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Dementia-NET is a team of researchers, clinicians, and decision-makers who have
come together to carry out health services research into the best ways to provide
care for people with dementia at moments of "transition", particularly in the
community and in long-term residential care

(see http://www.ucalgary.ca/dementianet/ for more details)

The Pathways to Diagnosis: Canadian Cross-Cultural Experiences of the Pre-
Diagnosis Period of Al z h e | Disaase gesearch project is a Dementia-NET
Initiative funded by the Social Science and Humanities Research Council. This
national project targeted Chinese Canadians in Vancouver, Indo-Canadians in
Toronto, Anglo-Canadians in Calgary and French Canadians in Ottawa. Participants
were: (a) people over 65 diagnosed with Al z h e | Dhseasetos vascular dementia
who were still living in the community; and (b) their primary family caregivers. We
almed to discover what type of help I1s sought and when, what pathways to
diagnosis can be Iidentifled, and how effectively those pathways lead to the
diagnosis, support and treatment that people need to maximize their quality of life.
Here we focus on the Chinese-Canadian data from Greater Vancouver.

Vancouver sample characteristics

Number of people with dementia 10
Gender ratio 8 men : 2 women

Primary: 1 man : 9 women
Secondary: 1 man
Primary: 8 wives, 1 husband, 1 daught
Secondary: 1 son

Gender ratio

Relationship to PWD

Methodology

Our critical constructionist perspective directed our gaze to: (a) the ways in which our
par t i caxgerdencessobattaining a diagnosis was influenced by the intersecting
Influences of culture, gender, and other identity markers and social roles; and (b) how

those experiences were mediated by structural barriers and relationships of power.

Qualitative data were collected using semi-
structured interviews administered by
Cantonese/Mandarin-speaking interviewers.
were translated/transcribed Into

These
English and subjected to inductive thematic
analysis using Atlas.ti 5.2.0.

' FEEBMERRE ) (PR
FwiE) 7

AEWAIES

Why donot people seek care when t

Normalization of dementia symptoms as a barrier to diagnosis

The majority of people with dementia that we Iinterviewed continued to attribute
their 0 o dodhaviours to normal aging:

O ¥lid not think that | have the diseasebefore. | would say| am getting old and forgetful.
This is very natural8 Yes,especiallythink that my grandmother, mother, they all said that
and passedon saying that getting older would be clumsy, not clear in mind8. Sol think
aging and confusing is not surprising. 8 You know, this is easily ignored in Chinese
Becausan old age,it is like that. 8 Whenyou getold, people sayyou are crazy8 Forgetful
IS crazyB Yes,neurologically abnormal in old ageis nothing strange. Saything wrong Is
nothing O O O A (FEpnRWD3).

O 4 E Av@&@d\no signs and symptoms. Justforgetful. People are forgetful when they get
old. Forgetwhere the shoesare, where the socksareo(MalePWD-1).
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t hanks

For the caregivers in our sample, there appears to be a 0t h r e ®rattributirag
behaviour to A n o r a@ il ;nogd behaviours are tolerated up to a point, beyond
which there Is eventually some recognition of a need to seek care.
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O! A lthé@&yearsago,! did not know he hasthis diseasethen. Before | knew, he wrote
with difficulty, forgot the word that he wanted to write, sometimes things were
displaced and said to be lost, always forgetful, sometimes forgot turned off the water
tap, etc. | did not think of it for thesetrivial O E E [(FEradG2).

O, A€af)8 hetold me he had no medicine. | knew he had just bought the drugs then |
found it, | noticed he forgot where to put the medicine. Yeah,| also noticed he became
wordy and repeated saying the samething. At first, | thought this was a normal aging.
But he always said he had no drug and repeated the samething again and again,then |
went with him to seethe AT A (Fe®©G6).

Four of the ten primary family caregivers approached
their family physicians, with their concerns about the
unusual behaviours that they had observed In their
spouses, only to be told by the doctor that such
behaviours could be attributed to normal
Notably, some of the same physicians prescribed AD
drugs such as Aricept despite the denial of a diagnosis.
All of these physicians spoke the same language as
the patient.

aging.

O \vas very unhappy8 [l saidto the doctor,] | told you what | suspected but you just told
me this Is a normal aging. Pleasegive me evidencemy husbandis really a normal aging.
But a normal aging person would not have personality changed Yeah,my husband may
be In a normal aging process but he could not persuade me. | only accepted 50%,
another 50% | wondered and | felt bad. May be | have not enough medical knowledge,
may be | amtoo worry and wrong but the doctor should explain further .8 But | noticed
my husband has memory impairment and personality change, | discussedwith the
doctor but he could not acceptmy observation. Thatmademe O1 E A BRR2t@GS).

An observation by a woman with dementia may explain this tendency:

O 4 Hanily doctor feared that by talking to the patient would add to the patient's
worries. That meansthey worry about their iliness. So usually doctors would not tell.
That is If you do not have fever or headachethen you have no iliness. Your mind iliness,
this or that disease he would think, for him asa doctor, he would think at that high age,
sayingone or two confusingwords is| E A(BenPWD3).

odd behaviours?

Additional barriers to diagnosis of dementia

Other barriers to the attainment of a diagnosis of dementia included the perception
of help-seeking as a threat to dignity by the person with dementia, and a lack of
familiarity with C a n a dircr@dbly complex health care system. Two components of
the
compensation of family physicians and specialists; and (b) the user-unfriendliness of
health care services offered.

atter included: (a) a lack of faith in and/or understanding of the roles and

O -an should self respect,| am dignified8 If | always ask for help, you are bored and you
will hatel A @alePWD®6).

@ before | am totally blank with these concepts Becausethe time | camewas not long.
Secondly,l did not come acrossfriends or relatives with these experiences Moreover, |

do not know what type of social services are available to these patients in # AT A A A
(FemCG3).
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O always go to visit [my family doctor]. 81 told him about my health, but he is not a
neurologist. He doesnot know about my brain, he want to help you but this is beyond his
ability. 8 If you ask someonefor helping you, you should payo (Interviewer: O $ T An@Il| O
not ask you to pay privately 6 fllaughs] O )is@ot so simple. It is life, if you want someone

to help you, you must invite them O A O E 10 B & Buging a gift to them, it needsl T T AU
(Male PWD-6).
O)1 #EEIT Ah xA OAA AT AOI 06 AT A CAO AgQAI EI

see a doctor. After seeing a doctor, we have to go to other clinic for blood test. It is
Inconvenient for us. We do not know how to drive and roads, and my daughter needs to
work. They have no time to take us to see doctors. In Canada, it is a hard time for us to
see a doctor. It is not a customer OEAT OAA OAQDEAASG j &AIl #°

Wh at factors contri buted to the ca

perception to recognition of the need to seek out care?

1. Crisis or dramatic shift in temperament/behaviour
Recognition of the need to seek medical intervention is often
precipitated by a crisis (e.g. a fall, an accident) requiring acute
care, or by a dramatic shiftinthe PWD O st emper ament

O! £FOAO OOALEEFEA AAAEA
test the brain, confirmed that he has this disease appeared, then | knew. In the
beginning, | also thought that an old person, always like that, always forget things, or do
things in a wrong way, cannot perform a task in a short time, happen a lot. Old people are

|l EEA OEAO8 31 AEA 110 OER)E | &£ EEI xEOE

2. Caregiveros familirarity with medic
A caregiver who had lived and worked as a nurse in Canada for many years
acknowledged that her ablility to recognize the symptoms of AD was directly
related to her profession and ability to consult the Internet.

3. Adult Children/Family support
Family members, particularly adult children, were often more aware of
Al zhei mer 6s Disease or dementia 1 n
recognizing symptoms and locating resources within the health care system to
attain the diagnosis and provide subsequent support. However, some participants
relied on children who lived far away, even out of the country, who could not
provide consistent support. One caregiver worried about her future abllity to cope
because she and her husband were childless.

gen

4. Media/Outreach to address language barriers and

Isolation

Several caregivers said they became aware of and thus began to
recognize the symptoms of AD through TV programs, magazine
articles, talks hosted by a community services agency targeted at

the Chinese population in Greater Vancouver (S.U.C.C.E.S.S.) or by the Chinese
Resource Centre of the Al z h e | Soaety ©fsBC. Most of these were offered in a
Chinese language.

Memory

Discussion

Significantly, caregivers typically sought a diagnosis very quickly once they received
the information they needed to: (a) transition from perception of odd behaviours to
recognition of dementia symptoms; and (b) identify who they should consult. Their
efforts were often thwarted, however, by family physicians who
falled to make or communicate a diagnosis, or refer them to a
specialist. The tendency to i n o r matHe isynetoms of dementia
as 0 o lad) esbould thus be examined critically relative to the
systemic barriers new immigrants and those with language barriers
encounter.
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