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John Bond and John Keady

Abstract

Across the world, an early and timely diagnosis of dementia is seen to be a policy and
practice imperative and a necessary step in order to live well with the condition. However,
limited understanding exists regarding the personal and relational meanings attributed to
the diagnostic experience. Drawn from the findings of a larger multi-site study conducted in
four areas of England, this article presents a subset of the data where five participants and
their carers and two people living alone initially presented themselves at a memory clinic for
diagnostic testing, with this presentation eventually resulting in a confirmed, and shared,
diagnosis of dementia. All 12 participants were interviewed at two time points in the study:
at the time of first presentation to the memory clinic and shortly after the diagnosis had
been shared with them. Informed by the grounded theory method, constant comparative
analysis was applied to the data and this process resulted in a four-phase sequential model
of diagnostic transition: 1) Becoming self-aware - Seeking outside help; 2) Being referred

- Receiving a clinic appointment; 3) Undergoing tests - Being told what’s wrong; 4)



Adjusting to the diagnosis - Negotiating everyday expectations. Running through each
phase was the core category of ‘living with uncertainty’ which summarised the entire
diagnostic journey for all study participants. Findings suggest a need for better awareness
and information for people living with dementia at all phases and time points in the

condition, which may be fostered by embedding these in early clinical encounters.



Introduction

Worldwide, 36 million people live with dementia; these numbers are projected to double
every 20 years to 66 million by 2030 and 115 million by 2050 with the most concentrated
prevalence being in the developing world (Alzheimer’s Disease International [ADI], 2009). In
the United Kingdom (UK), demographic data has revealed that in 2014 there were 835,000
people who had a dementia (Alzheimer's Society, 2014a), a figure that includes over 40,000
younger people, i.e. 65 years of age or below, whose needs usually fall outside of
mainstream service provision and support (Roach, Keady, Bee, & Williams, 2014). Broadly
speaking, in the UK, two thirds of the total number of people with dementia live at home
with one third living alone: the total number of people with dementia living in the UK is

expected to reach over 2 million by 2051 (Alzheimer’s Society, 2015 p.3).

The most significant risk factor for the onset of a dementia is age, with one in five people
over 80 having a type of dementia with Alzheimer’s disease being the most common in both
younger and older people (Alzheimer’s Society, 2014b). Despite some promising initial
results from the acetylcholinesterase inhibitors, there are currently no pharmacological
treatments to cure the condition and psychosocial interventions are promoted as the first
step in treatment although their efficacy remains to be determined (NICE-SCIE, 2007).
Depending upon a number of factors, such as existing co-morbidities, age at diagnosis and
at what point in the stage of dementia a diagnosis is made, life expectancy can vary
considerably (Xie, Brayne, & Matthews, 2008), with some influential policy reports and

commentators advocating for dementia to be categorised as a terminal iliness (Department



of Health [DH], 2009; Alzheimer’s Research Trust, 2010) that requires a palliative care

approach (lliffe, 2013).

Over a decade ago now, and perhaps as a commentary on this prevailing trend, Alzheimer’s
Australia (2003) confidently asserted that the ‘dementia epidemic has arrived’ (p.iv) and
argued that a commitment to increasing the health span for people with dementia is best
served through a combination of early intervention, improvement in diagnosis and the
provision of cost-effective pharmacotherapies. Eight years later, a World Alzheimer Report
on early diagnosis and intervention expanded these perceived benefits to include: personal
relief gained from better understanding symptoms; opportunities to engage in risk
reduction; and having the ability to maximise personal decision-making whilst capacity
remained (ADI, 2011 p.27). Interestingly, the same report stated that receiving a diagnosis
of dementia was a fundamental human right and recommended that ‘every country should
have a national dementia strategy where the promotion of early diagnosis and intervention
through awareness raising should be central to its formulation’ (ADI, 2011 p.7). This appears
to be happening. For example, Scotland’s second National Dementia Strategy [2013-16]
(Scottish Executive, 2013) placed the improvement of diagnostic services and support as
second of three main challenges, the others being the promotion of quality of life and well-
being (placed first), and service transformation (placed third). In England, key commitment 1
of the first Prime Minister’s Challenge on dementia (DH, 2012a) is aligned to ‘better
diagnosis’ and the need to increase diagnosis rates through regular (cognitive) checks for
people aged over 65. Such a commitment is currently integrated into commissioning

frameworks of local health and well-being boards and financially incentivised to reach



improvement targets (DH, 2012b), currently set at 75% by 2017 across every area of England

(Alzheimer’s Society, 2015 p.12).

However, despite the considerable policy, practice and fiscal emphasis, a diagnosis of
dementia is not the starting point for the experience of living with the condition. It is known
from qualitative research involving those at the onset of their condition (Robinson, Ekman,
Meleis, Winblad, & Wahlund, 1997; Steeman, de Casterlé, Godderis, & Grypdonck, 2006;
Alzheimer’s Society, 2010a,b; McCleary et al.,, 2013), influential reports (All-Party
Parliamentary Group, 2012) and from the autobiographies written by people living with
dementia (for a review see: Page & Keady, 2010), that the first subtle signs of onset are
often difficult for the person to understand and translate into their everyday frames of
reference and meaning-making. As an illustration, at the end of the 1980s in the first book
written by a person with dementia, the Reverend Robert Davis described his initial
encounter with (undiagnosed) dementia as follows: ‘Deep within me | knew that something
was terribly wrong with my mental processes’ (Davis, 1989 p.49). More recently, Mike
Howorth, a man in his 80s living with Alzheimer’s disease in the UK, shared that, before
seeking professional help, he had felt ‘a bit down for a number of years’ and had aligned the
(very) early, subtle changes to his memory and personality traits to a life event and ‘some
minor problems in our marriage’ (Ward, Howorth, Wilkinson, Campbell, & Keady, 2012
p.292), thus repositioning the occurrence as ‘normal’ but remaining vigilant over its

constant presence in his life. More importantly, the experience was kept a secret.

The journey to a diagnosis of dementia is seldom a straightforward and linear process. An

important recent contribution to reframing dementia through a social model of disability —



underpinned by a Human Rights-Based Approach — further highlighted how the lateness, or
lack of diagnosis, may be a result of the present inability of dementia organisations to fully
challenge the ‘dominant medical model’ (Mental Health Foundation, 2015 p.36). Dementia
organisations thus continue maintaining the current status quo. A more informed
exploration of the social processes involved in seeking and obtaining a diagnosis of
dementia may, therefore, be seen as a timely contribution. By analysing a subset of data
from a multi-site study conducted in four memory clinics in England (Authors a), this article
will shed light on this overlooked topic area by exploring the following research aims: 1) to
investigate the subjective experience of those living with undiagnosed and then, over time,
diagnosed dementia; 2) to elicit the meanings that such transitions hold for those

concerned.

Methods

Context: This qualitative study took place through three research centres within England
and with four research site locations. The research sites ranged from an inner London
borough to two sites in the North West and North East of England, which were quite similar
in population and demographic characteristics, as well as a more rural site also based in the
North East of England. There were 53 participants involved in the main study, 27 people
with reported memory problems and 26 carers; this larger data set is reported elsewhere
(Authors a,b,c,d). However, not all participants on the main study consented to two
interviews and not all then went on to receive a diagnosis of dementia (Authors a). This
present paper reports only on a subset of the data, the five participants and their carers and
two people living alone, who consented to undertake two interviews, undertook both

interviews and then had received a diagnosis of dementia by the time of second interview.



Data is spread across the four research sites. The study was granted ethical approval by

Newcastle and North Tyneside REC 1 and local permissions were received.

Sample: The overall project used purposive sampling for the study and the research team
worked closely with memory services in the four locations to recruit patients from the
service. Where it was possible, the study sought to engage both the person with
undiagnosed/diagnosed dementia and their family carer so that a joint narrative of
experience could be obtained. Semi-structured interviews used a topic guide and the
guestions explored the experience of the assessment process as well as the process of
diagnosis disclosure and subsequent adjustment processes. Interviews at both time points
were conducted in the participant’s own homes by one of the research team (KS; CA; SC)
and participants were interviewed on their own or together, as desired by the dyad. Of the
seven people with undiagnosed/diagnosed dementia three were female and four were male
[age range 68 to 77]; of the five co-resident participants, three were in a spousal
relationship, one in a parent/child relationship and one couple were identified as being
friends living together. Four of the carers in this sample were female and one was male [age
range 46 to 73]. All participants were living in their own homes at the time of both
interviews and the previous occupations of participants diagnosed with dementia ranged
from a domestic cleaner to a geologist. All participants were retired except one, the 46 year-
old carer of a 71 year-old parent who listed her occupation as ‘carer.” They all identified
themselves as White British. By the time of the second interview, the following range of
diagnostic outcomes had been shared: Alzheimer’s disease x3; unspecified type x2; Vascular

dementia x1; Lewy Body dementia x1. All participants had been prescribed



acetylcholinesterase inhibitors by the time of the second interview except the participant

with Vascular dementia.

Data Analysis: As in the main study, data analysis of this sample was based on the constant
comparative method taken from a grounded theory approach (Glaser & Strauss, 1967,
Glaser, 1978). One of the research centres took a lead and co-ordinating role in the
development of the subset thematic table by reading each interview set as a whole to allow
the overall meanings of the participants’ experiences to be seen in context. Only then was
the data fractured through the coding process. Descriptive categories and underpinning
phases which bridged the longitudinal nature of the diagnostic experiences were shared
across the analysis team, which included the three researchers and three of the lead
investigators (JB; JM; JK). A software programme (NVivo 10) was used to manage the data in

this sample.

To help identify participants in the findings that follow, we have coded each participant with
undiagnosed/diagnosed dementia as P; carer as C; being in a relationship as R; living alone
as LA; the number allocated to the participating dyad as 1-5 and for those living alone 6-7;

and time 1 or time 2 interviews as T1 and T2 respectively. This coding is hyphenated.

Findings

Analysis of the sample is displayed in Figure 1 and we have based the data reporting on the
left to right flow of the heuristic, ending with a commentary on the underlying core

category.

INSERT FIGURE 1 ABOUT HERE



Phase 1: Becoming self-aware - Seeking outside help

Becoming self-aware involved a gradual acceptance that something out of the ordinary was
happening in the context of everyday life, and that such events were cumulative,
unremitting and unable to be controlled. As one participant shared ‘I could tell that things
were changing with my mind’ (P-R-4-T1). The triggers that commenced this active cycle of
self-monitoring included memory lapses, repeated mistake-making in familiar routines and
word finding difficulties. These first signs of undiagnosed dementia were embedded within
biographical, family, social and cultural contexts and were identity driven, leading to
multiple meanings and interpretations applied to their occurrence(s). Importantly, such
signs were not immediately aligned by the person to the existence of a dementia. From the
presented data, the only exception to this was if the person experiencing these undiagnosed
signs had had previous exposure to dementia, such as through a family history or caring
responsibilities, including the experience of being a care assistant in a care home for people
with dementia. In such circumstances there was a heightened awareness that ‘it might be
dementia.” However, this suspicion did not mean that concerns were automatically opened
up to other family members and/or outside help sought from the person’s general

practitioner (GP) for investigation.

The time and transition between becoming self-aware to seeking outside help depended
upon a number of relational factors, such as: How are problems within the family usually
discussed and made visible? Who usually takes responsibility for articulating problems? Is
health prioritised or acknowledged? What is the history of the family or relationship? The

following data extract and reflective commentary from the friendship relationship at time 1



best illustrates the initial (subjective) reasoning of new-found and unexplained events and
then the complex set of emotional transactions and interpersonal negotiations necessary to

seek outside help:

‘No, | go with the flow, | mean if you put your hand...yourself into the hands of
somebody who is going to help, or think they can help, erm, hope they can help, |
have been aware that my brain is not as sharp as it has been, but then you're 72 and
you think it's ageing. It's erm, but erm, I've been curious about the bangs on the
head... and thought could it be some brain damage with it?...when | fell in the park?’

(P-R-2-T1)

From the friend’s perspective (carer), the same situation was understood as follows:

‘...and then there were all the bills, so she knows what's coming in and what's going
out and projects what we're going to need, and things like that, but she weeps over
them now because she can't get the figures right...Because she transposes the figures
or she gets...she just writes the number down wrong...and it was really distressing
her and one or two other things. So | suggested that she went for a check-up, you

know, like a M.O.T.” (C-R-2-T1)

For the carer, comparing her live-in friend’s need for a cognitive health screen at the GP to
the need for a car to pass its annual M.O.T. [independent Ministry of Transport mechanical
check to remain roadworthy] was the reframing of events necessary to persuade her friend
to seek a medical consultation. However, it was only at the time of the second interview
that it was revealed that it took over two years to reach this outcome and was the result of

persistent pressure, albeit from within the boundaries of a long-standing and caring
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relationship. If the person living with undiagnosed dementia does not want to acknowledge
the (potential) seriousness of events, listen to the concerns of others or believe that their
memory lapses [or other sensory changes] are manageable within the boundaries of
everyday life, then the road to a diagnosis - if it happens at all - may well be long and ripe

for family/relational conflict.

However it was reached, all participants in this study had obviously sought outside help and

this transition paved the way for the next phase of the diagnostic process.

Phase 2: Being referred - Receiving a clinic appointment

All referrals into this study came from a participating memory clinic; similarly, all referrals to
the memory clinics came from the undiagnosed person’s GP. As outlined in the previous
phase, this chain of events started only when the person living with undiagnosed dementia
presented themselves to their GP to ‘see what was happening’ (P-LA-6-T1). All participants
experienced varying degrees of memory problems at the time of first presentation to the GP
and thereby all expected to be ‘tested’ [participant wording] in some way to find out what
was wrong/happening. How this testing was to take place, in what form and for how long

were unknown.

On the other hand, all participants recalled that the ‘test’ was done by their GP but none
could remember being given the score they had achieved upon its completion and it was
intimated in the available data that the GP was sat behind a desk whilst the cognitive
screen/test was being performed. No participant was able to share the name of the
screening test that they had completed. Similarly, it was clear that by the end of this first

consultation, no one was expecting their GP to refer them on to another service, and
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certainly not one with a different name, in a different building (often situated in another
part of the city/locality) and to meet another set of staff with an array of work titles. As one
participant succinctly stated ‘at the end of it [the screening assessment] | thought | was

generally doing OK’ (P-R-1-T1).

In this respect, all participants subsequently received the invitation to attend the memory
clinic by an appointment letter sent to their home address. This process of waiting for the
letter to arrive and then the underlying anxiety attached to the referral details contained
therein should not be underestimated. In many ways, the knowledge that their initial
consultation and results of the ‘test’ had warranted a more detailed investigation in a
specialist centre provoked a range of emotions - and actions - among participants. For
example, one participant with a professional background in technology (P-R-4) searched the
internet for more information about what a memory clinic was, and it was at this point that
he found a tie-in between a memory clinic and dementia. Similarly, once received, the
appointment letter contained the name and directions to the memory clinic, a time to be
present by and at least one name of a member of staff to whom they were to report/see.
Drawing on local knowledge, one couple in the study (P-R-3 and C-R-3) knew immediately
that the address provided on the appointment letter positioned the memory clinic within an
older person’s mental health assessment unit which, despite all the best intentions, carried

its own stigma in the local community.

The wait for an appointment at the memory clinic ranged from a few weeks to over two
months. Whilst there was a mixture of anxiety and expectation in waiting for the

appointment date to come around, no participant considered the possibility that they would

12



be ineligible for (any) available treatment or support should something serious be found to

be wrong.

Phase 3: Undergoing tests -» Being told what’s wrong

The four participating memory clinics were busy environments and had clear protocols for
the diagnostic pathway. However, it is uncertain if this information was shared with study
participants over the course of their contact or if it was available to access in alternative
ways. This is important as the route to a diagnosis of dementia can be a protracted and
complex process - as seen in this study - and those entering this phase of their diagnostic
journey were, at times, unprepared for how long it would take. Indeed, participants held
more direct and expedient beliefs about the workings of a specialist service, as this slice of
data attests ‘it's just the not knowing if it is something that's wrong with you, or if it is just

forgetfulness. I just want it over...quickly.” (P-LA-7-T1)

To reach this state of knowing, it had been necessary for each of the participants to undergo
a battery of neuropsychological assessments and a brain scan. This was the same procedure
for each of the participants in the study and in line with best practice evidence and policy
guidance (DH 2009). However, the time taken to undergo these assessments and then reach
an authoritative decision on the clinical type and stage of the presented dementia was
different in each of the seven cases. This is perhaps not surprising and this difference should
not, in any way, be construed as a criticism of the memory clinic teams and their
professionalism; for example, two of the sample were eventually diagnosed with dementia
of an ‘unspecified type’ after a robust, protracted and highly specialist set of repeat
assessments that took many visits to the memory clinic and NHS support services to

conclude. Rather, the main point to grasp here is the meaning that participants attached to

13



the process of undergoing the testing procedure, the process of waiting to be told what was
wrong and the impact that such events had on their everyday lives. These two quotes help

to illustrate this dilemma:

‘They spoke to me and [names her husband]. He gave [husband] a questionnaire |
think it was that he had to...I don’t know if he had to tick or maybe it was like out of
so many, one, two, three...what was I?...And he asked me questions, and then he
asked me different questions. Just trying to think what it was again...It was like a test
really to see about my memory. He said it would be the first of quite a few visits.” (P-

R-1-T2)

‘..and he couldn’t answer the questions, and she’d [memory clinic psychiatrist]
actually wrote down in the notes that he was a milkman all his life, where he only
did...well, he was an accountant. He did the milk round for a few years when he was

12 or something...I feel | have to prompt the doctor as well as my dad.’ (C-R-5-T2)

These tests for those in the sample eventually led to a diagnosis of dementia which was
provided by memory clinic staff. Reactions to the diagnosis ranged from shock and disbelief
to calm acceptance and self-affirmation that their suspicions had been right all along. In this
latter instance, previous family exposure to dementia helped but it was a double-edge

sword: composure was intertwined with an intimate knowledge of the future.

Phase 4: Adjusting to the diagnosis - Negotiating everyday expectations

Contrary to expectations, the sharing of a diagnosis did not wholly satisfy the process of
knowing for all concerned in the study. New questions were brought to the surface, some

practical, some mundane and some existential; for example, how long is this stage of

14



dementia going to last? [P-R-4-T2]; is it still possible to drive my car? (P-LA-7-T2]; can | still
make us our tea? [P-R-1-T2]; what can | do now that | have this thing? [P-R-3-T2]; why did
this have to happen to me? [P-LA-6-T2]. These threats to personal identity and agency were
rooted in the everyday and all were profound in their implications and in the meanings that

participants attached to their new-found situation.

This is a concern as, aside from the prescription of acetylcholinesterase inhibitors to six of
the seven participants in the study, there did not appear to be any coherent form of
psychological or psychosocial support offered to participants and the eventual transition
between memory clinic — home — GP and/or community support [should it be needed]
was as stark as this text makes it appear. For services, there was an expectation that life
would return to normal supported by the follow-up appointments to monitor medication
use. However, this faith appears misplaced as, from the data, a diagnosis of dementia simply
magnified any fault-lines in the person’s abilities to adapt to new situations and shone the
brightest of spotlights on the functioning of existing relationships. Whilst lengthy, this

conversational exchange between two study participants helps to illuminate this concern:

Husband: ‘I do tend to think that if | put one word out of place you snap a bit quick
[directed to person with dementia], or her mood can change a bit quicker than it

used to shall we say. [directed to the interviewer]’ (C-3-R-T2)

Wife: ‘That is because | am feeling vulnerable isn't it, so if somebody is getting at me

about something, something | might not have done...” (P-3-R-T2)

Husband: ‘It takes you a while to come out of it. [directed to person with dementia]’

(C-3-R-T2)

15



Wife: ‘1 am going to sort of snap back and, to be honest with you, | would hate it if |
couldn't do that because then I'd be like a little frightened puppy. | don't want to get
to that stage, you've got to be...I know it's not nice if somebody is having heated
words or what have you, but | have to deal with that in my own way so that | don't

feel too crushed.” (P-3-R-T2)

In the final few words of this exchange, the use of the personal pronoun ‘I’ together with
the adjective ‘crushed’ reveals clues about the participant’s state of mind and the threat to
her personal identity - and the long-standing relationship - posed by the existence and
diagnosis of dementia. Perhaps this is a lot to read into a few words, but at the very least
the couple required help to express their feelings in coming to terms with the diagnosis.

Without such help, the consequences are likely to be on-going interpersonal conflict instead

of resolution and adaptation.

Underlying core category: ‘Living with Uncertainty’

As figure 1 indicates ‘living with uncertainty’ is a status passage running throughout each of
the four sequential phases. In defining the core category this way, we are suggesting that
there is little, or no, stability at just about any point in the pre- and immediate post-
diagnostic period and even when a potential definitive marker is brought into play, for
example through the sharing of a diagnosis of Alzheimer’s disease with participants,
uncertainty remains. For instance: How long will each stage of dementia last? What
treatments will work? What will happen next? Returning everyday life to a pattern of
normality from within a frame of uncertainty and diminishing cognitive abilities is hugely

challenging for all concerned.

16



Discussion

Using a longitudinal qualitative design this paper has reported on the development of four
distinct and sequential phases that describe the onset, self-recognition, help-seeking and
impact of receiving a diagnosis of dementia. Each of the four phases is underpinned by the
everyday experience of ‘living with uncertainty’ which ranged from the mundane (i.e.,
waiting for the arrival of a memory clinic appointment letter and what it would say) to the
profound (i.e., concern if the diagnosis puts your children at an increased risk of ‘getting the

same in the future’ [P-R-5-T2]).

Due to the current media interest in dementia and the alignment of dementia to the public
health agenda (ADI, 2012), this study has been timely in exploring the impact of these
messages on people accessing memory clinic services. Indeed, once the decision has been
reached to seek outside help on what is causing the memory problems, for example, there is
a clear feeling from those who went on to obtain a diagnosis of dementia that they did so
because they believed that something could be done to help. In six of the seven cases this
was through the prescription of acetylcholinesterase inhibitors, although the data revealed
that more psychosocial support was necessary (Moniz-Cook & Manthorpe, 2009).
Worryingly, for the person living with Vascular dementia, no on-going support was offered
once the diagnosis was made. It is hard to draw (inter)national comparisons from just one
case, but it does seem that those with Vascular dementia are caught in a particularly
vulnerable position in that they do not qualify for the prescription of acetylcholinesterase
inhibitors (which may or may not be effective), yet their vascular needs are not
systematically addressed as they would have been should the person have suffered a stroke

or other vascular incident (Swarbrick et al.,, 2012). To a certain extent, in England, the

17



second Prime Minister’s Challenge on dementia (DH, 2015) has attempted to respond to
such needs by setting an average national target of six weeks between GP referral to
memory clinic appointment and that, post-diagnosis, all people with dementia should have
equal access to a range of support that may include personalised information, a dementia
adviser and other helping such as counselling and ‘ongoing specialist care provided by
specialist nurses’ (p.16). Time will tell if these policy ambitions translate to meaningful

change and opportunities on the ground.

Our research also shows that the journey to a diagnosis starts with the person’s illness
recognition. Here, there are parallels to the work of Harman & Clare (2006) and echoes in
the exploratory work in mild dementia conducted through the Hughes Hall Project for Later
Life in the late 1980s and, in particular, Pollitt, O’Connor, & Anderson’s (1989) astute
observation from this study that ‘until the carers or relatives make a conceptual leap from
seeing the condition as normal to securing it as abnormal, it will be difficult to offer
appropriate help to prevent the build-up of stress or crisis occurring’ (p. 273). Whilst time
has moved on, especially in moving the opinions of people with dementia to the centre of
the debate, there remains a salient truth in Pollitt et al.’s (1989) words in that those
involved in the process of illness recognition may well adopt different positions and be
interpreting events and processing their meaning(s) through their own, and thereby a
separate, lens of understanding. How those positions are then negotiated and played out in
everyday life become crucial determinants to illness presentation to outside agencies, as
seen in the M.O.T. example in this paper and the two year dialogue to achieve a desired

outcome. Finding ways to smooth the transition between (personal) illness recognition to
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(outside) illness presentation becomes key determinants of service awareness, support,

quality and an opportunity to live well with dementia.

Arguably, the processes underpinning such transitions is not confined to dementia and has
‘carry through’ to other types of sudden onset (e.g. stroke), or gradual onset (e.g.
Parkinson’s disease), chronic conditions. Therapeutic understandings have shown how there
needs to be psychosocial support to enable families to ‘work through’ the transition phases
and the on-going challenges of living with a chronic or terminal condition, such as that
proposed in John Rolland’s ‘therapeutic quadrangle’ where family systems are seen to
interact with the chronic condition within and between three dimensions: i) the
psychosocial types of illness; ii) the time phases of chronic iliness and iii) components of
family functioning (Rolland, 1988; Rolland, 1994). Alarmingly, no participants in this subset
appeared to have been offered any kind of psychosocial intervention to help manage the
process of diagnosis, or transition from a family living with undiagnosed memory problems
to a family living with dementia. On this latter point, as Joy Watson, a person living with
young onset dementia has recently shared, it is important to make dementia ‘a topic that
can be embraced rather than feared and help those living with it to live well’ (Watson, 2016
p.5). Greater public awareness coupled with meaningful personal empowerment of people
living with dementia through choice, opportunities for everyday social engagement,
continuity of identity and interaction with dementia friendly communities may well help to
challenge the stigma that still surrounds the condition (Alzheimer’s Society, 2010b) and
promote a rationale for obtaining a diagnosis in the first place (ADI, 2011; Alzheimer’s

Society, 2014; DH, 2015).
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Finally, if meaningful progress in dementia care and awareness is to be made, and as far as it
is both realistic and practicable, ‘certainty’ needs to replace ‘uncertainty’ throughout each
of the four phases outlined in this article. As an illustration, and to take but one example, in
phase 3 ‘undergoing tests’ there have been precious few studies that have explored the
experience of neuropsychological assessment in dementia from the patient’s perspective
(Authors d). However, of the studies that have been reported (see for example: Keady &
Gilliard, 2002), uncertainty over the meaning of the assessments/tests and what a score
actually denotes are regular features of captured experience, as they are in this sample. This
speaks of a need for more transparent information about the meaning and function of
neuropsychological assessment to help better prepare and inform those on its receiving
end: from explanatory information on the internet through to personalised handouts at the
memory clinic or in follow-up. Indeed, as we have written about elsewhere, participants in
the larger study wanted more clarity about the length of the diagnostic process and what
information needs might help in their adjustment and preparation for being told what is
wrong (Authors a, b, d). It would also be helpful for patients to make contact with a named
person between appointments to talk about any worries or anxieties (Authors, d). Arguably,
enacting these and other person-centred initiatives, and evaluating their outcome, would
help provide real substance to the meta-narrative of ‘living well with dementia’ that
permeates the dementia field at present (DH, 2012a; Alzheimer’s Society, 2014b) and act as

a solid foundation for change.

Study limitations

The limitations of the study need to be acknowledged. First, the sample comprises solely of

White British people and this is not representative of the ethnic diversity that exists in each
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of the data collection sites. We would suggest that additional work with other population
groups should be conducted so that a more rounded experience can be presented and
compared. Second, the sample size is small (n=12) although qualitative research does not
make any claim over the generalisability of the findings. However, future work would
benefit from either a larger sample or more visits to those participants during the time of
participation so as to further increase sensitivity to the emerging issues. Third, the length of
study did not allow for longitudinal engagement beyond the two visits reported in the study.
Additional longitudinal research and/or practitioner research in this area would help provide
a more sensitising approach to data reporting. Fourth, this sample is not representative of
those older populations who may go on living with ‘undiagnosed dementia’ in the
community (Mitchell et al., 2013) until such a time as they experience a health or social care
crisis and are either admitted to a long term nursing facility, or acute hospital, where they

may then gain a formal diagnosis.

Conclusion

This study has sought to describe the sequential phases that go from self-recognition
through to a diagnosis of dementia shared in the memory clinic and its immediate
aftermath. This resulted in a longitudinal engagement by the research team with the study
participants and extended knowledge on the lived reality of the experience. This
methodological approach enhanced the authenticity and trustworthiness of the study
findings. The wider implications of the study relate to the need to delimit uncertainty in all
aspects of the transitions into and from a diagnosis of dementia so that people living with
condition and their support networks can retain their personhood, well-being and

connections to their community for as long as is possible.
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