
SDUWLFLSDQWYV ZHUH L Q st WisteGed\aRd Mifeied @n gvhigdthicleap MWW R U\ | |
the reader has sedhe initial stories held a whole host of distressed emotion and in some

cases despair at the situation the carers found themselves in. However, we continued together
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and with support thparticipants were gradually able to focus on the affirmative, with

some casevery personal positive effects. The participant who was not well enough to

participate in the telephone interviews felt so inspired from contributing to the photographs

and rarratives she has gone on to use her photographs as a tool to speak to groups about her
experiences as a carer. She has also registered to study for a degree with the Open University.

| would, however DGYRFDWH WKH LPSRUWDQFH that ti@lstoghQ@d QJ WR
in appreciative inquiry as they are rich sources for data collection. Every story should be

valued for its individual nature. Reg@007) raises the issue of not ignoring the problems but

of working with them taeachan affirmative conalsion, my experience in the discovery

stage of this thesis confirms these findings. Once the problems were acknowledged and

validated the participants were able to move their discussion forwargkorethe

affirmative content of their experiences. Tise wf appreciative inquiry therefore became an
interesting way of beginning to uncover periodsvefloeingD QG YDOXH LQ FDUHUYV F
of caring for a person with dementia and clarifying helibeingis sustained throughout the

caring trajectory.

Importantly the use of creativity that appreciative inquiry allows contributes towards the
development of a new trend in data collection and analysis in qualitative research where

visual representations and collaborative approaches define the resear@megpdithin

this study, representations of reality can be difficult to interpret without the meaning of that
experience communicated (in this instance) by the carer. For examPlegmer FDUHU §V

A4 (2/6) photograph shows an entry door with latchreskaolts that could have been
LOQWHUSUHWHG E\ SURIHVVLRQDO VWDII DV DQ H[SUHVVLRQ
the wider world. This was far from the case and highlights the importance of gathering

ELRJUDSKLFDO LQIRUPDW IMXGDQFBHQRW P BNUQDEYQ DSV LV
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that authors such as Harrison (20@haplin (1994pandHarper (1996) have found the
absence of the use of visual methodologies in social research sur@ssthgyoftenunlock

privatethoughts in a sensitivgay.

One of the key factors for using appreciative inquiry as a research methodology was its
collaborative nature. Appreciative inquiry was built as a methodology for cagi@mal

change (Cooperrider and Srivasta 1987), my experience reflects thieatgoeople are

individuals and do not easily fit into an orgsational frameworkhis is one of the themes

that arises from the data, everyone is unique with individual experiences, relationships, hopes
and wishegReed 2007)Although | havespoken earlier in this thesis about appreciative

inquiry being a reasonably new approach to research it is only recently that the worlds of
organisational change and research have collided (Carter 2006). As | have emphasised
throughout this thesis apprative inquiry is about studying and exploring what is good,

strong, already working and being achieved. It was for this reason that | made adaptations to

the interview process in the discovery phase. Asking for carers to volunteer for three focus
groups walld have been burdensome and difficult for them excluding many from

contributing to the study. By making the telephone interviews one to one opportunities to
contribute |1 was able to widen the contributory nature of the study. C20@® adopted a

simlDU DSSURDFK ZLWK KLV VWXG\ ZLWK PHQKDQFLQJ EHVW
QHHGVY 3HRSOH ZLWK GHPHQWLD DUH LQFUHDVLQJO\ EHLC
service design and | was very adanmtaatthey should have a voice in this study. Bjng

creative methods within the appreciative inquiry methodology | was able toraffgust

people with dementjduteveryone differentnethodsn which they could contribute to the

data collection.
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Collecting the data in the focus groups was terBht experience as a researcher. The data

wereless personal and the approaaithough flexible to allow for different cognitive

abilities was rather more formal. The mind mapping allowed for the creativity of

appreciative inquiry and stimulated quess, discussions and themes amongst each of the

groups. The atmosphere of each group was relaxed and inclusive. Participants did however

need to keep reminding themselves about the affirmative focus of the questions, drawing
themselves back to values rathe WKDQ WKH PpSUREOHPVY HQFRXQWHUHG
UHFRJQLVH pWKHLU YDOXHY ZDV H[WUHPHO\ UHZDUGLQJ DQ
UDLVLQJ PRUDOH DQG D UHDO IHHOLQJ RI pZH FDQ LQIOXHC

participantgheycontributed to changes in feelings of self value and worth.

On discussing an appreciative inquiry approach with my supervision team and other research
students | realise that my reflections are not different to others when using other
methodologes in the field of the social sciences. | have howeesnt the participation of

people in this study as the highest priority and would not wish to lose the emotional feelings

Rl HDFK SDUWLFLSDQWTV FRQWULEXWLRQ WR WKLV WKHVL)

Summary

Much has been &ned about what carers value about themselves and working with an
Admiral Nurse The overriding conclusion that can be drawn is that carers are constantly
trying to stabilise their lives throughout their caring role and often beyond. Some were able to
achieve this to a greater or lesser extent within their own family unit, and the conceptual
model ofthe typology of caring relationshipisat has been develegin this thesis provides a
framework to depict the complexity ofdkhape the relational journeycarer takes when

caring for a person with dementia. An inherent feature of the model is recognition that carers
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DUH LQGLYLGXDOV WKDW UHTXLUH UHFRJQLWLRQ RI pVHOIY

literature that points to a relational appro&zicare of people with dementia.

Whilst this interpretation of carer relationships makes no claim to fully represent the
experiences of all carers of people with dementia, the understanding of value an§l carers
selfhood that hae been developed tbugh this study does offer family-centredapproach to

how Admiral Nurses can support carers of people with dementia. This approach to supporting
carers provides an alternative to a caring role of stress and burden to one of value and
relational stabilisationThis image provides a view of caring that is grounded in the views of

carers.

Asmy research journey draws to a close a new journey is just beginning for me as it is for
many of the carers who were part of this study. | have learnt a lotfi@people who | have
met along the way angho have stimulated me to find out more of what exists. | now know
that Admiral Nurses are valued for their attitudes and attributes and that there is a different
approach to nurse practice that can provide cars@ngbort that includesfamily-centred
approach. With this knowledge new challenges arise that will require commitment from
Admiral Nurses and their stakeholders to realise the potential of Admiral Nursing in

supporting carers of people with dementia.

Finally this thesis draws to a close with thanks to all the people that | have met and have
participated with me along my research journey. Some are no longer with us yet their stories
and experiences live on beyond them. These stories are available fertotbee the world

in which carers wish to be valued and supported.
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Appendix 1 University of Northumbria approval letter and National Research Ethics Committee
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Appendix 2  Research anddevelopmentethical approval letters
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Appendix 3  Consent form for people with dementia

Lead Researcher: Penny Hibberd Admiral Nurse Lecturer/Practitioner PhD student

1.

Family-centred Admiral Nursing
People with Dementia Consent to Participate in Focus Groups

Please initial each box

| confirm that | have read and understand the information leaflet dated 09/01/

nn7

version 02 for the above study. | have had the opportunity to consider the inf
ask questions and have had these answered satisfactorily.

ion,

| understand that my participation is voluntary and that | am free to withdraw ¢
time, without givirg any reason, without my Admiral Nurse Care (if applicable)

pal

rights being affected.

I understand that the focus groups will be attdjped and later transcribed by th
researcher.

| understand that the transcriptions may be used atrastatge of the study for
publication or for use in conference presentations.

I understand that photographs that are taken during the groups may be us¢er
stage for conference publication or for use in conference presentations.

| understandHat all participants will have the right to have direct quotations rel

from the transcriptions.

7. lagree to my G.P. or Clinician being informed of my patrticipation in the study
8. | agree to take part in the above study.

Name Signature Date

Name of person taking consent Signature Date

(if different from the researcher)

Researcher Signature: Date:
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Appendix 4 Consent form

Family-centred Admiral Nursing
Admiral Nurse Consent to Participate in Focus Groups

Lead Researcher: Penny Hibberd Admiral Nurse Lecturer/Practitioner PhD student

Please initial each box:

1.

2.

| confirm that | have read and understand the information leaflet dated @¥®@1/2

version 02 for the above study. | have had the opportunity to consider the
ask questions and have had these answered satisfactorily.

hation,

| understand that my participation is voluntary and that | am free to withdraucat any

time, without gving any reason.

| understand that the focus groups/telephone interviews will be-tapkol and late

transcribed by the lead researcher.

| understand that the transcriptions may be used at a later stage of the st
publication or for use inanference presentations.

pr

| understand that photographs that are taken during the groups may be u
stage for conference publication or for use in conference presentations.

t a later

| understand that all participants will have the right to harextiquotations r¢
from the transcriptions.

ed

7. | agree to take part in the above study.
Name Signature Date
Name of person taking consent Signature Date

(If different from the researcher)

Researcher Signature: Date:
When completed, 1 for participant; 1 for researcher
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Appendix5  Participant information sheet

Family-centred Admiral Nursing
Participant Information Sheet

This is aninvitation to participate in my research study.
About me:

0O\ QDPH LV 3HQQ\ +LEEHUG , DP PDUULHG ZLWK WKUHH JURZQ XS GDXJK
that time | have been part of many changes and gained much experience in comuraimtywith older

people and with a Specialist Service for Carers. | have been an Admiral Nurse for the last seven years in Kent.

Over the last three years | have combined my Admiral Nursing role with a Senior Lecturers role at Canterbury

Christ Church Wiversity. This has been an exciting and fulfilling position enabling me to make a difference to

the teachingimetable in dementia caend continue to work with carers and people with dementia. Last year |

accepted the opportunity to study as a-futle student for a PhD.

About the Admiral Nurse Service:

7KH $GPLUDO 1XUVH 6HUYLFH ZDV HVWDEOLVKHG LQ WKH HDUO\ v
the set up the service and still actively support it. They cared for their father lesgpwho had vascular
GHPHQWLD KH ORYHG VDLOLQJ KLV QLFNQDPH ZDV u$GPLUDO -RHY KHQ

Admiral Nurses are specialist mental health nurses who work in the community with families, people with
dementia and their social networks. There ameently 50 Admiral Nurses in England, and expansion of the
service is a priority.

Admiral Nurses work with family carers and people with dementia:

X as the prime focus of their intervention;

to provide practical advice, emotional support and informatibimey use psychosocial skills to

educate and support the management of the care of a person with dementia;

consult with service providers within appropriate timelines;

'"HOLYHU HGXFDWLRQ DQG WUDLQLQJ LQ GHPHQWLD FDUH DQG FDU
Make available casultancy to professionals working with people with dementia and their families; and

Promote best practice in quality persmemtred dementia care.

x

X X X X

The individual Admiral Nurses work to a Competency Framework introduced in 2003 but putting this

framework hto practice has not appeared to resolve with the increasing demand for written evidence of how

Admiral Nurses work effectively. In May 2008r dementiecommissioned a piece of qualitative research

M&DUHUYV ([SHULHQFHV RI WKHWZBNVUBKVLEQHWGQW B HHIYNDL-XHOIWH FDUHUY
achievement of three of the Admiral Nurse Service Standards. The document provides a rich source of

appreciative data of the Admiral Nurse Service but suggests that an enhanced framework for the Admiral Nurs
Service is possibly desirable to demonstrate in a constructive way how Admiral Nurses achieve the anecdotal

high standard of care.

About the study:
The full title of my research study is:

Family-centred Admiral Nursing: Re-conceptualising practicevalues.
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The research has been funded for three years; this includes the time to write up the study at the end (January
2009). The focus of the study is the construction of an identity of famibentred care for Admiral Nursing.

In addition to Admir&Nurses in England | will be actively asking people who are working as part of and
associated with the Admiral Nursing Service to be part of the research shatigiral Nurses, carers, people

with dementia and other key stakeholders (managers andeg)gtko have or have had an involvement with

the service in England will be invited to participate.

The study is divided into three phases:

The design of the study examines the Admiral Nursing Service by asking about what is going well? Or what
workswell, or less well? Information or data gathered is then collected over the phases of the research study
from all the participants and analysed by me. Each phase of the study will build on the knowledge and values of
individuals and groups to see if arfdly-centred framework of working will be beneficial to the way the

Admiral Nurse Service works.

The different phases of the study will introduce different ways of collecting the data. All participants will be
asked to complete a consent form befomytbomplete a questionnaire, join a focus group, or complete a
telephone interview.

Phase 1

In phase one the Admiral Nurses will be invited to complete a questionnaire about their practice. The data from
the questionnaires will be returned to mefaiedementiao ensure the confidentiality of each Admiral Nurse

and Admiral Nurse Service. This data will then analysed by me and the information used with the supporting
literature about famikcentred care, to start discussions in phases two and thitee giudy.

Phase 2

In phase two of the study carers who are members of the United Carers ReseardoGlemgntiawill be
invited to participate in focus groups{6 SHRSOH RU WHOHSKRQH LQWHUYLHZV WR LGH(
IUDPHZRUNTY ARtbe folub gtdlips and telephone interviews will be audio taped and the information

analysed. Photographs may be taken during the groups that may be used in future presentations or publications

of the research study.

Participants who request not to déedio taped and/or photographed will be invited to participate in a telephone

interview. This will mean developing the expertise of carers alongside phase three.

If you are interested in joining the United Carers Research Group please contact
[ioy.watkins@fordementia.org. likr
telephone 0207 874 7210.

Phase 3

In phase three, participants will be invited to attend focus groups or complete a one to one telephone interview.
All the focus groups and telbpne interviews will be audio taped and the information analysed. Photographs
may be taken during the groups which may be used in future presentations or publications of the research study.
Participants who request not to be audio taped and/or phptagtavill be invited to participate in a telephone
interview.

All the data collected throughout the study will be anonymised, coded and stored in a locked environment on a
removal memory stick according to the Data Protection Act 1998. The final vaiitdysis will be available

for you to see and material will remain confidential but can be removed from the analysis on your request.
Photographs can also be removed from the study should you request it.

Who is funding the study?
for dementiaare funding the three year research stagyl Northumbria University in Newcastle are sponsoring

the study. | will still be working at Canterbury Christ Church University two days a week to carry on my
teaching role in Dementia Care and consultancy work in teeDéa Service Development Centre South East.
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To support the costs any telephone calls will be made by me and | will travel to the meet the focus groups. | do
not have a budget to pay for the advice and expertise of participants but hope that yowililidpéo join the
study to share your valuable views on this subject.

What if | join the study and want to leave?

You may be invited to be part of all the phases or just one of them or you may prefer to take part in a phase that
is most relevant tgou. The study has been designed to allow participants to join and leave as they feel
comfortable. You are free to join and leave the study without any explanation. This will not affect your contact
with the Admiral Nurse Service in any way. | am happtalk to you should you be feeling uneasy or have
guestions or you can contact Joy Watkins United Cdoerdementicby emailing
[iloy.watkins@fordementia.org.ltklephone 0207 874 7210 or myse|pahny.hibberd@canterbury.acjuk

telephone 01227 782602.

Sometimes issues can be raised when participating in research that raises feelings or problems that require
support and/or further information thatdersonal to you. If this arises and you would like to be supported
please contact either myself Penny Hiblygedny.hibberd@canterbury.acjigtephone 01227 782602 or Joy
Watkingjoy.watkins@fordementia.org.ltelephone 0207 874 7210.

If you join the study and have cause for concern or complaint this should be directed to Barbara Stephens Chief
Executivefor dementigbarbara.stephens@fordementia.orgjtalephone 0207 274 7210 where the information
will be dealt with using théor dementiecriteria for complaints.

Many thanks for taking time to read this information if you would like any further advice about joining
the study as a participant or would like to be kept up to date about the study please contact me by email
[penny.hibberd@canterbury.ac.ulor telephone 01227 782602 there is an answgiione when the office is
unattended.

Penny Hibberd RGN, RMN, DN, DipPP (Older People), MCGI, Bsc(Hons) Dementia Care, PGCLT(HE),
Phd student.
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Appendix 6  Carers invitation to participate

Penny Hibbed
Admiral Nurse/Senior Lecturer
PhD Student
Canterbury Christ Church University
Faculty of Health and Social Care
Department of Social Care, Community & Mental Health
North Holmes Road
Canterbury
Kent CT1 1QU
Email{penny.hibberd@canterbury.acluk
Telephone: 01227 782606

October 2007
Dear

I understand from Joy at Uniting Cardos dementiaghat you are interested in participating in my research
study called Famihcentred Admiral Nursing: Reoncetualising practice values. Please do not be put off by
the name PhD studies often have very academic titles.

You may like to know a little about me before deciding. My name is Penny Hibberd | have been nursing since
1975 when | qualified in London agganeral and mental health nurse. | have had a varied nursing career that |
have continued with whilst my three daughters grew up. | have been an Admiral Nurse in Kent for the last 7
years combining Admiral Nursing with teaching dementia care at Cangettimist Church University for the

last 4 years. My job as an Admiral Nurse and more recently as a Senior Lecturer has been interesting and
fulfilling in fact one of the most enjoyable nursing jobs | have had. In January 2006 | accepted the opportunity
to study for a PhD at Northumbria University in partnership fattrdementia My teaching role is continuing

2 days a week at the University.

The research study is about looking at how Admiral Nurses work now and then talking to a range of people
working in and connected to the Admiral Nurse Service to see if Admiral Nurses could work with the families
and the person with dementia. Another part of the research will be asking carers about what things they can or
did well because they already had skittsm their past experiences/lives and knowledge about the person they
were caring for. The information | collect (data) will be analysed and then put together to form a framework for
Admiral Nurses. This will help with the expansion of the service apthming what Admiral Nurses do.

There is written information about the research study with this letter that Joy has sent you. The leaflet sets out
all the phases of the study and you may have questions you would like to ask me or would like explared.

is also a sheet headed guidelines. This is an outline of you might expect to do or be included in. It is quite
broad as in a research study the content can change as time goes on and the research develops but it will give
you an idea of what yomnay like to participate in.

, ZRXOG OLNH WR SKRQH \RX WR VD\ pupKHOORY DQVZHU DQ\ TXHULHV DC
you decide to help me in part of the study. If it is alright for me to phone you please can you let Joy know and

shewill pass your details to me. If at any point you would prefer not to be involved any more that is alright just

let me or Joy know and we will make sure you do not receive any more material or until you are ready.

| am looking forward to this part ofié research study as it is an opportunity for carers to contribute and is
essential to its success and the future development of the Admiral Nurse Service.

Best Wishes,

Penny Hibberd

email{penny.hibberd @anterbury.ac.uk

telephone: 01227 782602 (there is an answer phone when the office is unatieyda@kins
email{joy.watkins@fordementia.org.litelephone: 0207 874 7210
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Appendix 7 Telephone interview questions

Questions for Telephone Interviews Research Study Group

1. Tell me about a time you felt things went/have been going wéik riay have been

a period of time for example, minutes, hours, days or months

2. How did that make you feel?oFexamplecontented, happyglaxed.

3. Was there anything about the relationship with the people around you that made this
go well?For examplea family member, a professional person, a friend, practical
things likea stair lift or shopping being delivered.
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Appendix 8 Transcript of telephone interview (A6)

28" November Time 11.00am Duration 20midede: A6

Diagnosis

Mobility
Transport (driving)

Enjoyable atvities
Relationship between
pwd and carer

Music

1 9 1 ﬂ V

Recognition of
relationship changes

Admission to hospital

Support of AN
Recognition of
changes in
relationship with pwd

Routine

Changing behaviour

\RX NQRZ WKDW ILUVW R
PHQWDO DFXPHQ VWLOO
OLNH $O]KHLPHUTV fRibgsD (
and | found it much more difficult than
other people seem to have caring for
someone with dementia

you are asking about perhaps when thing
went well +we just had little bits he refuse
to walk | used to take him he was able to
walk. | used todake him for a 14 mile drive
every day a round trip in the middle of it w
went to the xx and he fed the ducks and t
sort of pleased me that he was doing
anything at all and after a little while he sg
QR QR WKDWYV IRU FKL(
doing it.He loved listening to music and
that helped me gave me a sort of when |
could wash and he listened to the same
music over and over again and also one (¢
two videos he used to watch constantly a
that was sort of good for me the other thir|
that was a biof a bonus he had as second
stay in hospital he had 2 periods in hospit
and the second one was actually oh wher
$GPLUDO 1XUVH VDLG KH
that and he went into hospital again and |
had very, very regimented behaviour bef
that hehad to do everything was to the
clock, meals had to be at certain times an
always exactly the same and er lunch sor|
had to be at 5 past 1 er and if | gave it to
him earlier than that he looked at me as if
there was something wrong with me.

He went nto hospital for this period of timé
and they completely took away all that
regimentation so | was very pleased that
when he eventually did come out of hosp
er reluctantly he seemed to find it like a
security and we went backwards and
forwards quite dot like he used to come
home on leave as they call it and he woul
ask me to take him back at sort of 5am in
the morning | used to plead with him to st
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Relationships with
pwd difficult

eating and drinking

Knowing the person
(pwd)

Accepting changes in
relationship
M*LYLQJY DOC

Managing risk

Sleep

Respite

Knowing (he) was

at home and he used to say no, no | musi
and | would take him back to the hospital
but eventuallythey said he must go home
and after that he er lost that regimented
behaviour and also he would eat anything
which made it much, much easier for me
that was great relief.

that must have been difficult keeping to
such a rigid routine?

well | just soughof accepted it perhaps it
might have even been easier | knew exa
what | had to do all the time. | must tell yg
that we worked together my husband wasg
solicitor and we worked together for abou
40 years so were used to being closeted
together andhe was always the leader and
one of the things | found most difficult was
the role reversal he was very noisy,
extrovert and he became completely quie
introvert and | had to take over as leader.
That was another thing that was very
difficult.

S0 you metioned having some time for
yourself or snatches of it when he was
listening to music or watching the video
how did that make you feel being able to
have that time for you?

well | was always watching | always felt |
was on 24 hour call | had to keep fhent
door locked in case he wandered off and
GRQTW WKLQN , UHDOO\
little less stressed. | found it impossible tg
relax it was very difficult 24 call very
difficult nights um and | for a long time |
GLGQYW HYHQ VOstht #%as Q
easier to sort of get out of a reclining chai
than to get in and out of bed.

So his periods | hospital what did that
mean for you?

Well it certainly gavelifficult to hearl
spent at least 5 hours a day at the hospite
the whole of the visitig time it was in a
mental health unit and um actually | felt
happy that he was being looked after and
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being cared for
Acceptance of change
in relationships

Feeling out of cotrol
with realtionship

Symptoms of dementi
Knowledge and
experience

Continence

Support of AN

Carer Groups

Changing relationship
Balancing the
changing relationship

also you get to know people they seem to
have regular visits and | was sort of doing
ward round every day when | arrived
because | had to ask everyomatthey
were andve did go out within the hospital
groundsor | could take him for a drive but
he always wanted to be back at the hospi
Once one of the doctors said to me why i
he back here? and | said well it must be
something about your personalihat |
GRQTW KDYH

Do you think he felt save there then?

, WKLOQN VR KH IHOW VHF
initially there was a lot of paranoid
behaviour that he was umm being watche
WKHUH ZHUH SHRSOH LQ
passed one of the rooms becausesthesre
people there and | found that very
IULJKWHQLQJ DFWXDOO\
know quite how to cope with it we all com
to it complete amateurs, completely
uninitiated and that was difficult and
eventually he became doubly incontinent
and then | thatvas very, very stressful.

This was at home was it?

He was at home | suppose about a year &
home and eventually it was the Admiral
Nurse and | was also attached to the Cart
*URXSYVY WKH\ DOO WROG
because you know when you are in the
middle of it you just go on day by day

When you are in a relationship it can be
difficult to see that the relationship is
changing

well yes | felt that | was well it is a living
EHUHDYHPHQW XP DQG |,
my husband and | was lookirdter
someone and | was almost like a nurse a
UHDOO\ GLGQTW NQRZ KL
like him

He had obviously changed a lot from the
days when you worked together?
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AN availability
Coping strategies,
groups, shamg

Support, empathy,
information

New friends and
relationships

Giving back,
achievement

completely changed | would align it to
children people with dementia it is
constatly me, me, me and they are
completely indifferent to everyone else

Edith you were talking about the

Admiral Nurses and x and how they
talked to you about how you managing at
home. Did you find that useful?

| found it absolutely wonderful the Admira
Nurse who came to me initially just sort o
turned up on my door step she was sent |
think by the hospital and she absolutely
VDYHG P\ OLIH , GLGQYW
how to cope or how to manage and she W
always available and she said if you want
scream at somebody just scream at me 0
the telephone. Then I did attend several
care groups one of the groups was the gr
the Admiral Nurse ran in the x area and |
still attend those groups and the other ong
was x and | did attend those groups
constariy because | found the support wa
fantastic you can be completely uninhibite
because everyone is in a similar situation
and they are always sympathedind they
GRQMTW VD\ LV KH JHWWL
GRQTW NQRZ LI \RX KDYH
cares group when they are training carers
and one of the things they ask is was thei
anything positive and what came out of it
was | developed lasting friendships and &
it changed my personality because | was
always very introvert | would never speak
out kut now not only can | speak in a roon
full of people but | can speak in front of
perhaps 20 people who are in a training
session to answer their questions which |
could never have done before that is
rewarding and satisfyingesearcher
validates thiswell now that | feel | can helj
as well | feel it is an achievement becaus
would never have envisaged doing any of
the things | do now do telephone support
go to care groups | volunteer at care grou
and actually help to run one so well it
sounds a lotvhen | say it all together but it
is not that busy but actually my life still
revolves completely around dementia.
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Family relationships
& support

Practical help in the
house

Sleep

Knowing the person
with dementia

Acceptane
stabilising

Was there any one else when you were a
home with P and you were caring at
home or hospital?

Friends disappeared as if we had the plag
3V VLVWHU YLVLWHG KL
own children | have 3 children they were
YHU\ VXSSRUWLYH RI FR)
none of them lived near err they did visit
whenever they could and they were very
very supportive and also | was very lucky
that | had a lady who helped me in the
house and she was always available if |
wanted to go out er because | found
although there was help via not x but a
similar organisation P was so unwilling an
So resistant to it | could never relax when
did take the oppaunity and eventually this
lady who was the domestic help stayed tv
or three nights a week so | could get som
sleep that was wonderful she was able to
sort of field him from me there was only
once he ever got to ntkat must have
been a very special retionship between
her and P?because | had always been fu
time at work she had been with me for
about 20 years and he accepted her ands
accepted hinso it had grown over the
years?yes with the whole family it was
quite a large Irish family and theyene 14
brothers and sisters | only knew the ladies
they were always a tremendous graligh
the others support you as wellho she
was the only onshe sounds like a
wonderful lady? oh yes she was
tremendous because | remember when h
first came out of hostal on the first
occasion and | know now they call it
disinhibition er and there were always
WKLQJV KH zZzDV DZDUH K
probably knew I could hear things but wh¢
he thought | was out of ear shot he said t¢
KHU puDUH \RX JR L@Qclotig&of]
IRU PH"YT DQG VKH VDLG |
WRGD\Y] QRWKLQJ ZRXOG
That was one of the problems he was
constantly stripping off in the hospital.

Is there anything else?
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