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ABSTRACT

The Common Sense Model of SRéigulation of Health and Iliness has previously been applied

to people with earlystage dementia. This suggestK | & LIS2 L)X S K2t R WAft yS
cognitive perceptions of their health condition. lliness representations develop from lay
knowledge, current experience and information from external sources. Recent studies have
highlighted that people with edy-stage dementia have unmet information needs and require
individually tailored information about aspects of dementia which are important to them.
Professionals require a way to identify what people with eathge dementia feel they do not
understand &out their dementia. Thus, the current study investigated whether illness
representations might provide a mechanism for identifying the information needs of eight
peoplewithearlyd i F 38 ! £t T KSAYSNDRa 2NJ YAESR RSYSyidAl

memory clinic.

An important feature of illness representations is whether they allow someone to form a
O2KSNBY(l dzy RSNERGFYRAY3a 2F GKSANI O2yRAGAZ2Y >
the current study, the definition of coherence was adaptednatch research aims, allowing

the investigation of particular aspects of dementia people felt they did not understand using
semistructured interviews. A novel feature of this approach was using explicit prompts about
what participants felt they undetsod or did not understand about each area of their illness
representation to help illustrate how lack of understanding could contribute to absence of
coherence. Interview transcripts were subject to framework analysis which showed that
participants coulddentify things which they did not understand about their dementia and
aspects of dementia they would like to know more about. Broad areas of dementia were
identified which several people wanted to know about, along with idiosyncratic information
needs. Fosome participants, illness representations, informed by medical stereotypes,
appeared to limit their awareness of passible psychosocial support. Strengths, limitations and

recommendations for research and practice were discussed.
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INTRODUCTION

My Interest in This Topic

| have a longstanding interest in all types of developmental and acquired cognitive
impairment, which | initially pursued through focusing on experimental cognitive psychology
during my undergraduate studies and psgotetric assessment of cognitive function when
working within a neuropsychology service. | later became involved in assessment and care
planning for people with learning disability and dementia, a role which also involved providing
psycheeducation regardig dementia to clients, failies and professional carersfound this a
more holistic process than cognitive assessment in isolation, but was aware that the
perceptions of my clients were not fully taken into account. Reflecting on my own experience
of having family members with dementia and the above work made me keen to explore
further the ways in which people may make sense of their dementia and whether they feel
they lack information on particular aspects of their condition. | believe that such issigltd
have been of some benefit in my past professional and caring roles in helping to tailor the

information | conveyed to be compatible with the beliefs of individual people with dementia.

Literature search strategy

As a systematic review was beyom tscope of the current stugha thorough literature

search using a number of approaches described below was used to identify relevant articles.

{ SOSNI f a0NHzOGdzZNBER &SI NOKS&a ¢gSNB O2yRdzO0GSRY
Wt 2@ OL b Ch Ond sbméi Google HcBdlaE litetature searches were also performed.

These searches were repeated periodically throughout the research process to identify new
papers. Article titles and/or abstracts of all publications identified by the searches described
belowwere screened by the author and articles which appeared relevant to the aims of the

study were retrieved for further consideration.

Searches of Medline and PsycINFO conducted using Ovid SP

1 An advanced search was performed for articles containing theRaydlR WRSY Sy G A |
Fye 2F GKS F2f{t26Ay3 LIKNIAaASa a | 1Seg2NF
WA £y SaawaReYanRayi A2S/BsS  Ehis wéhiifidd 10vEtidlet + G A2y Q®
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1 An advanced search was performed for articles published &@@2 containing the
1SegeoNdRenc® YR ye 2F (GKS F2ff26Ay 3 LIKNI &
LISNODSLIIAZ2Yy QY WAtfySaa NROINERSY @EISyASYy B 4WA
NB 3 dzf Fhis idéentfi€@®B8 articles.

1 An advanced search was performedtb 4 KS G SN)Y WAffySaa NBLINDB

the article title, limited to articles published since 198is identified 154 articles

1 An advanced search was performed for any publications since 1980 where one of the
| dz{i K 2 N.Bvenghhl,dHowdr@This identified 165 articles

Searches completed using Google Scholar

T 'y IROFYOSR aSIkNDK gla LISNF2NX¥SR FT2NJ (KS
NBLINBaASYdlFiGdA2yYF Q 2 00 dRisIdghified2y5pubkicaions. Ay { F

T 'y FROFYOSR aSIkNDK gla LISNF2NX¥SR FT2NJ (KS

article title. This identified 90 publications.

The above structured searches were augmented by pursuing a number of other approaches to
identifying relevant literature. Fdtey articles, in particular all original qualitative studies using

illness representations to investigate dementia, Web of Knowledge and Google Scholar were

used to identify articles which had cited these papers. The titles and abstracts of these citing
articles were then reviewed by the author and relevant articles retrieved for further

consideration. Original studies that were referenced by publications identified during literature
searches and which appeared relevant to the current study were retrieveitifther

consideration. Where literature searches had identified relevant books that were held by the
University of Leeds library, adjacent books on the library shelf were browsed for other

LlJdzo f AOF GA2ya 2F AydGSNBA(G D :mBroefofial Jokralotigdaal 2 T
wSaSINOK FyR tNIQOGAOSQ 6SNBE oNRgaASR F2NJ NBf S
LISNF2NYSR FT2N) gSolLJ 3Sa O2yGrAyAy3d GKS 62NR Y
WRSYSYGAIQ 2N W T KSAVERSF @2 NRy RNEB LR ANE Df §t 2 §15
g62NRa WRSYSYUGAlI Q 2N W T KSAYSNFQ® CAylfteas

http://www.alzheimers.org.uk was browsed for recent reports and publications of interest.
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There are some limitations to the approactiopted to reviewing the literature. This approach
may have missed some studies which used models other than the iliness representation
FNIYSg2N] (2 Ay@SadadardsS LIS2L SQ& dzy RSNRGF yR
overly inclusive of studiesdm a health psychology perspective and not as effectively
identified literature from other disciplines, such as those with a more medical focus.
Furthermore, the search strategy may have resulted in excess weight being given to findings
from studiesidenfF A SR G KNR dz3K dzya id NdzOG dzNBER YSiK2Ra (K

views.

Dementia

Dementia is, in most instances, a term used to refer to a variety of progressive conditions
where predominantly memory and other cognitive functions are impaired; it also involves
changes in how people engage with eayday tasks and social relationshif@@epartment of

Health, 2009; Kitwood, 1997)Although traditionally defined in terms of medical and cognitive
factors, it can be better understood by considering both medical and social perspectives.
Dementia affects an estimated 35,600,000 people worttdvéi | £ T KSAYSNR& 5AaSt a
International, 2009)a prevalence studft uengeFernandez, Leal, & Gray, 208@yve an

estimate of over 800,000 cases in the UK, and in 2012 there were estimated to be 8400 people
with dementia within the city where the current sly was conductedLeeds City Council &
National Health Service Leeds, 20I)e number of people with a diagnosis of dementia is
expected to rise yearly due to factors such as improved early detection and the increasing
number of older people in the UK polation (Albanese et al., 2007The prevalence of

dementia is expected to double inthe next20years f T KSAYSNDa 5AaSlasS Ly

Medical model of dementia

From a medical perspective, the symptoms observed in dementia are generallytzitrito
neuropathological changes. Tkéorld Health OrganizatiofWWHO) describes dementia as an
umbrella term referring to conditions affecting cerebral structures, which are typically
progressive and which disrupt thinking, memory and higher cognitivetiions, such as
language and attention, in the absence of impaired consciousness to such a degreecibht
behaviour, emotional regulation or motivation are liable to deterior@t¢HO, 1992)In
addition to impairment of memory, criteria from the Diaagtic and Statistical Manual of

Mental DisorderdV text revision (DSM/-TR) requires impairment of at least one other area
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of cognitive function and requires symptoms to have a significant impact on activities of daily
living (ADLJAmerican Psychiatriéssociation, 2000)The International Statistical Classification
of Diseased40 (ICBL0) stipulates a cognitive decline sufficient to impact upon ADL, however
observed change in such activities is not required due to cultural variation in social roles
(WHQ 1992) Within the Diagnostic and Statistical Manual of Mental Disorders fifth edition
(DSMp U AGRSYSY(GAl A& &dzadzYSR dzy RSNJ 6 KS ySgfte
RA a 2 BAR&ibih Psychiatric Association, 2013, p. 58hjs is a broader entity tha
dementia with the requirement for substantial decline in only one of the following cognitive
domains: complex attention, executive function, learning and memory, language, perceptual
motor or social cognition with the additional criteria of interferinglwADL and independence

(American Psychiatric Association, 2013)

Numerous subtypes of dementia have been defined with varying or unknown aetiology,
among the more common are Alzheimer's disease, vascular dementia, frontotemporal
dementia and dementia ith Lewy bodiegAlzheimer's Society, 2011; Robillard, 2007)
Symptoms and pathology common to particular subtypes of dementia cacaar (Robillard,
2007)and dementia often has multiple aetiologies, the most common being Alzheimer's mixed
with other pathologies(Gauthier et al., 2012Diagnosis of dementia remains a clinical

exercise based on symptom description as biological markers have only been established for
certain types of dementia and these are generally limited to researcliR@ens, Clare%
Anderson, 2008; Naylor et al., 2012; Robillard, 2007; Visser, Vos, van Rossum, & Scheltens,
2012) Since our understanding of dementia is evolving, diagnostic criteria are liable to

undergo continual revisio(Rockwood, Bouchard, Camicioli, & Léger,7200

It can be seen that there remains a degree of uncertainty among professionals regarding the
nature and identity of what constitutes dementia. Furthermore, the recent publication of
DSMS5 has questioned the utility of dementia as a diagnostic catelgpmeplacing it with a
distinction between mild and major neurocognitive disordgkserican Psychiatric

Association, 2013; Ganguli et al., 2QIHpwever, this has been criticised for placing too great
an emphasis on a dichotomous distinction betweenanajnd mild severity of neurocognitive
disorder(Snelgrove & Hasnain, 2012) addition to debate around appropriate nosolotye
same neuropathological changes can result in a variety of different symptoms and cognitive
changes, suggesting that aetiology is multifactorial and not purely bioldgioakwood et al.,

2007) Also, symptoms of dementia can exist without any obdae/aeuropathological
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changes, while the neuropathological changes commonly associated with dementia have been
identified in people who do not exhibit symptoms of demer{téheston & Bender, 1999;
Davis, Schmitt, Wekstein, & Markesbery, 1999%)ese obseations highlight the need to
consider wider environmental and social factors to better understand how these influence the

symptoms perceived by individuals with dementia.

Social perspectives on dementia

Some authors have questioned the validity of a fyreedical description of dementia

(Cheston & Bender, 1999; Kitwood, 199Rgcently, a biopsychosocial view of dementia has

received wider acceptand®owns et al., 2008)nd this is now reflected in current guidelines

and policy documents which encompdssth medical and social perspectivi@epartment of

Health, 2009; National Institute for Health and Care Excellence & Social Care Institute for
Excellence, 2007; Scottish Intercollegiate Guidelines Network, 20igpod (1997)yefers to

the medicalvievd ¥ RSYSyYy GAl a GKS WadlyRINR LI NIFRA3Y
YSAZNR LI 6§ K2f 23A0Ft OFdzaSa OFy NBaAGNROG LIS2LX S
REYSYGAlF Oy 68 YIyl38Rod ¢KS RSINBS (2 6KAOK
adapted n order to facilitate maintenance of participation in everyday activities greatly

impacts the way people experience dementia and factors such as anxiety and hypervigilance

can amplify the impact of cognitive chand&stwood, 1997)

A view of dementia bsed on the standard medical paradigm may lead to a greater level of
dependency and functional impairment than would be expected for a given degree of
cognitive impairment, so thagngagement in activities and relationships may wane before
cognitive changesecessitate thi§Cheston & Bender, 1999; Downs et al., 200B&ople with
dementia may describe the changes they notice in a way that helps them make sense of their
experiencg(Pearce, Clare, & Pistrang, 2002; Van Dijkhuizen, Clare, & Pearceaz00t3

will be affected by their prior perception of how medical and social factors influence dementia.
Cheston and Bender (1998hserve that receiving a diagnosis of dementia may be
disempowvering when medical stereotypdmve been internalised, if such st®types suggest

that dementia leads to a steady inevitable decline caused by biological changes which the
individual and those around them can do little to address. However, a diagnosis can provide a
way for people to conceptualise and make sense of mgnddficulties in the context of prior
knowledge and experiend®earce et al., 2002Negative impacts of dementia may be due to

how people internalise expectations about their condition in a way that makes sense to them
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in addition to the current degreef cognitive change@Rockwood et al., 2007/¢heston and
Bender (1999%uggest that people with dementia need to be helped to understand their
condition in a way that enables them to do as much as they can to manage the impact of
dementia.This suggestdat there may be aspects of dementia where individuals feel that
they lack information or where they feel that they do not know enough, indicating unmet
information needsFor instance, someone with dementia who has a degree of awareness that
their memoryhas changed may not feel fully informed about how to control the social or

personal impacts of such changes.

Stages of dementia

As dementia is generally progressive, various methods of describing the degree of impairment
in terms of stages are in use.dWHO (1993ilefines mild dementia as being characterised by
primarily anterograde memory difficulties which interfere with everyday tasks, but are not
incompatible with living independently. In moderate dementia, memory difficulties pose a
serious handiap to living independently and severe dementia is characterised by a lack of any
anterograde memory abilities and substantial difficulty in accessing any retrograde
information such as recognition of close fanm{lyHO, 1993) A variety of instruments are
available which are used as one component of the process of clinically diagnosing the early,
mid and later stages of dementia. The MMiental State Examination (MMSE) is widely used
due to its brevity where a score of 2® is usually consistent with aagjnosis of earbgtage
dementia and a score of less than 20 consistent with more advanced stages of dementia

(Alzheimer's Society, 2013; Folstein, 1997)

Prince, Bryce, and Ferri (20Ethphasise that a key purpose of diagnosing people with

dementia while in the early stages of the disease is that it can enable them to access

information about their condition in a timely manner. Assisting people with dementia to find
personally relevaninformation about their condition may be particularly beneficial during the

early stages of dementia, as at this time they typically still possess a sufficient degree of

cognitive ability to engage with support to help them adjust to the changes expedaxa

result of their dementigSullivan, Muscat, & Mulgrew, 2007Jhe National Dementia

Declaration was recently published by the Dementia Action Alliance, a collaboration of
2NBFYyAalrGAz2ya AyOfdRAY3I GKS 5SLINIYSYyd 2F 1S
Association for Counselling and Psychotherd@psmentia Aton Alliance, 2010)This aimed to

describe important changes that people with dementia wish to see in their lives and one of the
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main desires highlighted was to have sufficient advice and information about their dementia
to help them plan how best to mage their conditionin addition, the 2011 World Alzheimer
Report advocates that early diagnosis of dementia can make it easier for people with dementia
to develop a personal framework for understanding their condition which may provide relief

through valdation of concerngPrince et al., 2011)

SelfRegulation

Maes and Gebhardt (2008luggest that selfegulation can be seen as a set of actions carried
out with the intention of reaching personal goals; the process ofreglfilation involves an
individual directing or changing how they behave in order to achieve these moasponse

to new events for instance finding out they have a particular illness. Models specifically
addressing the process of sedfgulation have been developed since traditionaldels of
KSIFfGK 0SKI @A 2 d7)sbadalléarningiheonyaydibdab\io@al theories
adzOK | & b5 2f f{(1990ReatDyivR maddl WefeSidtBusicient to encapsulate all the

processes involved in the sefgulation of health behawiurs(Maes & Gebhardt, 2000)

Common Sense Model of Sdkegulation of Health and lliness (GRM)

A variety of seffegulation models have been proposed, the most widely established of which
is the CSSRM(Leventhal et al., 1997; Leventhal, Brissetté,e&enthal, 2003; Leventhal,
Musumeci, & Contrada, 2007; Leventhal, Nerenz, & Steele, 18®ijgh other selregulation
models such as the Health Behaviour Goal M¢lieles & Gebhardt, 2000jave also been
proposed. The GSRM proposes that an individ@é O2 I3y A A JS LISNOSLIWIAZ2Y
condition, which are termed lliness Representations (IRs), exist in parallel to an emotional
reaction to the iliness and that these IRs and emotional reaction guide the process of self
regulation(Leventhal et al2003) IRs are generated when new experiences are compared to
and integated with prototypes or schemahich people are thought to hold about types of
illness; these cognitively held IRs may lead to the development of procedures to control or
prevent the dentified iliness or health threat and plans for how and when to act upon these

procedureqLeventhal et al., 2012)

Changes in datp-day function, symptoms, other external information and abstract

information such as thoughts are processed by heudsticrules, which are used tmmpare
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new information with the underlying prototypes of known illnesses in orderaestruct IRs
(Leventhal et al., 2003). Heuristics elaborate on and ascribe meaning to information in the
context of past experience of lifgith and without illness (Leventhal, Forster, & Leventhal,
2007). For example, the symmetry rule or heuristic implies that when symptoms are
experienced, this will initiate a search for labels for these symptoms, and that when labels
such as a diagnosiseapresent this will lead to searching for symptoms (Leventhal et al.,
2012). The agélness heuristic suggests that symptoms with a gradual onset might be ascribed
to ageing rather than a pathogen while the novelty heuristic suggests that unusual sysptom

need to be checked as they may be more serious (Leventhal, Forster, et al., 2007).

In comparison to other theories of sekgulation and health behaviour, the G&M has been
applied to a wide variety of conditions, including chronic conditions andahéealth
conditions(Lobban, Barrowclough, & Jones, 2003; Petrie & Weinman, 198&)CSRMhas
recently been applied to the study of dementia, as outlined beldwadvantage of the €S
SRM over other health and illness behaviour theories is itsyatilidentify the content of

what each individual believes about their illness and how this informs the prebtdwing
processes involved in addressing these concfragenthal et al., 2012The CSRM was
originally developed inductively from exploratory qualitative research which was based on
openended interviewgLeventhal et al., 2012; Leventhal et al., 198#)a-analysis of data
from studies using the GSRM has identified thatthe wa LJ- NI A OA LI y 14 Q NBa L2
together during factor analysis is consistent with the IR domains proposed by tBRKSthis
provides further support for the construct amtiscriminantvalidity of these domainéHagger

& Orbell, 2003) As the GSRM$ now a well established and validated model, it is also used
as ana prioriframework to inform topdown research via use of questionnai(®ossMorris

et al., 2002; Weinman, Petrie, & Mobtorris, 1996)and semistructured interviews. These
interviews dilise questions to explore the various domains within theSE®/1 along with

openended prompts to facilitate elaboration.

lliness representations (IRs)

According td_eventhal (Leventhal et al., 1997; Leventhal, Forster, et al., 2007; Leventhal et al.,
1984), IRs describe the wagople think about illnesses or other potential threats to their

health in terms of a set of cognitive domains whisftompass areas that people are likely to
consider in relation tdealth problems. IRs are comprised of bothtadst verbal

representations of the illness and perceptual representations of how people believe the iliness
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may affect them, and these IRs exist alongside a parallel emotional reaction to the iliness, such
as anger or feaflLeventhal et al., 2003)The tuster of views a person holds within these
domains, encompassing their acquired knowledge and beliefs about an illness as represented
in their memory and conscious awareness at a particular point in time, constitutes their
current IR. AsIRs arevariable/ R NB & dzt G FNRBY |y AYRAQDARdzZ f Qa
particular point in time, they do not necessarily include biologically accurate information about
aetiology or accurate information about applicable medical, social and environmental
managemehapproachegLeventhal et al., 2012)The development and revision of an
AYRAGARIZ £t Q& Lw A& (GK2dAKG G2 06S AYyF2NX¥SR 0

(©Z

about the iliness, current experience of the iliness, and knowledge received frormakter
sources such as information from health professiolflaéyenthal, Meyer, & Nerenz, 1980;
Leventhal et al., 1984)These IRs influence how a person will respond to, and cope with, a

particular iliness or threat to their heal{fweinman & Petrie, 1997)

Ly GSN¥Ya 2F GKS O023yAGAGS O2YLRySihilially 2F |y A
proposed four IR domains tdentity, Cause, Timeline and ConsequemgdsLau and

Hartman (1983proposing a fifth IR domain &ureControl Horne (1997argued that within

the domain ofCureControla distinction could be made betwedtersonal Contrafforts and

Treatment Controbffered by others, such as health profession®essMorris et al. (2002)

found further evidence in support of thiRersonal Qurol / Treatment Contradlistinction.

MossMorris also proposed that for some health conditions, thenelinedomain might be

viewed as cyclical as opposed to chronic or acute, but a cyclical viemelines likely to be

most applicable to hormonal aelapsingremitting conditiongMossMorris et al., 2002)

rather than conditions such as dementia.

In earlier papersl.eventhal outlined IR domaitsit with minimal clarification of how they
might be definedLeventhal et al., 1997; Leventhal et al., 1p&ecentlyleventhahas
provided more expansive descriptions of the five primary domains within drelenthal,
Breland, Mora, & Leventhal, 2010; Leventhal, Forster, et al., 2001 content of an
AYRAGARdzZ f Q& L w arepteseyitadiwithin dhese five doyiaing, bldng wiith the/
construct of coherence and a parallel emotional reaction. The five primary IR domains are

summarised below.

T Identity
- The terms people use to refer to their illness and the changes or symptoms they

attribute to it
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1 Cause
- The events and factors people see as responsible for their illness

T Timeline
- How long they expect their iliness to last and how quickly they think it may
change

1 Consequences
- Areas which people perceive as being affected by the#sd and areas they
expect to be affected

1 CureControl
-t $2 L) SQ& LISNE2ylIf SELSOGEFGA2YE | YR SEL)
do to manage the impact a@heir illness including whether they believe a cure may

be possible and their views abdhe range of treatments which they know about

Coherence

Elliott, Fischer, and Rennie (19992 1S G KI G Ay ljdzZr f A1 G A @S NBaS!H
interpretation of their data is presented in such a way that the themes from their

interpretation fit together without redundancy or overlap so as to achieve a coherent

interpretation of their data. OthdJ LJA & OK2f 23AOFf Y2RSf 42X &dzOK |
/| 2KSNBYyOS Y2RSts 4SS O2KSNBYOS Ay GSNya 27 |
predict and explain internal and external stimuli, while also having sufficient resources

available to meet demnds imposed by the stimyAntonovsky, 1993) However, in the
contextoftheC§ waz (G KS GSN¥Y WO2KSNBYOSQ A& dzaSR Ay
researchers have used the term to describe different aspects of the model. Furthermore, some
researches have specified an adapted definition of coherence particular to their study or
recommended adaptations to how the construct of coherence is applied in studies utilising the
CSSRM(French, Cooper, & Weinman, 2006; Hall, Weinman, & Marteau, 20d#)inthe CS

SRM, the construct afoherencewas initially proposed biflossMorris et al. (2002)who

defined coherenceas 1 KS SEGSy G (G2 6KAOK I LI GASydQa At
Syl dzyRSNAGI y RMogsMorgs®t all, R082, A BNy & K@% (GKS AffySs
asSyasSQ Fa | ¢ KRdsdoriszt ali, R082, h.It3fAasSy20NENA 4 Q 2 NRA A Y |
RSTAYAGARZY 2F O2KSNBYOS NBfF(GSa G2 + K2t AadA
provide a sufficient basis for that perstmmake sense of their illness. It is important to

emphasise that when Modg¥glorris defines coherence, it is the participant or patient rather
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than a researcher who is asked to make a judgement about whether they feel their iliness

makes sense to them.

Sulsequent publications by different authors have adopted an alternative view of the
O2yaiNHzOG 2F O2KSNBYyOS 46A0GKAY az2yYS2ysSQa Lwo
200dzNNAyYy 3 gKSYy GKSNBE Aa | Ot 2aS thaatflon 0 SG oSSy
plans and procedures that are being used by that individual to manage their condition

(Horowitz, Rein, & Leventhal, 2004; Leventhal, Benyamini, & Shafer, 20€aihmon

element between how coherence has been definedMmssMorris and byLevenhalis that
O2KSNBEYyOS A& RSAONAOSR & | LINRPLISNI& 2F I ae
knowledge they hold about their condition within each IR domain is consistent with their

beliefs about their condition contained within other IR domains ¢ K SNBE T2 NB X AT &2
beliefs about their condition in terms of one IR domain conflicts with their beliefs about their
condition within any of the other IR domains, their illness representation as a whole will not be

coherent.

Leventhal also describe |  O2 y OS LJi AEveNtalfet al, $984) whicDdedari I Q
patterns of IRs can be seen as consistent with a particular illness schema held by individuals,
such as acute or chronic. For example, an IR in which someone reports intermittgstbays

where consequences are only present when symptoms occur could be seen as making sense in
terms of an acute schema. The concept of iliness schema is described as a distinct component
of the CSSRM, which operates at an early stage during the progEgsming an IR from

perceived symptomgBishop, 1991; Leventhal et al., 2018pwever, there appear to be some
similarities between illness schema and the construct of coherence in that if the symptoms

someone experiences are a good fit with a schehsy tmay feel that their IR is coherent.

A key distinction between how Mo$dorris describes coherence and hdwwventhal describes

it is that forMossMorris it is the person with the illness who makes a judgment about

whether their IR is cohererfHall & al., 2004; Mos#orris et al., 2002)whereas for Leventhal

the judgment as to whether or not IRs fit coherently with action plans and proceikireade

08 | OKANR LI NI&sz &adzOK a F NBaSINOKSNI 2N KS
of illness schema, although the process of matching symptoms to an underlying schema or

prototype is thought to be predominantly unconscious and autom@tiventhal et al., 2012)



21
descriptions of what schema consist of are commonly reported from the petispeaf the

researcher.

Although MossMorris defined coherence of IRs for the purpose of a questionnaire measure,

the lliness Perception Questionnaitdrevised (IPR), an advantage of drawing from Mess
a2NNARaQ OASg 27F 02 KS NEtyeO&searcRidNds iddasSon hddzN1LI2 & Sa 2
AYRAGARdzZ fa 4SS GKSANI AffySaa y2G | NBASI NOK
However, it is harder to define coherence of IRs than to define other IR doffarguharson,

Johnston, & Bugge, 2011; Hall &t 2004; Horowitz et al., 20045arquharson et al. (2011)
applied Mossa 2 NNA A Q RSTFAYAGAZ2Y 2F O2KSNByYyOS G2 (KS
present to health services. As a quality check for their stidyguharson et al. (201hbpd
anotherresearcher code their data in order to assess intder reliability, which was

acceptable for all IR domains with the exception of coherence. Furthermore, in a study which
looked at adapting the IPR to construct a measure of memory complaimisyt, Birns,

Brown, and Barrowclough (201fgund that questionnaire items designed to measure

coherence had lower inteitem correlations compared to questions used to measure other IR
domainsHall et al. (2004adopted Mossa 2 NNA 8 Q RSTA YA RéigastudyT O2KSN
exploring how coherence is affected by receiving information about the link between cervical
cancer and smoking. Hall et al. clarified how they had interpreted Mo8sSNINA & Q RS TA YA
coherence by stating more explicitly how they intendedapply this definition of coherence in

the context of the aims of their study. These findings indicate that qualitative studies
Ay@SadAaardAay3a LIS2LX SQa dzyRSNAGFYRAY3I 2F GKSA
benefit from providing a more gikicit definition of what constitutes coherence of IRs for each

study.

Leventhal does notseethe€Sva a | TFTAYAAKSR] A2aFG 8NP adB ah
dzLi2y o6& FdzNI KSNJ & 02y OS LI dzkLeverghal ktalz2 2012(ipavdty | y R
studies that utilise the GSRM commenting on the potential merits of refining or adapting the
model.French et al. (2006) applied the-SBM to an investigation of another chronic

condition, coronary heart disease, adopting M@sg NNJA & Q ofRcéhérangei Tihkynyted

that a limitation of this view of coherence was that it did not help to identify which particular
aspects of an illness people see as not making sense to them. They recommended that future
research involving the construct of caleece should aim to investigate which particular

features of their illness people feel they do not have a clear understanding of, rather than just
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whether or not people feel that they have a clear understagdif their iliness as a whole.
Enquiringabouti 2 YS2y SQa 2@SNIff dzyRSNERGlIYyRAY3I 2F (K
some people do not have a coherent understanding of their condition. One possible approach
to investigating why people may or may not feel they have a coherent overall undensgaoid
their condition would be to investigate what it is about a particular IR domain or domains
people feel that they do not understand or does not make sense to them. Knowledge of which
features of their illness people feel they do not understand, bgstigating whether
individuals feel they understand enough about each IR domain, might help to show where
beliefs within one IR domain are not consistent with beliefs held in other IR domains. This
would then give an indication of which features of thedndition someone has not been able

to link together in order to form a coherent understanding of their condition as a whole.

Arecent report from the National Institute for Health Research (NIHR), highlights that

professionals need to be able to tailofarmation to the individual needs of people with

dementia, and that professionals will be better able to do this if they have a mechanism for

eliciting information needs based on the perspective of the person with dem@vigathorpe

et al., 2010) In addtion, Miranda-Castillo, Woods, and Orrell (2018cently investigated how

people with dementia living in the community perceived their needs and emphasised the
GAYLRNIIFIYyOS 2F aaSaaiayda GKS ySSRa 2F LIS2LIx S
(MirandaCastillo et al., 2013, p. 9herefore, in order to enable a detailed and person

centred analysis of the information needs of people with eathge dementia, the current

study chose to investigate whether a lack of knowledge or understanding photitular

aspects of dementia might make it more challenging for people to form a coherent overall
understanding of their condition. More specifically, it will focus on whether a lack of

understanding within particular IR domains leads to instances witierelements within
a2yS2ysS0a Lw R2 y2i FTAG O2YTF2NIlofteée sAGK SIO
the individual. This will allow some interpretative observations to be made regarding how lack

of knowledge within individual domains may haver LJ- OG0 SR dzZLl2y a2YS2y SQa

coherent understanding of their condition.

See Appendix 1 for details of how interview transcripts were coded for instances where
participants talked about understanding or lack of understanding of particufscas of their

dementia.
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There are a number of advantages and difficulties to approaching the study of coherence by
investigatingg K & LJS2 L)X S aleé (GKS& R2yQd dzyRSNEROIlI YR |
to investigating whether people say they haveaherent understanding of their illness as a
whole.Enquiring about understanding of individual IR domains would be better suited to
identifying specific information needs which may contribute to a lack of a coherent
understanding than investigating whethpeople feel they have a coherent overall
understanding of their condition. This approach could aid consideration of coherence of
a2YS2ySQa O2yRAGAZ2Y | a | ¢6K2fS o6& KAIKEAIKGA
be impeding the formation cd coherent understanding, for example helping to identify areas
where a person feels their understanding of their condition conflicts with each other or areas
which are incomplete. However, a more direct approach to assessing overall coherence might
be toask people whether they have a coherent understanding of their condition as a whole;
investigating understanding of individual IR domains may not always show whether someone
has a coherent understanding. For instance someone may still feel they haverarohe
understanding of their condition if it is not important to them to know more about aspects of
their condition which they do not feel they understand. Although investigating understanding
of individual IR domains could help to highlight gaps in knogddtat people want to acquire
about their condition, this would not necessarily show whether providing them with such
knowledge would definitely impact upon the coherence of their IRs as there may also be
aspects of their condition which people do not féleey sufficiently understand, but they may
choose not to disclose these to a researcher. However, being able to identify information
which people have stated they do or do not want to know more about may have other uses in
addition to helping to explaivhy some people may find it hard to form a coherent
understanding of their condition. Such knowledge could inform provision of a manageable
amount of information to people about their condition which was more personally relevant
and therefore potentially rare likely to be retained. This approach may also help identify

aspects of their condition which people would prefer not to know more about.

Other components of the GSRM: procedures and action plans

LY FRRAGAZ2Y G2 GKS ¥ adilingihkirpsialld &motional rdagfiehiad A R dzl
additional component of the GSRM involves an individual developing procedures for

controlling or preventing the iliness in question, and action plans for how, where and when to
implement these procedure@d eventhal et al., 2012)Rules, called heuristics, are the

mechanism by which coping procedures and action plans are developed from IRs, and are also

the mechanism by which IRs are formed and rev{tedenthal et al., 2003; Leventhal, Forster,
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et al., 2007) The procedures which are specified by heuristics define ways of detecting,
preventing, controlling or eliminating health threats; these vary greatly in form and may
include choosing to take no action, using natural remedies, medication or other types of
professional intervention or seeking support from oth€@ameron & Leventhal, 2003;
Leventhal et al., 2010As procedures are informed by IRs, they are closely related to them
and can also be classified according to the five primary IR dortBiownles, Leventhal, &
Leventhal, 2000; Cameron & Leventhal, 20@3pcedures specify an action class, for instance
taking a painkiller or seeking professional support, along with a detailed choice within this
class such as a specific medication or a spegjfie 6f support such as attending a
rehabilitation programmdCameron & Leventhal, 2003; French et al., 20B&)cedures are
thought of as valuable if there is an obvious means by which change may be affected such as
attacking the health threat at a pactilar location or causing observable change in a symptom
(Cameron & Leventhal, 2003; Leventhal et al., 20A@rocedure will be less appealing if
evidence of its action is delayed or it has less face validity to an individual because its
mechanism of a@n does not obviously fit with their IReventhal et al., 2010)For instance,
there is no obvious link between cervical cancer and smoking, so unless female smokers
believe that smoking is a risk factor they are unlikely to consider changing thekirgmno

behaviour in order to affect their risk of this cand¢ktall et al., 2004)

Action plans then describe a specific place and time to initiate and complete the procedure
(Leventhaletal.,1997) So®3d WL Qff 3I2 (2 {KBF INBXY oAz AR G
experience of implementing these coping procedures via action plans contributes to the

parallel emotional reaction and the outcome of implementing procedures is evaluated
(Leventhal, Forster, et al., 2007 valuation may result ingent IRs, action plans, and

procedures being maintained or revised in a way that the individual believes will be more
effective(Leventhal, Forster, et al., 2007he process of evaluating and deciding whether to

revise IRs is ongoing so IRs vary owee for individuals. This separation of action plans and
procedures from the IRs and emotional reaction from which they are derived is a central

feature of the CSSRM as an IR is not sufficient on its own to result in healdted behaviour
change(Leventhal et al., 2012)In order to allow a focused topic of investigation, the current

study aims to utilise the first stage of the-Cva s A ®S® 'y AYRAGARdZ f Q&

reaction, and will therefore not explicitly aim to elicit coping procedune action plans.
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Application of the CSSRM to Dementia

To date, a small number of published studies have looked at how #&R&Bmight aid our
understanding of dementia from a variety of perspectives; some have used quantitative
questionnairegHamiltonWest, Milne, Chenery, & Tilbrook, 2010; Roberts & Connell, 2000)
though the majority have used gqualitative interviews. Qualitative studies have investigated
how people with dementia think about their condition while going through the process of
diagnostic assessmefiflonizCook, Manthorpe, Carr, Gibson, & Verndagssen, 200&nd
how people with a recent diagnosis of dementia think about their condi@are, Goater, &
Woods, 2006; Glidewell, Johnston, & Thomas, 2012; Harman & Clare, R@&¥#grch has also
looked at how lay people perceive dementidamiltonWest et al., 2010&nd how family
members of people with dementia conceptualise this condifi@tidewell et al., 2012; Moniz
Cook et al., 2006; Roberts & Connell, 200®)e majority ofamily members irRoberts and

| 2 Yy §uddy hadicared for a relative with dementia, aBtidewell et al. (2012hvestigated
K2g I FrFLYAfe OFNBIAGBSNI I YR KSItfOGK LINRPFSaarzy
dementia using the GSRM. The degrde which the CSSRM was used as a framework to

assist with generating and interpreting data has varied in previous studies.

MonizCook et al. (2006yere interested in what dementia means to people undergoing
diagnosis and their families. They utilisesleanistructured interview with operended
jdzSatdAz2ya oFlaSR 2y Lw R2YFAya G2 StAOAG LI NI
provide details of how explicitly their interview schedule related tddRains.MonizCook et

al. (2006 utilised Interpraative Phenomenological Analysis (IPA) to look for emergent themes
from their data and found that IR domains were reflected in the content of their themes of
losing control, inevitable future dependerarydloss of pleasure Descriptions consistent with
illness identity included an awareness of symptoms of memory impairment, causes of
dementia included not using your memory or keeping active, the time course of dementia was
described as chronic and degenerative, cooatrol strategies included seeking pessional

advice, considering medication and a belief that little could be done and the consequences

mentioned included diminishing satfentity and family streséMonizCook et al., 2006)

Harman and Clare (2006jere keen to explore the relevance of the-S8M for understanding
AVRADGARdZ £ 8Q SELINBaAaaSR SELISNASYOS 2F (KSAN R
about their condition they had retained from previous contact with services or prior lay

perceptions. They used a sesiructured interview with some initial probes based onr&FM
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domains, after which interviews used open questions directed by participant narratives.
During analysigjarman and Clare (2006, p. 488} LJLJX A SR Lt ! edetentsgi@dSa i A 3
'y SEA&GAY3T &G NISRM) diher than YshdRIBA aé & purélKe&plotafory
method. Theynote how the results of their IPA analysisre comparable with the domains of
theCS wayY { KS AiNgill gek\Bove® AP T YdhtniiopRentfahbaudes, the
chronic time course of dementia and the consequence of declining abilities and their theme of
WYwanttobem® NBFE SOGSR AyaAirakKid Ayil2 -idektd. Oy a Sl dzS
then conducted an additional ctent analysiswhich identified the frequency with which

NBalLlryasSa O2yaraidSyid sA0GK Lw R2YlFAya 200dzZNNB

Clare et al. (2008hvestigated the viability of using the G&M to systematically explore how
people with earlystage dement describe their experience of this condition, its implications
and the way they address these. They utilised a s#roctured interview schedule based on

IR domains which aimed to elicit: changes that had prompted contact with services,
attributions andexplanations for these changes, the repercussions of changes, coping
strategies and perceptions of their future with dementia. Content analysis was used to
identify statements from any participant which related to one or more IR dorf@Gare et al.,
2006). Their analysis reports the relevant themes identified within each IR domain, indicating
how many participants made statements that supported each theme, and providing illustrative
examples of data used to support prominent themes. However, it igudliffio tell from the
examples how their understanding developed from the dé&tkre et al. (2006)ote that
forgetfulness was the most commonly identified symptom, while normalising their experience
as part of the ageing process was the most prevaleansabprocess identified, with genetic
factors, life stress and traumatic injury also being considered. Time course was viewed as

either stable or degenerative by different participantdhieir study.

Glidewell et al. (2012port a case study whichvestigated whether a patient with early

stage dementia, a family caregiver and a general practitioner (GP) described dementia using

IRs along with considering whether the GP and caregiver understood how the individual with
dementia represented their contitbn. Theirstudy used a senstructured interview using

2115y ljdzSadiArzya G2 SEAOAG LINIAOALIYGAQ ARSY
explored whether participants talked about dementia using IR domdns.A RS ¢St f Si | 1
semistructuredinterview prompted participants to talk about their emotional reaction and

coherence of their IRs in addition to the five primary IR domains. Glidewell et al. (2Q1?)
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and analysed interview data using the framework of theSB81. They found that pactpants
spontaneously talked about dementia using someSBM domains, but that prompting people
to talk about particular domains allowed a more systematic and detailed exploration of their
understanding of dementiaGlidewell et alidentified that the & was not aware of how the
person with dementia thought about their condition. For example, the GP felt that their
patient was satisfied with their current knowledge about dementia, whereas both the patient

and carer stated that the patient would like tadw more about their condition.

Overall findings regarding GSRM domains from dementia studies

The above studies provide evidence for the presence of IR domains in the narratives of people
with dementia from both exploratory analygidarman & Clare, 2®; MonizCook et al., 2006)

and analysis using the SRM as aa prioriframework(Clare et al., 2006; Glidewell et al.,

2012; Harman & Clare, 2006However, not all participants in these studies used the term
WRSYSYGAIFIQ 2N RAFIAYRIANVIONIE S @ S 2 NRIZOKNIIFE2 WIKS
choosing alternative labels to refer to their illness identiBjare et al. (200&uggest that

although there is variability in the terminology used to refer to their iliness identity, with some
people not using a dementia label, this does not suggest a problem in applying the framework

of the CSSRM to people with dementia, but ratheflects a difficulty with the title of the CS

SRM as a model. Other studi€idewell et al., 2012; MoniZook et al., 2008)ave also

adopted the practice of not priming participants with the use of diagnostic language by the
researcher. This approads an important way to gain insight into the language individuals use

to describe their iliness identity label. By enquiring about the language used to refer to the
condition of dementia at the start of a research interview, it is possible to use thie pad A LI y G &
own words during subsequent questioning so as not to prompt them with terminology they

would not otherwise have used. Even for participants who did use terms such as dementia or

I £ T KS HarSailnd Elare (2006dted that there was uncertaty as to the appropriate

use and meaning of these terntSlare et al. (2006)onclude that the IR domains proposed by

the CSSRM can provide a useful framework to help people with estdge dementia talk

about their condition.

The participant with demtia studied byGlidewell et al. (2012yas unsure about what
specifically he or others could do to improve or slow the progression of his dementia, but he
was eager to learn about anything that would help control his condition. He felt that medical

professionals would be able to advise him about what else could be done, and already utilised
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help from his family and strategies such as noting appointments in his tiarsnan and Clare
(2006)noted that some participants reported no descriptions consisteitih the curecontrol
IR domain. AlscClare et al. (2006pund little evidence that their participants were planning
for the future. There were, however, some instances where positive personal control
strategies or treatments were talked about, in padiar only one of the participants
interviewed byClare et al. (2006Jid not report some sort of control strategy, with other
participants remaining active, using familiar routines, seeking support from others and
restricting activities. It is worth notgthat although representations consistent with the cure
control domain were not always disclosed in previous studies, these may have been present
but other factors could have inhibited participants from disclosing these in the interview. Only
one study b date(Glidewell et al., 2012)as included investigation of the coherence of IRs in
early-stage dementia and further research with coherence as a primary focus of investigation
may be relevant, particularly given the observation that some participamisevious studies

did not talk about their IRs in terms of all the-S8M domains that were prompted.

Application of the CSSRM to Other Conditions Involving Memory Changes

The CSSRM has also been applied to the investigation of Mild Cognitive Impair(iiéi)

using both qualitative interviewi.ingler et al., 200&nd questionnaire measurgkin,

Gleason, & Heidrich, 2012)ingler et al. (2008)sed semistructured interviews to elicit how
people with an MCI diagnosis experienced living with this ¢mmdi Although they adopted
grounded theory as a method of analysis, Lingler et al. found similarities between their
grounded theory analysis and IR domains with evidence of a parallel emotional reaction,
providing additional cross validation to the ajgaliion of IRs to the study of conditions
involving memory changeshe literature reviewed so far suggests that people with early
stage dementia and other similar memory difficulties do think about their condition in terms of
IRs and that the GSRM provids a useful framework for investigating how people understand
dementia and memory changes in more depth. However, previous research has not

investigated the coherence of individual IR domains for people with-statye dementia.

Relevance of National &itegic and Servic&Jser Perspectives

Traditionally, research into dementia has paid little attention to the perspective of the person

with dementia, however recent government policies recommend taking a persotred

approach(Department of Health, 20080 ! f A G SNJ G dzNB NB@GASge 2F LI

l.:.l
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dementia(Boeretal.,, 2007 2 dzy R G KF G f AGSNI GdzZNB 2y LI GASy G
on insights into the consequences of dementia and coping strategies used, but not whether
people feel that they have enough information to come to a personally clear understanding of

their condition.

The DoH recommends that people with eastage dementia receive assistance in finding
relevantinformation about their condition which is tailored to whdte person with dementia

wants to know and that they are supported to understand this informatidepartment of

Health, 2009) The World Alzheimer Report 2011 into the benefits of early diagnosis and
intervention highlights the important role professionalsly when providing people who have
early-stage dementia with information about their conditi¢Rrince et al., 2019nd the

lfT KSAYSNRa {20ASieQa 5SYSYyGAlF HnanmH NBLR2NIL |
assistance to understand information abalgmentia(Alzheimer's Society, 2012Jherefore,

the CSSRM could have the potential to address these needs if prompting people to talk about
their dementia in terms of IRs is able to elucidate the specific aspects of their dementia where

people feel they would like further information.

An effective way of identifying personally relevant information to be given to people with

dementia is necessary as the DoH, local council@aralNational Health Service (NHS) Trust

are committed to providing such information in a timely man(@epartment of Health, 2009;

Leeds City Council & National Health Service Leeds,.20h2)e is also a clear desire for this

type of information from people with dementia as highlighted by several recent national
serviceuser focused reports. The National Demarilieclaration highlights that following a

diagnosis of dementia, the majority of people do not have a sufficient understanding of their

O2 Yy RA (i A 2 ypebdph Rith devhengfadand carers report receiving no information about

their conditioré (Dementia Adbn Alliance, 2010, p. 3)n addition, thd f T KSAYSNR&a {20
2012 national report found that 38% of the people with easilsgge dementiasurveyed did not

think they knew enough about dementia. Furthermore, thational Dementia Declaration
highlightsseveral key outcomes which people with dementia wish to experience in their lives,
AyOft dzZRAY3I (12 4ly26 6KSNB L OFy 3ISG GKS AYyT2N
reRA3ISad A0 Ay | gl @& GKIG adzi G& nYoSrakel YR KI QA Y

decisions about management of their conditiidementia Action Alliance, 2010, p. 5)
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The Need foiTailored Patient Information

Leventhalkuggests that IRs should be borne in mind when planning the delivery of
interventions and that IRs can provide a helpful starting point when working with patients
(Leventhal et al., 2012; Leventhal et al., 20I0)e CSRM proposes that people may make
sense of a health threat in ways that, although personally meaningful to them, would not fit
with a clinical understanding of their condition. The&F8V suggests that IRs provide a
framework for making sense of new information from health professionalgtaatohew
information people receive about their condition is less likely to be rejected if an individual
sees the information they are provided with as personally relevant, as well as commensurate

with their IRgLeventhal et al., 2003)

Linetal. (201pA y @S a G A3F SR LIS2LJ) SQa o0StASTaA | o2dzi G
the IPQ which had been adapted for MCI @AQI).Theynoted that, although the people in

their study had received psychoeducational information about MCI from their memaig,cli
approximatelyhalf of their participantseportedfeeling that their understanding of MCI was
notcoherent/ 2y aSljdz2Sy dfesx [ Ay:I fathereéffortod taidiaidny Y Sy RSR
SRAzOI GA2Yy | o2dzi a/L G2 LI (Aintayneed® bd addtesfedSiR IS |
Of Ay A OI (Lin &t 2012 % 283§ his recommendation may be applicable to people

with early-stage dementia as between a third and half of those diagnosed with MCI are

expected to progress to earstage dementigBusse, Angermeyer, & Riedd¢ller, 2006;

Mitchell & ShiriFeshki, 2009)Furthermore, the NIHR also highlights that communicating
AYVTF2NXYIGA2Y (G2 LIS2LX S o62dzi GKSANI RSYSYdGAl vy
A Y RA @A R dAMantharpe\eti§ ®1A,9. 27) It may therefore be relevant for research to
investigate potential mechanisms for identifying individually tailored information for people

with early-stage dementia which take into account their current beliefs and knowledge about

their condiion. Further research into the aspects of dementia which people feel they do not
sufficiently understand, may indicate whether the construct of coherence could provide a
mechanism for identifying unmet individual information needs for people with estdge

dementia.

Summary

This review has highlighted that there are a range of professional views regarding what

constitutes dementia, indicating the role played by both physiological and environmental
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factors in the genesis of symptoms. Previous researsheStablished the applicability of the
CSSRM to people with eargtage dementia and it can be seen that natiopalicieshighlight
the importance of facilitating opportunities for people with dementia to find out relevant
information about their conditin during the early stages. Senvigger reports from people
with early-stage dementia have indicated that many do not feel they have been told enough
about their condition and that they desire to be provided with relevant information about
their dementia These factors indicate a need to investigate potential mechanisms that may
facilitate the identification of what people with earlitage dementia feel they do not
understand about their condition. Therefore, the current study proposes to investigate what
people with earlystage dementia feel they do not understand about their condition, by
utilising the CSRM, with an adapted definition of coherence of IRgddress the following

research question.

Research Question

- When using illness representatioas a framework, how do people talk about their

condition and how coherent are their understandings?

In addressing the above research question, this study aims to offer some insights into the

following areas:
- What participants themselves feel they do notlarstand about their dementia
- Aspects of dementia that participants say they would like to know more about

- Aspects of dementia which participants feel they have sufficient knowledge about at

the time of the research interview
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METHOD

Context

The curreat study was based within the memory service of a local NHS trust in the North of
England. The memory service consists of clinics covering five areas of a large city receiving
approximately 1500 referrals a year, the majority of whom receive a diagnodeadntia.

One memory clinic, serving the largest area of the city, assisted with recruitment. Memory
service staff include psychiatrists, memory nurses and occupational therapists who offer
assessment, diagnosis and, where appropriate, monitoring andostfiy people with

dementia. Referrals to this service are predominantly from GPs with some from liaison
psychiatry and other secondary care services, however there are no explicit referral criteria.
People referred to this service receive a standardigeddiagnostic assessment from a
memory nurse or occupational therapist, which is then reviewed by the multidisciplinary team
who may request further necessary investigations such as a computerised tomography (CT)
scan. Following this, patients are offerad appointment with a psychiatrist at the memory
clinic where they are informed of the outcome of their assessment and whether they have a
diagnosis of dementia. At this point in the service pathway, many patients with vascular
dementia, who cannot ben#ffrom medication for cognitive changes, are discharged back to
their GP. Patients with Alzheimer's or other dementias where medication such as an
acetylcholinesterase inhibitor or other support may be beneficial are then reviewed by a
psychiatrist at theanemory clinic between four and twelve weeks after their diagnostic
appointment. In this memory service, once patients who have chosen to accept prescribed
medication for their dementia are satisfactorily established on their medication, monitoring of
their dementia is transferred from a psychiatrist to a memory nurse. When this research was
designed, the local NHS Trust offered a separate service for people under 65 where more

intensive support was provided.

Design

The current study adopted a cresectianal design employing qualitative methods with a

single faceto-face semustructured interview with each participant with earfyage dementia.

For the purposes of this study, people who had received a clinical diagnosis of dementia and
where theirMini Mental State Examination (MMSE) score had been recorded as 20 or above
within the previous six months were considered to heary-stage dementialnterviews were
audio recorded with consent, transcribed, coded, and subject to framework analysgsaitin

measures of interater reliability. The decision was taken rniotuse any form of psychometric
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the impression that participation was in some way evaluativnature, which could affect the

way participants responded to the research interview.

Quantitative measures, such as various versions of the Illness Perception Questionnaire (IPQ)
are more suited to evaluating strength or quality of IRs, rather than specific beliefs within

a2 YS 2 y(&f@ort,[Sehroder, & French, 201Ihe IPQWeinmanet al., 1996jnd IPGR
(MossMorris et al., 2002)nore explicitly prompt participants to think in particular ways and
restrict descriptions to agreement with predetermined statements in comparison to

gualitative methods. Qualitative methods allow a broaded more individualised range of IRs

to be elicited in earhstage dementigdClare et al., 2006; Glidewell et al., 2012; Harman &

Clare, 2006and are better able to explore the range of ways in which participants describe
and understand their IRs compat to investigation of IRs using quantitative questionnaires.
Therefore, qualitative research methods were adopted as they are more appropriate than
jdzt yGAGEFGAGBS YSGK2RA G2 Ay@SadAalrdadAay3d LI NIGACGC

understand heir dementia.

Semid 0 NHzOG dzZNBR AYGSNIASgaE | NB  O2YY2yteé dzaSR
on a prioriareas(Britten, 2006)which have the advantage of being able to focus on a limited

range of topic areas, therefore allowing the reseanctoesystematically collect information on

the same topic areas from all participariBerger, 2013)Previous studies using exploratory

methods such as IPlarman & Clare, 2006gave established that people with eadyage

dementia do conceptualise thetondition within the domains of the ESRM. In addition,

other studies have used a sestructured interview method to investigate IRs in dementia

(Clare et al., 2006; Glidewell et al., 2012; Mebaok et al., 2006)Using a senstructured

interview was thought to provide an appropriate balance between covering all the broad
G2LA0OA (K2dAKG G2 0SS LINBaSyld AGKAY Lwa gKACT
understanding within these. A narrative interview would not have been focused enough to

elicit sufficient detail in a consistent manner and a structured interview would have restricted

exploration of individual experience in a similar manner to a questionsmised study.
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Public consultation

¢KS ' f1 KSAYSNDRA { 2 Oheddo comdnanbandiiioiide jebdbatkeoN] 6 |

Q¢

the interview topic guide. This network is facilitated by a research coordinator from the

lfT KSAYSNDRa {20ASiGe 6K2 OANDdz I G§SR GKS (G2LKAO0
network members consist of interesd members of the publiéncluding past and present

carers of people with dementjalong with people with earkgtage dementia. Five carers

commented on the topic guide and interview process butome with earlystage dementia

chose to respond. Theleedback was supportive of not prompting people with the term
WRSYSYGAIFIQ 2N 20KSNJ RAFIy2aiA0 tFro6Sta yR KA
identified an important research topic which might help the views of people with dementia to

be valual and considered. Feedback also led to specific changes to the wording used to

introduce some interview topics in a more sensitive manner and research network members
offered many helpful comments for the author to bear in mind in ordefiatlitate

interpersonal engagement andake the interview process as meaningful as possible for

participants.

Ethical approval

A favourable ethical opinion fahe current studywas granted by the Bradford National

Research Ethics Service, Research Ethics Committ®etoher 18 2012. This committee also

granted approval to three protocol amendments: one amendment to allow for recruitment by
memory nurses as well as psychiatrists to address slow recruitment, one to allow memory

nurses to post study information shedtseligible patients following a telephone consultation

and one in response to feedback giving participants the option to request the presence of a

carer during the research interview. NHS permission for the current study and study
amendmentswas alsograrSR 6& (GKS ¢ NHzAai1Qa wSaSBEBNODK |yR L

Appendix Zor copies of ethical approval letters.

Participants

In order to provide a sufficiently focused topic for the scale of the current study, the decision
was made to focus purely on théews of people with earbgtage dementia rather than also
AyOf dzZRAY3 I OF NENRA LISNOSLIiAz2y 27F (&diva@Ai Sga

et al. (2007highlight that selreported information from people with dementia may be more
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reliable han the views of their carerasthey foundthat carersunderestimated what the

person they cared for knew.

It was felt to be most appropriate to recruit people with eastage dementia through a

memory clinic for a number of reasons. It was possiblensure that all those approached

were still in the early stages of dementia, which would have been impractical in-BlIH8n
aSGOGAY3Id WSONHZA GAY 3 GKNRdAAK 20KSNJ F3SyOASasz
necessitated open use of diagnostic labelkjch could have unintentionally primed

LI NHAOALIl yia ¢AGK RAIFIYy220GA0 GSN¥Ya adzOK |a U4
0KS NBXaSIkNOK RSaAdy Aygd2f 0SSR iGindudétliedafe’d LI NI A
they useto refer to thar condiion andwhether they cloose to use terms such as dementia or

not. Also, such a strategy might have resulted in a skewed sample of people who had sought
addzLILR2 NI FNRY |y 2NBHIFIYyAalGA2zy adzOK Fa GKS 11

representative of all people who had received a dementia diagnosis from a memory setrvice.

Recruiting from a single memaory service clinic covering one sector of the city was judged
suitable to provide a sufficient number of participarmiéeighbourhood Index data frothe

local city counci{Leeds City Council, 201R2)ggested that the area covered by the clinic

involved in recruitment encompassed a more socioeconomically diverse population than areas
covered by other memory clinicst i$ preferable to recruit from aocioeconomically diverse
population as this factor has been shown to impact upon IRs in other conditions
(Anagnostopoulos & Spanea, 2005; Baumann, 2008gn the study began only people who
were attending a review appointment with the psychiatrist weomsidered for eligibility and
offered a study information sheet. After two months, this was expanded to also encompass

patients being reviewed by a memory nurse, to facilitate recruitment.

Inclusion and exclusion criteria
The following criteria werapplied when identifying suitable participants

Inclusion criteria

1 Aged 65 or over
0 Atthe time this research was designed, the memory seofieeed a separate

pathway for younger people with dementia under the age of 65 where service
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provision was significantly different with most clients receiving more intensive
individualised on¢o-one support rather than routine reviews. This difference
in service provision would be liable to influence how people think about their
dementia. Therefore, a sample with a mbi@mogeneousange of experiences
could be obtained by only recruiting people oven@ich ensured that all

participants had come througthe same memory service pathway.

T /tAYAOLt RAFIy2a8A4 27F | £1 KSA-YOSMEaE wharid) Y A E ¢
the patient had previously been informed of this diagnosis.
o It would have been hard to recruit people with pure vascular demastiue

to the structure of the memory service that was assisting with recruitment
many of these people were discharged back to their GP soon after diagnosis.
Including a small number of people with pure vascular dementia would have
been liable to skew retts from other participantsGauthier et al. (2012)
highlight that many cases of dementia have multiple aetiologies, the most
O2YY2y 06SAy3a ! 1 KSA YiBanpatholoyes Dhergf@eR o A G |
LJdzN1LJ2 A A @St e al YL Ay 3 T 2dalldhelp t&éhabeS ND &
recruitment of a sufficient number of comparatively homogeneous
participants; this might not have been possible if also trying to identify people

with other types of dementia.

1 MMSE score of 20 or above, consistent with eathge denentia, identifiable from

their mostrecent memory clinic assessment.

Exclusion criteria

1 Cases where clinicians identifying potential participants deemed that individuals would
struggle to tolerate a research interview of approximately one hour.
1 Dementiasassociated with a primary diagnosis of movement disorder including
| dzy Ay3G2ydad RAASHFAST tFNJAyazyQa RAaSHAS
o Dementias associated with these conditions were excluded as the current study
was trying to elicit IRs of dementia, afat these conditions IRs of dementia
and the associated movement disorder may have been enmeshed; this could
have led to results thahight not relate to dementia but to the other primary

health condition.
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People not fluent in English
o There were insuffient resources to allow for translation and use of
interpreters due to the scale and limited budget of this research.
Inability to give informed consemb the research interview

0 This was determined by researcher prior to beginning the research interview

Materials and Equipment

The materials detailed below were designed for the current study in accordancé\afibnal

Patient Safety Agency ethical guidelin&B.of the materials below, with the exception of the

coding frame, were approved by the ethics committee. Equipment consisted of an Olympus

DM-450 digital voice recorder, which was used with consent to take an audio recording of the

research interview folater transcription.

1)

2)

3)

4)

5)

Information Sheet for Health Care ProfessionAlspendix 3

A brief information sheet outlining the study aims, inclusion and exclusion criteria and
recruitment procedures was created to act asagae-mémoirefor memory service
cliniciansin order to help them identify potential participants and verbally discuss

whethertheywould be interested in receivingparticipant information sheet

Research process diagrddppendix 4
This consisted of a concise flowchart of inclusion awctlision criteria to help clinicians

identify potential participants.

Background details tabi@ppendix %
This was used by memory service clinicians to record details on MMSE score, type of
dementia, medication and age, to be passed to the author ian@mymous form to

characterise those approached in the form of descriptive statistics.
Participant Information SheefAppendix §

Participant Consent formAppendix Y

Theparticipantinformation sheet and consent form used accessible language where
possilte so that people had to retain and weigh up the minimum amount of
information necessary when deciding whether to take part. Feedback from memory
service staff was sought during the design of these forms. The final page of the
information sheet contained®B LJt & af ALJ 12 0S NBGdz2NYSR

g2
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address by people who wished to find out more about the study or take part. A

freepost reply envelope was also included with the information sheet for this purpose.

6) Interview topic guideAppendix 3
The construction of the topic guide drew from that used_apgston et al. (200&nd
FNRBY | @OSNBRAZ2Y 2F (KAad 6KAOK KFER 0SSy I RI
Glidewell, for a previous project. Before beginning the study, this topic guide was

piloted on two agematched norclinical volunteers.

7) Patient participation lette(Appendix 9
¢CKA& ¢l a I ONARST tSOGSNI asSyd G2 GKS LI NIA

patient had taken part in the research but with no other details about their responses.

8) Coding frame
A coding frame wasonstructed and revised duringtdecollection and coding to aid
the framework analysis process. Sexble 2 in the results section for a copy of the
coding frame. The framework analysis section below gives more details of how the

coding frame was employed.

Topic guide design

The topicguide was split into two sections, beginning with rdirective questions and then

moving on to questions based upon theeasof the CSSRM. This was done in order to allow a

degree of comparison between what participants reported before and after beimgpted

to talk about their IRs of dementia. These two types of questions were referred¥2akJS y

j dzS & (ed®y{&vDa | dzSakdithis2eymin@logy is used when discussing the results of

the study. The GSRM questionsovered the five primanfRdomains beginning with

URAS v UGASINMQAD & dzOK | & WRSYSYGAlI Q 2NJ 20KSNJ RAF3Iy?2
interview unless first used by participants so as not to unintentionally prime them with these

terms and because not all people may ackienige or be comfortable using such terms; this is

in line with methodology adopted by previous stud{€dare et al., 2006; Glidewell et al., 2012;
MonizCook etal., 2008 t I NIAOA LI yiaQ 26y ARSyiGAide& GSN)¥a
dementia duringsubsequent sections of the topic guide. Coherence and emotional reaction

were prompted for at the end of exploring each IR domain usin§RI8 questions, rather

than being explored at only one point during the interview. The topic guide was not adapted

during the course of this research to ensure that the same areas were covered with all

participants. However, after exploring the domain of identity, the order in which other
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St SySyidaa 27F L NJJ)\O)\LJIyl]é Lwa ¢ SNEBintRduded dzi
08 LINIAOALIYGQa NBaLRyaSaod
Procedure

Recruitment

Psychiatrists and memory nurses from the memory clinic were asked to hand out participant
information sheets to anyone they saw who met the study criteria. Once potential participants
had hadtime to consider the information sheet, they could choose to contact the author. This
ensured that participants had had at least 24 hours to consider whether they wished to take
part, that only those participants expressing an interest chose to suppilydbetact details

and provided an extra stage where they could have questions addressed before meeting to
complete the research interview. Once people had been in touch to express interest, the
author contacted them to answer any questions they had altbigt research and to arrange a
time to visit participants to conduct the research interview for those who were interested.
Memory nurses assisted by sending reminders to people who had not responded within two

weeks and recruitment took place over a periigsix months.

Informed consent

When meeting with participants prior to the research interview, the author followed the
principles of the Mental Capacity Act 2005 while talking through the information sheet and
consent form with participants. This incled allowing further time to respond to questions,
exploring their understanding of what was involved in the study and whether they still wished
to take part and allowing them an opportunity to communicate a decision to take part if they

wished to and werable to communicate this decision.

Semistructured research interview

i Individual facgo-face interviews between the author and the participant
fradAay3a FLLINREAYLFGStEE 2yS K2dzNJ G221
duration varied from 32 minute® 1 hour 35 minutes. Each participant took
part in only one interview and interviews were audio recorded with consent.
The author used the topic guide as a flexible aide memoire during all

interviews to provide a degree of consistency and facilitatedititerview by

LJi
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prompting participants to elaborate on a particular point or clarify their
understanding where necessary.
Prior to beginning the research interview, participants were made awhre
the subject area for this researateminded that they could stop the interview
at any time that they did not have to answer questions that they did not wish
to and couldwithdraw without giving a reasamburing the research
interviews, the author was sensitive to whether overly emotive eniail was
being covered so that the material could be adjusted appropriately. There was
a procedure in place so that if a participdrgcame distressed at any point
during the interview, theauthor couldpause the interview and check whether
they would lile to continue, reminding them that they did not have to answer
questions they did not wish to. Treauthor would also haveerminated the
interview if a participant became overly distressed yet wished to continue,
however this was never necessary. If atiogyzant had wished to withdraw, all
identifiable data collected would have been removed. Participants were
informed that they could ask for their answers to be removed from the study
for up to two weeks after the interview. At the end of the researchviewv
the author checked whether participants were interested in receiving
information on where to enquire about possible sources of support. There
was also a procedure in place so that if a participant disclosed information
during the interview, which iicated active plans for harm to self or others
the author could have stopped the interview, discussed the need to break

confidentiality and informed the duty psychiatrist from the memory service.

The original research design involved the interview takiiage withonly the
author and participant present. However, feedback from people approached
about the study indicated that at least two of those approached would have
been happy to take part but felt uncomfortable being interviewed on their
own. When reiewing this study the ethics committee had also suggested that
the author might wish to allow a relative or carer to be present during the
interview if this would make some participants feel more comfortable, though
this was not a condition of ethical apgpral. Therefore, the design was
amended after recruiting the first six participants to allow subsequent
participants the option of having a relative present as a silent observer if they

felt this was necessary. One participant took up this option.
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EthicalConsiderations

Recruitment proceeded prospectively in that people were informed about the study during

routine contact with their memory service clinicians as it was not felt appropriate to contact
people retrospectively who had had an appointment in gasst few months. Participants

were consulted about whether they were happy for their psychiatrist from the memory clinic

to be informed that they had participated in the current study. Participants were assured of

the confidentiality of their responseaudng the research interview and that their doctor from

the memory clinic would only be informed of their participation, not their responses. Consent
was also sought for the use of anonymised guotations from participant interviews when

writing up the curent study, and when reporting quotations during analysis, the minimum

amount of material necessary was used to illustrate a point. One participant was happy to
consent to all aspects of the study apart from the use of verbatim quotations. In order to

respgOli GKA& LI NIAOALIYyGQa gAaKSasz ftaGSNYyIFGABS
instead where possible or responses from this participant were paraphrased. Following
transcription of interview audio recordings, the author ensured that all identdiab

information such as names, places, occupations and dates were removed from the transcripts.

t I NHDAOALI YGAQ AYGSNWBASSG NBaLkRyaSa NS NBTSNN
not relate to the order in which they were interviewebhis step s taken as memory clinic

staff may have had some idea of the order in which participants were interviewed.

Analysis
Transcription and familiarisation

Following research interviews, the author listened back to interview recordings to begin the
process ofamiliarisation and to note down thoughts and ideas for use in later stages of
analysis. Following this, all audio recordings were transcribed. In comparison to other methods
of analysis such as direct coding of an audio recording, transcription allgwesi@r degree of
transparency of how coding proceeded and allows for measures ofiater reliability of

coding to be performed more easily. It was not possible for the author to transcribe interviews
due to his dyslexia and the amount of qualitativega produced during each interview. All

audio recordings of research interviews were transcribed verbatim by third party transcribers
who had been asked to sign a confidentiality statement and were accustomed to working with
confidential data. Three diffent transcribers were used due to time constraints. A potential

advantage of outsourcing transcription is that the third party will not hold the same
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preconceptions as the researcher when punctuating the text and punctuation may affect the

NB a S| NIemrStatiniof ifteyviéw transcripts.

On receipt of each transcript, the author listened back to the audio recording of that interview
while reading through the transcript making cections where necessary. Proe&ding the
transcript while listeningtél KS NBO2NRAY 3 &aSNWSR (62 YIAYy 7Fdz
familiarisation with the datawhich is an integral part of the method of qualitative analysis
adopted(Pope, Ziebland, & Mays, 2000@glping the author taote down potential themes

and associations within the dat&his process also allowed the authomtmnitor the accuracy

of transcription and make corrections where transcribers had not been able to make out what
was being said at points during the integw. Poland (2002highlights that where a researcher
has not transcribed their own recordings this creates greater potential for ruptures in
understanding, however it is highly unlikely that third party transcription will result in no
errors of interpreation. Therefore, as transcription quality may vary greatly, researcher review
of transcripts can be highly beneficial, although seldom done in full due to time constraints

(Mays & Pope, 2006)

Use of computer software

Computer assisted qualitative dagmalysis software (QRS NVivo10) was used to help manage

data. Audio Notetaker 3.0 software was used to assist with reviewing interview recordings.

Framework analysis

The framework analysis approaffRitchie & Spencer, 1994)as adopted to analyse dataofn

interview transcriptsFramework analysis provides a way of coding or organising interview

data into themes which facilitate the researcher in interpretihgir findings(Lacey & Lulff,

2007) Within framework analysis, coding of data is also refercedd indexingPope et al.,

200000 CNJ YSg2N] lylLfteara Aa y20 I YSOKFyYyAO!t
judgment are necessary during all stagegchie & Spencer, 1994ramework analysis is both
inductive and deductive in its approachn common with other inductive qualitative methods,

it builds from original participant accounfBope et al., 200Q0however coding of data is based

deductively on themes defined layprioritheoretical constructs and other emergent themes
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thatbecome app NSy i FNRBY LI NIjRitchid & Bpygnicet, 094 tHeddrrént & S a

study the areas within the CERM were used as arprioritheoretical framework.

Framework analysis proceeded according to the following five recommended $Rages et

al.,2000; Ritchie & Spencer, 1994)

1)

2)

3)

4)

5)

Familiarisation
In this stage the researcher immerses themselves by listeniagdaeading through
transcripts of interviews to familiarise themselves with the data and look for any emergent

themes which could be used in the thematic framework.

Identifying a thematic framework

A framework of key themes and concepts to be identified within the data is defined. This is
NEFSNNBR (2 a G4KS WO2RAy3 FTNIXQYSQd ¢KAE GIF
objectivesa prioritheory and emergent themes. This coding frame is thed tesandex or

code the data, and refined during subsequent steps of the analysis.

Indexing (also referred to as coding)
The coding frame is then applied to interview transcript data, by tagging all sections of the

text that refer to a particular theme wita code or brief description to identify that theme.

Charting

Charting involves turning the data into a more accessible form by creating charts, similar to
a large table, with participants represented by rows and themes represented by columns or
vice ersa. Rather than copying verbatim sections of transcript as lengthy quotations,
charting involves synthesising the data by paraphrasing key issues alongside important
quotations, which act as a reminder to the researcher. These are entered into the
appropriate cell in the chart along with a reference to the location of the original data.

Each cell in a chart therefore represents a summary of what one participant said about one

particular subtheme.

Mapping and interpretation

This involves using chartsfarcilitate the construction of explanations from research
findings by identifying patterns and associations within participants or across themes to
describe the range and nature of the phenomenon under investigation. This process is

guided by the researdjuestion and additional themes which may have emerged during
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the research. This can be a visual process where diagrams are used to help conceptualise

and test various interpretations of the data.

Merits of framework analysis

Framework analysis was seledtas it allows the use of a previously established theoretical
model to apply a broad structure to the data, facilitating the identification ofthi#mes

within the structure provided by tha prioritheoretical framework selectedh strength of the
framework approach is that it allows specific questions to be investigated in greater detail than
more exploratory approaches such as [BAtten, 2006)and the structure it provides allows

the researcher to proceed in a systematic way when trying to intédarge volumes of
qualitative data(Ritchie & Spencer, 1994 ramework analysis also facilitates the proposal of
recommendations along with addressing specific research quediRitehie & Spencer, 1994)

In contrast to similar methods such as themati@alysigBraun & Clarke, 2008)hich can also
use the structure of a previously established the@y Hayes, 1997jramework analysis

allows for transparency by being explicit about the stages of the analytic process conducted.
This ensures that all tmis methodically treated in the same manner so that the reader, and
not just the researcher, can see how results were obtained from the ({ateey & Luff, 2007,
Ritchie & Spencer, 1994)

A potential criticism of using framework analysis with theSB&8 as ara prioriframework is

GKFG AG YFe 2FFSNI FSHSNI 2LILR NIdzyAGASE F2NJ GK
However, framework analysis was felt to be appropriate as past research using more

exploratory qualitative methods has established thHtIR domains are present within

narratives of people with eargtage dementigClare et al., 2006; Harman & Clare, 2006;

MonizCook et al., 2006; Pope, Ziebland, & Mays, 2@8é)framework analysis has previously

been applied to qualitative interviedata from people with earhgtage dementigGlidewell et

al., 2012; Spector, Gardner, & Orrell, 2Q1A)rthermore, when using framework analysis with

ana priorimodel it may be possible to identify a greater degree of detail in terms of emergent
themes wthin the a prioriareas identified by the model, which in the current study are the IR

domains proposed by the €ESRM.



45

Application of framework analysis

There were two main phases to the coding of interview data, firstly codiagpi@orithemes
takenfrom the CSSRMidentity, cause, consequences, timeline, exoetrol, emotional
reactionand coherencdreferred to as GSRM themes) and secondly coding to-fluémes

within each C&RM theme. Coding proceeded concurrently with interviewing participants.
When coding interviews to ESRM themes, data from the entire interview was considered for
coding to ech CSSRM theme not just data from questions that asked about that area of the
CSSRM. Initially, meaningful uni(phrases, sentences or paragraphs conveying a discrete unit
of information)from all interview transcripts were coded to-S8M themes. Thaefinitions

used for coding to GSRM themes and an example excerpt from a coded transcript are shown

in Appendix 1

Ritchie and Spencer (1994commend that during framework analysis the process of defining
and revising theoding frameoccurs once dat collection has begun. The second phase of
coding to suthemes began with reading through all the data coded to eacBRI® theme

while making research notes summarising the issues talked about within tHaR®3heme.
These summary notes were thenoedered in conjunction with notes made during previous
reflection and grouped together in order to identify potential stlemes within each GSRM
theme. This process was used to refine the coding frame, which is shovablien 2n the

results section. Téanresearcher then read through all data within eachSR3/1 theme in
conjunction with the coding frame in order to code data from eacts881 theme to sub

themes.

This was an iterative process with the researcher revising how data was code@&RNCS

themes and sudhemes while applying the coding frame to eachSF9 theme. Once the

coding frame had been applied to all-SBM themes, suthemes that appeared to cover

similar areas, or themes that contained a minimal amount of data, were reviewed intorder

consider whether they could be amalgamated otcoeled to other themes. Once the first

interview had been codedtogSwa (G KSYSa (GKAa O2RAYy3I gl a NBJA
supervisors who offered feedback; this and subsequent feedback from the ndge K S NI &
supervisors was utilised at various points to help focus the process of analysis. The initial
application of the coding framework to identify stitemes within the CSRM theme for
O2KSNByYyOS gl a Itaz2 RA&OdzaS Rsedidcussondihgl@d B & S N

focus the refinement and application of the final coding frame.
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Thechartingphase andnapping and interpretatiophase of framework analysis proceeded by
creating one very large chart with every stifeme represented by a columand two rows
NBELINBaASYdAy3a SIEOK LINIAOALI YOG 2yS NBg F2NI S
2yS N2g TFT2N SI OK LIJSRM Guéstiond: This @es uskdyfassunBriddse what  / {
each participant said about each stiieme while allowing distinction to be made between
their answers to open questions and-SBM questions. Numerous smaller charts were then
created to assist with the analysis of-688M themes. Individual charts were created for each
subtheme, with the exception of cohereasubthemes. These charts showed the sthieme
in question as one column alongside a column which indicated which meaningful units within
that subtheme had also been coded to any of the coherencethigines. Additional charts
based upon observations rexted in research notes were also created to aid mapping and
interpretation. These allowed the researchtr explore hypotheses about potential links
between multiple sukhemes and coherence stthemes by displaying a summary of the

relevant subthemes nexto each other in order to facilitate comparison.

Inter-rater reliability

A colleague of the chief investigator assisted by coding a selection of interview data in order to
assess interater reliability. This colleague was a clinjggychologist with gperience of

working with memory disorders and research experience in using tH&RB&in another

chronic condition, people who have had a stroke ensure that all elements of tHeSSRM

were represented within the data selected fimter-rater coding, 70 meaningful units were

used. This second rater assisted by coding the units according to the presence or absence of
CSSRM themegwithin each meaningful unit using the same set of definitions as those used

by the author (seé\ppendixtlv ® wSf Al oAf AdGe 2F GKS | dzi K2 ND&a C
NI GSNJ g a S@IfdzZ G'STR DEMY IY YINAdZNES yRRIWNFSFNE T NP
measures in that it calculates disagreement rather than corrected percentage agreement
(Krippendorf, 2013) Y NA LILISY RZNETAOK2aSy 205N 20 KSNJ YSI ad:
be calculated independently of the number of observers or level of measurement and can also

be calculated when there is missing défa F. Hayes & Krippendorff, 2007)

Saturation

The concept of thematic saturation, the point at which new themes or theoretical concepts

cease to become apparent from new interviews, is often used as a standard by which
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qualitative research is evaluatgdh QWS At £ & 9 t I NIsRKNEEM, 200 T wA (i OF
differs from the concept of theoretical saturation used in Grounded Theory, originally
proposed byGlaser and Strauss (196@uest, Bunce, and Johnson (2066)e that although
saturation is considered by some to be a gold standatkialth science research, the concept
is poorly operationalised with no guidance available on how to determine whether saturation
KIFa 0SSYy | OKAS@GSR® /2yaSldsSyidtes NBfteAaAy3a 2y
begun to recur could be sees a slightly arbitrary and subjective judgememtQw SA f £ & | Yy R
Parker (2013argue that there are difficulties with the blanket application of thematic
saturation as a criterion for quality in qualitative research due to the wide variety of qualitative
methods availableCaelli, Ray, and Mill (200&)vocate that different qualitative approaches
should be evaluated against standards which are in line with their epistemology by providing
an explanation of the meaning of saturation in the context of that sthdpw SA € t & | yR t |

(2013)also call for studies to transparently describe how saturation was judged to be

achieved.

Francis et al. (200%ave proposed two principles for use in determining thematic saturation
for studies utilising interviews based ap ana prioritheory. Firstly, they advocate specifying a
minimum number of interviews in order to ensure that unexpected homogeregitiyon in

data collection does not result in the researcher coming to premature conclusions regarding
saturation, referredto asth#?A Yy A G A I | Ffancistetiak @O0 EN Yrogoss Mat
researchers specify a number of additional interviews tcéied out where no new themes
emerge in order to be confident that no further important novel ideas would be likely to be
mentioned if further participants were to be interviewed, referred to as#a G 2 LILIA y 3
O NJ (. SWIiRtigsyasproach, saturatioran be assessed by constructing a summary table for
each theoretical construct of interest and a corresponding cumulative frequency graph to
illustrate when the number of novel themes within that construct plateg-rancis et al.,

2009) In their study, Fancis et al. found that & ( 2 LILIA Y & throe\aRditigalh 2 y Q
interviews where no new themes emerged was sufficient to determine when saturation had
been reached. They have found their proposed approach to be robust and replicable for
similar studiesutilising interviews based upaen prioritheory. Thisproposal was adopteth

order to provide a method of determinirtfhematicsaturation consistent with the current
aildzReé Qa S ODHisappdack Ha@ tBedadditional advantage of making the process by

which saturation was determined transparent and replicable.
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hQwSAf & | yiidtethattNgnatiNdatarationeauld be seen to be adequate at a
point where it allows the research question to be sufficiently answeredraadcis et al.
(2009)sugeest that their proposed method is applicable both at a studgle level and at the
level of individual theoretical constructs. Therefore, for the current study, the point at which
thematicsaturation had been achieved was assessed fortBatmes of the CSRM construct
of coherence rather than at a studyide level as coherence was the focus of the research.
During the study, five interviews were completed adratial analysis sampleith three
additional interviews with no new themes completed in order to reachdtopping criterion
Although attention was paid tthematicsaturation, time constraints also had an impact and it

was not possible to extend recruitment of participabtsyond a period of six months.

Reflexivity

Researcher reflexivity can be seen as a process of internadvadifative appraisal where the
researcher considers how their own views and background may differ from and interact with

the area of research undémvestigation(Berger, 2013)Elliott et al. (1999advocate that
LINEGARAY3A 'y FOly26f SRASYSyd (2 GKS NBaSH NDOK
and values prior to and during the research can assist the reader in interpreting and

understandid K2 ¢ (GKS NBaSFNOKSNRa LRaArAdAzy Yl & KI ¢
RFGF® LY FTRRAGAZ2Y G2 2dz2ifAyAy3a GKS NBaSk NOKS
research topic at the start of the thesis, a reflective diary was also kept thouighe

research process, including after each research interviéays and Pope (200@gdvocate

keeping a reflective research diary in parallel with collecting and analysing data in order to
FTLOATAGEHGS NBTtSEAGAGRE D ive depwislised 6 help manitadzR & =
the research process and moderate undue personal influence by enabling a more conscious
LINPOSaa 2F RSOA&AZ2Y YI1Ay3 | o2dzi K2¢g GKS NBaA

analysis.

RESULTS

This section begins with degative background information to give an overview of all those
who were eligible to participate, then anonymised descriptive portraits are included to help
characterise all the individuals who took part and finally adépth account of the analysis is

presented.
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Participant Characteristics

During the recruitment period, fifteen patients from the memory service were identified as
being eligible to participate. All of these people were given a study information sheet to
consider by their doctor or nursedm the memory clinic; five were given an information sheet
by their psychiatrist and ten by their memory nurse. Eight of those eligible to participate gave
informed consent and completed the research interview giving a response rate of 53%.
Everyone who tok part in the study was of white British ethnicity. All participants lived in the
community, as opposed to residential care; five were living with their spouse and three were
living on their own. Of the eight who took part, one person was informed ofthéy by their
psychiatrist and the rest by their memory nurse. Of those who were eligible to participate but
did not take part, one person declined to consent having met the researcher to discuss the
study further as they were not comfortable being intevwed without a family member

present, one informed their memory nurse that that they were interested in the study but not
comfortable being interviewed alone and psychiatrists reported that one person was
interested but was encouraged not to take partdyamily member. For the other people who
were eligible but did not take part, factors influencing this decision were not known. All of the
fifteen people eligible to take part in the study had been prescribed medication to help with
the symptoms of demelid and of those who participated six were prescribed Donepezil, one
DIt ydGFrYAYS YR 2yS aSYlyliAySo {AE 2F GKS
type dementia and two had a diagnosis of mixed dementia. Further details of the sample are

shownin Table 1

Table 1 Descriptive statistics for study sample

Mean Standard  Minimum  Maximum Range
deviation

MMSE score
participants 24.75 2.38 21 28 7
MMSE score
Eligible but did not 25 2.52 21 28 7
take part
Age years; months 79:4 5:4 70 86 16
participants
Age years; months
Eligible but did not 78,3 7,5 69 92 23

take part

Interview duration

(hh:mm:ss) 00:52:08 00:19:43 00:32:35 01:35:15 01:02:40
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Pen Portraits of Participants

Mrs A

Mrs A was in her early 80s with a MMSE score of 23 and lived with her husband in their house
in a suburban area on the edge of the city. She did not chttsk about her memory

changes in terms of dementia and felt that memory changes had made no difference to her life
as she did not actually think there had been any changes. A family member had encouraged
her to make contact with the memory clinic, hoves\she felt that she had never had a good
memory and did not expect anything to be able to change that. She described accepting that
her memory had always been the way that it was, but felt that it would have been very
upsetting to have had a good memomdathen lost it. She talked about a limited number of
strategies for managing having a poor memory but appeared to be adopting a more passive
approach than some participants in that she felt that someone would have already told her of
anything that could b done to aid her memory. | was particularly struck by a comment made
towards the end of the interview where Mrs A conveyed that she had found the research
interview a lot more accepting as an experience in comparison to most visits from
professionals, wigh | found helped me be mindful of how to maintain rapport in subsequent

interviews.

Mr B

Mr B was in his mid 80s with a MMSE score of 23 and lived with his wife in a flat on a council
estate in the city centre. He voiced frustration that he could notéeain whether anything

had changed about his memory. He wanted to understand more about what might have
changed if possible but felt that this would be difficult. He described trouble fetching
information from the back of his mind and was unclear abohether anything could be done

to help him with this. He thought that any difficulty with his memory was brought about by
contact with people or circumstances outside of his regular routine; he found that this
challenged him to recall things that he thesuhd he could not remember. | got the

impression that he had reduced his dimyday activities so that he was less likely to encounter
unfamiliar or less predictable circumstances. In terms of what he felt he might be able to do
himself to aid memory, heatked about trying harder to recall things but did not know how to
work out whether this was making a difference for him. Mr B felt that his memory would
change but was very unclear about what he might expect to happen in the future. He wanted
to know moreabout which aspects of memory might be affected and wanted someone to help

him work out what had changed about his memory. He relied heavily on support from his wife;



51
describing her as acting as a memory box for him. As well as the support from hisewife,
described having been to a reminiscence group. Although he found that prompts from other
people during this group helped him recall older memories, he felt bothered by why he
seemed able to hold onto these memories during the group but would forget $won after
he left as this did not fit with what he would expect to happen. However, one thing he felt
particularly positive about was that going to a reminiscence group had made him a lot more
outgoing socially and increased his confidence, whereas édieginning this group he
described himself as being very reclusive. During the interview with Mr B | noticed myself

being tentative about probing for further information as a way of helping maintain rapport.

Mrs C

Mrs C was in her late 70s and had a MM&&e of 27. She lived on her own on a council

estate and although her children lived in other parts of the country her daughter was regularly
in touch to offer support over the telephone. She described first suspecting difficulties with

her memory appraimately eight months ago, being diagnosed with dementia within the last

few of months and feeling comfortable talking about the diagnosis to friends and family.
Although she described feeling confused about the specific causes of her dementia, she was
happy with what she knew and did not appear to have a desire to find out more. She talked
about it having to happen to somebody so why not her and described not wanting to dwell on
gKe Al KFLIWSYSR Fa Al g2dA R 3ISiG tKSDeNkltthaty I &0
her dementia was not currently having a large impact on what she felt able to dwelipy

but had noticed her mind going blank frequently during conversations and becoming more
forgetful. During the interview she talked about severahtggies she had developed to help
prompt her memory, both those she employed herself and by using help from others. For
instance, when we talked to arrange the research interview she had asked me to telephone
her the night before as a reminder. She gave ithpression that doing this came naturally to

her and she could judge how to make just enough changes to manage things that she felt were
a current issue such as remembering appointments. She also discussed the impact of several
other comorbid chronic halth conditions, which she felt were more of a pressing concern for
her at present than her dementia, and described having had to managé@idatening health
conditions in the past. She was clear that she wanted to know more about how to manage her
demaentia but was also able to articulately convey why she felt she would benefit from
developing her knowledge gradually as new symptoms became apparent. She described being
certain that she would deteriorate over time, but that too much knowledge too soondavou

make her mind work overtime and therefore she would not find it beneficial to know what
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might help until it was necessary. This gave the impression that the desire to only find out
more about her dementia as her symptoms increased was related to hevimgnage

physical health concerns in conjunction with dementia.

Mr D

Mr D was in his early 70s with a MMSE score of 28. He lived alone in a house on a council
estate near the city centre. As well as dementia, he had to deal with several other chronic
physical health conditions, which he often felt were a more pressing conkkerhad noticed
himself misplacing things, forgetting what he was doing or where he was going and some word
finding difficulties. He was uncertain as to how much a recent bereaveratrer health

conditions or ilinesses that run in his family had contributed to his dementia. However, this did
not overly concern him as he sdittle benefit in trying to change what had happened or

worry about it and he felt that dementia affected eybody differently anyway. His

experience was that dementia just seemed to come out of the blue but that he had put off
going to the doctor to get his memory checked out. Throughout the interview he showed a
keen interest in how he might find out more alianany aspects of his dementia, while also
pausing to reflect aloud on whether furthering his knowledge would be helpful or unhelpful to
him. For example, he voiced his uncertainty about how long he could continue to care for
himself in the future but therrommented that knowing too much about this could be scary

and a better approach might be to deal with changes as they occurred. He still found that how
much he would be able to do for himself in the future was the main thing he worried about
because he hdalways been a caregiver rather than a care recipient and did not know how he
could manage adjusting to such a change. As well as describing some practical strategies which
he used to help with his memory, Mr D felt that there were some areas of his deanghere
medical expertise would be incredibly unlikely to be able to provide an answer for things that
he remained unsure of, such as how long he had had dementia for or how it could be cured.
He commented that the brain was too complex for science teustand in this much detail

and that only God had the ability to fix everything about him. He believed that keeping going
with some physical activity and tasks that kept his mind active would help his dementia and
that keeping his mind active was of prirgamportance as he felt his mind looked after his

body. He had also stopped drinking and smoking, and was trying to get more rest, but was
uncertain whether he would be able to manage if there came a time when he could no longer
be given medication to hplwith his dementia. | was particularly struck during this interview

by his capacity to openly reflect on how he evaluated whether to trust new information from

different sources such as professionals or the media, and noticed myself feeling humbled by
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how he appeared able to accept everything that had happened to his health without

questioning or begrudging it.

Mr E

Mr E was in his mid 80s with a MMSE score of 21 and lived in his own home where he received
regular visits from family and carers to provsigpport for his dementia and other chronic

physical health difficulties. He reported experiencing memories rushing back then disappearing
again without warning, that many of his current memories related to earlier life experiences

and that it took him a lomore effort to try and recall things. He spoke a little about how other
people could prompt him to help his memory and described strategies that he could use
personally. However, he felt unclear about whether anything else could be done to help his
memoty but commented that he had begun to do less for himself and rely on others more. The
way he talked gave the impression that this increased reliance on others was due in part to
other aspects of his physical health which had made him more dependent,siatjanges

due to dementia, and he spoke about being unsure about how the support he was receiving
was connected to his memory or other health difficulties. Although he felt a need to accept
support from other people, he commented that he did not wish xpect too much from them

and wondered whether this support sometimes led to him making less effort than he felt he
should to try and recall things. He wondered whether there might be some things that could

be done to improve his memory but commented thne did not wish to pursue more

knowledge as he felt his upbringing had taught him not to ask for more support than was
offered. It struck me during this interview how allowing someone the opportunity to express

that they did not wish to further their knowbtge about dementia might be an empowering
SELISNASYOS® ¢KA&d o6& fFGSNI YANNRBNBR Ay a2YS$

interview that | received from his family a few days later.

Mrs F

Mrs F lived with her husband in their house isuburban area of the city; she was in her mid

70s and had a MMSE score of 26. She had been concerned at the first sign of changes to her
memory, sought help from her doctor straightaway after noticing herself being unable to find
familiar objects in her hme, and described feeling rattled by this experience. Mrs F contrasted
her approach to seeking diagnosis with how friends had advised against talking to her doctor

as her friends had commented that she was the same as them and their forgetfulness was just
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due to age. She found herself leaving things partly done and felt she had been forgetting what
she was doing. She also discussed difficulty recalling words and names and sometimes felt
awful when she could not find what to say. Mrs F described how shefibed from the
support of her husband and close friends who would gently prompt her to help her work out
what she was trying to say. However, she also found the adjustment to relying more on her
husband challenging as she felt their relationship hadrofieen the other way round. She
RSAONAROSR FTSStAy3a dzy Oft SINJ I 62dzli 6KIG &l & YSI
wondering which was worse and talked about wanting to know whether there were different
stages with different names or if dementialorf T KSA YSNR& LINPINB&a&SR RA
F was unclear about what might have caused her dementia and about whether specialists
might be able to tell her, she did not describe a wish to find out more and commented that it
might be largely due to cimeze. She had been encouraged to use labels to identify where
things were kept around the house but she described feeling very uncomfortable with doing
this as she expected this only to be necessary for people whose dementia was much worse
thanhers. Mrs©®K2aS (2 NIA&S GKS GSN¥Y w1l KSAYSNRAQ
0KNRdzZAK2dziz o0dzi RSAONAGSR FSStAya Y2NB O2Y7F2
friends as she felt this would be less frightening for other people to hear. Although &bd tal
about not knowing enough about what the future might hold, she felt it could be too
overwhelming to find too much out just now given some of her current concerns such as how
to keep actively socialising with her friends. She described managing thdsrgyto see
people during the day when she still felt confident enough to drive and developing meaningful

word associations to help with reminding her what to say.

Mr G

Mr G was in his early 80s with a MMSE score of 24. He talked about having trotibheéswit
memory for the previous 12 months and had recently moved with his wife to a retirement flat
close to their old house. The most salient changes he reported noticing were a very poor
memory for recent and future events along with word finding diffiedtfor names of people.

His dementia appeared to be having a strong emotional impact. He found himself only able to
engage in superficial conversation with people; his difficulty for names in particular was
upsetting and he could feel embarrassed talkifgut memory difficulties to other people. As
well as finding that he had less to say for himself in social situations, Mr G had noticed other
people talking to him less, which was reducing his opportunities to socialise. He felt that his

g A FS Qa in#eoihdidg Hitdliabout what was happening that day was invaluable and

0St ASOSR GKIFIG KS g2dd R FSSt WwWiaA1S + t2ad az2d
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GKFG KS FT2dzyR KSf LIFdzA &dzOK Fa {SSLAy3Itl y2a$8

pocket. He wanted to understand more about why his memory had changed but found this
very confusing because he could not identify any tangible factors such as a bang on the head
which he felt would account for the changes. It did not appear logicahntatiwat he could
remember some things such as past holidays but could not remember what was happening
dayto-day. Mr G talked about how several things in his past should have helped him to
maintain a good memory such as good school exam results and rumsiog/n business. He
wondered whether his memory would have changed had he still been working. The impression
this gave during the interview was that not being able to identify a cause for his difficulties
which he felt was plausible and consistent witk bther beliefs was impacting upon his ability

to adjust to the changes he was experiencing to his memory.

Mr H

Mr H was in his late 70s with a MMSE score of 26. He was living in a complex of retirement
flats with his wife who was his main carer. The hyppeminently reported feature of his
RSYSY(GAl ¢l a FT2NBSGTFdAf ySaa FT2N ¢gKIG KS al g
to be going or for recalling recent events. He felt that these were things that he should have
Wi dzG 2 Y GAOF f t &cophiive Bissanénbeeiperiencet! iien his expectations
regarding what he should remember clashed with the experience of changes to his memory
appeared to be puzzling and frustrating for him. His belief that recalling these things should be
automatic appeagd to make it hard for him to find a meaningful way to understand why this
was happening to him. He attributed the onset of his memory changes to removal of all his
managerial responsibilities at work when his workplace was taken over by a new company;
this appeared to be a very disempowering experience. He frequently referred to changes to his
memory as an inevitable part of ageing and the impression this gave was that by normalising
changes he was able to give himself permission to accept these chardjgstaon with

activities he was still able to actively enjoy in a way that helped to minimise the degree of
frustration experienced. A predominant coping mechanism appeared to be remaining as active
as possible in maintaining activities he was able togrjowever there was evidence of
meta-reflection whereby he would pause and question whether his assertions were accurate,
or whether there might be some other underlying cause or means of support. This gave the
impression that he was willing to questiondire-evaluate his beliefs as he did not want to

miss out on anything that might be helpful. It appeared that the activities which he felt helped
his memory such as general knowledge quizzes and playing sports were likely to be dependent

on older and mordrequently rehearsed procedural and declarative knowledge.
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Summary of Themes and Stthemes

Table 2summarises the themes used during analysis. The first cell in each column indicates

priori themes based on areas of the-SBRM with subsequent cellstimat column indicating

subthemes within that domain or construct. KS NBf I G A @S2 I8y (i NBaBdHzi A 2 ¥
g wa | dzSee indicatgdbPthe numbers below the name of each theme of sub

theme. The first number indicates the number of intews where answers to ESRM

questions contributed to the theme, and the second number in brackets indicates the number

of interviews where answers to open questions contributed to this theme. These numbers are

for illustrative purposes only and are noasistically meaningful.

It can be seen from the second last columTable 2(the CSSRM theme of coherence) that
using questions based on the-SBM, in comparison to open questions, helped structure
discussions allowing a wider variety of information to be captured regarding what people did
not understand about their dementi@pen questions were able to elicit information about
other areas of that GSRM, and elicit some information about coherence. However, it appears
that it may be more challenging to elicit information about coherence without using IRs to help
structure disassions as participants only spoke a little about what they did not understand
about their dementia spontaneously and never talked about their rationale for how much they
wanted to know about their condition without promptingurther details about what pple

did not understand about their dementia and the use of IRs to help elicit this information are
reported towards the end of the results section after results from other themes to help

contextualise study findings.
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Results are reported below in therin of summaries of each €&RM sukiheme alongside
jdz2GFdA2ya (G2 Affdza0ONIGS LI NIGAOALIYGEAQ LISNDS
Links between each sttheme and coherence are also reported to give an indication of how
talking to people bout their dementia using the structure provided by IRs may have helped
elucidate what participants felt they did not understand about particular aspects of their
dementia. Some interpretation is also provided regarding particigamppraisal of how

relevant they felt it was to address gaps in their knowledge.

Although some of the suthemes reported below mirror elements of SGRM constructs or

other psychological models, the author reflected upon whether this was the most appropriate

way to portray thefindings. Alternatives were actively considered before deciding to use sub
themes informed by established psychological theories. For instance, during initial coding the
author noticed a tendency to try and categorise responses according to areas of ynsuubr

as procedural or episodic memory, however the use of a reflective diary helped in evaluating
YR NB2SOlGAy3 GKA&A ARSI Fa AG RAR y2id FTALG oA
research. The names given to sthiemes were revised durgnthe research process in order to

achieve a balance between basing ¢hbme names on words used by participants and

finding a name that conveyed the content of each theme.

Summary of Analysis by IR Domain
Identity subthemes

Labels and names

Over half the participants made reference to names they used to refer to their dementia, using
both medicalterm&i L G X A dU& ! antl ooguaPpNabasd | PANEH @Sy A 2 NJ
Y2 Y Sy & ¢ Padticipdits indicated that terms used varied over tlarse of their

dementia and social context. In the early period when finding out about their dementia

participants tended to avoid medical terms.
d just thought, 'I'm going mad,' you know or I've, well, 'I've l@stit6 a NA C 0

Some participants also exgssed uncertainty about the meaning ahd difference between

terms such as Alzheimer's or dementia.

GEKSNBQE Ly - Ay Al L O2dzZ RyQii oo (KAY]
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odzi FYy2GKSNI YIEYS F2NIAGO L oRieythei 1y26 AT
RSYSY(GAlIS L R2yQl 1y26 odAlQa ySINIeée (KS
dwSa S I-xdbs$aid )au'd starting using Alzheimer's and you used memory loss;
do you know, do you think you know enough about those words?
Participant- No, No. ‘cause | thk there's a lot of variations of Alzheimer's from years
ago and hearing about it 'cause you never used to hear about it, did ya? | mean my

grandma, she justwentdaft. 6 aNBA CO

tF NOAOALI yGa adzOK |a aNBR C AYRA QetualyRast KI G dzy
made it more challenging to picture in enough detail what was likely to happen to her as her
condition progressed. For Mrs F, she was not sure if such knowledge would be helpful but felt

that she would be better off knowing than not knowingneSlid not suggest that knowing

Y2NB o62dzi o6KIG !'f1T KSAYSNRa ¢l a g2dzdZ R ySOSaa
gave the impression that such knowledge might help her to feel less uneasy because of a

clearer overall understanding.

Several peog described becoming more comfortable with using medical terms personally,

but then moving away from using these with friends.

Gt I NI ALOGAS yHi2zd GKS SFENIe 2yaSid 2F 1 KSAY
Researcher{ 2 ! f T KSAYSNDRA 2NJ SI NI &indbifeinSthiat 2 F |
you would use or?

Participant-2 St f L KI @S dzaSR Az &2dz 1y26 (2 FNI
0KFGQa 2yfe G(KS 2y0S® L R2y Qi dzasS A4 6KSy

GLUYUY y20i F2Ay3a G2 1 AR (2gof kK&dot pidiilems. But & @
I've gone back to saying memory, you know I've got memory loss. And it's better for
people who don't know me; and it's better for me friends 'cause Alzheimer's is a word
GKIFIG SOSNEBo2ZRe&UyU&a FTNAIAKGISYSR 2Fs L GKAY] ¢

However some participants spoke about being unclear about which term was most

appropriate to use to refer to their memory changes in different social contéxtsSt t L YA 3
L YAIKG areés U2Stt LUY f dAnisséméBasds ii Watppatent®Ra@ y 4 N
people were not at all comfortable with medical terms{ Sy A f S RS Y Srgt@ilyl 4a | 1
62 NRE and ok paricibant was struggling to find an acceptable way to talk about his
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memory changes to otherpeopteL. ¢ 2 dzf Ry @8 &2YSoBARe awg2dzQf t K
LQY @SNE FT2NHSOTFTdAZ FyR L OFyQl NBYSYOSNI GKAY

Memories- hard to hang on to

Thissuki KSYS NBf I GSR (2 LI NI A OA by soraethingsdsvidS NA Sy O
andIF2NH20 ¢KSNB LQR Lzl A & @0 aadiieiddv@udbtionof 2 dza i f
this experienc& ¢ KA a4 Aa 2dzald YSY2NER y20 o60SAy3 |a 3221
point down or something. Yeah, and that's the best way | can destdri 6 a. Nihs al€o0

included their reliance on islands of older memory with most other things slipping away and

the extra effort required making it harder to hang onto the memories they did have left.

Participants such as Mr B also talked abounhbearticularly bothered by their experience of

memories being easier to hold onto in some contexts than others.

aL OFyQiz L R2y Qi dzyRSNERGlIYR Fff GKS GKAYy
Fo2dzi GKS ®ddd (GKS YSY 2l geddvaytfrém tieS QNB | €
YSSGAYy3 YR o601 0O1 G2 o001 Ayd2 2NRAYI NEZX

For Mr B, it appeared that this experience of being able to recall memories better in some
contexts than others was hard to understand asitfticted with how he expected his

memory to function. It is possible that this experience was difficult to understand if it was not
sufficiently similar to his underlying schema of what conditions such as dementia-or age
related memory changes should lolike. Therefore, difficulty in identifying a plausible
explanation for his memory changes is likely to have made it hard for Mr B to come to a

coherent overall understanding of these experiences.

Participants also expressed some uncertainty about whetiheir experiences of forgetting
things were normal, as opposed to being related to dementia, and whether or not they had to

accept symptoms such as forgetfulness.

aLQff 32 G2 (GKS aK2LJ FyR LQff ¥F2NBSG YI &
doli KI G & Sax a2 L R2yQl 1y26d L R2yQi 1y2

5
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oSometimes it's a bit frustrating when, when you can't just remember things and do

things but, you've got to accept it, haven't yourealy? 6 a NJ | 0

In comparison to other conditions, where symptoms bltHe relation to everyday

experiences, symptoms experienced in dementia such as forgetfulness also occur in everyday
life, albeit to a lesser extent. It is possible that this makes it more challenging for people with
dementia to make sense of whether tinexperiences are of sufficient intensity to be part of
dementia or not. For some participants, having a way to judge what might have caused their
symptoms appeared to play an important role in helping them to appraise their experiences in

order to consi@r whether they felt they had dementia.

Slowing down and going blank

Thissubi KSYS OF LIWGdzNBR LI NIAOALN yiaQ SELSNRARSyOSa

onset of their dementia.
GLQY GKAY]l YS Y2NB 2F 6KFd LOWBR2AYy3IS GKI

Ao sometimes sort of stand in the bathroom and, 'What am | doing?' | don't just go in to
get a shower. | sort of stand and not doing anything; just sort of standing and looking
round and then, 'Oh right, yeah.' Yeah. It's all just not closing dibwiust takes

longeré o6 aNBA CUOU

Mrs F felt that this was related to her observation tids¢hen I'm trying to think what am |
ddzLILJ2aSR (2 0Se®Patyd KRS LK®OIFKNHGoaNE CO

Finding what to say
Only a couple of participants chose to talk about word finding difficulties

d just have two or three words to sort of covérit 6 a NJ . 0

Nothing noticed

Half of the participants in the study began by saying that they had not noticed any changes or

symptoms

4@a L are ta L Yy +id G6KS Y2YS8yid L R2yQid 7
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hadit o6aNB /0O
G¢KAA Aa (GKS (GKAYIXINO A SA 05 Sly SR AWK {i  NEIGK
B)

For most people, further interview questions allowed them to elaborate on changes they had
Yy20AO0OSR 0dzi RAR y20 AyAdGAlLfte YSyidrazyo 125SQ

interview was that

& L Usb&ceptett that it's the way it is. It isn't as though I've had a good memory and
GKSy t2ad AdH¢E daNm ! 0O

Although Mrs A felt that she had always had a poor memory, further prompting during the
interview identified that she did not feel she knew enouglatwhat might be able to help it.
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aNBR ! Qa AydiSNBald Ay ¢ KtBingkoI&P harmendiy & B@loréd2 dzf R R

further during discussion afure-control subthemes below.

Cause suthemes

Growing older

The majority of participants spoke about ageing playing at least some part in bringing about
their dementia.GAll | can puit down to is my ageé ¢ abhtlsdiné participants talked about
being uncertain whether ageing was a causal factor related to the changes they were

experiencing to their memory.

éShould | put it down to my age, should | put it down to this and that.@dbn { y2 6 ® L
R2Yy Qi (1y26 o6KIFI(ié®d26aNR®OL R2Yy Qi (y2¢

When prompted to elaborate on this point later in the interview, Mr D talked about having
some difficulty in understanding which factors and experiences might have contributed to his

dementia, and hes much might be due to factors such as aging.
G 2dz 1y2¢ 6KIG L YSIY X L R2yQi 1y2é6z L L

i2 X 2yS LISNI OSyis L atesx 2yS LISNI OSyi L
0SOldzaS LQOS WHRH RBYXSYyHAN KQALERBAWHSY L R?2
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However, this lack of knowledge did not appear particularly important to him, bate a
largeimpact upon his overall understanding, as he also went on to indicate that his strategies
for trying to manage Isidementia were based more on his experiences of symptoms than his

knowledge of cause as he believed dementia affected everybody differently anyway.

Although some participants felt that age was the only factor responsible, others felt that

ageing revealegusceptibility to memory difficulties inherent from birth.

O OSNEO2ReQa RAFTFSNBYG FNRBY o0SAy3a 02Ny |y
thinkle o6aNBA CUL D

For one participant, attributing the cause of his dementia to ageing appeared to allow him to

justify the changes he was experiencing to himself.

@ Stfx LUGS 3F20 (G2 0ft22YAYQ yn &@SIFEN 2fRO®
AlUasr &2dz (y26® ¢KIFIGUaA gKeé L Lidzi vyz2ad 27

but at the same time he questioned whethdrig was the right thing to do.

A can't expect to be same as what | was at 21 or 22, can | reéilyH).
This seems to suggest that ageing was the most plausible explanation Mr H could identify for
his memory changesHowever, he seemed to strugglefaym a coherent understanding of all
his experiences as it appeared that his belief about ageing as a cause did not fit with his

observation that recent memories were more difficult to recall than older memories.

Circumstances and incidents

This suktheme encompassed a variety of external factors which participants felt may have
contributed to their dementia. Without prompting, one participant expressed uncertainty as to
whether a recent bereavement had played any role in causing his dementia but hetdid

indicate that he wanted to find out any more about this.
A YSIFYy L R2yQi 1y26 AF tf2aiy3aq ¥e&ohNNBEYSN

When prompted to talk explicitly about the causes of their memory changes, participants
talked about a varigy of circumstances and events that they felt had contributed to their
dementia, such as time of day and amountofrest: 8 6 S L QY GANBR 2NJ y2i

sleep on a nighf. 0 aalhgSide changing circumstances which placed different demands on
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their memory. Changes in dag-day environment, shock and stressful circumstances were

also seen as having a causal role.

L KFER F o0AG 2F F NI dzyYrdAO R2 yR FEf f3
into the office and all of a sudden | went frao@ing the sort of office manager to the

office boy! To put it quite bluntly. And | finished up going to work every day as usual

0dzi KIFI@Ay3 y20KAy3 (2 R2® X LUY &adz2NB (KL

Bodily changes and poor health

Views about theale of physiological factors in causing dementia ranged from general
comments about health being implicated as acafise it OF'y 68 @2 dzNJ KSI f (i K
Ol yU i Atdibeingduacttiain abdut whether previous health conditions or treatments

hadanything to do with it.

G¢CKSNBE 46l a>x L O2dzZ R 0SS gNRy3I 2y GKA&Z 0 dz
chemo and they were write up in paper once and they said that this particular chemo

O2dz R OFdzaS LQY y2i( adzNB SgrRIKESINNIZYIESTe Xa I{ A
0KFd KIFEIR yedKAy3 G2 R2 gA0GK AGKE oaNBH /(

For participants with mixed dementia, they talked about finding it easier to identify a concrete
explanation which made sense to them for the vascular component of their dementia in

compah a2y (2 !fT KSAYSNDa®

G2Stf FLINI FNBY GKS @I aodz NI 2yS 6KAOK |

KSIFERY odzi GKS 'f1T KSAYSNRa y2 LQ@S y2 ARSI

HoweverforMs/ = y 204 dzy RSNRAGIFIYRAYy3d (GKS OFdzaSa 2F (K

dementia did not appear to be important to her or impacting upon her overall understanding.

a'a L alreée L R2yQil 1y2¢ K2¢g LQ@S 3I204 AG 2N
again dz O2dzZ R al & gKe& y2i YSK X 2Sftf L R2y
iKIFGQa AlGodé oaNBH /[0

In relation to coherence, Mr D viewed a shrinking brain as one cause of his dementia and
appeared to link this understanding of cause to a belief that nighwould be able to tell him

how to cure his dementia.
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L R2Yy Qi 1y26 Kz2g Oly (KSe oo (KSe g2yQi
fA1S | t2G 2F (KAy3as (GKSeé 62yQiG FAYR | (
R2oy> 52082NMa aGaRF RYYAA 3J2Ay3 aYFftSND |y
RSYSYyGAlF ®¢ o6aNJ 50

Although such views may have limited his awareness of ways to manage his condition, his

overall understanding could be seen as coherent to the extent that his belief abowg wess
compatible with his belief that this cause was too complicated to be cured. Comments such as

this suggested that some people may find it easier to maintain a coherent understanding of
GKSANI O2yRAGAZ2Y AT (KSe& | RR Lyi2 o2 RBA Sloy 2Aieka iz WL
G2 FOOSLIN GKIFG oKIFIG GKSe R2y Qi dzyRSNERGlI yR OF
uncertainty about whether anyone would be able to tell her what caused her dementia, but

still indicated that she was keen to find out moreoabwhy she had got it.

L YSIYy ¢K2 l1y2sa oKIFIiG OFdzaSa AGKE daNB C

d just happen to want to really know more about it and ihy,6 a NA CO0

She appeared to hold a view that it was important for her to know as much as possible about
why she had got dementi@ong with a belief that there might be some things about causes
GKAOK &aKS O02dA R y20 FTAYR 2dzi 0SOldzaS y202Re
understanding of her dementia may not be coherent because she appears to be indicating that
she does noknow enough about her dementia, including why it happened. However, this

absence of coherence may be encouraging Mrs F to increase her awareness of her condition.

How you are born and family history

The subtheme reflects how some people evaluated tiielihood of their genetic make up

playing a part in their dementia.

L GKAY1l Ad R2Sa NMHzy Ay FlLYAftASa 06SOIdzas
RFR F2NJ I ¢KAfSY IyR KSy (KSeé KIR (2 Lz

Some felt they did not have enoligknowledge to know whether their dementia could be

related to their family background

& R2yQil 1y29 6KSHIKSNI AGQa lyeoz2Reée StasS &
KIF S S@OSNJI KFR Al 06SOFdzaS L R2yQl (y2¢ Yeé
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and some alluded ta genetic cause without mention of things running in their family.

a'a L aresx A4 L gra 02Ny 6AGK AGH X LY@S
X 6SUNB y2i Fff G4KS &1FYSZT IINB 46SKé¢ daNB !

Consequences suthemes

Adjusting expectations andportunities

Some participants talked about having to adjust their activities or expectations because of
their dementia. These varied from expecting not to live as long as they hoped to more practical

adjustments to what they chose to do or were able tm d

L KIFIR lo0o2dzi (GKNBSa#RWEAXKERGKSYRNA B8 dX RY A d
20KSNJ LIS2LX S 3L AYyé odaNBR CO
d{2 L 2dzAG GK2dAKG L OFryQG 3ISG Ayid2 G§KS

Changing relationships

Around half the people in the study felt that there had been some degree of change in their
relationships with friends and family, particularly their relationship with their spouse. Some

people spoke about changes they were currently experiencing.

z A

GL ([GKAWYY y2i LidzidAy3 GKS &FYS AyLidzi Aydi2
R2Ay3 X L dzaSR G2 0S GKS 2yS gK2 RAR GKS
223208 618 NPdzy R [pAha]T { Jpaner] alRiie tine nowS € A |y (
wSYSYOSNAYI 6KSNB 6SUNB 3F2Ay3Is GSttAy3T Y

Mrs F voiced uncertainty about how much consequences, such as finding cooking more
challenging, were impacting on her daily life but she also mentioned that presuming that the
consequences she was currently experiencing were typical of dementia helped her make sense

of her condition.

oWell | don't know about things. It's just . . . | suppose | just presume that this is what

happens. Yeah, that'd make, that'd make sense, donié o6 aNBR CO
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However, an ability to accept what was happening as normal was not shared by some other
participants where a conflict between their experience of symptoms and expectations of their
condition appeared to make it more challenging for them to cdma coherent

understanding of their overall condition.

Some participants spoke about changes to relationships which they expected to occur as a
result of their dementia including uncertainty about how family members might cope with

consequences the padipant might experience.

ALUYPS aG2LIISR F2Ay3 G2 5258 KSNI 6SOIdas Al

(@]

abandon me if | go totally doolally, you kno& if 6 a NA C0

20 1y2eAy3a Y& FlLYAfed ,2dz 1y26 6KSy &2dz
there.lknow. 62y Qi (1y2¢ FyeliKAy3a Fo62dzi AGI 0 dzi
YS 0S80l dzaS L (1y26 (KS SHFNEOIm AGQftt KI JS
@ Stf Y& RIdZAKISNREY aKSQ3a Ay wylYS 2F 02
RAFTFAOMA GASE@ 4 RSIOf R2 VR {IS] b BD HKz80% NBK § D&

' VOSNIiIAyideé | o2dzai K24 KSNI RIdzZZKGSNI g2dA R YIy

changed appeared to be a concern for her. However, it was unclear what knowledge could

address this concern; on@sgsibility is that helping Mrs C identify alternative support for her

daughter in the future might be more beneficial than furthering her understanding of future

consequences.

Trying and getting started

A few participants described that since having dementia they had noticed increased difficulty

in initiating things they wantedtodd{ 2 YSGAYSa X tA{1S L alreée (2 Ye
£ SGASNI (2RO E B AMRYGMAMEIES epoltd dzjedte th @y tokake

their share of what it was possible for them to do but found it difficult to make the effort to try
torecallthingsa LG 3ISGa G2 | LIAGOK gKSNB L GNB |yR Ol
t SIS AlGdé o0aNI DO
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Being cared for and going daft

This suktheme related to the way participants described the expected consequences of their
dementia as it continued to progress. Almost half the participants expressed a view about this

and none of them spoke positivelpaut the possibility of moving to a care home.

aLQftf 3ISG RFEFGOSNI odzi ySOSNI YAYR X {2 LQR
G2 wylYS 2F aKStGSNBR K2dzaAaAy3de o6SOldzaS F

GL UKAY1l Al @g2dzZ R 0SAy SGIHINBNG (G&®a NRBA SC Wi KI'y R

Mr D expressed uncertainty about future consequences that he might expect, but was clear
that there were some things that were important for him to know, such as how much he could
keep doing for himself, and other things such as how lmagight live for which he would

prefer not to know because they would be too frightening.

da f2y3 +ta L OFy t2271 FFUSNI YeasStTsz LQff
medical ..washing, showered, shave.. look after my cat, look after my Hawisténen

F3FAYy aSST L R2¢YQOaNyB3é6d L R2y Qi 1y260

A& R2yQlG ¢l yld G2 1y2¢6 0SOlFdzaSX AT &2dz 1y?2
32Ay3 G2 RAS Ay G2 RIE&a GAYSE dad BdHYy QU

This gave the impression that forNd, knowing about the future was important to him if it
related to things he could have control over which might help him to maintain independence
but a lack of understanding for things outside of his control might be less likely to impede the
formation o a coherent understanding if they are seen as unimportant as they cannot be
changed. Therefore, for some people, absence of knowledge may be more likely to affect
overall coherence, and be important for people to address, if it relates to issues which the

have the possibility of exerting some degree of control over.

Other participants such as Mrs F were aware that there were likely to be additional future
consequences of their dementia but did not feel it would be helpful to know any more about

what migh happen to them.

O0Researcher Are there any things that you expect to be different in the future

because of memory loss?
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want to go searching anymoke. 6 aNRA CUO

Inthis instance, Mrs F had already described previous experiences of observing how dementia
affected people as it continued to progress so she may have already felt she had a clear
enough picture of what to expect and did not feel it was important to furtmer

understanding of specific future consequences.

Just the same

Half of the participants initially expressed that they did not think there had been any
consequences to their dementia but these participants later elaborated on changes that they

had noticed.

b2 y2iKAy3IQa OKIYy3ISRP mis@fi yRdzE  REKRG NBY
(Mr G)

b2 L R2yUid GGKAYy]l X Y& LI GASYyOS K& aoamys
H)

However, some participants who felt that their dementia did not currently have any noticeable
consequences did not see thisastatic situation. Mrs C expected uncertainty about her
condition to increase as changes due to dementia began to have more ofta-day impact.

It appeared that finding out more about new changes as she went along was a strategy which

she hoped wouldhelp her to maintain a coherent overall understanding of her dementia.

Gla GKAy3a OKFry3aS L gtyid G2 1y26 Y2NB X |

made a great deal of difference to what | was doing before | knew | Bad it a N&A / 0

{2YSOGKANADAlI YREAG 2dzad 62y Qi Of A 0]

This suktheme encompassed times when participants talked about being aware that there
was something they felt they should know but they could not quite manage to bring it to mind.

This was apparent in the narratives of haltlod participants.

& / 2 YHowiet started raining and it waawfuld OF dza S L O2dzZ Ry Qi 23S
GALISNI 2y Fft OGKS GAYSET FYyR L gla 2dzaid R2A
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left [friend] and I'd dropped her at home, and it sudtedlicked, you know. | was just

having them going intermittent; you know when you just do it with your finger. I'd just

y2i Gdz2NYSR Al FIN Sy2dzZa3Kkeoeé o6aNBR COU

GLQY 3J2Ay3 R24y GKSNB IyR O2YAy3d KIFETF

7

gl €

alittethingt YR L alé&xX L F2NBHSG GKIFIGddé o6aN 50

Some participants felt that their memory changes had made some difference®etdgy but

they did not know exactly what had changed.

G2 KIFId RAFFSNByOS R2 ' YSY2NER OKIy3S

a
brind @2dz (G2 | LRAYG (KFIQaAXZI L R2y Qi 1y260

Ayl AGoe 6aNI .0

YSi

i A -

AWSASIFNDKEANS R2 &82dz GKAY] GKFGQa FFFSOUGSK
Participant-L.  R2y Qi 1y265 L OFLyQi> L R2yQit GKAY"

0S &dNB®é o6aN .0

For Mr B, difficulty in finding identifiable consequences of his memory changes appeared to

coincide with experiencing symptoms which he did not expect. This suggested that it may have

been hard for him to decide whether or not he wapexencing dementia, giving the

impression of a more general confusion about what was happening to his memory.

Curecontrol subthemes

Approach to their dementia (hide or seek)

The majority of participants made reference to the ethos with which @yggroached trying to
manage their dementia and this appeared to vary between participants. Some participants
appeared to adopt a predominantly optimistic approach to trying to control their dementia,
not dwelling on why things had happened, looking to médeemost of what they could still

do, and availing themselves of anything they felt that might help.

A& 2dzad GrFr1S SHOK RF& Fa AdG O2YSa ol aa

have togetonwithit d6aNR [/ 0

Ol f
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aL fkhowB K & gl1dant tokknow how it affects other people if everybody sort of
adFNIa 6A0K GKAA 1AYR 2F GKAYy3a X L R2yd4i
G2 1y26®é oaNHBH CO

Other participants appeared to approach things with an attitude that could be ceresid

avoidant
L R2yUlG GKAY]l o62dzi Alddé o6aNB !0

Some participants also talked about trying to revise approaches to coping with dementia that
they felt were not helping, or viewed their methods of coping as positive in comparison to

alternative approaches.
GLQ@S 320G a2 dzaSR (2 Al y26d L 3ISH dzJaSiqg

AGK LGQfE 2yfte YIFI1S YIGGUSNE 62NBRSPE o6aN I

L GKAY]l Al RSLISYR& 2y LIS2LX SUa LISNB2YI ]
my best friend just don't ant to know. So she'll end up totally bonkers, and she won't

have done anything about it, will she? Least I'mtryiigh 1 Ay 3 G KS Gl o6f Sida

L R2Yy Qi KAyl a2 odzi X

This suktheme reflected participants expressing that they felt nothing much cbeldone
about their dementia, or a tentative hope that something might be possible but only in the
future. A common perception appeared to be that the interviewer was enquiring about the
possibility of completely curing dementia even when questions sadsdhere anything that
can be done to improve how it affects you dap-dayZ had intended to enquire about

managing the dayo-day impacts of dementia.

OParticipant- | can't do anything about it

Researcher | guess I'm just curious as to why you fegu can't do anything about it
Participant- Well, maybe someday there'll be something that can do something about

AGH . dzi GKSNB Aaydd a2 X LG YA3IKG O2YS 6k
R2ydid GKAY(l AGUa | NP ARAKIKG 0BK $ KBNVY & U S2 St

Some participants did not think they understood how it would be possible for anything to cure

their dementia and were not inclined to investigate whether anything could be done because
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they felt they could not find outray more because nobody knew, as it was too complex to

understand.

L R2y QG (1y26 loz2dzi GKIFG 0SOFdzaS od (KSe
you break your arm they can put it in a sling or set it or things like that but not your
brain,noX G KS& g2y Qi FAYR | Odz2NBE F2NX¥ . SOI dza S
they never will find one. But say five years down the line they find a drug or an

2LISNI A2y Oly KStLI oods al e AT AGQa | f Al

they L YAIKG areée ¢Stttz FfNRIKGE LQff R2 0

¢CKAA (eL)S 2F 6StAST:E (KIFIG GKSe@ OFyQld FAYR 2d
to minimise the importance of finding out about cutentrol strategies, perhaps helping them

to maintaina coherent understanding of their condition by allowing them to accept that their

current understanding was sufficient, given what they believed was currently known about

dementia.

Selthel

All participants contributed to this suimneme, which wasnly mentioned once during open

guestions at the start of the interview in relation to adapting patterns of socialising with

friendsd L Q@S LJdzi Y& KSIFIR Ay GKS &l yR | yRhis2dzal R?2
subtheme encompassed things whiohly individuals with dementia themselves had done or

felt they could have done to try and help their dementia such as applying more effort, keeping

their body or mind active and healthy and asking or enquiring about things.

GL 1SSLI NRBAYRAS s KSHFY HYBA AASYI@S INRdzZLI yI YS8
KIFILILISYSRE daNJ .0

oKeep your mind activgpur mind looks after your body, not the other way around
0SOldzaS @2dzNJ YAYR Aa fA1S GKA&a X @2dz2NJ YAy
saysyouputthe TVoh @2 dz2NJ 62Re R2SayQd GStt @&2dz (K

run, you cry, you laugh, you make lave. 6 a NJ 5 0

GL 2FGSy GKAY1lZ ULUfE KIFEI@S (2 Lzt vYeasSt:H
myself, you know, 'get a grip,' and, you know, drkit harder, if that's the simple
SELINB&aaArzy (2 dz&aSed X 52 | oAlG 2F RIyOAyS3

that .. all | think is that I've got to keep trying to do as much as | possibly can in, you
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know in every direction: exercise,iggto quizzes and doing all these things, and trying

G2 1SSLI I32Ay3 & f2y3 & L LkRraarofte Ol yé

C2NJ 42YS LI NILAOALNyidazr y2N¥IftA&GAYI GKSANI GAS
have a clear idea of how they were going to manage it may heoxsdded a mechanism for

giving themselves permission to limit furthering their knowledge about their dementia.

oResearcher Do you feel you have a clear enough understanding of what you might

58 FofS G2 R2 G2 YIylF3s$ | yevastulaldgresia? o0 SOI c

Participant-b 2 L &dzZlJlJ)2asS y20x o6dzi GKSY L R2yQd
ARSI K2g¢g (GKSe& FINB 3F2Ay3 (2 YIylFr3asS 1£1 KSAY

A helping hand

All participants talked about this sttheme which encompassed occasions when participants
referred to help they had received or help they thought they might find beneficial, from family,

friends, professionals, the wider community, or God.

a. 85 o8t AQI Gir2y 2F NBYAYAZO0SyOS INBALB X

AG0FNI FyR GKS@& QNB th kiokl if §uestioh théyNsk athiey\ayfvays NB | £ ¢
488y (2 08 GKAy3Ia GKFiG L KIF@SyQd 1y2éy dz
putité 2dz 388Gz 22td4a G2 YS 6KHid L RARZ a2 Yl

68 ALISH1¢é€ 6aNI .o

a! o0f21S Ay GKS ILINIHYSYyG A& oaz2fdziSte S
NE Ol St aOASYyOS FyR (KAyYy3Ia f aheBesinfle G @ L (4 2
questions that you should know, if you know what | mean? And er, that's doing us a bit

2T J22R NBlIffeazé 6aNI |0

GhyOS @e2dz 3Si Ay GKS aeaidiSy lFyR KIFI@S 3210
probably the doctor would, my own doctor, woskke me but, no, you go to the

YSY2NE OfAyAO X @&2dz aSS OSNE RATFTFSNByd A
GKA& RNHZA L ¢61& 2y FyR GKS LI (0KSas &SI K¢
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A prominent and highly valued source of support was tepouse. However, some
participants did not always find this support helpful and some felt they could be doing more

themselves.

aL dr1S ljdzAdS  f24G 2F GrofSéta SFOK RIF& |
GKSY R2gy F2N YSO® 2hal KeSKNWBOKE Sl Lo foSR0daf Riy2Q Gd 11y

{2YSGAYSa L 3ISE OSNR>X OSNER dzZlJaSd Fo2dzi A
GSNE dzLJaSdéd yR Al R2SayQi KSfL KFE@Aay3a |

a2 St f X [shouskpsHelBof adof. I'll say thatn fact, | get a bit complacent about
GKAy3a YR SNE y2i fSG KSNIGF1S 208SNI 6 dz
GKSNBE G(KS KSff LUR 0SS gAGK2dzi KSNE G2 @S¢t

On some occasions participants talked about being uncertain howt®iemethods of
controlling their dementia were, about not finding the support that had been offered helpful,

or giving examples of how they had benefited from help.

G¢KSe Q@S Lizi YS 2y (GFoftSita odzi GKS& YIRS
anyway.t KSy LQ@S KFIR G(KSY F2NJF F2NIyAIKGE |y
GKSY YR LQ@OS ySOSNI R2yS (GKIFIGd o0STF2NB X &=z
YS tyediKMgEDG StasSoe o

Gt I NI AOR LRIWAIAK G SND&a OSNE I22R X {KSQa Ay
FLILRAYGYSyGa R2y 2y KSNI OFf SYRIN a2 L Rz
Researcher Ok and do you find that makes a difference at all?

Participant- Well it does because | do have anoice | NR 2 dzi G KSNB X 0 dz
anything with your name on so | told her and she put it down. You rang me last night

FYR &aKS NIy3d YS FTANRG (KAy3I GKAA Y2NYAyd

As mentioned earlier, some participants adoptedevwthat they couldn't find out more

about certain aspects of their dementia because nobody knew the answer. This view was most
prominently expressed in relation to what other people might be able to do to help their
dementia. Mrs A commented that if somedly knew something that would help she would

have already been told.
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O0Researcher Is there anything at all that you can think of that might be able to be
done to help with not having a good memory?

Participant- Well | hope there is but | don't know oféaii KAy I3 dé odaNB ! 0

L GKAY]l AF & & & AT &2dz KIR GKIFIG 1y26¢ftSHF
22dzAd RYyUd @2dzKk X ¢KAY(lAy3dIs GNRBAy3 (G2 FAYR

haven't heard of anybody who was working on this and, and er,ghgydzf R 6 S X

ALINBFRAY3I GKS ySgasz g2dzZ Rydd GKSe AT (GKSE

Mrs C appeared to draw a parallel between her dementia and physical health difficulties but

felt that changes to the brain were too complex to address in a similar manner.

(Researcherg KI i YA3IKG o06S R2yS (2 YlIylr3S G4KS S¥
dementia?
Participant- DA @S YS | ySg o0Nd AQaKNE 2/30 L R2y Qi 1Y

When directly asked, some participants, such as Mrs F found it difficult to consider how other
people mght be able to assist them in the difficulties they were experiencing because of their

dementia.

O0Researcher Is there anything you think other people can do to help you manage
with memory loss?

Participant- Not really. Well, no, | mean in whatway éo® (G KS& KSf LJ & 2 dzK §

By adopting the view that what they wanted to know about was unavailable, this appeared to

allow some participants to be comfortable holding two potentially conflicting views at the

same time; hoping that something could be ddneémprove their memory while believing

GKFG GKS@& O2dzZ RyQil FAYR 2dzi FyeY2NB [o62dzi GK
expressed both these views this did not appear to impact upon the overall coherence of how

they understood their condition aathough they hoped something could be done they did not

believe this hope could be realistically addressed.

Strategies and advice

This suktheme encompassed strategies and advice, which had the potential to be either self
generated or suggested by othpeople. Some participants also commented on whether they

found these strategies helpful.

@ ale (23 LQ@S FT2NH20GG8y KAa yIYS 2N LQO
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GNRAGGSY tt GKSANI yIYSa R26Y AygyYe RAFNE
52YSHKSNB (2 OA&aAG &2YS2ySodé 6aNJ DO

Gt | NI Alquat mike siure | always, when | go out, that I've got a pencil and some

paper and so that if | need to remember something that comes across, | would write it

down
Researcher And do you find, does tht make a difference for you at all?
Participant-b 2 G NBIff ez y2¢é d6aNB !0

a w S a S |- INibeteSanthing else like you were saying about the notice board ...
that you think might help?

Participant-L ¥ L Q@S 320G | ye& K2 aLlhdrdahd tHendhddl Rity G Y Sy
YS Ay (KS SeéS 4KSy L 02YS R2¢gy (GKS &aidSLIA(

seeing them than anywhere else.

7 A

Researcher{ 2 Al &a2dzyRa fA1S GKSNBQa YILe&oS azy
notice board or?
Participant-Yesati KS o620d2Y 2F GKS aidlANB &2 L OFy

Timeline subthemes

In relation to the time course of their dementia, some participants spoke about dementia
progressing at different rates and some did not feel they understood how the rate at which

their dementia progressed might vaand what might affect the ratat whichit changed.

dwSa S I- DdyduSesllyou know enough about how your memory loss might
change over time?

Participant-b 2> L R2y4id X L R2y Ui {KAtyelitsh GUa
LIS2LX S GKFG &2dz {y26 lo2dz2ié 6aNB CoO

o

A R2y QiU (1y26 0SOlFdzaS AT X K2¢g 6KIG GKAA
R2gy | O0AGZI odzi K2g o0A0 X L R2y Qi 1y26d I

Although participants expressed uncertirmbout the rate at which their dementia might
change, this uncertainty often appeared to sit comfortably with their other beliefs as they

expected this aspect of their condition to be individual and variable between people.
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There were two other timelineubthemS & G K| G OF LIG didB.OnelJr NI A OA LIy
Sy O2YLI 448R O NBEAY3I RSINBSE 2F OSNBdmatyhése NB 3
L 1y26 6KSy X odzi Ad0Qa KIFENR G2 06S &adaNBQ

(0p))

L GKAY]l GKSNB YAIKEG o
(Mr B)

a2YS ORIYIEK&A ol YR ¢

Gl Fad @SINE L O2fftlrLASR G GKS SyR 27F Wdz
(Mrs C)

Another timeline subtheme encompassea view held by the majority of participants that
their dementia was unlikely to stop, butwith2 YS | f a2 YSy dA2yA¢¥3a I K2l
2dzail 62y Qi adG2L) 60dzi L éA&aK Al g2dzZ RQ

O0Researcher How long do you think your dementia might last for?

ParticipantwSaid 2F Y& RIF@adé o6aNJ 50

For some participants, normalising their experiences appearediday them to accept a view
that their memory would not improve or would continued to deteriorate without feeling that

it was important to find out how to prevent this from happening.

GLUYY 2dzad K2LWAyYy3 Al R2Sayuiyodgstivlderyodre i & 2 N
A32yyl 384G 62NES® L |aadzyS GKFGUa | NBIFazy
H)

Emotional reaction subhemes

Participants described a variety of emotional reactions alongside their IRs. It was common for
participants to fel selfcritical to some degree but there was a range of experiences within

this. Some participants talked about being mildly annoyed or frustrated with themsé®its.
FNIAGNF Ay +Fd GAYSA X odzi AGUA yEMHKAYEQNS I f
Fyy2@Ay3d sKSy GKSNBQa (KA yHbEever, gtheis Kbl a strbon@er 2 F

selfcritical reaction.

Z A 4L oA 4

L 3SG dzLJaSG 1 o62dzi AlzcdzadSasSkiyygalSRBR by RF
FYy3INE X LGQa Al TAMX D ALl alazd VSANNWOIEAS] S (KA &
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A sense of fear and being uncomfortable about what was happening was also apparent for

some people.

a{2YSGAYSa Al R2SayQi KSftLI @2dz G2 1y26 oc¢
GKAY1 GKSe (y2HAYXKIiz2 (KISRIONG @2 &82dzz Ad &
D)

L GNRASR (2 R2 {dzR21dz FyR NBFffe& aiNHzaIf

Feeling embarrassed was also an issue for some participants.

GL ¢62dzZ RyQi f AR 2020t &K FipS iy Soe20iza S Y S
OFy Qi NBYSYOSNI KAYy3TZaQd LQR FSSt SYO I NNI 2

Participants also spoke about having to adjust to or manage feelings of loss.

G{23 &2 LUGS 2dzaild TFT2NB2(SKIK2 d 20 2r SO al
F)

A 2dzad 3I2 2y Fa L RAR 0SF¥2NB L (ySé¢ oKI G
four bad days and that was about a fortnight ago was that so it just suddenly hit me

2YS Y2NYAYy3 FyR (KIF (Z jus tien eachya 8s itéoikiSsy L QO S
(Mrs C)

However, some people found a way of seeing a positive side to things, expressing a degree of

acceptance and thankfulness for this.

aL O2yaz2tS vyeaStT o0& (GKAYylAy3az o Sofbadr L f 2
GgKSY L 221 NRdzyR FyR 4SSz O2YLJI N} GA@STt e

KFE@gSydd 324 | €20 G2 Y2Iy | o2dziHé o6aNJ IO
GLQY o02dzyR (2 RSOGSNAR2NIGS G a2YS8S LRAyGOD
Al Qasx o dzigettihginyself ipf®a s@rogeRit because if | start getting into a

LAY Fo2dz2i GKAy3a AdQa 2datz L IS4 GKS Tt
GKFG 62NNB Fo2ddi YS 3ASGdGAy3I Aylz2 | &ALAYE

ax

W23 AGYa y2G 3F20 | yeforth@NESa ME V120 YR LUY
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2 KSy GKSNB 6SNB SELISNASYOSa (KIG RAR y2d FAd
expected to happen to their memory, this appeared to particularly get to them and could elicit

a strong negative emotional reaction.

z

b{2 & Il ®»MR& 122G I+ 240G az2dzZ 4G GKS Y2YSy
(Mr G)

Comments such as this indicated that finding a plausible explanation for things that did not

make sense may also have a role in helping to regulate emotional distress.

Other marticipants indicated that choosing to limit which things were important for them to

find out more about might play a role in regulating the emotional impad¢heir dementia

oResearcher does talking about, thinking about the consequences of memoryslos

does that kinda raise any feelings or emotions for you?

Participant- Not emotions ‘cause like | say | don't really want to know. | suppose | don't
gyl G2 1y26 lye Y2NB y26H .SOFdzaS L (y2c¢

Coherencegl Y A Y RA @A Rudertafding &f h&randition

Interview prompts focused on what participants felt they did or did not understand about

individual IR domains, however some participants also made more general comments about

their overall understanding of their conditiar made comments that could indicate how their

degree of understanding about one aspect of their dementia related to their overall

dzy RSNEGFYRAYIP LY 2NRSNI (12 SELX2NB (KA& | NBI
reported along with some of & | dzi K2 NDa 20aSNBI GA2ya Fo62dzi K
may relate to their overall understanding of their condition and general observations about
participant overall understanding. This includes instances where participants indicated a lack

of coherencan terms of their overall understanding and instances where participants

appeaedto be content with their current degree of understanding of their overall condition.

Some participants made comments that appeared to relate more to their overall
understarding of their condition than to whether there was anything they did not know about
individual IR domains. Mr D commented that he felt that doctors did not even know what

dementia really was and it affected everybody differently. However Mr B made a nuwhber
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comments suggesting that he could not work out what had changed and how it might affect

him.

GL R2y Qi 1y26d L YSHyX RSYSyiGAlT L YSty L
Al A

R2y Qi (y26 NBFIfte gKIQ ¥ adé 0aNJ 50

GL YSIyYy S@SNEO26RR2IRwW. RSB i¥tiSey shy tb meRybF deBidhtia is
this and it will go that fast or that slow, then | would know. But like | said, nobody
1y26ad 9OSNEO2ReQa RAFFSNByYyi(Hé¢ o0aNI 50

@ KFd StasSzy ¢KIiG X K2g YdzOK YSY2NE é¢OKIFy3S
(Mr B)

oResearcher Is there anything about kind of the causes for memory changes that you
R2y QG FSSt (KFd e2dz {y2¢ Sy2daK | 02dziK

Participantc L R2y Ql 1y2¢ Sy2dzZaK | o62dzi Ftt 2F A

G¢CKSNBE KIFI@SY (GKSNB Ydzald 08 KAZNY & RAY DA LIQC
NEBFfftadég o6aNI .0

Mr B indicated that he did not think he was sufficiently aware of what was happening to his
memory or how it affected him. On other occasions he also mentioned wanting people to tell
him what had changed about his memgpperhaps believing that this might help him identify

what the changes to his memory were or if he could do anything to address them. In contrast,
Mr D appeared to be aware of several aspects of his memory that had changed and how they
were affecting hinbut did not think it was possible to understand what dementia really was,

so he may have been less inclined to try and find out more about his dementia even though he
would like to have known more. Both of these views could be seen as consistent wethad la
overall coherence. However, it appears that other factors may affect idiosyncratic responses to
01 2F O2KSNBYyOS AyOfdzRAYy3I az2vYSz2ySQa o6StAST
and whether they see things they do not understand as perdpnalevant to address. These

may influence whether they feel it is relevant to further their understanding of their condition.

Some participants indicated that they currently felt they had a sufficient overall understanding
of their condition or did notvant any additional knowledge about their dementia. It appeared
that it was possible for this to occur even when they were aware that there was more that

they could find out about dementia, if this information was not important for them to know.
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(Researcher, 2dz ¢ SNB alé&Ay3d (KIFG @2dz RARY QiU FSS
now, can you tell me anymore about that?
Participant- No because the trouble with me is as | always say a little knowledge is
dangerous. If you get to know too much, if you geitnow so much, my mind works
2OSNIAYS YR L OFy AYFIAAYS Fftf az2Nla 2F

oResearcher You were saying that sometimes a little knowledge is dangerous. |

3dz54a LQY 62yRSNAY3I K2g PdzOK (y26f SRIS A3
Participant-{ 2 L Uafér ¥npw rhofRbodtdt as it goes further on and there are
OKIy3aSad ,2dz {y2¢ 3ISG (GKS (y2¢6f SRIS +a Al

Also, Mrs A had not considered trying to find out any more, as she did not expect her memory
tochangea L R2y Ui SHSESBO{2All KROOKHY MBeredsiiteé (K2 dzaFf
appeared that taking part in the research interview may have caused Mrs F to become more
consciously aware that she took her experiences for granted as being typical for dementia.

G2 Sff L R2oyMdai (yrRrMy Xa® LiUYa 2dzad X L adzlias
KIFLILISy a ¢

LG OFry 0SS aSSy GKIG I O2KSNBy(d dzyRSNEGlI yRAY3
awareness of their condition if they do not see a need to further their knowledge about their
condition. Also, for some people acquiring too much knowledge about their condition may

make it harder to maintain a coherent understanding as participants such as Mrs C indicated

that they would find it more manageable to find out more about their denigeias they went

along.

Ly &a42YS$S AyaldlyOSas LI NIAOALIYyGAQ yINNFGADSE
about individual IR domains appeared to be related to a broader sense of puzzlement about

their dementia as a whole. This was particlyapparent within the IR domains of cause and

identity. Mr H appeared to be struggling to form a coherent understanding of his condition as

KA&d SELISNASYOS 27 &déVYLI2Y¥d KRVEAEQ[ KT Al Lo MKR dK
automatically knowand] SSLJ F2NHSGGAY3I R2yUdid LH X LiGUEA O
H). His experience of things that he found himself forgetting more frequently may have

conflicted with beliefs and expectations about potential causes for memory difficulties.

Comnents about forgetting things which Mr H felt he should automatically know recurred
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throughout his interview. This suggests that he may have been perplexed by this experience,
and slightly fixated on it, which may have inhibited his ability to expand hisratanding of
memory changes in other domains. Mr D appeared to be confused about whether there might
be another name for the changes he was experiencing to his memory in addition to dementia.
Gb2¢g 82d2Q@S 3F20G RSYSYyGAl K8y Le RRYAS 32/ o0 WA
0KS 20KSNJ YSY2NE f 234 o Itis likelpthatxiis makhave madeitlz Ol f €
harder for him to come to a coherent understanding of all of the changes he was experiencing

to his memory.

For some participast uncertainty about cause, in combination with identity in terms of
symptoms experienced, appeared to lead to a general sense of confusion. For instance Mr G
struggled to identify a cause which he felt was a plausible explanation for the things he found

difficult to recall.

GLQ@®S y2G KIFEIR y2 oly3da 2y Yeé KSIRI L KI @8
(Mr G)

a{2 la L are LQY I oAl 2F | t2adGd az2dZ I
(Mr G)

On a number of occasions throughout the interviklw G returned to this issue and expressed
his frustration at not being able to identify a plausible cause. While it was important for him to
find out what had caused these memory changes, focusing on this issue may have made it
challenging for Mr G to undstand other aspects of his memory difficulties, and consider how
to address these difficulties, because he remained unclear about what exactly he would be

trying to control.

Although difficulty understanding particular areas of a condition can be seemp@ct on
a2YS2ySQa 2@0SNIff dzyRSNRGFYRAY3IS Al YIe& 0SS L
that they do not fully understand in one or more IR domains without this having an impact

upon overall coherence if they do not feel it is important teolw about these areas. This may

also be the case if they do not feel that additional knowledge would impact upon their ability

G2 YIyFr3as GKSANI O2yRAGAZ2Y® Ly O2yidNlad G2 aN
difficulties discussed above, for some peiggants such as Mrs C, knowledge of cause was

unimportant as they felt it would not impact on how they managed their condition.
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aL 1y29 K2g AlG FFSOGa LIS2LAS FyR @2dz Y+
(Mrs C)

G2S8ff L R2yQQUlI diX3¥yd UL bRazid KKNES | yR GKI GQa
Al ¢62yQlG R2 YS lyeg 3I22R¢é daNm /00

Therefore, the level of detail about individual IR domains required to reach a personally
sufficient overall understanding of their condition is likely to aeyween people and impact

upon whether or not they are able to form a coherent understanding.

It was also apparent that other conditions and life events could have an impact upon

LI NOHAOALI yiaQ 20SNIff dzyRSNRGI y Ratyabou T G KSAN
whether her family, or prior mental health difficulties, might have influenced her dementia.

G, 2dz 62NNR | 62dzi @2dzNJ FI YAfASa YR FFYAfe& LN
anything to do with it, but so | had nervous breakdowns whieh 1a & 2 dzy 3 SNJ 6. dzi L
Mr D appeared to be experiencing more general confusion about whether all of his symptoms

were due to dementia, or if some might be due to age or to his other health conditions.

G[A1S L alreéex 20 2Mmonmentheyadse | [@&cApyioB of6 S NE S NJ
0SNBI@SYSyides LQY 3ASGaGAy3a | t2G 2F O2YLX |
SoSyie FyR (KAa GAYS 2F @SINJFYyR | f20 21
R2y Qi 1y26 6KIi oDogKEAE (@aBRBNO 2F Lldzi A

z

GoKFEiQa 3F2Ay3 2y gAGK YSK @&2dz 1{y2¢ o6KIG L
R2y Qi Lilzi AG & L Lidzi AG R2gy (2 o0 2yS |
y2dZAaAKGE LISNOSYyd Aadadod Aa Aldy 2065 Od KdkaiSQ 3L CHRSA yIE
1y26®¢ aNJ 5

Mr E had been experiencing sensory changes which were impacting upon his independence.
He believed that these sensory changes were related to his memory difficulties but did not

understand how his dementia might lsennected to these sensory changes and vice versa.

¢CKS 1 020S 20aSNDIFGA2ya KAIKEAIKG GKS AYLERZ2NIL
dementia in relation to other health difficulties and significant life events, such as
bereavementor family & ¥ A Odzf 6 ASazX a adzOK FIOdG2N&R Yl & |If

form a coherent overall understanding of their condition.
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Other Themes

There were some issues raised by participants that were not captured by i{8& D ut

appeared to be relatedt® 2 KSNBE Yy OS 2 T L lmtérdetion 6f GeinéntiaanhNaiber (i K S
KSIf 0K RAYIRINSBOUROIAM SWEIE 2 F I R @SS of ReBidiig RiAay 3 ¢ K |
to trust, some participants questioned whether professionals had believed them, wherea

20KSNBR KIR | Y2NB dzyljdzSaidAz2yAay3a | OOSLIil yoS 2

hiKSNJ LIS2LX S aSSy G2 X (2 GKAY]l dzYz 204KS
said anything about it but they've sort of looked as if they couldn't understand that,

youknowe o aNAR ! 0

A 2yfte 3I2 o0e& ¢gKIFG GKS R200G2NAR (Sft YSo

know a little bit, notthat mucld. é a NJ 50

Regarding?’L y 1 SN OG A2y 2F RSYSy {,fof somelparticipadts K SNIJ K S| €
change ilmmedication for other conditions meant they might no longer be able to be

prescribed medication for dementia, and some felt there was a connection between their

dementia and another condition but did not feel they understood what this was. Also, some
peopledid not feel they understood whether the changes they were experiencing were

definitely due to dementia, and some felt that physical chronic health difficulties were more of

a pressing concern to deal with.

GLQY 3ISGaAY3I | 2 heat Stackandthi timd of yedr And BIbtdza Y &
2F (KAyY3I&d 3F2Ay3 GSNESN]I ® 9OSNBGKAYIQa 3JI2)
Ldzi AdG R26y G(2¢ 6aNI 50

L KFE@S Y2NB LINRPO6fSYad 4AO0K GKS LIKeaAOolf I
Y2YSyid X BRIKElI PKAYIABT odzi +Fd GKS Y2YSyix
| get so much pain the [health condition] makes you feel really drained, as if

a2YSo02ReQa GdaNYySR | GFLI 2y FyR GF1Sy Fff
down. So thattakes morecogin ¢ A 0K i (GKS Y2YSyid GKIFy I f

Saturation

Thematicsaturation was determined for sditnemes of theCSSRM theme of coherence using

the method proposed by Francis et al. (2009)hg a minimum initial analysis sample of five
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interviews anda stopping criterion of three interviewsigure lbelow shows that all
coherence suithemes describing what people felt they did or did not understand about their
dementia were apparent by the end of the third interview, and that no new coherence sub
themes became apparent during interviews four to eight. As the three interviews following
interview five did not add any novebherencesubthemes stopping after eighinterviews
was felt to provide a sufficient breadth and depth of information to achiewsrthtic

saturation for theCSSRM construct of coherence.

Figure 1 Saturation of coherence ghlemes

o 7 ,/r‘ * * * * *
Eé

£ e

35 /

84 .

S ‘f

5 3

N -

S 2.

5

5 1

o)

2 1 2 3 4 5 6 7 8

Number of research interviews completed

Inter-Rater Reliability

I O2YLI NR&2Yy 2F (GKS NBfAIFIOAfAGE 2F (GKS FdziKz2
aS02yR NIGSNI gl a OFftOHA s ESREdZA A YA N NXELS ¢zRB N
which independent observers agré&. F. Hayes & Krippendorff, 200When interpreting
YNRLILISYR2NFTRaASIE dzS 2F m RSy 2 ithtagreddend SOG | AN
between raters is equivalent to what would be expected due to chancd Y R 'y h @I £ d:
then 0 indicates that agreement is lower than that whichultbbe expected by chance;
GKSNBF2NE GKS Oft2aSNIJh Aa (2 m GKS adNRy3aSN
(Krippendorff, 2013)Y NA LILISY RS NE F Q& t Odzf I (i S R-SRNbthdmbdlwith St & T
the value for levels of measurement set to 1 (nomigalalues for each CSRM themeare

reported inTable 3
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¢FofS o YNRLILISYR2 NFaefraliability ' 8aSaayvySyid 2F AydaS

Lower Upper
CSSRM theme Y N& LILIS ¥ R:7 95% confidence 95% confidence

interval interval
Identity 0.20 -0.15 0.50
Cause 0.72 0.44 0.93
Consequences 0.67 0.49 0.85
Cure- Control 0.80 0.61 0.96
Timeline 0.78 0.48 1.00
Emotional reaction 0.85 0.64 1.00
Coherence 0.50 0.23 0.77

Previous studies which have appldNJA LILIS ¥ R 8 RF F 8 & Saterreligbiity fory G S NJ
coding of qualitative data using the€Sva KI @S | R2LJGSR + @t dzS 27F
adequate reliabilitFarquharson et al., 2011} can be seen that the degree of agreement

between raters for the codingf@oherence, identity and consequences themes was lower

GKFYy notTo t2GSyiGAlf SELX Yl GA2ya F2N 6KSa$s ¢
limitations section of the discussion and recommendations regarding how the reliability of

coding could bémproved during future research will be made.

DISCUSSION
Key Findings

The current study explored whether IBsuld providea structure for talking to people with
early-stage dementia to facilitate the identification of what they felt they did not unterd
about theirdementia. Previous research hestablished that the aacept of IRs from the €S
SRM ispplicable to people with eadgtage dementia, and that qualitatisemistructured
interviews arean appropriate methodology for investigating IRg&mly-stage dementigClare
et al., 2006; Glidewell et al., 2012; Harman & Clare, 2006)
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To help identify what participants felt they did not understand about their dementia, the
current study employed a serstructured interview including questions whiaimed to elicit
LI NHAOALN yiaQ @ASga o2dzi GKSANI RSYSY(GAl Ay
NEFSNNER w2 |jldZ6 aW/AZRANGO GIAYFE fj235adGA2ya NBEFSNN
A novel feature of the sensitructured interviewd& A 3y ¢ & GKS dzasS 2F SEL
LINEYLIIaQ oKAOK gSNB SYLX2@8SR +d GKS SyR 27F S
the five primary IR domains. Coherence prompts enquired whether participants were satisfied
with what they currently knew atut each area of their dementia. This approach for assessing
whether participants felt they had a coherent understanding of each area of their dementia
drew from a study byrench et al. (2006yhich highlighted the need for further empirical and
theoretical research into which particular features of their condition people feel do not make

sense to them.

Study Aims

The current study aimed to offer some insights into what participants themselves felt they did
not understand about their dementia, aspectsdgmentia that participants said they would

like to know more about and aspects of dementia which participants felt they had sufficient
knowledge aboutln comparison to open questionthe CSSRM interview questions were able

to facilitate the identificag y 2F | S6ARSNI GF NASGe& 27F LI NI AOA L
did not know about, or wanted to know more about. In addition, framework analysis
highlighted some unique contributions of using IRs to structure discussions with people with
early-stage dementia. This approach helped participants to indicate that there were several
aspects of their dementia which they felt they knew enough about and to talk about their
rationale for how much they wanted to know for particular areas of their dementia.
Futhermore, framework analysis highlighted that there is a continuing need to revisit whether
people with earlystage dementia feel they understand enough about their condition, as
people reported wanting to choose what they find out about depending orr tharent
experience of symptoms and the current impact of their dementia on theirtdaday lives.

Specific findings from the current study are summarised below.

Italicised texindicates material only elicited by GRM questions. Ualicised textindicates
material elicited by both GSRM questions and open questions, or material only elicited

during open questions.
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What participants felt they did not understand about their dementia

During the current study, all participants expressed views inligahat they did not
understand about some of the following aspects of their dementia, but without indicating
whether they wished to know more about these areas. The aspects of dementia that

participants felt they did not understand are listed below.

TheYSIFyAy3a 2F GSNXYa &adzOK a Wil KSAYSNRAQ
LT 'fT KSAYSNR&a FyR RSYSyiGAl 6SNB GKS al ys$
How to talk to friends about their dementia

How and how much their memory might change in the future

Whether memory strategies or medication wereking any difference

If they could believe what they had been told about things to help their dementia

Why everyday things were harder to recall than older memories

How their dementia would affect their family

What the symptoms of their dementia actually xee

Whether their dementia had caused anything to change about theirtdalay lives

Whether particular life events might have contributed to causing dementia

= =4 4 A4 A4 A A - -2 - - -1

Whether physiological changes, environmental changes, ageing or mental health

difficulties mighthave contributed to causing their dementia

It was also apparent that participants were more likely to feel that they did not understand
gKIFIG KFR Ol dASR GKSANI ! fT KSAYSNRa GéeLlsS RSYSy
dementia as the explanations thate¢y had been given for the cause of vascular dementia,
ddzOK |a WYAYA adNR1SaQs gSNB aSSy lFa oSAy3 i

Framework analysis also helped to identify that the majority of participants spoke about
confusing aspects of their dementia which evoleeplarticularly strong reaction, captured by
the coherence suhemeW¢ KA & R2SayQid YI 1S agpese®mdtiveR A G N

aspects of dementia are listed below.

1 Why some memories are more difficult to recall than others
o Predominantly, whytheyNB |j dzSy it @ F2NH2G Y2NB NBOSYy
but were still able to recall memories from longer ago.
1 Whether they would be able to continue looking after themselves without support from
paid carers

1 Why they had got dementia
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0 Inparticular, beingunablé 2 ARSYy GAF& Gl y3IAaofS O dza S«

dementia

What participants would like to know more about

During the study, all participants specifically indicated a desire to know more about some of

the aspects of their dementia listed below. Thesn be seen to overlap with what

participants said they did not understand about their dementia. Some participants said they

did not understand about a particular aspect of their dementia and did not go on to say that

they wanted to know more, whereaslurs stated they did not understand about something

and then went on to say they also wanted to know more about it.

=A =/ =4 =4 4 -4

What caused their dementia
o If a particular event or factor was likely have caused their dementia
How their dementia might be connected tther health conditions
If it would be helpful to know more about their dementia
How their dementia might impact upon their lives
How quickly their dementia would progress
¢KS YSEYyAYy3I 2F GSN¥a &adzOK Fa Wil KSAYSNRA
What, if anything, could help their dementia

What sources of advice about dementia they could trust

A few participants also indicated a preference for only finding out certain things about their

dementia in the future, when they would find this informationore relevant. This distinction

was only elicited during ESRM questions. Aspects of dementia which participants wanted to

find out about as they went along are listed below.

=A =/ =4 =4 =4 -4 -4 =4

If there were different types of dementia or stages to dementia

The types of mmories that could be affected by dementia

How much worse their memory was likely to get

What difference having dementia would make to them in the future

How quickly their memory might change

Why they had got dementia

Whether their family background mightwve contributed to causing their dementia

If medication or anything else might be able to aid their memory
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What participants felt they knew enough about

In response to GSRM questions, half of the participants were able to convey that they did not
want to know any more about their dementia in general, about the rate at which it might
progress, or about changes that could occur in the futureSRB! questions also helped
ARSY(GATE LINIAOALIYGAQ NIGA2YIFES TtheM) FSSt Ay 3
dementia. A few participants reported that they felt they knew enough because too much
knowledge would be too frightening to deal with. Some patrticipants particularly highlighted
that information about how they would change because of their densemtithe future, or

when they might be likely to die, would be too much to deal with. However, an observation
that may have a more direct clinical application was that half the participants reported a
strong desire and motivation to find out more about thdementia, but had not acted upon

this, as they felt no one would be able to provide them with the information they wanted to
know. Participants reported that no one would be able to inform them about the following

aspects of their dementia:

What causedheir dementia
The nature of dementia; what it was

How they might change over time

= =A =4 =4

What could be done to help their dementia

Some people reported believing nothing could be done or nobody could help, as they

F LIS NBR G2 Ay (S NbING @anything$particay aboutitidagskhaticéuld &

0S R2yS G2 YIFylI3S &2dz2NJ RSYSYGAl @dsreiatingt@ dz R2y
whether it was possible to wholly or partly reverse the changes to the brain which had caused

their dementia, rathethan whether it was possible to do anything to help moderate the

impact of dementia. These findings highlight the importance of seeking further clarification if
people with earlystage dementia report that they feel they know enough about a particular

area of their dementia, as some people may feel content with what they know, some may

want to know more but believe they cannot find out and some people may feel that certain

things would be too distressing to find out.

In order to capture the above findings preliminary modelRigure 2)vas developed during
the mapping and interpretation phase of framework analysis to illustrate some of the potential
cognitive processes in operation when people with eathge dementia are prompted to

consider whether theyeel they know enough about their dementia.
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Figure 2 Preliminary model of coherence reasoning in-stafye dementia

| don’t know
about ...
it doesn’t make
sense and it
| want to know really gets to
more about it me.
and I'd be intrested in
anything anyone had to ~ but
tell me about it. !
| think | know
enough about .
| don't want to
lcantfind _— that and find out because
out because

- that would be
noboay too frightening.
knows.

_— I'm okay with that, | don't
Il find out as | feel the need to know
go along. more.

Interaction of dementia with other health conditions

Another interesting feature of the data, which became apparent while constructing and
reviewing framework charts, was a potential link between the coherencdlseieW ¢ K A a
R2Say Qi YI1S &aSyas, etpsgfighcerofimahaBingfothed chrafedlth G2 Y SO

conditions and an unresolved sense of loss. The majority of participants who reported



92
experience of managing and adjusting to other chronic health conditions did not talk about
aspects of their dementia that they felt were incongruent with their @sgations and reported
no persistent feelings of loss or difficulty in adjusting to having received a diagnosis of
dementia. Conversely, participants who did not mention experience of managing other chronic
conditions reported struggling to move on fronefangs of what they had lost because of their
dementia. The majority of the participants who did not mention experience of managing other
chronic conditions talked about areas of their dementia which they did not understand, and
also described strugglingitr this experience as the things that did not make sense to them
6SNBE O2yGNINEBE (G2 GKSANI SELISOGIFGA2yad C2NJ SEI
changes often reflected a temporal gradient where they reported a greater difficulty recalling
more re@nt events than older memoriesuch as childhood holidays. Many participants
talked about not understanding why this was the case, but participants without prior
experience of managing other chronic conditions were more likely to mention feeling
particularly perturbed by this experience. It was also apparent that for some participants their
dementia, and finding out more about their dementia, was a less pressing concern than their

other health conditions, which they felt had a more significant-tegayimpact on their lives.

There are some commonalities between dementia and other chronic conditions, such as type 2
diabetes and heartlisease which participants in the current study reported. For example,

they are all more likely to occur with increasage, disrupt dayo-day life, and people may

need to change some of the things they do in order to accommodate to the new health
condition. One possible explanation for the observation that participants without previous
experience of managing chronic héattonditions may be more likely to have an unresolved
sense of loss, is that participants may have been able to draw on skills which they developed
while adapting to their other conditions, and apply these skills to help them adjust to and
manage their derantia. Having experience of dealing emotionally with other chronic health

conditions might also moderat®me ofthe negative emotional impact from dementia.

Relationship of Findings to Previous Research
The views of people with dementia

A recent questianaire survey, which included the views of 280 patients in the early stages of
dementia attending UK memory servidgtodge, Doncaster, Moni2ook, Purandare, & Orrell,

2013) identified that some of the people surveyed felt that they did not know enoumgiuga
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certain areas of their dementia. Several of the areas whictige et al. (2013¢lt people did
not know enough about could be seen as comparable with IR domains which participants in
the current study also felt they did not know enough about. Foivekd S WaA3aya | yR
2F RSYSYGAFrQ YAIKG 0SS O2YLINrotS gAGK GKS R2
NS GYSy Gdntrgl (Hade eCatizIRA 3, p. 27 Hurthermore, in a recersystematic
review of qualitative studies investigating te&periences of people with dementiaon
Kutzleben, Schmid, Halek, Holle, and Bartholomeyczik (2@it@) that many people with
dementia actively sought to find out more information about their condition and were likely to
be searching for idiosyncratimswers. The findings of the current study are in line with von
YdziT €t S6Sy SiG | f®dQa FAYRAYI&E Ay (GKFG GKS YI 22
specific aspects of dementia about which they wished to know mdoelge et al. (2013, p.
277)YY2 0SSR GKIFG GGKSNB A& | RSENILGK 2F SYLANROLI f
YSY2NE Of AyAO &aSilGAy3daédad ¢KS OdaNNByild aiddzRe K
patients in a memory clinic setting felt they would like to be bettdoimed about.
Furthermore, the current study indicates that exploring whether people with estege
dementia feel they have a coherent understanding of each area of their IR can help to identify

individual preferences regarding information needs.

In arecent survey investigating the needs of people with dementia from multiple perspectives,
MirandaCastillo et al. (2013, p. 88 LI2 NIHISR (G KF G aLIS2LX S gAGK RSY
NBOSLIiA2Y 2F O2yliAydz2dziz Ay T2 NN¥Holgadet af. 2RI®ONA y I (i
also queried whether some memory service patients might wish to receive information about

their dementia progressively as the condition develops. A similar finding in the current study

can be seen from the coherence stiieme WL Qf dzii FIA & RL, \@ich indicéted yhat Q

some participants had a desire to pace receiving information about their dementia as their
condition progressed. However, the current study also highlighted the importance of being

aware of individual variation in thaspects of dementia which people may be happy to receive

more information about and which aspects they do not want to know more about until later

on in their condition. For example, some participants expressed a current desire to know more
about how ther dementia would affect them in the future, whereas other participants

reported that they would find it frightening to have too much information about future

changes at present and would prefer to find out more as and when their symptoms increased.
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Elemeants of the CSSRM

Leventhal et al. (1980Mitroduced the concept of illness schema to the&F8M, describing

these as implicit disease models in which an iliness and its symptoms reciprocally define each
other. Bishop (1991¢laborated this concept of disse schema by incorporating it into his

prototype model of disease representations; he proposed that schema can be thought of as
idealised prototypical representations of different diseases, where each disease prototype
encompasses the symptoms and othdriutes which a person believes is associated with

that disease. People are thought to compare symptoms they experience to the range of

underlying prototypes they hold and the prototype which is the closest match to the

symptoms they currently experienég used to help them identify which disease or illness they

think they havgBishop, 1991)For people to identify which illness they have, the symptoms

do not have to perfectly match a prototype, but just have to be a good enough fit to be
plausible(Biop, 1991% Ly (GKS OdzNNBy G addzRez LI NIAOALIY
subi KSY$ K2A® R2SayQi YI1S alyayRAOR (SR NI Gt &
were having difficulty making sense of certain experiences. An explanation fonitihs be

F2dzyR FNRY . AaK2LIQ& Y2RSf -8RM, aR paitiSdarisSnaydnt? G 2 G &
have been able to make sense of experiences where there was not a close enough fit with one

of the underlying prototypes they held, for example, if theipesiences did not match

expectations of either ageelated memory difficulties or dementia.

t FNOAOALI yiaQ yINNYGAGBSE AYRAOFGSR 'y AydSNI
difficulties which has already been referred to in the context of atang the emotional

impact of their dementia. Previous research that investigated the impact of maltbidity of
chronic health conditions on IRs found that people often prioritise one health condition as
comparatively more important than another dependion their evaluation of consequences
(Bower et al., 2012Bower et al. found that some people placed a greater emphasis on
conditions that had a more immediate functional impact, whereas others placed a greater
emphasis on conditions with more distanttithreatening consequences. There were similar
findings in the current study as some participants with chronic conditions in addition to
dementia reported prioritising conditions such as chronic pain, because they felt this had a
greater dayto-day functonal impact, whereas others reported prioritising dementia over

diabetes as they felt their diabetes was well managed.
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Using the CSRM with people with earstage dementia

In line with previous research which utilised the &8\ with people with earstage
dementia(Clare et al., 2006; Glidewell et al., 2012; Harman & Clare, 2006;{donk et al.,
2006) the current study found that people with earfyage dementia were able to talk about
their condition in terms of all the areas encompassed bydRs similarly found that semi
structured interviews were an appropriate methodology for prompting participants to talk
about all areas of their IRGlidewell et al. (2012)sed the CSRM to investigate earstage
dementia, and is the only previous studtich included assessment of coherence of IRs.
Glidewell et al. found that the person with dementia in their study wanted to understand
more about their dementia and, in particular, why it had happened to them. The current study
was able to replicate thinding in a different context, showing that all participants wanted to
understand more about their dementia and identified areas of dementia which each
participant wanted to know more about. Furthermore, an additional finding of the current
study, whichthe author does not believe has been previously reported in the literature, was
that some participants described their rationale for wanting to know more or not wanting to

know more about areas of their dementia.

The design of the current study incorpted the practice of not introducing diagnostic terms

adzOK |a WRSYSYGAlFrQ Rdz2NAYy3I GKS NBaSIHNOK AydSN
practice had also been adopted by some of the previous studies, which had used$fRMCS

with people with ean-stage dementigGlidewell et al., 2012; MoniZook et al., 2006)

Findings from the current study add further support to the use of this practice for a number of
reasons. Several participants commented on negative associations with diagnostic terms used

for dementia, which the author was unaware that the participants held at the start of their

interview, for example, Mr H commented that{ Sy At S RSYSNHIK I AAAd & NRZIN

diagnostic terms were not raised by the researcher, participants tiisapportunity to speak

o2dzi GKSANI 26y LISNE2Ylf @¢2NRa FyR fFroSta (K
LI NHAOALNl yiGa Ffaz aLkRl1S lFo2dzi sKe (KSe OK24&S

not others.

In a previous clinical psyclogly thesis which used the GRM to investigate the perspective
of people with earlystage dementiaHarman (2004hoted that curecontrol descriptions from
his participants reflected a predominantly physiological understanding of dementia with

limited reference to psychosocial mechanisms for managing demetaianan (2004)
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suggested that this finding may indicate @msence of knowledge in people with eastage
dementia about the range of psychosocial interventions available. A similar pattern was also
observed in the current study. The narratives of several participants suggested that they may
have internalised mgical stereotypes regarding the aetiology and nature of dementia and
these participants were less likely to report considering the possibility of psychosocial cure
control mechanisms. The following quote from Mrsdild be interpreted as indicating that
she felt that little could be done because it was not possible to have a brain transplant in a
similar way to how organ transplants can help other conditioResearcherwhat might be
R2yS (2 YIyl3S8S GKS ST¥SOG4A Parfdpantt Gik Bidah8iN & 2 N
0 N} A YK b 2 X% ThereR, yofsome]pgoplé@with earbfage dementia there may be
a gap in their awareness of the potential range of psychosocial interventions available. It is
interesting to note that in the current studguch participants often expressed a strong desire
to know more about anything which could possibly help their dementia. However, they had
not considered investigating the possibility of psychosocial support mechanisms, as they did
not feel psychosocial istventions would have any impact upon the neurological changes
OF dzaSR o6& !'f1 KSAYSNRA RAASI aSo Kitkobd(1997) Y RA y 3
GKFG I @ASs 2F RSYSY(lAl gKAOK F¥20dzaSa 2y ySd

awareness bthe wider range of options for managing their condition.

Awareness in dementia

Clare (2002posits that apparent lack of awareness in the early stages of dementia should not
be viewed as a purely neurobiological symptom, but wholly or partly as a product of a

A2 OK2tf23A0rtfe& FRIFILIAGS NBaLRyaS sa@ydny AYyRA
how people with dementia and their partners view awaren&dsre (2003proposes a

preliminary model of how people develop a conscious awareness of the impact of their
dementia. Clare suggests that apparent dismissal of memory difficulties may m®tective
psychological functions or be related to comparing dementia with other health difficulties,
which reframes the importance of dementia as minor in comparison. Recent systematic
reviews and studies, including an international populati@sedstudy byMograbi et al.

(2012) also endorse the view of awareness advocated by Clare that a psychologically
constructed element to awareness in dementia needs to be taken into ac¢Bunn et al.,

2012; Orfei et al., 2010; von Kutzleben et al., 2012)
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In line with the findings oflare (2003)the current study identified that some participants
actively chose to limit the amount of information they wished to find out about their dementia
because they perceived their other health conditions as havingr@ immediate and pressing
impact than dementia. Furthermore, the current study identified a variety of potential
explanations that participants gave for deciding to limit what they wanted to find out about
their dementia. These choices would therefore mspupon the extent to which they might
expand their awareness of their dementia. In line with the findingSlafe (2003)some
participants in the current study described that choosing not to find out more about their
dementia, or choosing to pace thate at which they found out new informaii, allowed
them to minimise the fear which such information might evoke. However, within the
coherencesui KSYE BDF y@i TFTAYR 2 dziQIo 9B INFEAD AyLA oy2iRe NB
of dementia such as how &y might change over time and what could be done to help their
dementia, which they believed they were sufficiently aware of. For these participants, it is
likely that their awareness of these areas of dementia was constrained by their belief that

nobody would be able to provide them with further information.

The Johari window modélLuft, 1969)is traditionally used in organisational and personality
LJaeOK2f23& odzi Ay GKA& AyadlyoOoS OFy LINRPJARS
the potential for psychosocial ways of managing their demertidt (1969)roposes that

knowledge about the self and knowledge about other people, including knowledge about how
other people can help an individual, can be divided into four areas: things that avenkino

the individual and also known to other people, things that are known to the individual but not
disclosed to other people, a unknown area of things not known to the individual or to other
LIS2LX S YR FAYyLfte |y | NJgdthavakihdvidualddesrio? YS2y S
know about but that other people do know about. For participants in the current study,
knowledge about psychosocial mechanisms which could help the management of dementia
could be seen as a blind spot, as professionals wgikirsettings such as memory services do

have knowledge of psychosocial support mechanisms for dementia but the people with
dementia may be unaware that they could know about mechanisms of psychosocial support. It
would be unrealistic to expect people widarly-stage dementia to express an interest in

finding more about things they are unaware that they could know.
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Study Strengths and Limitations

The structure provided by the interview topic guide appeared to be directive enough to allow a
sufficientlevel of detail to be captured regarding the research topic while enabling participants

to express a range of views within this area of investigation. However, it is possible that there

may have been some aspects of dementia which participants wishedts ikrore about but

chose not to talk about during the research interview. Although the topic guide could be

perceived as being overly directive, a less structured interview would have carried a greater

risk of skewing the data by the researcher unintentibnatroducing views that they felt were

LI NI AOdzE F NI @8 NBfSOIyldod ¢KS RSOAaAA2Y (G2 ¥F2O0dza
understand about their dementia is liable to make any recommendations from the current

study more patienicentred than if theauthor himself had been making a judgement about

aspects of dementia that participants did not know enough about. In addition, choosing to

adapt how coherence of IRs was defined to fit with research aims allowed a more nuanced
description of what particignts felt they did not understand about their dementia than would

have been possible from investigating the construct of coherence as it had previously been
defined.Adopting IRs as a framework for the sestructured interview may have led to both

baried ' yR 0SySF¥Aida Ay (GSN¥Ya 2F GKS oNBIFIRIK 27F
memory changes that were sampled. In contrast to opeded narrative interviews, all semi
structured interviews will shape and direct the interview process to some degising the
R2YIFAYya 6AGKAY (GKS Lw FTNIYSg2N] G2 &dNHzOG dzNB
thoughts and views about their dementia or memory changes can be captured within the

confines of an illnesbased understanding of dementia. It is pitds that this approach may

not be best suited to capturing the views of people who perceive the symptoms and

experiences which are encompassed by a diagnosis of dementia, not as a distinct interrelated
entity, but as linked to a variety of illness, nbiness, environmental and social factors.

However, the interview topic guide was able to elicit detailed information about all of the

areas encompassed by IRs and in addition to this information, some participants also chose to
talk about broader social cgequences such as how their engagement with social support and
opportunities had been either expanded or restricted following diagnosis of dementia. Family
circumstances and environmental context were also mentioned to varying degrees by

participants.

Models such as Bronfenbrenner's Ecological Systems Theory (Bronfenbrenner, 1994)
emphasise the importance of considering the context in which human experience and

interaction takes place in order to better understand how people adapt to and manage
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challengesincluding health conditions. Information on social context identified during the
interview may have been incomplete and discussed to different degrees as it was only
obtained when participants chose to disclose it and not explicitly elicited by the gopde.
Therefore, a more complete understanding of how social context may have impacted upon
how people understood their dementia and whether they felt they were able to make sense of
their experiences may have been elicited if participants had beenthingompted to talk
about the social context of their experiences, not just about their IRs. It would have been
useful to gather more detailed information on social and environmental context as this may
have impacted upon how people make sense of theindatia. For instance, some
participants saw their experience of dementia not as an illness, but as a result of social causes
such as changes in employment or agkated changes comparable to their peers. Also, basing
interviews on the IR framework may niehve been the most appropriate approach for people

who felt that symptoms which could be ascribed to dementia were due to multiple conditions.

In spite of the small sample size, analysis of saturation of coherenesnies(Figure 1)

suggests that the range of views regarding coherence of IRs instagly dementia was

adequately sampled. The current study was also able to build on previous theory and suggests

a potential mechanisnfFigure 2which might describe some of the cognéiprocesses

involved in how people with eaHstage dementia decide whether they wish to know more

about aspects of their dementiQuinn, Clare, McGuinness, and Woods (20idghlight that,

in comparison to conducting research interviews in a formal isgttinterviewing in

LI NHAOALI yiaQ K2YSa OFy LINPGARS || O2YLI NI GAQ
FYya6SNB o0F&ASR 2y LINIAOALIYGAQ LISNOSLIiAZ2Yya 2
interviewing participants in their own home may have helpkdn to be more open about

their views.

Several factors may have influenced who participated in this study, and these factors may limit
the degree to which study findings can be generalised to other contexts. For ethical reasons it
was necessary for stuaskclusion criteria to enable clinicians to decide whether participating

in the research interview would be too much for some patients to tolerate. However, this may
have limited the range of people with eaidyage dementia who were judged eligible. In erd

(2 YAYAYAZS RSYIYRa LXFOSR dZARYy Of AYAOAl YA&Q
recruitment process. Referral patterns may have differed to other memory clinics in the city

and patients in other areas may hold different views regardingtutney wish to know about
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their dementia or what they feel they do not understand. In addition, there may be factors
that influenced why some people who received the study information sheet chose to take part
and some declined; this could have had aneffen the views participants expressed

regarding what they did not understand about their dementia.

LG Aa faz2 LkRaaArofS GKFEG LINIGAOALIY(HAaQ OASsa
between receiving their diagnosis and participating in thgearch interview. Initially, the

atdzReé RSaA3IYy FYGAOALI GSR NBONHA GAYy3 Sy2dzaK L
to the nature of the service structure, this would have resulted in all participants being

between three and six months pedtagnosis. Therefore, the research protocol had not

incorporated collecting data on time since diagnosis. Due to recruitment difficulties, it became
necessary to expand recruitment to patients who were being seen by one of the memory

nurses from the clinimvolved in the study. Consequently, this resulted in a larger range of

time between diagnosis and interview than originally anticipated, with some participants being
overayearposRA I Ay2aAiad | 26SASNE LI NIGAOA LI yviieh Q NB &
time since diagnosis may bear little relation to the length of time that people have had

dementia. Some participants spoke about going to their GP when they first noticed very subtle
changes to their memory, whereas others indicated that they hadeda year or more since

they first noticed memory changeBlanthorpe et al. (2010dentified that the information

needs of people with dementia are likely to be different for people who present to services at

the first sign of memory changes than for pé®who delay seeking support until memory

changes are more evident. Therefore, it may be that time since onset of dementia symptoms,
which is challenging to assess accurately, may have a greater impact on coherence of IRs and
information needs than timeisce diagnosidt is likely that someone whose symptoms of

dementia had been progressing gradually for a few years would have different views about

their condition and different gaps in what they felt they understood than someone with the

same symptoms it had become apparent over a period of months. The degree to which this

may have affected results is unknown as no data was collected on time since onset of

dementia or time since diagnosis. However, it would not have been possible to identify

precisely low long participants had been experiencing dementia as people may have been
experiencing a sufficient degree of symptoms to be able to receive a diagnosis for a variable

and unknown length of time before they were formally diagnosed.
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It T KSAYSNRAKk G a0dzf F NJ RSYSY (Al T g2dd R +tft26 7T
iKS SIFNXIe adr3sSa 2F !'f1T KSAYSNRa GelLlS RSYSyida
sampled. Also, all participants were receiving support from a memory clinic and the views of
people with earlystage dementia not receiving support from NHS services may differ.
However, by recruiting through an NHS memory service it was possible to plpasslect
for a variety of characteristics in order to ensure that there was a degree of homogeneity
between participants. It is hoped that by being as transparent as possible about the
characteristics of study participants and striving to ensure compkss in reporting study
methods, this will help others make a judgement about how closely participants in this study
resemble people with earlgtage dementia seen in other services. Consequently, readers may

be better able tgudgehow applicablethecu8y i & G dzReé Qa FAYRAYy3Ia& YI @

One limitation of the semd (G NHUzOG dzZNBR Ay Ui SNWASS A&-SEWKI G (KS
j dzSaGA2yaQ FNB y20i RANBOGEE@ O2YLI NIo6fSod ¢KS
questions was substantially shortthan the CSSRM questions section. Therefore, participants

may have had less opportunity to voice their views during open questions. It is also possible

that participants may have been more reticent in what they chose to say during open

guestions as thescame at the start of the interview, when the author was beginning to build
rapport. However, methodological and ethical considerations made it hard to address these
issues in the study design. The interview had to begin with open questions so thak padticy” (i & Q
answers to open questions were not influenced by having been previously primedSRN S
questions. In addition, a number of factors meant it was not possible to devote comparable

time to both open questions and €&RM questions. It might have beleard for many

participants to tolerate a substantially longer research interview and it was not felt to be

ethically justifiable to spend longer than necessary interviewing participants usirg non

directive questions, which were not expected to meet thgezhives of this research.

Therefore, it may not be possible to be certain whether discussions that use IRs as a structure

I NB adzLJSNRA2NJ G2 tSaa RANBOUGAGS RA&aOdzaairzya |
However, as the majority of coherencebstinemes were only present during S®M

questions, people may be less likely to talk spontaneously about coherence than other aspects

of their IRs.
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Allowing participants the option of having a carer present during the research interview may
have impactedipon what some participants chose to say. However, it was felt necessary to
introduce this adjustment both to facilitate recruitment and in response to feedback from
people who were approached to take part and the ethics committee regarding the potential
emotional impact of completing the research interview alone. It is not possible to be certain
what might have been influenced by the presence or absence of a carer during the research
interviews. The presence of a carer could make some participants réfoainsharing certain
information. For example, before discussing how their dementia had made them more
dependent on their spouse, one participant said & { KS Qa y 2 ( Howdvéritey Ay 3 A .
presence of a carer could also have a positive impact. E¢r& L S 2y S LI NI A OA L
RSOARSR G2 YIF1S I oNAST O2YYSyid NBIFNRAY3I |
that the participant knew about but had not yet mentioned. This appeared to help that
participant talk about their rationale for beling that this event had influenced their

dementia.

When calculating interater reliability usingy NA LILISY R2 NFBDRaA F2dzy R (2 0 S
fortheC§ wa G(KSYSa 2F WARSY(GAGeQ o6hTrnoHndx WwO2ye
ohTrrndpnouod LG A& ftA1Stfe GKIFIG FYoAIdzade Fa G2
consequences can accountforthe o8 R " @I f dzS4 F2NJ 1KSaS (KSY!
assisted with coding to assess intater reliability had experience of using the-S8M for

research in another condition, people who had had a stroke. In this condition, cognitive

changes such as difilties with memory or language would be seen as a consequence of the

stroke whereas, for people with dementia, these experiences could be interpreted as being
symptoms of dementia. It became apparent that the majority of meaningful units that the

authorlr R O2RSR a4 WARSyGA(lEeQ GKS 20§KSNJ LIABOK2T :
minimise the possibility of such confusion in future studies, a more explicit definition of how to

code these IR domains could be provided along with detailed praeti@ahples to illustrate

coding. Previous studies that have assessed-ratar reliability for coding of qualitative

material using the GSRM have found lower valuesYiNA LILIS Y REZRRIF QK S O2y ad N
coherence in comparison to other areas of theSF8V(Farquharson et al., 2011Also, in their

report on the construction of a questionnaire measure which utilised th&RM to assess

memory difficultiesHurt et al. (2010jound lower interitem correlations for questions

designed to assess coherertban questions to assess other areas of IRs. These observations
suggest that the construct of coherence maybe harder to define and more challenging to

consistently code than other areas o&IR
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Implications for Future Research

Tothe bestoftheautA N & 1y 26t SRIASS (KS OdzNNByid addzRe

application of the GSRM to elicit information about what people with easitage dementia
do not understand about their dementia by adapting how the construct of coherence was
defined in ader to provide a detailed insight into the information needs of people with
dementia. A preliminary modeF{gure 3 was proposed which may account for some of the

cognitive processes involved in how people with eathge dementia evaluate expanding

their understanding of their condition. However, further research would be necessary in order

to validate whether this is replicable or applicable in other contexts. The current study focused

)&

2y LI NIAOALI ydGa 6AGK ! 1 KSA YIS detdidg, agdvthdugltE SR R S

recruitment criteria did not focus on any particular ethnic group, all participants were of white

British origin. Future studies might consider using a similar methodology to the current study

in order to investigate whether the farmation needs expressed by people with eastgge
dementia differ for other cultural groups, for people not in contact with memaory services, or

for other types of dementia.

It was also beyond the scope of the current study to investigate what car@eople with
early-stage dementia felt the person with dementia did not understand about their condition
and this area might benefit from further study using a similar methodology to the current
study. Several participants spoke about wanting to know nadi@ut broad areas of their
dementia, such as things that might help their dementia, in addition to indicating that they
wished to know more about idiosyncratic aspects of their dementia. Therefore, it might be
possible for future studies to look into adamy a questionnaire measure, such as the lliness
Perception Questionnaire Memory (IP@V) (Hurt et al., 2010)o elicit information regarding
whether people with earhstage dementia wish to know more about certain areas of
dementia. Such a measure migihove to be a more timefficient clinical tool for sampling

information needs of people with earstage dementia than individual interviews.

Scott and Clare (2003uggest that research should pay attention to individual factors that
may impact upon ergement with psychosocial interventions for dementia and whether a
particular individual sees such intervention as relevant. In addition, previous s{ilithege et

al., 2013; Manthorpe et al., 2018ave highlighted that it may be more appropriate to pics/

people with dementia with written information about their condition, rather than verbal

information, which they may be liable to forget. Future research might consider whether
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providing people with earbkgtage dementia with written information for theexpressed
information needsias an impact on the coherence of their IRs. During research usingthe CS
SRM to investigate another chronic conditi@iattacker, Heyduck, and Meffert (2010, p. 292)
y23S GKIG aLId GASyda KI @SisdftendhotBatistied gy POURIngF 2 NJ A y
WaGFYRENRQ AYF2NXVEGAZY D LYy 2NRSNI G2 NBIFOK @K
tailor patient information to the individual needs of patients and make stronger use of
LI GASYGad woO2 YY 2weves the/aatlohis nothagefoaiy previods research
using the CSRM for people with dementia that has investigated whether an effective
psychosocial intervention can be provided by basing individually tailored information on

aspects of their conditiomhere people do not feel they have a sufficient understanding.

Several participants in the current study reported having to manage multiple chronic

conditions in addition to dementia. Some of these participants chose to speak about the
interaction betwee their dementia and their other health conditions. However, the

interaction between dementia and other enorbid chronic conditions was not the focus of

GKAE NBAaASFNOK® LY FRRAGAZ2YT GKSNB Aa | 0O2YLX
type dementia(Korczyn & Halperin, 2009nd IRs of memory complaints in older adults have

been shown to be predictive of depressi@urt, Burns, & Barrowclough, 2018ufficient

resources were not available to allow the current study to investigate the imphich mental
KSFHfGK RAFTFAOdAL 6ASa YIe KIFI@S KIFEIR 2y GKS 02KS
coherence of IRs in earftage dementia should therefore consider the impact which

comorbid chronic health conditions or mental health difficegtmay have on IRs ¢he way in

which people choos# prioritise the management of multiple health conditions may impact

upon what they wish to know about their dementia.

Implications for Clinical Practice

The findings of the current study mag of some benefit to professionals working with people
with early-stage dementia in helping increase their awareness of a range of aspects of
dementia which people may wish to know more about. It may also be beneficial for
professionals to be aware thabofusion about certain aspects of dementia may cause distress
if people are unable to find a personally meaningful explanation for particular experiences.
Consequently, several areas of enquiry are recommended which professionals may wish to

consider wherworking with people with earhgtage dementia. It is hoped that these may help
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facilitate the provision of individually tailored information which has a greater face validity and

relevance to individuals than generic sources of information.

Leventhalet f ® OHnAnmMHUO adz33Sad GKFG SOSy || OdzNE 2 NE
an effective way to begin communicating with patientsy’ | ¢ NSy Saa 2F LI (GAS
dementia may allow health professionals to consider how their own understanding of
RSYSYUAlI RAFTFSNE FTNRY K2¢ AYRAGARdzZrf LI GASY
IRs may help professionals appreciate why some patients talk about choosing to manage their
condition in ways which may appear to be syftimal or counterproductivédy helping

professionals see why the patient may feel certain management approaches are useful. For
instance someone may appear to be adopting an avoidant approach to their dementia if they
believe their symptoms are not having a big impact and are kelylto progress quickly.

YYy26f SRIAS 2F LI GASYydaQ Lwa YIeée Ifaz2 KSt LI LINE
planning to say is likely to challenge beliefs that are helping a patient to maintain a coherent
understanding of their condition. Thefiare, this knowledge could help professionals

encourage patients to develop alternative functional coping strategies before challenging

beliefs or behaviours which patients currently find helpful. As the degree of difference
0SG6SSYy KSIf Wi LANR FTREWIARYA K alQy R S OK LI GASy i
1Y26Ay3 062dzi LI GASYyGaQ Lwa YlFe KSfLI LINPFSaa
introducing new ideas for patients whose understanding of dementia may be very different

from the issues hedtt professionals wish to discuss.

Furthermore, in chronic conditions other than dementia, providing people with written

information about their condition based on IR domains has been shown to help them to

develop an increased understanding of their comitiimproving the coherence of their IRs

(van Ittersum, van Wilgen, Groothoff, & van der Schans, 2011; Vollmann, Kalkouskaya,

Langguth, & Scharloo, 201owevervan Ittersum etal. (201 2 dzy R G KF G LJS2 LJX S
coherence of their IRs only improved afteceg&ving information when they felt the

information they were provided with was relevant. Also, applying the findings of the current

study to help meet the information needs of people with dementia is importatiaanda

Castillo et al. (2013yere concered that people with dementia expressed a need for more
AYTF2NXIEGA2Y 6KAOK ¢l & y20 o0SAy3a YSG o0& Of AyA
provision of information might help people appraise their needs more accurately and help

themto cope withthe 8 YSY G A Ay | Y®iNBdaCaRillolelinh, 2033, @ .8) & £
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In addition,Clare (2002has noted that, in dementia, a reduced awareness of the condition
may be related to a lack of personally relevant information rather than psychological or
neurological causes and suggests that sensitively providing appropriate information to people

with dementia may therefore help them to further develop their awareness of their condition.

The following recommendations are provided in the hope that they may pedfessionals
identify appropriate and personally relevant information to be given to individuals with-early
stage dementia with whom they are working which may, in turn, help the individual to
increase their understanding of their dementia in ways thig important or meaningful to

them.

1 People with eariystage dementia are able to identify and describe aspects of their
condition which they would like to know more about and aspects where they feel they

have a sufficient understanding.

1 Without prompting,people with earlystage dementia are less likely to talk about what
they wish to know more about, or why they want to know more about some things but

not others.

1 Asking people with earlgtage dementia whether they feel they know enough about
each of theareas encompassed by the concept of iliness representations may help
professionals to identify particular aspects of dementia which a person wishes to be
better informed about, or which they have reasons for not wishing to know more

about.
1 The following pompts may be helpful for exploring such areas:

o LA GKSNB FyeldKAY3a Ay LI NIGAOdzZ F NI GKI {Q
o L GKSNB |yedKAy3d lo62dzi X GKFG @2dz R2:

ax

f LF¥ LIS2LX $Q& SELISNASYOS 27F Kle@dgtians 8 Y Sy G Al

beliefs, they may be liable to become upset or strongly frustrated by this.

o t NBYLIia &dzOK & aLa GKSNB FyedKAy3d @K
GKFGO YIF1Sa @2dz FSSt LI NI AOdz | NI & dzLJa S

exploring wheher this is the case.

1 There is a need to regularly enquire about what people with dementia feel they would

like to know about their condition as what people want to know is likely to change
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over time depending on their current experience of symptoms ardcilrrent impact

of dementia on their dayo-day lives.

1 Professionals working with people with eadiage dementia should be aware that
guestions which are intended to enquire about what someone knows about managing
the dayto-day impact of dementia migtie interpreted as asking if anything can be

done to completely cure dementia.

1 If people say that they feel they know enough about certain areas of their dementia it
is important to clarify what they mean by this as some people may want more
information but believe that there is no point in asking because no one would be able

to provide an answer.

T Itis important to be aware that some people with eashage dementia may actively
choose to limit the amount of information they find out about particularas®f their
dementia.Marzanski (2000highlights that people with dementia, irrespective of their
level of impairment, ought to be asked whether they want more information about
their dementia and their preference respected. Therefore, in order to resghedt
wishes, it is important for professionals not to presume that all people with dementia

will be happy to receive information about all areas of their condition.

1 The current study observed that managing other health conditions could have an
impact onhow people manage their dementia, therefore professionals should enquire

about other health conditions that people with dementia may have.

The current study highlighted that the way people with dementia think about their condition
may still be heavily iofmed by a biomedical perspective. However, many of the concerns
participants talked about were psychosocial in nature and could not be addressed by medical
intervention, for example how to find an acceptable way to talk to their friends about having
demeri Al @ LG KF&a 0SSy GKS ldzik2zNRna SELISNASYyOS
information about medication such as acetylcholinesterase inhibitors during or soon after
diagnostic appointments but without emphasising the benefits of psychosocial interventio
Such an approach might reinforce the biomedical and physiological aspects of dementia over
psychosocial aspects. Ensuring that people with estdge dementia are informed of
psychosocial methods for managing dementia soon after diagnosis, alongsidesion of

medical interventions, could provide people with an opportunity to develop a more balanced

view of the range of management options available.
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information leaflet. A study bifosleh, Kiger, and Campbell (200@)s indicated that
information leaflets can prove to be an economical and effective intervention if theorgtical
worded and based upon the &RM. There were a number of areas which became apparent
during analysis where either multiple participants indicated that they would like to know more
about a particular issue or where uncertainty about a particular aspeatea of their
dementia was distressing for several participants. In addition, participants talked about
idiosyncratic information needs particular to each individual. In order to efficiently provide
individually tailored information leaflets, template @ayraphs could be constructed which
provide accessible summaries of the areas which people with-sttye dementia commonly
gyl G2 1y26 loz2dzid LG 62d R GKSYy 0SS LRaairof
situation in combination with addressingiosyncratic information needs. Incorporating
clarification on the following issues into an information leaflet might be particularly beneficial
as it may help some people with eadtage dementia to come to a more coherent

understanding of these issues.

f alyed LINLHAOALIYyGa 6l ydiSR G2 1y26 Y2NB I 02
type dementia. Some expected to be able to identify a concrete and tangible cause,
and were distressed because they could not identify one. It might be helpful to clarify
that! t T KSAYSNDRAa A& | yIFIYS FT2N 2yS (el 2F R
been some research on risk factors, that for the vast majority of cases, nobody knows
SEIFIOlfe oKe a2YS LIS2LX S RSPSt2LI ' €1 KSAYSNH

1 Atemporal gradient is often observedif A KSA YSNDa $KSNB 2f RSNJ
to recall than more recent memorig€Bright & Kopelman, 2004¥everal participants
in the current study reported finding it difficult to understand why this happened as it
was contrary to their expectations. Thdore, an accessible description of why this can

happen may be useful.

Conclusion

The current study found that people with eadyage dementia were able to identify things
about dementia which they did not understand. In addition, people with estdge dementia
were more likely to talk about what they did not understand if iliness representations were

used to inform the areas discussed. When prompted about the coherence of each illness
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representation domain, participants were able to identify spe@fipects of dementia they
wanted to know more about. The types of information people wanted to know about can be
divided into two categories: information about broad areas of dementia, such as possible
causes, which multiple people with dementia wanted twWw about and idiosyncratic
information about particular aspects of their dementia which were pertinent to them. In spite
of a greater emphasis on persaentred care for people with dementia, predominantly
medical interpretations still heavily informed Wgpeople thought about their condition.
However, people with this view also expressed the desire to know more about aspects of their
dementia which could be addressed by psychosocial support. This shows that there is a need
for professionals to provide tired information about things which people with eadiage
dementia want to know and sources of support which they are not aware might be beneficial.
Therefore, enquiring about whether people have a coherent understanding of each area of
their dementia ould provide a mechanism for identifying the information required to meet

these needs.
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APPENDICES

Appendix 1: lliness Representation Definitions used for Coding and a Transcript Excerpt

Examples in italics were added to help facilitate imgger coding

Identity
T awSTSNA (2 GKS OF dS32NEX gympddins, 2hddgsim 6 St = |

function, and visible signsThe combination of abstract and concrete experiential
TSI GdzNBE WRSTAYSE Q(Levdnihal, Rodser) et #.A2607, p.BB2E R A & ¢

Within the domain of identity, personal names and labels can include witrels, terms or

phrases people may use in place of dementia.

Cause
1 awSTtS0Ga GKS LISNODSLIIAZY 2F GKS airy3ats 21
NEaLlR2yaArotS T(ReNdntRal Boteraehal. 2903, p.BIRY
1 a/ldzaSa 27F (K Sinvalvé Bdemndl agents Kelg Qfécteyid, \Bruses, job
stress, or even bewitchment), internal susceptibilities (e.g., genetic factors), and

0 S K| @ Al2dzMiEalieEal., 2012, p. 7)

Consequences
T 4! yGAOALI GSR FyR SELISNRS y((eteRthaleeay, 203, dzSy O S &
T a! NB (GKS &aSi 2F SELISOGSR I yR LISNDSAGSR Lk
SO2y2YAO TI Ol 2NRB ADéksht@liFsmter,ceial., ARG p. 352)f Y S & & ¢

Consequences encompass how the symptoms of demédfea someone. e.g. poorer memory

T2NI yIYSa g2dd R 68 | a@dyYLWiz2Y odzi OKFy3aAy3d 4K
remember their name would be a consequence. A symptom might be forgetfulness but a

possible consequence could be having too much stufulsedhey kept buying the same thing

at the shops, thinking they did not think they had it. Consequences might also include things

like stopping or reducing activities.
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CureControl

f awSTFSNAR (2 G(KS SELISOGIGAZY GKFG F &LISOATA
body's own defences and/or in conjunction with expert intervention, and the actual
experience of the effects of these interventions on specific features (symptoms and/or
tS&ad NBadzZ i((BeventBak Forsteraesdl., @M . 352)

T ahyS 02YLRYSyild 61 a O2yOSNYySR 6AUGK LISNE2Y!I
GKSNBI &4 (GKS 2GKSNJ aaSaaSR o0SfAQMoss\y GKS
Morris et al., 2002, p. 2)

This would include professional help, e.g. asking their doctor, and what their doctor tells them
to do, including taking medication; help from others, e.g. things their partner, friends, or
relatives may do to help their memory and things which they dm$iedves, including

strategies such as use of lists.

Timeline
T G¢AYSEAYySaz AyOfdzRRAY3I LISNOSLIWIAZ2Yya FyR 0S¢
of decline with and/or without a homdased or medical intervention, as well as the
time from diseaseonse (12 RSl 0K 6KSy yZewriddletalySyd Aa
2012, p. 7)
1 a/ &0t A0t GMosSMoniyeSal. 2@, p.8)F & © ¢

Timeline would include any reference to how long they have had their dementia, how long they
think it might last, whethethey see it as chronic (always there) or acute (only there
sometimes). Timeline would also encompass if they think their dementia will progress quickly

or slowly.

Emotional reaction
1 a9Y20A2yI f NBI OGA2ya O6FSIFENE RSLINBaaiAzys |
2T 0 KS (L&v&nhB, IBéngaénini, et al., 2007, p. 353)

Coherence
Instances where participants talked about understanding or not understanding particular
aspectf dementia were coded within the domain of coherence. It is not that such instances

of understanding or lack of understanding in themselves constitute coherence, but that these
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may inform a broader interpretation regarding whether lack of understandbaugparticular
aLSo0ta 2F RSYSYdAl YIreée SR G2 AyadlyoSa oK
their IRs do not fit comfortably with each other in a way which makes sense to them as a
whole.

9 For the purpose of the current study, phrases, sentermrasther meaningful units
within a transcript will be coded to the IR domain of coherence when they suggest
that:

0 A participant is indicating that there is something about a particular area of
their IR (e.gidentity, cause, consequences, cwentrol, timeline or
emotional reaction that they feel they do not know about or do not

understand.
e.g. when they just say they do not know without indicating that they want to know more.

0 A participant is expressing that their understanding of a particular arelaeaf t
IR (e.gidentity, cause, consequences, cwaentrol, timeline or emotional

reaction is not as clear to them as they wish it to be.

e.g. as well as being something they do not understand, indicating that they want to know

more about a particular aspe or area of their dementia.

0 A participant is expressing that there is something within a particular area of
their IR (e.gidentity, cause, consequences, cwentrol, timeline or
emotional reactiof that they feel they do not know enough about, or that

remains unclear to them.

e.g. as well as being something they do not understand, indicating that they want to know

more about a particular aspect or area of their dementia.

0 A participant indicates that they are satisfied with their current knowledge
regading a particular area of their IR (eigentity, cause, consequences, cure
control, timeline or emotional reactigror satisfied with what they know

about a particular aspect of their dementia within a particular area of their IR.
e.g. saying they do ndéel they want or need to know any more about it just now

This definition of coherence draws from the workMdéssMorris et al. (2002, pp. 2,-8 & 13)
but was adapted to fit the research aims of the current study in line with observations of
French et & (2006, p. 765)
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Excerpt from coded transcript

Researcher [20.30]
And | guess | was also wondering how long do you think these changes to your memory might last; or
how fast your memory might change at all?

Participant [20.40]

Well, | don't seem to thin---I think things have. Notin a rush or anything like that; changing rapidly, but,
no, I don't, | don't think, I don't think, you know thinking about it, I think it's a gradual process and that. |
putitall down to 'I'm 80 year old and | can't expect to be doing and thinking and ..." or should | be
thinking along those lines? Should | be expecting to be the same as | was 20 years ago? | can't be, can I?
S0..

Researcher [21.14]
Okay. Do you expect that your memory will change over time at all fromnnow or ... ?

Participant [21.21]

Well, I don't expect it to be improving a right lot! But er, I'm not ... I'm ... I'm all right in most things. I can
... {partner} might not agree with me here, but | can go to quizzes and things like that. They have quizzes

in the ... apartments and that and er, we go to these quizzes and | look around me and | can hold me own
with most of the people my age; and | know, know the answers to most of the things that they're asking

buter, it's just ... | get a bit frustrated with other things

Researcher [22.02]
Okay then. And do you feel that these changes you've noticed to your memory, are they there all the
timeor...?

Participant [22.10]
Well, | don't really know that er, no, I think | can remember some things very well and other things |
can't remember very well so ...

Researcher [22.18]
Okay. Can you tell me any more about that or ... so, what sort of things are trickier or easier to
remember?

Participant [22.27]

Well I can remember things | did ages ago, and years ago, and this, that and the other; and then
sometimes | can forget that that I've done last week, which ... | don't know whether I'm being right or
wrong, but | put it all down to that I'm 80 year old and | can't expect to be like I'm 15 year old! So ... |
mean you've got, I've got to accept these things. That's the way | look atit. That| can't expect to be the
same as what | was years ago
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Researcher [22.57]

Okay. And do you feel that you ...

Participant [23.00]

And sometimes itis a bit frustrating and I'll admit that

Researcher [23.04]
Yeah. | mean | think you said about being frustrated a few times. | just wondered in particular about
how your memory might be changing over time. Does that raise any other emotions for you ... ?

Participant [23.17]
Well ...

Researcher [23.18]
... or feelings?

Participant [23.19]
... not really. |, you know it's ... sometimes when you forget things that you should know automatically
it's ... 1 think it's enough to frustrate anybody really!

Researcher [23.31]
And is there anything about your memory that you feels unclear or puzzling to you just now, thinking
about how it might change over time?

Participant [23.45)
No, not really. I'm just hoping it doesn't get a lot worse! But er ...

Researcher [23.48 ]
Okay. Do you feel you know enough about whether it might get worse or not?

Participant [23.55]
Er, not really, no, but, as |, | keep, | keep repeating myself with this — I just assume that as you get older
you're gonna get worse, | assume that's a reasonable assumption to have, isn't it really?

Researcher [24.15]
Is there anything in particular about how your memory might change over time that's unclear to you,
that you feel you'd like to know more about or ... ?

Participant [24.24]

Well, no. | think now ... | don't think it's anything. | don't think it's getting a lot worse now than what it,
what it's been, I... I... and sometimes | can remember things just like that: years and years ago. And other
times things that | probably should remember I'm tending to forget, you know it's ... and it's just a little
bit frustrating at times but, as you say, | mean what the hell, you know it's ... nobody gets better as
they're getting older, do they really?!
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Appendix 3

participants were not primed with the term dementia
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Appendix 4: Research Process Diagram

Making sense of memory changes
Process diagram for identification of potential participants

If you can answer YES look to the next box,
If NO then the person is not appropriate to the study

¢ Does the person have a diagnosis of Alzheimer's or )
mixed dementia?
* have they been informed of this diagnosis at a
previous appointment? Yy
N
e |s their MMSE score 20 or above?
J

e |s the person fluent in English?

If you can answer NO look to the next box,
If YES then the person is not appropriate to the study

* Does the person have a movement disorder?

* Including Parkinson’s, Huntington's or Motor

N Di If NO move
S eurone Disease on

-
e Would the person have significant difficulty talking
with the researcher during an interview of

approximately one hour? If NO hand

out info pack

For people who meet the above criteria, please hand
out information pack for ‘Making sense of memory changes’
study and complete background details table.

Making sense of memory changes - Research process diagram V1.1 30/09/2012
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Appendix 5: Background Details Table
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