
the Chinese population in Greater Vancouver (S.U.C.C.E.S.S.) or by the Chinese

Resource Centre of the AlzheimerôsSociety of BC. Most of these were offered in a

Chinese language.

Chinese-Canadian Pathways to a 

Diagnosis of Dementia in Metro Vancouver

Normalization of dementia symptoms as a barrier to diagnosis

The majority of people with dementia that we interviewed continued to attribute

their óoddôbehaviours to normal aging:

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 AlzheimerôsDisease research 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 AlzheimerôsDisease or vascular dementia

who were still living in the community; and (b) their primary family caregivers. We

aimed to discover what type of help is sought and when, what pathways to

diagnosis can be identified, 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.

Analysis

Why donôt people seek care when they notice odd behaviours?

Vancouver sample characteristics 

Number of people with dementia 10

Gender ratio 8 men : 2 women
Number of caregivers 10 primary, 1 secondary

Gender ratio 
Primary: 1 man : 9 women

Secondary: 1 man

Relationship to PWD
Primary: 8  wives, 1 husband, 1 daughter; 

Secondary:  1 son

Methodology
Our critical constructionist perspective directed our gaze to: (a) the ways in which our

participantsôexperiences of attaining 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.

These were translated/transcribed into

English and subjected to inductive thematic

analysis using Atlas.ti 5.2.0.

Ȱ)Î #ÈÉÎÁȟ ×Å ÓÅÅ ÄÏÃÔÏÒÓ ÁÎÄ ÇÅÔ ÅØÁÍÉÎÁÔÉÏÎÓ ÁÔ ÔÈÅ ÓÁÍÅ ÐÌÁÃÅȢ (ÅÒÅȟ ×Å ÍÕÓÔ ×ÁÉÔ ÔÏ 
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-ÏÒÉÅÎÔÅÄ ÓÅÒÖÉÃÅȱ ɉ&ÅÍ#'-11).

What factors contributed to the caregiverôs transition from 

perception to recognition of the need to seek out care?

2. Caregiverôs familiarity with medical system and English language
A caregiver who had lived and worked as a nurse in Canada for many years

acknowledged that her ability 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 

Alzheimerôs Disease or dementia in general and were catalysts, both in terms of 

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 ability to cope 

because she and her husband were childless.

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

Ȱ!ÂÏÕÔthree years ago,I did not know he has this diseasethen. Before I 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. I did not think of it for thesetrivial ÔÈÉÎÇÓȱ(FemCG-2).

Ȱ,ÁÓÔyear,ȣhe told me he had no medicine. I knew he had just bought the drugs then I
found it, I noticed he forgot where to put the medicine. Yeah,I also noticed he became
wordy and repeated saying the samething. At first, I thought this was a normal aging.
But he always said he had no drug and repeated the samething again and again,then I
went with him to seetheÄÏÃÔÏÒȱ(FemCGɀ6).

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 aging.

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.

Ȱȣbefore I am totally blank with theseconcepts. Becausethe time I camewas not long.
Secondly,I did not comeacrossfriends or relatives with theseexperiences. Moreover, I
do not know what type of social services are available to these patients in #ÁÎÁÄÁȱ
(FemCG-3).

failed to make or communicate a diagnosis, or refer them to a

specialist. The tendency to ñnormalizeòthe symptoms of dementia

as óoldageôshould thus be examined critically relative to the

systemic barriers new immigrants and those with language barriers

encounter.

Special thanks are due to the Chinese Resource Centre of the Alzheimerôs Society of BC for their invaluable assistance with participant recruitment.
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For the caregivers in our sample, there appears to be a óthresholdôfor attributing

behaviour to ñnormalagingò; odd behaviours are tolerated up to a point, beyond

which there is eventually some recognition of a need to seek care.

Dementia as ñNormal Agingò

Ȱ)was very unhappyȣ[I said to the doctor,] I told you what I suspected,but you just told
me this is a normal aging. Pleasegive me evidencemy husbandis really a normal aging.
But a normal agingperson would not havepersonality changedȣYeah,my husbandmay
be in a normal aging process but he could not persuade me. I only accepted 50%,
another 50% I wondered and I felt bad. May be I have not enough medical knowledge,
may be I am too worry and wrong but the doctor should explain further .ȣBut I noticed
my husband has memory impairment and personality change, I discussed with the
doctor but he could not acceptmy observation. That mademeÕÎÈÁÐÐÙȱ(FemCG-8).

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

Ȱ4ÈÅfamily doctor feared that by talking to the patient would add to the patient's
worries. That meansthey worry about their illness. Sousually doctors would not tell .
That is if you do not have fever or headachethen you haveno illness. Your mind illness,
this or that disease,he would think, for him asa doctor, he would think at that high age,
sayingoneor two confusingwords isÏËÁÙȱ(FemPWD-3).

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 Canadaôsincredibly complex health care system. Two components of

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

compensation of family physicians and specialists; and (b) the user-unfriendliness of

health care services offered.

Ȱ-an should self respect,I am dignifiedȣIf I always ask for help, you are bored and you
will hateÍÅȱ(MalePWD-6).

Ȱ)always go to visit [my family doctor] . ȣI told him about my health, but he is not a
neurologist. Hedoesnot know about my brain, he want to help you but this is beyondhis
ability.ȣIf you asksomeonefor helping you, you should pay.ȱ(Interviewer : Ȱ$ÏÃÔÏÒwill
not askyou to pay privately.ȱɊ[Laughs]Ȱ)Ôis not so simple. It is life, if you want someone
to help you, you must invite themȬÄÒÉÎËÉÎÇÔÅÁȭor buying a gift to them, it needsÍÏÎÅÙȱ
(Male PWD-6).

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 shift in the PWDôstemperament.

Ȱ!ÆÔÅÒ ÔÒÁÆÆÉÃ ÁÃÃÉÄÅÎÔȟ ÔÈÒÏÕÇÈ ÐÈÙÓÉÃÁÌ ÅØÁÍÉÎÁÔÉÏÎÓȟ ÁÎÄ ÒÅÁÌÌÙ ÆÏÕÎÄ Á ÎÅÕÒÏÌÏÇÉÓÔ ÔÏ 
test the brain, confirmed that he has this disease appeared, then I knew. In the 
beginning, I 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 
ÌÉËÅ ÔÈÁÔȢ 3Ï ÄÉÄ ÎÏÔ ÔÈÉÎË ÏÆ ÈÉÍ ×ÉÔÈ Á ÄÉÓÅÁÓÅ ȱ ɉ&ÅÍ#'-2).

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

DiscussionȰ)did not think that I have the diseasebefore. I would say I am getting old and forgetful.
This is very naturalȣYes,especiallythink that my grandmother, mother, they all said that
and passedon saying that getting older would be clumsy,not clear in mindȣ. SoI think
aging and confusing is not surprising. ȣYou know, this is easily ignored in Chinese.
Becausein old age,it is like that. ȣWhenyou get old, peoplesayyou are crazyȣForgetful
is crazyȣYes,neurologically abnormal in old age is nothing strange. Saything wrong is
nothing ÓÔÒÁÎÇÅȱ(FemPWD-3).

Ȱ4ÈÅÒÅwere no signs and symptoms. Just forgetful. Peopleare forgetful when they get
old. Forgetwhere the shoesare,where the socksare.ȱ(MalePWD-1).
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