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Although only 20e50% of individuals with dementia are diagnosed, early diagnosis enables patients and
families to access interventions and services, and plan for the future. The current study explored the
experiences of rural family caregivers in the period leading up to a diagnostic assessment at a Canadian
memory clinic, their hopes and expectations of the assessment, and their experiences in the six months
following diagnosis. Using a longitudinal, retrospective and prospective qualitative research design,
caregivers of 30 patients referred to the clinic were interviewed during the diagnostic assessment
process and again six months after the diagnosis. Most caregivers reported first noticing symptoms two
years prior to diagnosis. The pre-diagnostic interviews revealed a prevalent ‘need to know’ among
caregivers that drove the help-seeking process. Caregivers hoped that the diagnosis would have the
benefits of ‘naming it,’ ‘accessing treatment,’ ‘knowing what to expect,’ and ‘receiving guidance.’ When
asked six months later about the impact of the diagnosis, the main theme was ‘acceptance and moving
forward.’ Caregivers reported that the diagnosis provided ‘relief,’ ‘validation,’ and ‘improved access to
services.’ These findings can inform care practices of primary health care providers who represent the
first point of contact regarding expectations and experiences of dementia-related diagnoses.

� 2013 Elsevier Ltd. All rights reserved.
Introduction is detected too late for interventions to be beneficial (WHO, 2012).
Dementia is a challenge for families worldwide, with an esti-
mated 35.6 million people living with dementia in 2010 (Prince
et al., 2013). A five-country survey revealed that 30% of re-
spondents had someone in their family with a diagnosis of Alz-
heimer’s Disease (AD) (Alzheimer Europe, 2011). In Canada, 7% of
those over the age of 60 years and 49% over age 90 have dementia,
and this prevalence is projected to increase by 2.3 times over the
next 20 years (Alzheimer Society Canada, 2010). In Canada and
internationally, rural areas are aging faster than urban areas (CIHI,
2011; NACRHHS, 2008), leading to high proportions of older people
and thus more people at risk for dementia. Fewer than half of all
dementia cases have documented diagnoses (WHO, 2012). For
those diagnosed (only 25e50% in high income countries), dementia
th and Safety in Agriculture,
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Without a diagnosis, people go without treatment, care, and
organized support (Koch & Iliffe, 2010; Pratt, Clare, & Kirchner,
2006; Prince, Bryce, & Ferri, 2011).

Studies of the pathway to diagnosis of dementia have identified
caregivers as crucial. Leung et al. (2011) found that caregivers
initially encouraged patients to seek help, but over time actively
pursued a diagnosis. Although shorter pathways to diagnosis
occurred when caregivers recognized symptoms and sought help
(Schrauf & Iris, 2011), attaining a diagnosis required considerable
diligence by caregivers and marked delays were common (Teel &
Carson, 2003). Time from first symptom recognition to diagnosis
of dementia averaged 3.1 years, with delays occurring before and
after seeing the first health professional (Speechly, Bridges-Webb, &
Passmore, 2008). In Ontario, caregivers identified the need for
specialist services and more training of health care professionals to
improve early assessment and diagnosis (Dupuis & Smale, 2004).

Patients and caregivers who live in rural areas experience
additional barriers (Bradford, Kunik, Schulz, Williams, & Singh,
2009), due in part to challenges of rural health delivery, including
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Table 1
Interview guide.

Baseline Interview Guide (clinic day)
� Can you tell me about the process of getting here today? (what made you

decide to seek help? Who did you seek help from? How did you get a referral
to RRMC? How long between referral and today’s visit?)

� What was it like waiting for today’s appointment?
� What have been the challenges so far in getting help?
� What has been helpful in the process so far?
� Can you describe your role in relation to [person being assessed]. Has this

changed since they developed memory problems?
� What are some of the difficulties you experience as a caregiver?
� Tell me about dealing with all of this in rural setting?
� What kinds of supports have you used so far? (formal, informal)
� What do you hope to get out of this day?
� How important is a diagnosis? (for you, for patient)
� What would be most helpful at this point?
Six-month Interview Guide
� How have things been going since we last talked at the clinic appointment?
� What were you expecting to get out of the clinic day? Has it been helpful?
� Did you receive a diagnosis at the clinic? What does it mean now to have a

diagnosis?
� What recommendations were you given? Have these been carried out?
� What would be helpful for you as caregiver? For patient?
� What decisions have you had to make in the last 6 months as a result of

[patient’s] condition?
� Do you have all the information you need?
� What sort of supports are you using? (formal, informal)
� Are you aware of programs or services related to caregiving in your area?
� Are you experiencing any difficulties in accessing services?
� How has your role as caregiver impacted your day-to-day life?
� Are you doing any planning for the future?
� Would you say you are managing better, worse, or the same as when we last

spoke? Can you explain?
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long distances, lower population density, and widely dispersed
populations (White, 2013). Indeed, a systematic review of factors
contributing to missed and delayed diagnosis of dementia in rural
settings identified problems related to providers, patients, care-
givers, and the health system (Bradford et al., 2009). Access to
diagnostic and post-diagnostic services is especially limited in rural
areas, as is sufficient training of primary health care professionals to
diagnose and manage dementia (Szymczynska, Innes, Mason, &
Stark, 2011). A systematic review of informal caregiving in rural
settings (Innes, Morgan, & Kosteniuk, 2011) found limited research
on caregivers’ experiences of dementia and insufficient information
available to develop rural dementia care services that support the
person with dementia and their family caregivers. Therefore, the
purpose of this study was to explore for the first time the experi-
ences of rural informal caregivers in the period leading up to a
diagnostic assessment at a memory clinic, their hopes and expec-
tations of the assessment, and their experiences in the six months
following assessment and diagnosis.

Methods

This study used a longitudinal, retrospective and prospective
qualitative research design in which in-depth interviews were
conducted at baseline assessment and six months later. Data were
collected between 2010 and 2012. Ethical approval was granted
from the University of Saskatchewan Behavioral Research Ethics
Board.

Setting

The Rural and Remote Memory Clinic (RRMC) is a research and
publicly funded clinical centre located in the city of Saskatoon
(population 236,000) in the mid-western Canadian province of
Saskatchewan (population 1,072,082, area 651,035 km2, popula-
tion/km2 1.88) (Government of Saskatchewan, July 2012).
Saskatchewan, 2011 census data show a higher proportion of se-
niors (>65 years) living in smaller centers (towns 21.3%; villages
20.1%, and recreational villages 25.8%) compared to cities (14.0%)
(Elliot, 2012).With a higher prevalence of dementiawith advancing
age (Prince et al., 2013), rural communities have a higher propor-
tion of people at risk of developing dementia, yet less access to
needed supports and services.

The RRMC involves the patient’s family caregivers at all stages,
including a pre-assessment via telehealth videoconference in the
patient’s community. Caregivers later accompany the patient to the
full day in-person diagnostic assessment at the RRMC, located in a
tertiary teaching hospital. The clinic visit ends with a feedback
meeting where the patient and accompanying caregivers meet
with the clinical team to discuss the patient’s diagnosis and their
recommendations regarding treatment and referrals to support
services. Follow-up appointments are conducted via telehealth
videoconferencing at six weeks, 12 weeks, six months, and as
needed. At one year and annually thereafter, patients are assessed
by the full team at in-person follow-up appointments. Details about
the assessment protocol and use of telehealth are reported else-
where (Morgan et al., 2009, 2011).

Data collection

Over eight non-consecutive months between 2010 and 2011, a
convenience sample of all family members (termed “caregivers” in
this paper) who accompanied patients to the full-day assessment at
the RRMCwas invited to participate in a semi-structured interview.
We also sought permission to contact them for prospective follow-
up interviews after six months via telephone. Caregivers were
informed at each point of contact that they had the opportunity to
discontinue participation. At clinic day, after reviewing and signing
consent forms, they were interviewed in a private room while the
patient completed part of an individualized assessment elsewhere.
The interviews took place a few hours prior to the end of day team
conference and subsequent feedback session. Patients were
engaged in an interdisciplinary assessment that required the full
day and therefore they were not available to participate in these
interviews. Guiding questions for the clinic day and 6-month
interview are shown in Table 1.

The RRMC operates one day per week, and typically sees six new
patients per month. Five consecutive months of caregiver inter-
viewing were followed by a 3-month pause to allow for tran-
scription, initial analysis, andmodification of the guiding questions.
All interviews were audio recorded, transcribed, and checked for
accuracy. Data collection then continued for 2 months, followed by
an analysis period and a final month of recruitment, after which the
researchers agreed that the saturation point had been reached and
no new themes were being generated. On average, initial in-
terviews were completed in 25 min and 6-month interviews in
20 min.
Data analysis

Data analysis employed a constant comparative approach
(Charmaz, 2006). NVivo software was used to store coded data and
facilitate retrieval of data. Open coding was carried out through
line-by-line coding, with an attempt to capture all active categories.
To refine conceptual codes, the data were then re-read, keeping in
mind the question: “what is happening here” (Charmaz, 2006). This
process was followed by focused coding to condense and compare
data across interviews. Memos that were written on first and
subsequent reads were revisited and incorporated into the analysis.
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Finally, a core category was determined, which represents the
principle theme of the data. Several strategies were used to ensure
analytic rigor (Shenton, 2004). The interviewer (SWI) and principal
investigator (DM) met weekly for debriefing sessions, to determine
coding schemes, interpret data, and refine the interview guide
when analysis revealed areas that required further exploration.
Poster presentations of early findings at scientific conferences
provided opportunities for dialogue with peers and helped develop
the analysis. Because caregivers were contacted at two points in
time, we were able to explore individual’s stories in-depth,
ensuring more accurate representation and enhancing credibility,
confirmability, and dependability of the findings (Shenton, 2004).
We documented the analysis process to create an audit trail, used
memos to record analytic notes, and have attempted to provide
enough description of the study context to allow others to deter-
mine the degree of transferability to other settings.
Participants

Initial interviews involved 46 caregivers, whowere caring for 30
patients. Seventeen interviews were conducted with a single
caregiver, 13 with two caregivers, and one with three caregivers.
Caregivers (15 male, 31 female) included wives (n ¼ 10), husbands
(n ¼ 6), daughters (n ¼ 15), daughters-in-law (n ¼ 2), sons (n ¼ 5),
other relatives (n ¼ 7), and friend (n ¼ 1). Forty-one percent of
caregivers interviewed at baseline lived with the patient. Patient
diagnoses were Alzheimer’s Disease dementia (AD, n ¼ 15), mild
cognitive impairment (MCI, n ¼ 4), frontotemporal dementia (FTD,
n ¼ 3), vascular cognitive impairment, no dementia (VCI, n ¼ 1), no
cognitive impairment (n ¼ 5), and inconclusive (n ¼ 2). At 6
months, 33 of the original 46 caregivers agreed to participate in the
second interview via telephone, and these 33 cared for 26 patients.
Reasons for attrition included: deferred to the other (typically
primary) caregiver (n ¼ 5), lack of interest (n ¼ 2); unreachable
(n ¼ 2); researcher calling made patient anxious (n ¼ 2); and pa-
tient inappropriate for the study (n ¼ 2).
Findings

Although four caregivers noticed symptoms less than one year
prior to the assessment, for the majority of patients (20/30) their
caregivers reported first noticing symptoms two years earlier, with
the remaining caregivers reporting three to five years. This period
includedwait times for the RRMC, which averaged 11months. Most
patients were referred by their primary care provider, although one
patient with FTD was referred by a specialist for a second opinion.
Five patients were taking Aricept (an acetylcholinesterase inhibi-
tor) at initial assessment, but none of their caregivers recalled
having been given a diagnosis.
Clinic day interviews

The experiences of caregivers during the time between noticing
symptoms and being seen in the clinic varied. Seven caregivers
described experiencing extreme distress, primarily due to patient
safety concerns, but in several cases caregivers were experiencing
deteriorating physical and mental health. At the other end of the
spectrum, caregivers were less distressed, but still anxious to get
answers. A third of the caregivers indicated that there was a
particular incident that triggered help-seeking.

What happened was we went to the lake last summer and we
noticedMom’s having less interest in things, couldn’t remember
things. There had been an incident in [previous year] where she
had seen these “little people” that was quite distressing to her.
(son)

What we are afraid of is she’s going to leave the stove on and
maybe catch something on fire. Like OK, she tried to bake
something for Thanksgiving and she called over here and she
said I can’t get my stove turned on and it stinks so bad. And so
[we] run down there and she had her oven up to 700 degrees.
(daughter)

Mom had another little near mishap driving this winter. Uh, she
pulled out in front of a gentleman with a loaded pick-up truck
and he thought he was going to kill her, and he still doesn’t
know how he missed her. (daughter)

Many caregivers reported that they could not leave their family
member alone, which led to isolation, loneliness, and loss of
freedom.

It’s different. We can’t do what we usually do, or if wewanted to
go to the lake we can’t go to the lake, ‘cause if we go fishing the
hills are too steep for her, or there’s all kinds of things. It’s got
positives I guess and negatives. (son)

I can’t go away on week-ends or anything like that. If I go away
for the day I usually take her but I hardly even like go down to
[nearby city] to shop or anything like that. I rarely do that
anymore ‘cause I just don’t want to leave her. And when she
does come, it’s harder for me to do anything like that with her
because she has to be right beside me.so yeah, it’s hindered.
(daughter)

Caregivers who did not live near the patient described the
challenges of being at a distance.

Well, people would phone me and tell me this is what’s
happening. You need to do something. You need to do some-
thing. And when I talked to my mom on the phone she was
fine.. And I thought that they were just, you know, not being
very kind. It tookme awhile to understand that yes, there was in
fact something wrong. And because I lived so far away– it takes
over two hours to get to her house fromwhere I live– I don’t go
out [there] a lot. I didn’t realize it was the way people had said
it was. And they would know. They’re there, I wasn’t. (daughter)

Some caregivers reported feeling anxious and frustrated about
having towait for the clinic appointment, especially when they saw
a decline in the patient’s condition, whereas others were more
resigned to waiting for specialist appointments.

The only time it really bothered me is when I noticed things
getting a little bit worse and I’m thinking, okay, when is this
going to happen? We need to get this checked out, because
every other test they did on her for every other possible reason
she could be having this memory issue, they all came out just
fine. So this was kind of our last resort for answers. So yeah, I
was getting a little anxious. (husband)

I would say it’s been mostly, well, it’s always in the back of our
minds, but you know when you don’t live there, and we’re not
affected by the day-to-day stuff. Certainly it was of concern to
Mom [patient’s wife]. so when I phoned to let them know
there was a cancelation. well she was very receptive. (son)

Caregivers who reported supportive family relationships and
shared responsibility for caregiving appeared to be less distressed,
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whereas those who described non-support from other family
described this situation as stressful and frustrating.

I think it’s been happening for, well at least five years noticeably
for myself, but its definitely been a process because my one
sister hasdshe’s seen it, but it’s taken her awhile to see it also,
but my brother has just refused to deal with it on any level until
just this last month. (daughter)

Many caregivers described the need to “do something” to help
the patient and get a better understanding of what was happening.
After pushing for the clinic appointment for his wife, one husband
stated “but at least I feel satisfied that I’m doing somethingdor
trying to do something.” Another husband stated “We had a chance
to be here today and [our son] made a phone call and got in here
and hopefully we do something, find something.” The following
quote also illustrates caregivers’ need to do something to help the
patient.

If there’s something happening I want to seek it out. I don’t want
to wait until she has really changed and she’s different and
people are saying something.. if there’s a concern then let’s
look at it. That’s why we’re here today. (husband)

During initial interviews, half of the caregivers reported that the
process of help-seeking for their relative had been stalled at the
point of the primary care provider. This experience of “getting
stuck” occurred when their attempts to have their concerns taken
seriously were unsuccessful. “Taking charge” describes caregivers’
actions aimed at keeping the help-seeking process moving, by
calling, writing, or making an appointment with the patient’s
physician.

I went for how many years now I’ve been mentioning it [to the
Doctor] that I’ve noticed . mentioning about her memory and
they did these kind of little tests or something and asked her
like, what date it was . and he would say well he didn’t really
see any, uh, difference. And only last year he finally, he would
refer us. (daughter)

So then more time went by and then our youngest daughter she
said what’s happening with that test for Mom’s memory?Well I
said I don’t know, she’s been going to the doctor and we don’t
seem to be getting anywhere. Well she says I think we’d better
start seeing what’s happening. (husband)
The need to know

The driving force behind the process of seeking assessment was
caregivers’ ‘need to know,’ which had the following properties:
‘Naming It,’ ‘Accessing treatment,’ ‘Knowing what to expect,’ and
‘Receiving guidance.’

Naming it
By knowing the diagnosis, caregivers could more easily begin to

“deal with it” themselves and to seek help from others. Caregivers
said that naming the problemwould enable them to move forward
both psychologically and in practical terms.

Then you can deal with it. You’re putting a name to it. You know
what it is and then you can get on with it instead of wondering
what’s the problem. (wife)

Sometimes it is better to know than not know. It was the same
with my husband’s cancer. Like once you know, you can deal
with it. And this will be the same way. It seems like nowadays
things have to be labeled. And once there’s a label of Alzheimer’s
for my mom, then we can go forth. (daughter)

Not understanding the cause of the changes in the patient was
upsetting for caregivers, who wanted an explanation for what was
happening. The uncertainty of not knowingmotivated them to seek
help.

Well, a better understanding of exactly what it is, like what her
condition is, like exactly what it is. I haven’t really been told
from any doctor or anything, but we know there’s something
about her memory, but I just don’t know what it is, I don’t know
if it’s dementia. (daughter)

Just to have a reason for his change. you have a person go from
day to night, uh, just to know. what caused it would help. it
doesn’t change the outcome at all but it just feels, it would be a
help I think. (wife)
Accessing medication treatment
Expectations about medication treatment for a diagnosable

condition were a clear component of the ‘need to know,’ and may
have even been important in maintaining caregivers’ help-seeking
behavior. In fact, most caregivers expressed hope that there would
be a treatment available once the diagnosis was made. Some were
aware that medications may help slow the progression of the de-
mentia whereas others believed that there must be an effective
medication because “there is a pill for everything.”

I heard about a medication that can be taken to slow the process
e not stop it e but it would slow the process so we were trying
to get him in here. So I wanted [an assessment] to happen
quicker. (wife)

Well I’d like to think there’s a medication that would help her. It
helps everything else. It certainly is not going to help her a year
or two down the road, it’s not going to, it’s too late. I’m hopeful
that maybe there will be yet. (husband)
Knowing what to expect
Most caregivers expressed the desire to know what the diag-

nosis was, what symptoms to expect as the disease progressed, and
how quickly or slowly the decline might be. Caregivers want to
know “what it is” so that they could begin to “deal with it.”
Knowing the nature of the problem was a prerequisite for taking
control of the situation.

More understanding, some kind of support, more of what I can
expect. because I don’t really know. You know, I don’t know
how long this is gonna carry out, you know? (daughter)

It just seems like that last couple of years I have been trying to
sort of find out, or just even to have somebody say ‘no, this is
what it is, this is what it’s gonna be and it might progress to this.’
(wife)

Having a timeline for the progression of the symptoms was seen
as reducing some of the uncertainty in the situation and enabling
them to start planning for the future.

To know that this is what it is and this is how it’s going to
progress and then we’ll have to deal with it.. (wife)
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Potentially knowing whether this is going to worsen or whether
it has the ability to get better, or whether it may just stay the
same you know, like knowing what’s causing it will at least give
us some insight into what the future might look like, so that we
can make better arrangements and plans with that in mind.
(daughter)

Receiving guidance
Caregivers wanted support in making decisions about issues

such as ability of the patient to live alone and their decision-making
capacity, and to know that the clinic team would be there if they
needed help and advice in the future.

And at what point do you have to put her in long-term care or
something? Yeah, so I guess more information and a little bit of
guidance. (daughter)

Being here is helpful because we’ll get more information about
where she’s at and then from there I’ll be able to make better
decisions. I’m looking [for] whatever else anyone can provide
forme because I don’t want tomake thewrong decision. Because
this is it. Like I can’tdI have to do the right thing. (daughter)

Many caregivers were postponing making major decisions
affecting the patient until they had more information. They strug-
gled with balancing the patient’s independence and protecting
them from financial and safety-related problems.

We would like answers, we’d like to know, like is she capable of
making good decisions, good judgments? Is she able to do that?
We don’t know. Sometimes we think yes then the next time ‘oh,
we’ve got to do something. We’ve got to intervene.’ And we
don’t know where to begin. And is it bad?. Or is there some-
thing that is fixable. (daughter)

And what I’m hoping for is some prognosis stuff. I have some
concerns about her ability in terms of finances. Dad had told
my sister she had a significant amount of money in her chequing
account and it’s about that decision-making. is she able to
manage money? (daughter)

The impact of knowing at six months

Six months post-diagnosis, caregivers displayed a reduced sense
of urgency and stress compared to the initial interviews, regardless
of the diagnosis. Receiving a diagnosis seemed to be the climax of
their help-seeking process. Caregivers were interviewed just prior
to receiving the diagnosis on clinic day, and then six months later;
consequently, we did not capture their immediate reaction to the
diagnosis, which may have changed over time. At six months,
acceptance of the diagnosis and moving forward was the core
category of the impact of knowing. Properties of this category were
‘relief,’ ‘validation,’ and ‘access to support and services.’

Acceptance and moving forward

Receiving a diagnosis helped caregivers accept the new reality
and move forward. Caregivers could begin to plan for care and
adapt in cases where their family members were diagnosed with a
dementia, or for those who were not, in the knowledge that de-
mentia was not an immediate concern. Understanding symptoms
and being able to name the problem helped some caregivers come
to a place of acceptance. Talking to the clinic team about their
questions and concerns also helped them move forward. The wife
of a patient diagnosed with frontotemporal dementia reflected on
how the explanation of her husband’s symptoms made things
easier to deal with and accept:

After the [clinic] trip. I could tell myself that I understoodmore
the reason for why things were going on.. Because until you
know the reason, you just think it’s bad behavior. It was very
helpful. because I was getting cross, you know? Like why are
you laying around all day? Well as soon as I had an explanation
for it. then I was less liable to feel frustrated by it. (wife)

Some caregivers in this study retrospectively reported experi-
encing something akin to denial about their relative’s potential de-
mentia. They saw the signs and logically knew that dementia might
be a possibility but this reality was too upsetting to them. The
diagnosis helped some caregivers to begin accepting the situation:

I guess. I had a hard time accepting it [but] I’ve heard it from
her doctor, I’ve heard it from the doctors here in [place of resi-
dence], and I’ve heard it now from the Memory Clinic. So it’s
confirmed. (daughter)

Having a name for their family members’ condition allowed
caregivers to help others understand the patients’ behaviors or
symptoms. This wife of a patient diagnosed with frontotemporal
dementia used her husband’s diagnosis as a tool to combat stigma
and accept his impairments:

Even people in church and people will stop me on the street and
say you know like how’s [patient] doing? Because like they see
him and he just seems like, and I, I tell them. I mean what,
there’s no, no secret. There’s no shame in it. It’s just what it is,
you know? (wife)

To a lesser degree, caregivers reported that a diagnosis of a
dementia helped the patient accept his or her illness and circum-
stances. Caregivers often spoke as though they represented their
entire close family, including the patient in their responses.

We did get some satisfaction out of going [to the Clinic], and
talking to the people who were there. and the things that they
recommended to do, and that’s how we accepted it. (husband)

I think he was pretty pretty down on himself and really frus-
trated at first, but like now he’s kind of adapting a little bit
more. using notes and stuff and it just seems like he’s maybe
come to terms with it for one thing. (son)
Relief
The pre-diagnostic stage was characterized for caregivers by

anxiety and speculation about the cause of the patient’s symptoms.
Caregivers were relieved for themselves and the patient when
receiving a non-dementia diagnosis. The wife of a patient diag-
nosed with vascular cognitive impairment described their reaction
to his diagnosis:

He was really quite concerned and he was happy that his
diagnosis wasn’t. Alzheimer’s at this time. they found a few
things that .they were going to watch but he wasn’t actually
diagnosed with it.” (wife)

Spouses of patients who were diagnosed as ‘no cognitive
impairment’ said they were relieved for the patient who had been
concerned.
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I didn’t really think that he had any dementia when he went in.
He had that concern. so I was relieved on his part that he didn’t
have it, because I know he was worried about that hitting early
in life. (wife)

Many caregivers also reported a sense of relief in just getting an
answer, regardless of the actual diagnosis. The daughter of a patient
diagnosed with AD described the impact of knowing her mother’s
diagnosis:

.it just gives a person the peace of mind that yeah, we defi-
nitely know what it is and life goes on, I guess. (daughter)

Access to support and services
A tangible benefit of receiving a diagnosis was that it introduced

caregivers to support that they were previously unaware of. An
example is the First Link program offered by the provincial Alz-
heimer Society, where staff contacts the family a few weeks post-
diagnosis to offer support and information. Some caregivers re-
ported that a formal diagnosis from the RRMC facilitated linkages
or was an impetus to connect with community services such as
Home Care.

It gave us something concrete. so that we can let the [local
primary health] clinic know and with Home Care. get some
help through that way for my mother especially because she’s
with [the patient] 24 hours a day. (daughter)

.before we went to [RRMC] we didn’t know that Home Care
would assist us, that they were .available to assist families in
that kind of situation. (niece)

As a result of the diagnosis, one caregiver attended an Alzheimer
Society program for caregivers, which helped her in caring for her
husband:

Yeah, it has [helped]. You know it seems like I’mgetting stronger
every day I have to deal with him and that. And I knew even
before these classes that. you know I have to have patience
with him. (wife)

For another caregiver, a diagnosis prompted discussion and
planning with his wife’s family doctor about the possibility of long-
term care placement in the future. This might not have otherwise
occurred:

Oh, yeah, well, the doctor knows all about it eh? So she said,
when it gets too hard for you, that you couldn’t handle it, then
we can get her in there. We won’t have no problems, she said,
‘cause I think those people get pushed ahead of the others a little
because [of a dementia diagnosis]. (husband)
Validation
Caregivers in this study identified the psychological benefit of

having a concrete name for the symptoms they had been wit-
nessing in their family member. In early stages of their relative’s
memory loss, many caregivers questionedwhether symptomswere
‘normal aging’ or something more serious. Having their experi-
ences validated helped them to accept the diagnosis made at the
clinic and to move forward. Thewife of a patient with a long history
of memory problems described the experience of living with
someone with dementia and the benefit of having that experience
validated:
I guess maybe unless you live with a person day in day out.
other people, they wouldn’t see it like I would see it. And I guess
just having you guys [RRMC Care team] say. ‘you’re not alone
in that, and what you are saying is correct’. it made a differ-
ence. Then you can carry on without being frustrated. (wife)

Having the care team agree upon a diagnosis of dementia vali-
dated for some caregivers that their perceptions and concerns
during the pre-diagnostic phase were legitimate.

Well we got a diagnosis which is what we really wanted because
it kind of reinforced that yes, we have a problem. The team was
really helpful in terms of supporting us in where we were
coming from. (daughter)

[What has changed] is probably just myself. I think just having
you guys just explain stuff in-depth has kind of made a differ-
ence for me. I guess it put intowordswhat I was feeling and how
I’d seen things, and just I guess letting me know that it was as I
was seeing it and that it was normal for [his condition]. (wife)

The daughters of a patient diagnosed with MCI, who had clear
expectations that the assessment would reveal their mother suf-
fered from AD because of a family history, were disappointed with
the diagnosis. They perceived MCI to be a ‘lack’ of a diagnosis. The
absence of the diagnosis they expected meant they could not have
their experiences validated and feel confident in moving forward
with pursuing services such as respite or home care. This dissatis-
faction was not observed among caregivers in the other three cases
of MCI among our participants, who did not have an expectation of
a specific diagnosis.
Discussion

While some caregivers reported a “smooth pathway” to diag-
nosis, many others reported a difficult and complex journey to
achieve a diagnosis for their family member. Their experiences
were more like the “fragmented” and “dead-end” pathways
described by Hinton, Franz, and Friend (2004). By the time care-
givers and patients in our study arrived at the clinic, it had typically
been approximately two years since they first noticed signs and
symptoms of cognitive difficulties in their family member, similar
to the delays described in other studies (Knopman, Donohue, &
Gutterman, 2000; Speechly et al., 2008). The similarity in delays
across these studies is interesting, given our rural sample, but
future research comparing urban versus rural help seeking pro-
cesses are required. Caregivers are reported elsewhere to have
experienced difficulty and delay in accessing diagnostic assess-
ment, due to a dismissive response to their initial concerns by their
primary care physician (Robinson et al., 2009; Teel & Carson, 2003).
As in other studies, caregivers often played a key role in keeping the
help-seeking pathway moving after encountering obstacles (Leung
et al., 2011). The uncertainty about what was happening and what
they should do about it created a feeling of being in limbo and
motivated caregivers to push for a diagnosis. Some of our caregivers
may have been motivated based on specific incidents, either un-
ambiguous evidence of lost abilities or behaviors that were of
concern for safety reasons. Whatever motivated these rural care-
givers to seek a diagnosis, our data are consistent with other studies
who have reported caregivers’ need to be “diligent” (Teel & Carson,
2003), “proactive,” (Hinton et al., 2004), and “insistent” (Leung
et al., 2011) with the patient’s primary care physician.

As Prince et al. (2011) state, underdetection of dementia is a
complex phenomenon with no simple solutions. The findings of



D.G. Morgan et al. / Social Science & Medicine 102 (2014) 111e118 117
this study have implications for patients and caregivers, health care
providers, and the health system. Knopman et al. (2000) found that
60% of families did not receive a diagnosis of AD from the first
physician seen, most often a primary care physician. Our data
suggest families wait to access treatments and plan for the future
based on a diagnosis. For this reason alone, under-diagnosis of
dementia is a major health care challenge. Moreover, these data are
consistent with findings that seeking a diagnosis is clearly a family-
initiated activity. Our data suggest that patients and caregivers
should be aware that they may need to be proactive in their in-
teractions with health care providers. Better public awareness of
the early signs and symptoms of dementia and the value of a
diagnosis and available resources are needed to support early
recognition and help-seeking by families (Koch & Iliffe, 2010;
Speechly et al., 2008).

Since patients almost always seek help first from their primary
care physician, primary care has been identified as an important
focus for improving early detection (Löppönen et al., 2003). Re-
views of barriers to diagnosis have identified multiple physician-
related factors (Bradford et al., 2009; Koch & Iliffe, 2010)
including lack of support, time constraints, diagnostic uncertainty,
difficulties in disclosing the diagnosis, and belief that diagnosis is
not worthwhile because of lack of treatments or benefits. Because
of the small number of incident dementia cases encountered by any
one physician in primary care, it has been argued that experience
alone is not enough and must be supported by educational strate-
gies aimed at changing clinical practice (Koch & Iliffe, 2010). While
some countries have developed policies that diagnosis should be
made by specialists (e.g., UK Department of Health, 2009) the lack
of specialists in rural settings makes this approach unrealistic for
routine diagnosis. Improving detection, diagnosis, and manage-
ment of dementia in rural settings will be dependent on enhancing
the skills and supports available to rural primary care providers. As
suggested by others, a team-based approach to care, based on
chronic disease management principles (Alzheimer Society of
Canada, 2010; Leung et al., 2011) would provide support to pri-
mary care physicians and improve the quality of diagnostic and
post-diagnostic support to patients and families.

Perhaps the main finding from this study is the perceived ben-
efits of a diagnosis, which support the recommendations for early
diagnosis and disclosure (Prince et al., 2011). Relief about a non-
dementia diagnosis may appear intuitive, but for families where
the diagnosis was a form of dementia, most previously suspected
this, and wanted to end the speculation and move forward. As
noted by Speechly et al. (2008) acknowledgment by a health care
professional that there is a problem, even if there is uncertainty
about the diagnosis in the early stages of the diagnostic journey,
may allow families earlier access to resources and information. In a
systematic review of literature focusing on spouses where one
partner is diagnosed with a cognitive impairment, Prakke (2011)
also found that a diagnosis provided explanation and legitimiza-
tion by merely naming the problem. For most of our caregivers, the
process of seeking and receiving a diagnosis was in itself an inter-
vention; it provided validation and opened doors to services.

Another main finding in this study pertains to the expectations
of caregivers in this study regarding access to treatment, which
align with those of Cahill, Gibb, Bruce, Headon, and Drury (2008)
who found that one third regarded treatment as an expectation
of coming to a memory clinic. These data suggest that expectations
for a medication treatment are a key component of why caregivers
seek a diagnosis for their family member. The expectation of
medication-based treatment could be problematic: for many types
of dementia medications are not indicated, and they are not indi-
cated for MCI. Clearly increased public awareness about the bene-
fits and limitations of medications for dementia are needed, and
clinicians working with families seeking diagnoses need to be
aware that families may have high expectations for a medication
based treatment.

Regardless of whether medication treatment was indicated or
not, six months after the RRMC assessment, many caregivers re-
ported benefits of getting a diagnosis, particularly having come to a
place of acceptance and moving forward with their lives, but also
relief, validation, and greater awareness of resources and services.
Similar findings were reported in a study of benefits of a diagnosis,
including confirmation of a medical condition, access to treatment,
and help preparing for the caregiver role (Wackerbarth & Johnson,
2002). Future research on expectations for medication treatment,
access to treatment based on form of dementia diagnosed, and
satisfaction with the diagnostic process is needed since it appears
that caregivers view access to treatment, in all forms, as a benefit to
diagnostic help-seeking.

Finally, for many caregivers, the diagnosis provided information
on prognosis. In a survey regarding the information needs of the
relatives of persons with dementia, 41% responded that they
wanted information on prognosis (Thompsell & Lovestone, 2002).
In some cases, such as MCI, prognosis is less clear and is dependent
on sub-type (e.g., amnestic MCI has a higher risk of conversion to
dementia than non-amnestic MCI) (Espinosa et al., 2013). Blieszner,
Roberto, Wilcox, Elizabeth, and Winston (2007) found that couples
for whom one partner had been diagnosed with MCI found the
uncertainty of the diagnosis to be confusing and anxiety-provoking.
This finding was echoed by the two daughters in this study who
perceived the diagnosis of MCI to be inconclusive and unhelpful,
whereas other caregivers of patients with MCI diagnoses reported
that both they and the patient were relieved. Although a minority
view, this negative case example could be seen as supporting the
need for information on prognosis. MCI is presented as a diagnosis
where ‘what to expect’ is unknown, and close follow-up is required.
It is plausible that the families for whom the MCI diagnosis was
viewed positively were simply relieved their family member was
not diagnosed with some form of dementia, and they were content
with not knowing the prognosis. Although only four caregivers of
MCI patients were included in the sample for this study, findings
suggest that future research is needed to determine the meaning of
this diagnosis to caregivers and patients.

Limitations

Given the importance of patients’ experiences in the dementia
journey, a limitation of this study is the exclusive focus on care-
givers’ perspectives. Future research is clearly needed to determine
the experience of patients in the diagnostic help-seeking process,
assessment process, and the meaning of the communicated diag-
nosis for them. The current study used a convenience sampling
method and is a mixed sample in terms of type of dementia and
caregiverepatient relationship. However, the fact that none of the
caregivers refused an initial interview suggests we are not merely
presenting the experiences of those who are most comfortable
sharing their story. A further limitation of the study is the fact that
the sample is taken from a memory clinic population, and may not
reflect the experiences of caregivers accessing care in a general
practice setting. Moreover, the rural nature of this sample may have
influenced the diagnostic help-seeking process, or made this
sample more selective. Some caregivers requested the referral from
the patient’s primary care physician, and therefore might represent
those who are particularly assertive or motivated to attain a diag-
nosis. Despite the variety of circumstances among caregivers, we
argue that these findings may be transferable to those who seek
and attain a referral to a memory clinic, within the first six months
following diagnosis, and those who are involved as much in the
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patient’s life as to accompany them to an out-of-town day-long
clinic assessment.

Conclusion

The absence of a timely diagnosis for dementia can have dele-
terious effects on the emotional well-being of patients and care-
givers and can create a missed opportunity to obtain therapeutic
treatments and access to support services (Prince et al., 2011;WHO,
2012). This study highlights the value that a sought-after diagnosis
can bring about in the lives of caregivers and patients. These ben-
efits may not always be obvious to care practitioners. Physicians
and other primary health care providers need to be aware of the
psychosocial benefits of receiving a diagnosis for family caregivers,
who provide themajority of unpaid care for persons with dementia.
We hope that the findings of this study heighten awareness among
primary health care providers of potential ways caregivers can
benefit from a timely diagnosis.
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