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EXECUTIVE SUMMARY

Background: With the projected rise in the prevalence of dementia disorders in Canada
and worldwide, the provision of dementia care has increasingly come under scrutiny, with
primary care physicians (PCP) being at the center of international attention. Dementia is
perhaps the most complex of all chronic diseases, characterized by an interaction of cognitive,
functional, behavioral, and psychological symptoms that negatively affect various dimensions
of health and quality of life of both persons with dementia (PWD) and their family caregivers.
International studies, including a number of important recent Canadian reports, have
consistently shown: a) significantly higher burden of chronic diseases; b) two to five times
higher rates of health service utilization across the spectrum (including the use of home care;
emergency departments, acute care and alternate level of care [ALC] hospital services; and
long term care [LTC] institutions); and c) more negative clinical outcomes among PWD
compared to older adults without dementia.

PCP are often the first point of contact and the professionals most consulted by PWD and
their family caregivers. Thus, they are in a strategic position to provide preventive and
responsive community care to PWD. Over the past decade, significant progress has been
made in the diagnostic accuracy, risk management and symptomatic treatment of dementia, as
well as the availability of community support services. Today, PCP have more resources than
ever before to provide comprehensive care to PWD. However, there continues to be
significant challenges in this setting. Primary care has been identified as the Achilles’ heel of
dementia services, with experts repeatedly calling for systematic approaches to strengthen
primary dementia care.

Objective: The overall goal of this paper is to identify the barriers and enablers to providing
optimal primary care to community living PWD/caregivers during the initial dementia
diagnosis and management phase. To this end, the more specific objective is to critically
examine Canadian and Western literature on the knowledge, attitudes, perspectives and
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practices of PCP with regard to the diagnosis and early management of PWD (i.e., symptom
recognition, diagnostic investigation, diagnosis disclosure, short term follow-up, education
and support of PWD/caregivers). Relevant contextual factors related to the PWD/caregiver
and the broader social milieu/systems of care are also examined, as appropriate.

Methods: An interpretative scoping review methodology was used to guide the review
process. This is a novel methodology to systematically examine, synthesize and analyze an
extensive body of heterogeneous literature. Over 900 manuscripts published in Western
nations over the past decade were identified by an English language search of major
electronic databases and other sources. After removing the duplicates and screening for
eligibility, a total of 326 papers were included in the final review.

Summary of Major Findings and Discussion: Over the past decade, there has been
a proliferation of international dementia position papers and clinical practice guidelines
(CPG) reaffirming the importance of timely and responsive primary dementia care.
According to these consensus papers, this should ideally begin with a recognition of early
signs and symptoms of dementia, followed by a thorough multidimensional evaluation,
sensitive diagnosis disclosure, collaborative care planning, and on-going monitoring and
management of evolving needs of PWD/caregivers. However, evidence suggests that the
current primary care systems in many countries, including Canada, face many challenges in
providing responsive, comprehensive, safe and cost-effective dementia care, in accordance
with the best practice recommendations.

This review has identified a multitude of highly inter-related obstacles to optimal diagnosis
and early management of PWD/caregivers, including challenges related to: a) the complex
biomedical, psychosocial, and ethical nature of dementia disorders; b) the gaps in knowledge,
skills, attitudes and resources of PWD/caregivers and their PCP; and perhaps most
importantly, c) the broader systemic and structural barriers negatively affecting the context of
dementia care. In order to reduce the current levels of under-recognition, under-diagnosis,
under-disclosure, and under-treatment/management of dementia disorders in primary care; to
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prevent escalating negative impact on community, acute care hospital and LTC institutional
services; and to adequately respond to the growing future care needs of PWD/caregivers, due
attention should be devoted to all of these barriers.

To date, most Canadian and international efforts to improve primary dementia care have been
isolated and limited in scope, typically addressing only a subset of these barriers, and often
with only modest intensity and very limited coordination. However, many experts in Western
countries have reached the conclusion that the myriad of efforts that are required at multiple
levels in order to achieve sustained and meaningful improvements should be ideally
orchestrated by national dementia strategies. In recent years, many Western governments have
made dementia a national priority and have developed national frameworks for action on
dementia in order to provide an overarching vision and structure to inform systematic and
consistent policy, planning, service delivery and research initiatives. At present, there is no
national strategy for dementia in Canada. Below, we use the three core elements of the
existing Western national dementia frameworks to summarize some of the key findings of this
review.

Timely Diagnosis and Quality Dementia Care: The evidence reviewed in this paper
suggests that this is currently more an exception than a rule in many parts of Canada and other
Western nations. Research has consistently shown that dementia diagnosis typically occurs in
moderate to later stages of the disease, often made at a time of a breakdown or crisis (likely
leading to emergency department use, hospitalization with ALC designation, and premature
institutionalization), which could have been potentially prevented, if proper diagnosis and
interventions had been in place. Dementia disorders, in mild to moderate stages of the disease,
are on average diagnosed in about 50% of cases, with only a minority of these cases being
followed by timely, responsive and comprehensive therapeutic interventions.

There is evidence that many PCP have difficulty recognizing the early symptoms of dementia
and/or tend to overlook their importance. Many feel that they have not received sufficient
training in diagnosing and managing this complex chronic illness; express a strong preference
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to delegate the care of PWD to medical specialists; and/or identify the need for clear, credible
and feasible guidelines and tools to facilitate their work. Some remain skeptical about the
benefits of early diagnosis, and express concerns about the potential negative impact on the
person/caregiver and/or the health care system. These concerns are compounded by the
broader system level barriers (e.g., the lack of time, resources, and financial rewards for PCP),
further impeding timely dementia diagnosis and interventions in primary care.

While there are controversies about the specific roles and responsibilities of PCP (versus
specialist/specialized dementia services) vis-à-vis the diagnosis and management of dementia,
there is a consensus that PCP need substantial support to adequately meet the complex biopsycho-social needs of PWD/caregivers. This awareness has led to a growing international
interest in the development and evaluation of integrated models of community-based
dementia care, with the PCP being at the center of such initiatives. Overall, it appears that the
most promising results can be produced from the more comprehensive and coordinated care
management approaches, especially those that provide intensive dementia specific services in
primary care.

These innovative intervention studies incorporate a combination of the following key
strategies: a) the use of multidisciplinary teams of clinicians with relevant expertise; b) ongoing care management, typically coordinated by a nurse or social worker; c) the provision of
formal training for PCP (and other clinic staff), as well as interactive case-centered
experiential learning opportunities, including access to an advanced practice geriatric nurse
and/or medical specialists for educational detailing and consultation; d) the use of standard
tools, protocols and guidelines to ensure active case finding and consistent care processes; e)
access to various types of information technology resources; and f) the provision of education
and support for PWD/caregivers, in collaboration with community agencies, such as local
Alzheimer Societies.

Professional and Public Education: This is a key intervention to positively affect both help
seeking and help provision behaviors in primary care. To date, much of the efforts to enhance
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the knowledge and behaviors of PCP have focused on: a) improving their ability to recognize
dementia symptoms; b) conduct medical investigations, including the use of screening
instruments; c) make a differential diagnosis; and d) prescribe drug treatments. Although
these are important components of any medical training, they have been criticized as being
limited in scope. Educational agendas assuming that the core problem in the primary care of
PWD is the lack of formal knowledge of the disease pathophysiology and pharmacology fail
to take into account the evidence on the multiplicity of factors that influence the physicians’
recognition of and response to dementia outlined in this paper.

Educational interventions need to address the gaps in knowledge, skills, attitudes, and
behaviors simultaneously. The term “knowledge” should be used broadly to include pattern
recognition, conceptual framework, and therapeutic solutions. The evidence suggests that the
low awareness of the early indicators of dementia, and the delayed response of some PCP
may be at least partly due to: a) their limited framework and understanding of the illness
experience; b) problematic attitudes associated with therapeutic nihilism, stigma and ageism;
and c) deficits in their communication, disclosure and management skills. Thus, medical
education about dementia should evolve in form and content from its largely disease-focused
emphasis towards a broader view of dementia as a complex, progressive and chronic
condition that is responsive to timely, individualized and comprehensive treatment and
management plans.

In recent years, different knowledge translation strategies have been developed and tested
with mixed results. Generally, multifaceted interventions, which include two or more
strategies, and incorporate more flexible and innovative approaches seem to be more effective
than the traditional single interventions that use more passive strategies. Among various
educational interventions, the following have received growing attention and have great
potential for future research and development: a) small group interactive scenario-discussion
workshops (especially in the context of interdisciplinary working groups); b) outreach
academic detailing for a more contextualized and applied on-site training; and c) various low
cost and adaptable technological facilitative tools. More work is needed to overcome some of
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the pragmatic barriers associated with the implementation of these interventions to enhance
their feasibility and effectiveness.

In the light of the many barriers related to the gaps in knowledge and attitudes of
PWD/caregivers identified in the literature, the importance of public education should also be
highlighted. As per physicians’ training, public information campaigns should: a) address the
low levels of awareness of the various ways in which dementia manifests itself at the early
stages; b) emphasize the importance of timely help seeking; and c) encourage access to a
range of therapeutic options available to support the PWD/caregivers.

Research and Development: The growing recognition of the magnitude and the impact of
dementia disorders and the critical role of PCP has led to an unprecedented research interest
in this topic over the past decade. The knowledge gained so far has helped identify the gaps in
our understanding of the existing problems, and the need for a more systematic examination
of the potential solutions. Western dementia strategies and the Alzheimer Society of Canada’s
“Rising Tide” report (2010) call for greatly increased research spending to develop national
dementia research agendas to tackle these issues.

In particular, there is a need for substantially increased investments in Canadian health
science research to capture our unique geographic, cultural, policy and practice challenges
and opportunities. Future research should aim at overcoming some of the methodological
shortcomings of the past studies, such as the use of small and non-representative samples,
retrospective designs, and the exclusive reliance on the review of medical records and
physicians’ self-reports for data collection.

The CPG have been criticized by many PCP for their perceived insufficient and/or impractical
guidance concerning many challenging aspects of primary dementia care. This suggests a
continuing need for research to better understand the experiences of Canadian PCP, and their
perspectives on their learning and support needs to provide quality dementia care. Related
topics of interest include a more thorough examination of the: a) various dimensions of
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competence required by PCP; b) effective training strategies and educational tools/resources
to support PCP in their practice; c) the feasibility and long term cost-effectiveness of new and
more integrated models of dementia care; d) the interface between primary and
specialist/specialized dementia care services and the ways in which communication,
coordination, information, and resource sharing can be maximized; and finally, e) incentives
and barriers to PCP participation in the multidisciplinary/interagency dementia care service
delivery systems.

With increased emphasis on the self-management of chronic illnesses, advances in biomedical
and psychosocial dementia treatment and management strategies, and heightened public
awareness, there will be higher expectations of PCP to provide more person-centered,
collaborative, and comprehensive care to PWD/caregivers. There is a growing need to learn
about the public and professional expectations of the roles and responsibilities of PCP as well
as the PWD/caregivers during their triadic encounters; and the impact of various
communication, interaction and decision making approaches on the processes and outcomes
of dementia care. Large scale national Canadian surveys of representative samples of public
and professional providers can be very helpful.

The priorities identified here for future research call for more interdisciplinary, pluralistic, and
collaborative investigations in order to provide a more accurate, in-depth and comprehensive
view of primary dementia care practices. Finally, in addition to the need for more research to
generate new knowledge, there is a pressing need to effectively transfer the knowledge
gained, and to translate the evidence into concrete practice and policy interventions.

Conclusion: Primary care, as the hub of elder care, must be strengthened to respond to the
growing demands of the rising prevalence of dementia disorders. This interpretive scoping
review is a comprehensive repository of international and Canadian literature published over
the past decade. It identifies some of the key challenges currently faced in this setting, the
potential solutions, and the priority directions for research, practice, policy and education. We
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hope that this collection informs future constructive debates and decisive actions, ideally as
part of a national dementia strategy in Canada.
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SECTION ONE
INTRODUCTION
With the aging of our population, dementia has become a growing public health concern in
Canada and worldwide. Currently, about half a million Canadians have dementia, with an
estimated 100,000 new cases per year, there are projections of a 2.5 fold increase in the
prevalence of dementia over the next forty years (Alzheimer’s Society of Canada [ASC],
2010). Given that dementia is one of the main causes of disability among older adults, the
human, societal and economic costs of this growing epidemic are far reaching (ASC, 2010;
Bronskill et al., 2011; Canadian Institute for Health Information [CIHI], 2011a, 2011b).. The
recently published “Rising Tide” report of the ASC (2010) warns about the projected increase
in the prevalence of dementia, the ensuing growing demands for acute and chronic care
services, and the escalating costs of dementia care in Canada (from about $15 billion per year
in direct health care expenditures in 2010 to $153 billion per year by 2038). The report
maintains that unless specific and targeted action is taken, our already strained health care
system will be overwhelmed by the growing demands.

Dementia is perhaps the most complex of all chronic diseases, characterized by an interaction
of cognitive, functional, behavioral, and psychological symptoms that negatively affect
various dimensions of health and quality of life of both PWD and their family caregivers
(Barth et al., 2011; Bond et al., 2005; Boustani et al., 2007a; Bronskill et al., 2011; Bruce &
Paterson, 2000; Eisele et al., 2010; Froelich et al., 2009; Hebert et al., 2001; Yaffe et al.,
2002). International studies, including a number of important recent Canadian reports, have
consistently shown: a) significantly higher burden of chronic diseases; b) two to five times
higher rates of health service utilization across the spectrum (including the use of home care;
emergency departments, acute care and alternate level of care [ALC] hospital services; and
long term care [LTC] institutions); and c) more negative clinical outcomes among PWD
compared to older adults without dementia (ASC, 2010; Bronskill et al., 2011; CIHI, 2011a,
2011b; Fick et al., 2005; Pedone et al., 2005; Rudolph et al., 2010; Zilkens et al., 2009).
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A recent Canadian report by the Institute for Clinical Evaluative Sciences (ICES) examining
health system use by frail Ontario seniors clearly indicates that PWD have a higher
prevalence of co-morbid conditions, receive a greater number of prescription medications, and
are more intensive users of health services compared to older adults without a diagnosis of
dementia (Bronskill et al., 2011). According to the report, just under half (43%) of the
community living PWD living in Ontario visited an emergency department in the year 20062007, compared to about one quarter (25%) of older persons without dementia. Also of
interest is the fact that twice as many visits made by PWD (11%) were considered to be for
potentially preventable conditions, compared to those made by elderly without dementia
(5%). Furthermore, almost 10% of PWD visited the ED as a result of a fall, which is over
three times higher than the rates for those without dementia (3%). About one in five PWD
was hospitalized in the course of the year, a rate double that of older adults without dementia.
Moreover, the length of hospital stay for PWD was nearly twice as long as those without
dementia (14.2 days compared to 8.6 days). Finally, while in hospital, PWD were more likely
to have an ALC designation (17%) compared to older patients without dementia (5%).

The latter findings are consistent with a recent CIHI report (2011a) on the ALC challenge,
which concluded that dementia is a key diagnosis related to ALC use in Canada. In 20072008, over half of all hospitalizations with dementia as the main diagnosis (57%), and onequarter of those with dementia as a co-morbidity had at least one ALC day. Overall, dementia
accounted for almost one-quarter of all ALC hospitalizations and more than one-third of all
ALC days. In the same report, the hospitalizations with a diagnosis of dementia had a
significantly longer ALC length of stay (23 days) compared to the average for typical ALC
patients (10 days). Among the ALC hospitalizations, the predominant discharge destination
was a LTC institution, a finding consistent with another CIHI report (2011b) indicating that
dementia is the primary cause of LTC placement among older Canadians. The intensive use of
costly and limited hospital and LTC services by many PWD has led to calls for more adequate
community support for this most vulnerable population of older adults.
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Primary care physicians (PCP)1 are often the first point of contact and the professionals most
consulted by PWD and caregivers for both primary and continuous dementia care in the
community (Bronskill et al., 2011; Rockwood & Keren, 2010; Schoenmakers et al., 2009;
Wilkinson et al., 2004). Moreover, in Canada, PCP often act as the gatekeepers in accessing
specialists and community support services. Thus, they are in a strategic position to provide
early diagnosis, on-going treatment, care management and support to PWD/caregivers.
Several recent published Canadian and international position papers, consensus statements,
and clinical guidelines have emphasized the central role of PCP in the community care of
PWD, both as care providers and as care planners (Callahan et al., 2009; Cummings et al.,
2002a, 2002b; Feldman et al., 2008; Hogan et al., 2008; Iliffe & Manthorpe, 2002; Iliffe et al.,
2009b, 2010; Villars et al., 2010).

Early symptom recognition and timely and accurate diagnosis of dementia are the first
important steps for an effective primary dementia care. Missed cases are lost opportunities for
optimal treatment and management of PWD/caregivers, resulting in increased risk for adverse
clinical and quality of life outcomes for both PWD and their caregivers (i.e., excess disability;
medication errors; accidents and injuries; caregiver burnout; use of emergency, acute care and
ALC hospital services; premature institutionalizations) (Aupperle et al., 2003; Bond et al.,
2005; Boustani et al., 2007b; Bradford et al., 2009; Froelich et al., 2009; Hebert et al., 2001;
Villars et al., 2010).

While there is emerging international evidence showing some improvements in primary
dementia care practices over the past decade (Maeck et al., 2008; Milne et al., 2005; Iliffe et

1

For the purpose of this paper, the term primary care physician is used broadly to include

family physicians, general practitioners, general internists, and other physician generalists
providing primary medical care to community living older adults.
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al., 2009b), there continue to be significant challenges in this setting, resulting in underrecognition, delayed diagnosis, inadequate diagnosis disclosure, and sub-optimal management
of dementia (Boustani et al., 2003, 2007b; Bradford et al., 2009; Fortinski, 2007; Koch &
Iliffe, 2010; Iliffe et al., 2005, 2009a; Villars et al., 2010). These shortcomings exist despite
recent educational efforts to improve knowledge and practice behaviors of PCP, including the
promotion of clinical practice guidelines in Canada and other Western nations (Boustani et al.,
2007; Chertkow, 2008; Cummings et al., 2002a, 2002b; Fortinsky, 2007; Kock & Iliffe, 2010;
Iliffe et al., 2009b; Iliffe & Manthorpe, 2004; Maslow et al., 2002; Perry et al., 2011; Villars
et al., 2010).

Over the past decade, significant progress has been made in the diagnostic accuracy, risk
management and symptomatic treatment of dementia illnesses, as well as the availability of
community support services. Today, PCP have more resources than ever before to provide
responsive and comprehensive care to PWD/caregivers (Callahan et al., 2009; Chertkow,
2008; Feldman et al., 2008; Holmes & Adher, 2005). This has led to a growing commitment
to a more proactive approach to the community care of PWD, which begins with early
detection and timely diagnosis and management of the disease (Callahan et al., 2009; Hogan
et al., 2008; Feldman et al., 2008; National Institute of Health and Clinical Excellence
[NICE], 2011; Villars et al., 2010; Waldemar et al., 2007a, 2007b). This renewed
international interest has generated an unprecedented volume of published studies and
scientific papers investigating and debating various topics related to the community care of
PWD/caregivers.
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SECTION TWO
OBJECTIVES & METHODS
2.1 Goal & Objective
The overall goal of this paper is to identify the barriers and enablers to providing optimal
primary care to community living PWD/caregivers during the initial dementia diagnosis and
management phase. To this end, the more specific objective is to critically examine Canadian
and Western literature on the knowledge, attitudes, perspectives and practices of PCP with
regard to the diagnosis and early management of PWD (i.e., symptom recognition, diagnostic
investigation, diagnosis disclosure, short term follow-up, education and support of
PWD/caregivers). Relevant contextual factors related to the PWD/caregiver and the broader
social milieu/systems of care will also be examined, as appropriate. The focus is on the
detection and early interventions for individuals in the early to moderate stages of disease. It
is beyond the scope of this paper to systematically review the extensive body of research on
the drug treatments for dementia disorders. As much as possible, an attempt will be made to
examine the applicability of the results of international studies to the Canadian context of
care.

2.2
2.2.1

Methods
Design

An interpretative scoping review methodology based on the framework developed by Arksey
& O’Malley (2005) and the more recent work of Davis and colleagues (2009) was used to
guide the review process. This is a novel methodology to systematically examine, synthesize
and analyze an extensive body of heterogeneous literature. The comprehensive nature of a
scoping review provides a mechanism to thoroughly, systematically, and methodically map all
forms of the existing evidence (including a wide range of primary research and non-research
sources, such as expert opinions, reviews, and consensus guidelines). The interpretive
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approach ensures an in-depth coverage and critical analysis of the findings in order to inform
future research, policy and practice.

2.2.2 Search & Selection Strategy
An experienced librarian with expertise in geriatric topics conducted the electronic database
searches. Six databases were searched: Medline, EMBASE, PsycINFO, AgeLine, CINAHL,
and Cochrane Database of Systematic Reviews. The literature search was limited to English
language published between January 2000 and December 2011.

Box 1 presents the keywords and subject headings that were used in various combinations to
search the electronic databases (there were slight variations in the index terms used across
databases, as appropriate).

Box 1. Search Strategy

“Primary care”, or “primary health care”, or physician*, or primary care physician*, or family
doctor*, or family physician*, or “family medicine” , or “general practice”, or
general practitioner*
AND
“Dementia*” or “Alzheimer’s Disease”, or “cognition”, or “cognitive disorders”
AND
“physician’s role”, or “diagnosis”, or “diagnos*”, or “detect”, or “attitude”, or “health
attitudes”, or attitude*, or “knowledge”, or “knowledge level”, or experience*, or “support”,
or need*, or “unmet needs”, or barrier*,or communication barrier*, or “collaboration”, or
“consultation”, or referral*, or patient referral*, or practice*, or belief*, or perception*
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The search strategy was reviewed by the first author and the citations and abstracts were
scanned to ensure their relevance. After removing the duplicates, a total of 903 articles were
listed in the final search results. The identified articles were then carefully screened for
eligibility by title and abstract by two authors.

To ensure a broad and comprehensive coverage, all Western literature that addressed any
aspect of the review objective was considered eligible. Excluded were manuscripts that had
the following focuses and target populations: a) institutional dementia care, b) primary
nursing care, c) advanced dementia care, d) end of life dementia care, e) recruitment to
clinical trials, f) drug treatments, g) genetic testing, and h) mild cognitive impairment (MCI).
Application of the above screening criteria yielded a total of 319 articles which were selected
for a full review. After the initial review, an additional 35 articles were excluded either
because they did not meet the study inclusion criteria (this was not initially evident based on
the abstract review), or they were commentaries, editorials, clinical papers, and nonsystematic reviews which did not appear to make any substantial contribution to the review.

In an attempt to be as comprehensive as possible, an additional 42 manuscripts, including
dissertations, guidelines, and frameworks were identified by screening the reference lists of
the identified articles, searching websites, and other sources. This resulted in a total of 326
papers included in this review. Figure 1 presents a flow chart of the manuscript identification
and selection process.

2.2.3

Data Extraction & Synthesis

The data extraction began with compiling a detailed summary of all the retrieved articles,
including general citation information, country of origin, study methods, key findings, main
conclusions, and risk of bias/limitations in order to create a large narrative database.
Although no studies were excluded due to the methodological shortcomings, each research
paper was critically reviewed and appraised in terms of methodology, sampling criteria,
response rates, and appropriateness of analysis. The non-research publications were also
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carefully reviewed in order to gather background information, identify key concepts, interpret
research results, and screen for potential leads to other relevant papers.

An initial scan of the narrative summaries revealed overriding themes which were used to
organize the data. In the next step, the key information pertinent to each theme was sorted and
extracted in charts. In keeping with a ‘descriptive-analytical’ method, the charting approach
was akin to a ‘narrative review’ and as much as possible included the necessary details in
order to contextualize the results (Arksey & O’Malley, 2005). In the final step, the charted
data were critically examined and presented in both a narrative account of the findings as well
as in summary tables.

Figure 1. Flow Chart of Manuscript Identification and Selection
Additional records
identified through
other sources
n=42

Records identified
through database
searches
n=903

Records excluded after
screening of abstracts
n=584

Full text manuscripts
reviewed
n=319

Records excluded after
full text review
n=35
Total Number of manuscripts included
N= 326
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SECTION THREE
RESULTS
3.1 Brief Description and Critique of Studies
As shown in Figure 2, all manuscripts reviewed in this paper were published in Western
nations, nearly half were European (of which about half were from the United Kingdom
[UK], followed by the Netherlands, Germany and France), and a slightly smaller percentage
were North American. Among the latter group, only about one-fourth of the retrieved
manuscripts were Canadian (about 13% of the total papers reviewed), of which less than half
were primary research papers. Most Canadian studies involved surveys or interviews with
PCP, and a small number included a review of patients’ medical records. About one-third of
these studies targeted both PCP and family caregivers, a similar proportion exclusively
explored the views and experiences of caregivers, and the rest involved mixed samples of
PCP and medical specialists.

figure 2. Manuscripts’ Country of Origin
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Consistent with the broad scope of this paper, the international literature reviewed was
heterogeneous both in terms of its focus and methodology. Although it is beyond the scope of
this review to provide a detailed description of each study’s methods and their inherent
limitations, we highlight here some of the most common methodological shortcomings of the
published studies that should be considered in interpreting the results.

First, many studies reviewed relied on non-representative samples, using convenience
sampling techniques, often recruiting exclusively from urban or sub-urban primary care
settings, at times targeting university and/or hospital affiliated primary care practices, or even
recruiting physicians attending various educational forums whose views and experiences may
not be reflective of the broader and more diverse groups of PCP. As much as possible, we will
compare the findings of these studies with the results of the larger, more representative and
even population-based international studies. A common problem, even in some of the large
scale randomized studies, was low physician response rates (in many cases at or lower than
50%). Non-response bias is an important and common threat to external validity of research
with PCP internationally (Cahill et al., 2006; Hillmer et al., 2006; Yaffe et al., 2008). It is
possible that PCP practicing in larger urban areas, especially those affiliated with academic
settings; physicians attending educational forums, particularly events focusing on dementia
and other geriatric topics; and finally, those responding to dementia-related surveys may be
generally more interested in, knowledgeable about, and engaged in dementia care, thus
resulting in a more positive picture of the realities of primary dementia care than actually
exists.

There were also potential biases related to the retrospective design of most studies and their
limited data collection methods, such as the exclusive reliance on the review of medical
records and/or physicians’ self-reports of their knowledge, skills, and practices. While the
latter method may result in overly positive evaluations of physicians’ performance, the former
strategy discussed in the previous paragraph may underestimate it. It is well known that, often
due to time pressures, physicians’ documentations of their medical encounters may not
accurately reflect their actual practices (Camicioli et al,. 2000; Pimlott et al., 2006). In
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particular, there seems to be an under-documentation of psychosocial and educational
interventions compared to diagnostic and drug prescriptions. As appropriate, these limitations
will be pointed out, when discussing the study findings in the next sections. Moreover, when
available, the findings from some of the consumer research on the perspectives and
experiences of PWD/caregivers during medical encounters will be presented to complement
the results of research with PCP.

Finally, it is expected that the perspectives and practices of PCP are influenced by the unique
geographic, cultural and policy environments of each country and region. While discussing
the generic key themes that emerged across international studies, as much as possible, we will
identify the issues unique to the Canadian perspective and milieu of care.

3.2

Best Practice Recommendations

Over the past decade, there has been a proliferation of dementia consensus position papers
and clinical practice guidelines (CPG) in Western countries, which is an indication of the
recognized importance of effective dementia management. Despite the variations in the
systems of care, there seems to be substantial consistency in the core recommendations of
most Western contemporary clinical practice guidelines regarding the diagnostic evaluation
and management of dementia, which indicates reasonable consensus of what constitutes best
dementia diagnostic and early care practices (Boise, 2005; Callahan et al., 2006; Chertkow,
2008; Cummings et al., 2002a, 2002b; De Lepeleire et al., 2008; Delrieu et al., 2009; Feldman
et al., 2008; Maslow et al., 2002; Musicco et al., 2004; National Institute of Health and
Clinical Excellence [NICE], 2011; Perry et al., 2010; SegalGidan et al., 2011; Villars et al.,
2010; Waldemar et al., 2007a, 2007b).

Although there is insufficient evidence of benefit to justify population screening in primary
care (Ashford et al., 2007; Bond, 2010; Boustani et al., 2003; Freyne, 2001; Harvan & Cotter,
2006; Lawrence et al., 2003; Patterson & Gass, 2001; White et al., 2002), most Western
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expert position papers recommend “case finding” strategies by PCP to promote early
detection of dementia disorders. As a first step in the screening and/or as part of the diagnostic
algorithm, PCP are encouraged to use brief cognitive screening tools in symptomatic patients.
There are many instruments available for this purpose. However, for various reasons, to date,
no single one has been unanimously endorsed for use by PCP (Brodaty et al., 2006; Holsinger
et al., 2007; Mitchell & Malladi, 2010a, 2010b). Nevertheless, over years, a number of
relatively simple cognitive screening tools have emerged as the most widely accepted and
validated instruments for use in this setting: e.g., Mini Mental Status Examination (MMSE),
Mini-Cog, Montreal Cognitive Assessment (MoCa), and Memory Impairment Screen (MIS).
Several recent review articles and meta-analyses provide a comprehensive review of the
psychometric properties, feasibility and applicability of these instruments in primary care
(Brodaty et al., 2006; Culverwell et al., 2009; Harven & Cotter, 2006; Holsinger et al., 2007;
Milne et al., 2008; Mitchell & Malladi, 2010a, 2010b).

Once the PCP is alerted to the possibility of dementia, the consensus statements recommend a
more comprehensive assessment to establish a diagnosis, which typically requires repeated
visits over a course of weeks and possible referrals to specialists. The guidelines seem to
differ in their position about the need for a specialist consultation for “typical” cases of
dementia, with some of the international position papers favoring a confirmation of the
diagnosis by a specialist (Cummings et al., 2002a; Delrieu et al., 2009; NICE, 2011; Villars et
al., 2010; Waldemar et al., 2007a, 2007b). Of particular interest is the position of the Third
Canadian Consensus Conference on the Diagnosis and Treatment of Dementia (CCCD) held
in March 2006. While acknowledging the challenges, the CCCD maintains that the typical
presentations of the most common types of dementia can be accurately diagnosed by PCP,
even in early stages of the disease (Feldman et al., 2008). The diagnosis can be made through
clinical evaluation, brief cognitive screening, basic laboratory tests, and structural imaging, as
appropriate. It is recognized that the diagnosis of dementia remains mostly clinical and largely
based on a thorough medical history, which ideally should be collected by separately
interviewing the PWD and family caregiver(s).
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According to most CPG, once a diagnosis is established, it should be shared with the
PWD/caregiver. In addition to providing information about the diagnosis, it is recommended
that the disclosure process include a discussion of prognosis, advance planning, treatment
options and support services (Cummings et al., 2002a; Delrieu et al., 2009; Feldman et al.,
2008; Fisk et al., 2007; Hogan et al., 2008; Holmes & Adler, 2005; NICE, 2011; Perry et al.,
2010; Villars et al., 2010). This typically requires follow-up visits and an on-going
management of the evolving psycho-social needs of PWD/caregivers. The follow-up visits
also provide opportunities to conduct medical reassessments, manage co-morbid conditions,
monitor cognitive evolution of the disease, and evaluate the response to any prescribed
treatments. Box 2 presents a list of actions recommended by the CCCD guidelines to assist
PCP in providing medical, practical and emotional support to the PWD/caregivers after a
dementia diagnosis.

Despite some variations in the recommended practice, Western dementia CPG generally
advocate for an early diagnosis for a multitude of ethical, clinical, social and financial reasons
(Carpenter & Dave, 2004; Cummings et al., 2002a, 2002b; Hogan et al., 2008; Kissel &
Carpenter, 2007; Waldemar et al., 2007a). It is believed that early diagnosis can facilitate a
more person-centered and proactive approach to dementia care, which would enable all
parties involved (i.e., PWD, family caregivers and professional providers) to respond in a
more timely fashion and more effectively to the complex and evolving needs. The goal is to
maximize treatment effect and to help PWD/caregivers adjust better, both emotionally and
practically, in order to avoid or at least delay complications, even though they may be initially
distressed by the diagnostic process.
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Box 2. Interventions to Assist Patients with a Mild to Moderate Dementia &
their Families after a Diagnosis of Dementia Based on the
Recommendations from the CCCD

















Inform the patient and his or her family (if present and appropriate) of the
diagnosis (this would include general counseling and responding to specific
questions)
Identify the presence of a family caregiver, what support this person can offer, his
or her status (i.e., evidence of strain) and his or her needs (this would include
trying to deal with any identified needs) — ongoing activity
Decide on the need for referrals for further diagnostic and management
assistance (e.g., referral to genetic clinic for suspected familial cases) — ongoing
activity
Assess for safety risks (e.g., driving, financial management, medication
management, home safety risks that could arise from cooking or smoking,
potentially dangerous behaviours such as wandering) — ongoing activity
Determine presence of any advance planning documents (e.g., will, enduring
power of attorney, personal directive). If there are no such documents, advise
that they be drafted. Note that this may include assessing the patient’s capacity to
either draft these documents or whether they should be put into effect.
Assess the patient’s decision‐making capacity— ongoing activity
Refer the patient and family to the local office of the Alzheimer Society of Canada
Provide information and advice about non‐pharmacologic and pharmacologic
treatment options and availability of research studies
Develop and implement a treatment plan with defined goals; continually update
plan
Monitor response to any initiated therapy
Monitor and manage functional problems as they arise
Assess and manage behavioural and psychological symptoms of dementia as they
arise
Monitor nutritional status and intervene as needed
Deal with medical conditions and provide ongoing medical care
Mobilize community‐based and facility‐based resources as needed (this includes
being knowledgeable about supportive housing and long‐term care options and
the appropriate timing, and process, for facility placement)

Source: Hogan et. al. (2008). Diagnosis and treatment of dementia: Approach to management of mild
to moderate dementia. Canadian Medical Association Journal, 179(8), 787-93.
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Although, it is beyond the scope of this paper to provide a systematic and detailed description
of all published papers discussing the benefits of early dementia diagnosis, we have
summarized the key reasons identified in the literature in Table 1. The evidence comes mostly
from expert opinion, anecdotal observations, and an emerging body of empirical research
(mostly surveys and qualitative studies of PCP, caregivers, and to a much lesser extent that of
PWD), as well as a number of review papers (Bamford et al., 2004; De Lepeleire et al., 2008;
Foster, 2001; Iliffe et al., 2003; Pinner & Bouman, 2003; Robinson et al., 2008).

All contemporary CPG acknowledge that there may be circumstances in which disclosing a
diagnosis of dementia to the person and/or family may not be necessary or advisable, and call
for an individualized approach that is tailored to the unique patient/family context and wishes.
The typical examples of “unusual circumstances” that may warrant withholding the diagnosis
from the PWD are the inability of the person to comprehend and/or retain the diagnosis,
and/or the risk of aggravating the person’s depressive symptoms, especially when there is a
potential risk for suicide (Cummings et al., 2002a; Delrieu et al., 2009; Hogan et al., 2008;
Villars et al., 2010).

In fact, the possibility of an adverse emotional reaction to the dementia diagnosis and
concerns about other potentially harmful effects of a highly feared and stigmatizing diagnostic
label are the underlying reasons for the more cautious approach of some of the international
position papers (Delrieu et al., 2009). Some European experts go as far as suggesting that the
term “dementia” may cause sensitivities and that it should be avoided during the disclosure,
and/or the prognosis should be withheld (Delrieu et al., 2009). Other CPG leave the decision
entirely to the patients, as to whether or not, and to what extent, they wish to be informed
about their diagnosis and prognosis (NICE, 2011). Some authors have criticized the consensus
guidelines for their apparent inconsistencies, imprecision and insufficient guidance
concerning the extent and manner of dementia diagnosis disclosure in different circumstances,
contributing to the uncertainty and variability in practice (Bamford et al., 2004; Carpenter &
Dave, 2004; De Lepeleire et al., 2008; Kissel & Carpenter, 2007). Future parallel studies of
the perspectives and experiences of PWD/caregivers as well as professional providers can
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better inform the future revisions of the CPG. Barriers to the disclosure of a dementia
diagnosis, the help seeking behaviors of PWD/caregivers, and the help provision practices of
PCP will be discussed later.
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Table 1. Potential Benefits of Early Dementia Diagnosis

Person with Dementia

Caregiver

Primary Care Physician

Reduced uncertainty
(Explanation of symptoms)

Reduced uncertainty
(explanation of symptoms)
Shared management with
PWD/physician

Society

Trust building in PWD‐
caregiver‐physician relationship

Trust building in PWD‐
caregiver‐physician relationship

Better understanding of disease
& management options
Timely access to specialists/
support services
Optimal benefits from early
treatment

Better understanding of disease
& management options
Timely access to specialist/
support services
Optimal benefits from early
treatment

Reduced uncertainty
(explanation of symptoms)
Shared management with
Respect for patient right to
PWD/caregiver
autonomy
Trust building in PWD‐
caregiver‐physician
relationship
Patient/caregiver
education
Timely referral/liaison with
Improved quality of care
specialist/support services
Optimal benefits from
early treatment

Advance care planning

Advance care planning

Advance care planning

Advance resource planning

Enhanced choice & autonomy

Prevention/delay of
complications (e.g., accidents,
disability, hospitalization, LTC
institutionalization)

Prevention/delay of
complications (e.g., caregiver
burden)

Prevention/delay of
complications (e.g.,
intensive crisis
interventions)

Prevention/delay of complications
(e.g., use of emergency, acute care,
& ALC hospital services; LTC
institutionalization; increased cost of
care; risk of driving accidents &
other public safety concerns)

Participation in research

Participation in research

Recruitment for research

Advancement of research

Notes: Elements of this table were adapted from several articles in this review, most substantially those by Iliffe et al., 2003; Bamford et al., 2004;
Carpenter & Dave, 2004; and De Lepeleire et al., 2008.

3.3 Evidence of Actual Practice
“I usually wait for the problem to be quite severe; I don’t get involved too
early” (Bruce et al., 2002, p.188)

International research has consistently shown a lack of concordance between the best practice
recommendations and the actual performance of many PCP in all dimensions of dementia
diagnosis and management (Iliffe et al., 2005, 2009a, 2009b ; Musicco et al., 2004; Perry et
al., 2010; Pimlott et al., 2009a; Van Hout et al., 2006; Waldemar et al., 2007a; Wilcock et al.,
2009). There is general consensus that dementia, especially in early stages, remains underdetected, under-diagnosed, under-disclosed and under-treated/managed (Bond et al., 2005;
Boise, 2005; Boustani et al., 2003, 2005; Connolly et al., 2011; Hollingworth & Byrne, 2011;
Iliffe et al., 2009a, 2009b; Koch & Iliffe, 2010a; Mok et al., 2004; Perry et al., 2010;
Sternberg et al., 2000; Valcour et al., 2000; Villars et al., 2010; Waldemar et al., 2007a;
Wilkins et al., 2007). The diagnosis seems to occur mostly in moderate to advanced stages of
the disease, and it is not always appropriately disclosed to the PWD/caregiver, and/or
followed by a timely, responsive and comprehensive therapeutic approach (Bond et al., 2005;
Boustani et al., 2003; Connolly et al., 2012; Iliffe 2009; Lopponen et al., 2003; Rait et al.,
2010; Rondeau et al., 2008; Valcour et al., 2000; Waldemar et al., 2007a; Wilkins et al.,
2007).

As discussed earlier, despite the remarkable progress that has been made in the neurosciences
over the past few decades, the diagnosis of dementia disorders remains mostly clinical
(Feldman et al., 2008). Although it has been documented that the clinical diagnosis of
dementia can approach an accuracy rate of as high as 95%, this is typically achieved in
circumstances involving experienced clinicians working with PWD who are monitored over
time (Mayeux et al., 2011).

International research has consistently shown that in primary care settings, dementia
disorders, in mild to moderate stages of the disease, are on average diagnosed in about 50% of
cases (Boustani et al., 2003, 2005; Bradford et al., 2009; Callahan et al., 2009; Connolly et al.,

2011; Delrieu et al, 2009; Feldman et al., 2008; Ganguli et al., 2004; Sternberg et al., 2000;
Valcour et al., 2000; Waldemar et al., 2007a; Wilkins et al., 2007). A recent systematic
review of European and North American studies measuring sensitivity and specificity of
dementia diagnosis in primary care confirmed the high rates of missed, delayed and
undocumented diagnosis in this setting (Bradford et al., 2009). The pooled diagnostic
sensitivity estimation in the meta-analysis of studies reviewed was 0.49, ranging from 0.26 to
0.69. This variability in the results is not surprising given the heterogeneity of the research
methodologies, and the diversity in patient/provider populations studied. As expected,
diagnostic sensitivity was strongly associated with the disease severity, with the rates being
the lowest among individuals with mild dementia symptoms (0.09 to 0.41), compared to those
with severe symptoms (0.60 to 1.0). Diagnostic specificity was assessed in only two studies
and it was very high at 0.99.

Consistent with the above findings, a recent large scale prospective observational cohort study
of 2000 patients in 138 general practices in Germany showed a high dementia diagnostic
specificity rate of 0.96 and a much lower sensitivity rate of 0.51 (Pentzek et al., 2009b).
Similarly, a recent British study of 351 general practices showed that just under half of the
expected numbers of patients with dementia were recognized in general practice dementia
registers (Connolly et al., 2011). These findings reaffirm that it is much more likely that PCP
miss or delay a diagnosis of dementia than they falsely mislabel older patients.

Of interest is another large scale European study which showed significantly higher
sensitivity rates for the recognition of “memory impairment” in primary care, compared to the
rates for an actual diagnosis of dementia (Lopponen et al., 2003). In this Finish cross-sectional
population-based study, the sensitivity of the general practitioners’ diagnosis of dementia was
0.48 and the specificity was very high at nearly 1.0. According to the severity of the disease,
the documentation of a dementia diagnosis in patients’ medical records was at 73% in severe,
46% in moderate and 33% in mild cases. However, the physicians’ sensitivity to detect
cognitive decline, in general, was much higher at 0.77. The documentation rates of “memory
impairment” were at 97%, 71% and 66% for severe, moderate and mild dementia patients,
30
Aminzadeh et al. (2012). A scoping Interpretive Review of Perceptions & Practices of primary Care Physicians

respectively. The effect of a dementia diagnostic label on physicians’ diagnostic evaluation
and management decisions will be discussed later under “Barriers to Best Practice”.
A third study that should be noted here is Boise and colleagues’ cross-sectional cohort study
(2004) of 553 patients aged 75 or older in three American managed health care systems. In
this study, nearly 43% of participants were identified by the research team as having some
level of cognitive impairment, with 14% having moderately severe deficits. Among the latter
group, in only about one- third (35%) of cases, was there any evidence of dementia
investigations detected in the medical records, and only 15% had received a dementia
diagnosis. This is despite the fact that three-fourths (75%) of these patients had experienced
one or more adverse events which should have raised a suspicion of dementia. In another
American study, 13% of 3,340 older patients of seven urban and racially diverse primary care
practices screened positive for possible dementia, of which about half agreed to have a formal
diagnostic evaluation (Boustani et al, 2005). Among this latter group, nearly half (47%) were
diagnosed with dementia and an additional 33% had MCI. However, only 19% of the patients
with confirmed dementia diagnosis had documentation of dementia in their medical records.

There is also evidence that delays in diagnostic evaluation may occur even when a suspicion
of dementia is raised in older adults with positive cognitive screening results. In a Danish
prospective study, 17% of 793 older patients consulting 17 general practices were identified
with possible dementia (either because of their MMSE score of <23 and/or their physicians’
clinical impression of dementia) (Waldorff et al., 2005). However, less than a quarter of these
patients (23%) were later evaluated by their PCP or referred for further evaluation to a
memory clinic within the following six months. This likely overestimates performance as the
study had prompted the participating physicians to consider dementia at every consultation,
and thus, had further sensitized them regarding this issue.

Similarly, in Borson and colleagues’ American study (2007) of four university affiliated
primary care clinics, physician action (in the form of further diagnostic or therapeutic
interventions) occurred only in 17% of patients who failed a Mini-Cog test, administered by a
medical assistant. The participating PCP acted mainly on positive screens when cognitive
31
Aminzadeh et al. (2012). A scoping Interpretive Review of Perceptions & Practices of primary Care Physicians

impairment was severe, and only when patients were 75 years or older. The authors concluded
that PCP take a “wait-and-see” approach for the majority of older persons who have some
evidence of cognitive decline. A similar lack of follow-up on a positive dementia screen was
reported in another recent American study (Boise et al., 2010).

These observations are corroborated by the results of a few qualitative studies of family
caregivers’ perspectives and experiences, revealing the frustrations of many caregivers in
obtaining adequate and timely evaluation of their relatives’ dementia symptoms (Bruce &
Paterson, 2000; Connell et al., 2004; Hinton et al., 2004; Millard et al., 2008; Millard &
Baune, 2009; Robinson et al., 2008; Teel & Carson, 2003). In Connell and colleagues’
American study (2004), 52 family caregivers of PWD who participated in focus group
interviews reported that they often met with resistance from the PCP when attempting to
obtain a dementia assessment and/or a definitive diagnosis. In another American qualitative
study, family caregivers maintained that obtaining a dementia diagnosis for their relatives
took several years and numerous physician visits, resulting in significant caregiver distress
(Teel & Carson, 2003). Similar sentiments were expressed by the caregivers who participated
in focus group interviews in an Australian study (Robinson et al., 2008). In this study, the
overwhelming majority of family caregivers experienced the diagnostic process as a
protracted and jumbled array of occurrences and communications, causing significant
personal strain. The authors concluded that when family caregivers consult a PCP, they have
already observed over time many changes in their relatives with suspected dementia, and are
often ready for a speedy resolution.

A few published articles reporting the results of large scale multinational European and
Australian surveys, including the Facing Dementia Survey, shed further light into this
problem (Bond et al., 2005; Wilkinson et al., 2004, 2005). The latter is one of the largest
surveys conducted on dementia involving over 2500 key stakeholders, including physicians,
PWD and caregivers from six European countries. The results confirmed major difficulties
experienced by both the physicians and the public in recognizing and responding to early
dementia symptoms, and significant delays in the provision of a dementia diagnosis, even
32
Aminzadeh et al. (2012). A scoping Interpretive Review of Perceptions & Practices of primary Care Physicians

after a suspicion is raised. Approximately 600 physicians participated in this survey, of which
about half were PCP. Most physicians agreed that a dementia diagnosis is too often delayed
because of factors affecting both physicians and caregivers. These factors will be explored in
the next section.
According to the survey, from the initial presentation of symptoms, the confirmation of a
dementia diagnosis in Europe takes an average of 20 months, with a wide disparity among
countries, from 10 months in Germany to 32 months in the UK. The first delay occurs during
the time between family recognition of symptoms and consultation with a physician.
Caregivers typically waited several months before bringing the symptoms to the attention of a
physician, and about one-fourth waited over a year to do so. The majority consulted a PCP
first (74%). Although, in most cases (87%) the diagnosis was ultimately provided by a
specialist, with neurologists being the main providers of dementia diagnosis (52%), followed
by geriatricians (18%) and psychiatrists/psycho-geriatricians (12%). In this survey, about onethird of caregivers expressed dissatisfaction with the time taken from first seeking help to
receiving a diagnosis. Physicians, on the other hand, reported that by the time PWD were first
brought to their attention, most exhibited moderate symptoms, with about half having a
MMSE score of between 10 and 20 at the first visit. Similar MMSE scores were noted among
the newly diagnosed older patients of 681 PCP in a recent large scale French study (Rondeau
et al., 2008).

Other Canadian and international studies have reported delays of one to two years between
the first observation of symptoms and consultation with a physician (ASC, 2012; Knopman et
al., 2000; Cattell et al., 2000; Teel, 2004; Speechly et al., 2008; Wilkinson et al., 2004). An
Australian survey of 209 family caregivers showed a delay of close to two years between
symptom recognition and professional consultation, and about three years before a firm
diagnosis of dementia was provided (Speechly et al., 2008). Again, in the vast majority of
cases (84%), a PCP was the first health professional consulted, with most patients being
referred to a specialist after the first visit (59%). Finally, a recent national on-line survey of
958 family caregivers of PWD commissioned by the ASC (2012) revealed that almost half
(44%) waited a year, with 16% of them waiting two years or longer, before seeking medical
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help. Consistent with the international research, the vast majority (83%) visited their PCP
first, but only about half (49%) were diagnosed by their PCP.

These large scale Canadian and international surveys point to the high rates of referrals of
suspected cases of dementia from PCP to medical specialists. Similarly, Wilkinson and
colleagues’ multinational survey (2004) of 741 caregivers from Australia and four European
nations showed that half of the patients with Alzheimer’s Disease were managed by a
specialist, about one-third jointly by a specialist and a PCP, and only in less than 20% of cases
by a PCP alone. It has been reported that in France, nine out of 10 patients suspected of
dementia are referred to a specialist (Cantegreil-Kallen et al., 2006). The review of medical
records of 450 patients with dementia in 35 primary care practices in the UK showed that
58% of the patients who consulted their PCP for suspected dementia symptoms were referred
to a medical specialist at the index consultation and often without conducting basic
assessments (a practice that can further delay diagnosis and treatment) (Wilcock et al., 2009).
In three quarters of patients in this study, a formal dementia diagnosis was ultimately made by
a specialist.

Lopponen and colleagues’ cross sectional population-based Finish study (2003) showed a
slightly lower rate of referral to a specialist. A retrospective chart review revealed that 49% of
patients with a documented dementia diagnosis, and 31% of those with memory impairment
were referred to a specialist. Interestingly, the referral rates fell from 78% among patients
aged 64-74 to only 14% among those over age 85. Patient characteristics influencing
dementia diagnostic decisions will be discussed later. Stoppe and colleagues’ German study
(2007) showed that the potential referral rate from family practices to neuropsychiatrists is
considerably high. Using case vignettes, 78% of the 122 participating PCP indicated that they
would refer a suspected patient with moderate vascular dementia to a neuropsychiatrist. The
rates were higher at 84% in the case vignette for a patient with symptoms of moderate
Alzheimer’s Disease. Similarly, in Chotirmall and colleagues’ survey (2008) of 200 Irish
PCP, 89% of respondents indicated that they routinely referred to a hospital geriatrician in
their catchment area, and all maintained that they would refer to a memory clinic, if available.
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The referrals to medical specialists may be made for various reasons, such as further
diagnostic investigation, diagnosis provision/verification, or even treatment initiation. In
many European countries, PCP are encouraged to consult with a specialist even for a
diagnosis of a typical dementia, and in some countries they are not authorized to prescribe
anti-dementia medications. Therefore, one might question the applicability of the international
studies to the Canadian context given the cultural, geographic and health system policy
differences. However, Pimlott and colleagues’ Canadian study (2006) of 160 patients of three
university affiliated family medicine clinics confirms the high rates of specialist referrals in
Canada as well. In this study, a total of 82% of the patients with a confirmed diagnosis of
dementia were referred to a specialist according to their medical records. Twenty-three
percent of these patients were referred to geriatricians, 20.6% to geriatric psychiatrists, 30.7%
to neurologists, and 7.5% to clinical psychologists.

Some authors have argued that these high rates of utilization of specialist services are not
sustainable, given the growing prevalence of dementia and the shortage of medical specialist
in most countries (Iliffe et al., 2005). This is particularly a concern when the referrals are not
appropriate. In a Norwegian study, geriatricians rated referrals by PCP as being appropriate
only in about 55% of cases, compared to 63% of referrals made by PWD/caregivers and other
providers (Kada et al., 2007). In the same study, in about one-third of referrals from PCP,
geriatricians evaluated the quality of information contained as poor.

There is also evidence that some PCP may not conduct adequate diagnostic investigations
prior to making a referral. In Wilcock and colleagues’ British study (2009), a review of
medical records of 450 patients with dementia in 35 primary care practices indicated that
nearly two-thirds were referred to a specialist at the index consultation. However, blood tests
were ordered in only about one-third and cognitive function testing was performed in about
one-fourth of these cases. In Stoppe and colleagues’ German study (2007) described earlier,
15% of PCP maintained that they would conduct neuropsychological tests and 33% would
order brain imaging in the case of moderate vascular dementia, and less than one-fourth
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would apply the same tests in the case of Alzheimer’s Disease (25% and 20%, respectively).
The corresponding proportions for the 64 participating neuropsychiatrists in the same study
were 60% in both cases for testing, and more than 80% for brain imaging. The
neuropsychiatrists in this study were also more likely to identify the need for an informant
report, physical examination, and screening for depression compared to the PCP.

In an American study, among over 1500 patients aged 65 years and older in the four primary
care rural practices, 31 cases of dementia were identified from computerized office databases
(Camicioli et al., 2000). Even among these documented dementia cases, laboratory studies
(33%) and neuroimaging tests (18%) were recorded in only a minority, and the use of a
standardized cognitive test was documented in only one chart. Pimlott and colleagues’
Canadian study (2006) provides a more positive picture of diagnostic investigation practices
of university affiliated PCP in family health teams. A retrospective medical chart review of
160 patients showed generally good concordance between the laboratory tests ordered by PCP
and the CCCD guideline recommendations in most cases. Most physicians ordered
appropriate basic blood tests as part of their assessment and for most patients, a primary
caregiver was identified (79%) and a collateral history was obtained (70%). Most patients
with dementia (81%) received at least one cognitive test, and 40% had computed tomographic
examinations within 3 months of reporting symptoms of cognitive difficulties to their PCP (in
some cases, the scans were ordered by the specialist consultants to whom the patients had
been referred).

In Waldroff and Moller’s large scale survey (2001) of 2539 PCP in Denmark, nearly half of
the sample (47%) was classified as conducting good basic diagnostic evaluations of dementia.
A substantial proportion of survey respondents self-reported that they always supplemented
their suspicion of dementia by contacting family (45%), performing physical examination
(62%), and ordering blood tests (60%). The authors acknowledged that the participating PCP
may have over-rated their performance given the inherent biases associated with self-reports.
Nevertheless, 44% of respondents indicated that they “seldom” or “never” performed a
validated cognitive test as part of their assessment.
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Overall, the international studies reviewed indicate that in about half to over three-quarters of
cases, PCP either report and/or document conducting basic blood tests as part of their
dementia investigation (Baloch et al. 2010; Cahill et al., 2006; Cherry et al., 2004; Chodosh et
al., 2004; Cody et al., 2002; Downs et al., 2000; Lopponen et al., 2003). However, it appears
that most do not routinely use validated cognitive instruments as part of their evaluations
(Iliffe et al., 2005; Millard et al., 2011).

In Van Hout and colleagues’ observational study (2006), general practitioners were instructed
to use the Dutch dementia guidelines on all their older patients suspected of dementia. The
use of a cognitive assessment tool (in this case, the MMSE), which is optional in the Dutch
guidelines, was noted in only 18% of these patients. Similar results were obtained in two other
European studies. In an Italian study examining PCPs’ adherence with Italian guidelines,
70%-80% of a sample of 1549 patients with suspected dementia had no formal evaluation of
their cognitive function, as evidenced by the use of a validated tool (Musicco et al., 2004).
Similarly, Lopponen and colleagues’ large scale population-based Finish study (2003)
reviewed earlier showed that only 28% of patients with dementia had any evidence of
cognitive testing in their medical records. In another study, physicians documented cognitive
testing in only one-third of those whom they had recorded as being symptomatic, and in 42%
of those whom they diagnosed with dementia (Ganguli et al., 2004). Interestingly, physicians
largely tested patients whose MMSE scores ranged from 24 to 28. The authors concluded that
there is a tendency for PCP to use a cognitive test in those in whom there is some clinical
uncertainty as to the presence of impairment, whereas for those at the either end of the
spectrum, there may be less motivation (and/or indication) to do so.

Wilcock and colleagues’ British study (2009) of 35 PCP practices showed that at index visit,
about one-fourth of 450 patients with a diagnosis of dementia had a documented cognitive
function testing. It was unclear whether these patients were further tested at consecutive visits.
In another prospective British study, Fisher and Larner (2007) reviewed referral letters for
231 patients seen at a specialized memory clinic over a two-year period. Half of these patients
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were directly referred by their PCP, about one-third of whom ultimately received a dementia
diagnosis at the clinic. The evidence of cognitive test use in primary care was found in only
20% of patients referred (about 30% of patients diagnosed with dementia and 15% of those
without dementia). It was found that those primary care patients who had received a cognitive
test prior to the referral were more likely to receive a diagnosis of dementia, compared to
those who had not been tested (56% vs 32%). The authors concluded that the use of simple
cognitive instruments in primary care can reduce the rate of inappropriate referrals (which is
an important outcome given the limited specialist resources in many countries).

The results of the above documentation review and observation studies are in contrast to the
findings of a number of international surveys reporting PCPs’ self-evaluations of their
practice. In these studies, the majority of participating PCP indicated that they typically would
perform a cognitive test in patients suspected of dementia (Baloch et al., 2010; Briages-Well
2006; Cody et al., 2002; Thyrian & Hoffmann, 2011; Iracleous et al., 2009). The possibility of
response bias, especially in self-reported studies in which a checklist is used, should be
considered.

Even when dementia is detected and documented in medical charts, across studies, PCP seem
to withhold the diagnosis in a significant number of cases, and they may fail to follow-up with
the PWD/caregivers. Furthermore, the manner and content of the diagnosis disclosure are
often

incongruent

with

the

CPG

recommendations

and/or

the

expectations

of

PWD/caregivers.

Diagnosis disclosure has been a key focus of dementia research over the past decade. A
number of British and North American review papers and a Canadian dissertation have
identified over 70 studies written in English on this topic (Bamford et al., 2004; Carpenter &
Dave, 2004; Crofton, 2005; Fisk et al., 2007; Pinner & Bouman, 2002; Wilkinson & Milne,
2003). These papers report wide variability in all dimensions of dementia diagnosis disclosure
practices among physicians (both generalists and specialists) based on the physicians’ selfreports, the accounts of other health care professionals, and the evaluation of PWD/caregivers.
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Internationally, this seems to be one of the areas where there is significant discrepancy
between current practices of many physicians and expert advice (Bamford et al., 2004;
Carpenter & Dave, 2004; Crofton, 2005; Fisk et al., 2007; Perry et al., 2010; Wilkinson &
Milne, 2003). A review paper summarizing studies published prior to 2002 estimated that
about 50% of physicians routinely withheld a dementia diagnosis (Carpenter & Dave, 2004).
Although, as shown below, more recent studies report relatively higher rates of disclosure,
possibly an indication of a practice change in recent years.

For a variety of reasons which will be explored later, many PCP admit having difficulty
disclosing a diagnosis of dementia, particularly to the patient (Baloch et al., 2010; Bamford et
al., 2004; Pinner & Bouman, 2002; Carpenter & Dave, 2004; Crofton, 2005; Cody et al.,
2002; Downs et al., 2000, 2002; Iliffe et al., 2003; Karnieli-Miller et al., 2007; Van Hout et
al., 2001a). This is reflected in the higher self-reported and documented rates of disclosure to
caregivers compared to the PWD. Across studies, only a minority of PCP seem to routinely
discuss the dementia diagnosis and prognosis directly with the patient. In a Flemish survey of
1000 PCP, only about one-third (37%) reported that they “usually” or “always” informed
PWD of their diagnosis, and a similar proportion indicated that they “rarely” or “never” did so
(De Lepeleire et al., 2004). Other European studies found patient disclosure rates of between
20% and 50% (Down et al., 2002; Cahill et al., 2006; Olafsadottir et al., 2001).
As expected, the rates of disclosure to family caregivers are typically higher. In Van Hout and
colleagues’ Dutch study (2006), a review of medical records of 64 PCP indicated that 42% of
patients diagnosed with dementia, and almost twice as many as caregivers (82%) were
informed of the diagnosis. In a Canadian survey of 312 PCP working in British Columbia
(Crofton, 2005), a fairly high proportion of participants (59%) reported disclosing a dementia
diagnosis to patients/caregivers most of the time, with physicians being more likely to
disclose the diagnosis to the family than to the patients (the exact differential proportions
were not reported). Finally, an American study of PCPs’ self-reports of their practices, also
reported high rates of over 70% disclosure to patients and over 90% to caregivers (Cody et al.,
2002).
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In contrast, in a British study, only 15% of the medical records of 450 patients with dementia
in 35 PCP practices indicated that the diagnosis was formally discussed with the patients
and/or caregivers (Wilcock et al., 2009). Once again, the discrepancy may be at least partly
related to the limitations inherent in each type of methodology, with medical records underestimating and physicians’ self-reports over-estimating their actual practices. Of note is also a
large scale French survey of 616 general practitioners (Cantegreil-Kallen et al., 2005) which
revealed interesting discrepancies between physicians’ values and their actual reported
practices. Nine out of 10 respondents considered it their role to explain the dementia illness,
its symptoms and consequences to the patient. However, only one in four reported actually
tackling the issue.

In a recent systematic review of studies examining the attitudes and perspectives of the PCP
towards caregivers, the authors concluded that physicians seem to generally acknowledge the
importance of an adequate diagnostic process, but they feel uncomfortable disclosing the
diagnosis to patients and caregivers (Schoenmakers et al., 2009). This discomfort is reflected
in the common use of euphemistic terms (e.g., “confusion” and “memory problems”), as
opposed to sharing the proper medical diagnosis during the disclosure. Many physicians admit
that they tend to avoid the use of explicit terms, such as “dementia” or “Alzheimer’s Disease”,
and express a preference for the use of more subtle terms, especially when sharing the
diagnosis with the patient (Bamford et al., 2004; Cody et al., 2002; Connell et al., 2004;
Downs et al., 2002; Karnieli-Miller et al., 2007). The underlying reasons for this practice will
be further discussed later under “Physician Factors”).

In focus group interviews with 39 PCP, participants acknowledged the challenges of sharing a
diagnosis of dementia, and reported using a variety of terms during the disclosure, including
vague expressions such as “memory loss” (Connell et al., 2004). Some admitted that they
deliberately avoided the use of specific medical terms, such as dementia and Alzheimer’s
Disease. Similarly, in the American survey of 142 PCP, participants admitted using a variety
of terms when sharing a dementia diagnosis, including “confusion” (63%) and “memory
problems” (35%) (Cody et al., 2002). In Downs and colleagues’ British survey (2002), more
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than a third of the respondents who reported that they tell the patient the diagnosis of
dementia, admitted using only euphemistic terms to describe the illness and withholding
considerable amount of information about the likely prognosis from the patients. Respondents
maintained that they were more likely to discuss the factual medical information and the
disease progression with the family caregivers.

An emerging body of literature shows important discrepancies between physicians’ and
family caregivers’ views about the diagnosis and disclosure process. While there is a scarcity
of research on the perspectives and experiences of PWD, several surveys and qualitative
studies of family caregivers reveal some level of dissatisfaction with the manner of disclosure,
the transference of critical information, and post-diagnosis guidance and follow-up support
provided by PCP (Boise & Connell, 2005; Bruce & Paterson, 2000; Bruce et al., 2002;
Connell et al., 2004; Hinton et al., 2004; Millard & Baune, 2009; Teel & Carson, 2003). In
Bamford and colleagues’ review article (2004), the main criticisms of family caregivers about
the disclosure process focused on: a) the physicians’ reticence to make a precise diagnosis
and/or to explain the diagnosis and prognosis, b) the insensitive and abrupt manner of
disclosure, and c) the limited opportunities to address the emotional aspects of dealing with
the diagnosis. Similar conclusions were made by Wilkinson and Milne (2003) in their review
article examining the expectations of older people and their families about dementia
disclosure practices.
In Connell and colleagues’ parallel survey of PCP and caregivers (2004), although physicians
often believed that the diagnosis and disclosure process had gone well, many family
caregivers reported challenges they faced in obtaining a diagnosis, criticized the manner of
disclosure, and felt that they did not receive adequate information about the illness and/or
available support services. Some caregivers were disappointed with the lack of post-diagnosis
follow-up and maintained that the physicians had not suggested a return visit to monitor their
relatives’ conditions and/or referred them to appropriate support services. In the same study,
some participating physicians also admitted that they typically did not schedule a return visit
for patients with dementia.
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In another review article, it was noted that although PCP mostly believe that they are highly
involved in the community care of PWD, many caregivers rate their involvement to be
insufficient (Schoenmakers et al., 2009). Caregivers seem to have mixed feelings about the
attitudes and behaviors of PCP. On the one hand, they describe the PCP as being indispensible
and helpful. On the other hand, they regret the physicians’ apparent lack of time, empathy,
communication skills and response to their psycho-social needs. Two other review articles
confirmed the unmet needs of family caregivers with regards to various aspects of medical
care during and after dementia diagnosis (Boise & Connell, 2005; Fortinsky, 2001). These
papers concluded that the interactions in medical encounters when dementia care is discussed
are far from optimal from the perspectives of family caregivers, with the main concerns
centering on: (1) obtaining a diagnosis; (2) learning how to manage current or expected
symptoms; (3) locating and using support services in the community; and (4) receiving
emotional support.

The caregivers’ feedback is validated by a small number of observational studies which reveal
many shortcomings during the medical encounters. These studies confirm inadequate
discussion of treatment and management options, including guidance on symptom
management, safety and legal issues, and caregiver stress; as well as the lack of targeted
interventions, including referrals to support services (Bridges-Webb et al., 2006; CantegreilKallen et al., 2005; Chodosh et al., 2004; Downs et al., 2002; Millard & Baune, 2009;
Olafsdottir et al., 2001; Pimlott et al., 2006; Teel & Carson, 2003; Yaffe et al., 2008; Van
Hout et al., 2006; Wilcock et al., 2009). For instance, in Van Hout and colleagues’
prospective observational study (2006) of 64 PCP who were instructed to use Dutch national
dementia guidelines, less than half of the PWD/caregivers were advised on typical behavioral
changes, communication, and safety issues in dementia.

Similarly, in Wilcock and colleagues’ British study (2009), a review of medical records from
35 primary care practices revealed that follow-up and coaching on non-pharmacological ways
of coping with behavioral disturbances and referral to support groups were the areas in which
clinical practice diverged most from the guidelines. These findings may be in part a reflection
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of the inadequate documentation of the interventions undertaken and may underestimate the
actual performance of PCP.

Across studies, referral rates of below 50% have been reported for counseling, educational
and support services, such as Alzheimer societies (Bond et al., 2005; Bridges-Webb et al.,
2003; Cantegreil-Kallen et al., 2005; Cherry et al., 2004; Fortinsky et al., 2010; Reuben et al.,
2009; Robinson et al., 2010b). In the large scale European Facing Dementia survey (Bond et
al., 2005), very few PWD/caregivers were aware of their national or local Alzheimer
societies/associations. However, those who were in contact with these organizations found
them valuable for providing support and education. In Bruce and colleagues’ Australian study
(2002), several family caregivers of PWD maintained that PCP were not sufficiently aware of
support services and some commented that they needed to prompt the physicians for a
referral. In an American survey, only about half of the participating PCP agreed with the
statement that the Alzheimer's association provides accessible education and support services
to dementia patients and their families (Meuser et al., 2004).

Two Canadian studies have reported similar results. In Pimlott and colleagues’ study (2006), a
review of medical records of 160 Canadian patients diagnosed with dementia in three
university affiliated family medicine clinics indicated that only 13% of caregivers were
referred for counseling or support. In Yaffe and colleagues’ study (2008) of 25 PCP in
Quebec, participants were generally unaware of resources within their communities that were
specifically oriented to the needs of caregivers of PWD. Most did not maintain any
substantive or up-to-date lists of community resources, handouts, or pamphlets for patients or
families. Although some were aware of the organizations such as Alzheimer societies, they
were less aware of what these societies do, and they rarely referred to them. Instead, they used
a “blanket” approach of undifferentiated, nonspecific referrals to local community service
centers, known as CLSCs (centre local de services communautaires), potentially resulting in
serious gaps in the care of their patients.
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As shown above, despite a general consensus on what more or less constitutes an ideal
primary care practice in dementia, there continues to be wide variability in the actual day to
day realities of physicians’ practices. The multitude of obstacles to optimal primary dementia
care have been widely debated and studied internationally over the past decade. These will be
discussed in the next section.

3.4 Barriers to Best Practice
The obstacles to an effective dementia diagnosis and management in primary care are
multifold and highly inter-related. The common barriers identified in the international
literature appear to be the result of complex interactions of a multitude of factors related to the
disease, PWD/caregiver, physician, and health/social systems. This section provides a detailed
description of the main factors identified in the literature. Insights provided are based on a
variety of sources, including: a) several empirical studies examining the perspectives and
experiences of PCP, family caregivers, and to a lesser extend those of PWD; b) review articles
synthesizing the existing evidence on various dimensions of dementia diagnosis and clinical
management in primary care; and finally, c) expert opinion papers debating these issues.

3.4.1 Disease-Related Factors
“…the very nature of the illness is that it can be impacted by all kinds of
different things, so one of the barriers for me is just trying to sort out really the
complexity of their cognitive function.” (Pimlott et al., 2009b)

There is a general consensus that the diagnosis and management of dementia in the primary
care practice, especially at early stages of the illness, can be difficult. The timely diagnosis
and continuing care of PWD is a complex and time intensive process characterized by
multiple biomedical, psychosocial and ethical challenges (Adams et al., 2005; Bond et al.,
2005; Bradford et al., 2009; Feldman et al., 2008; Hogan et al., 2008; Iliffe et al.,2006, 2009b;
Mayeux et al., 2011; Pimlott et al., 2009b)
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As discussed earlier, the investigation process can be lengthy and convoluted, often requiring
longitudinal observations, a detailed assessment of cognitive function, and a thorough clinical
evaluation (Delrieu et al., 2009; Feldman et al., 2008; Hansen et al., 2008; Hogan et al., 2008:
Iliffe et al., 2006; Villars et al., 2010; Waldemar et al., 2007b). Early signs may be subtle and
fluctuating, and the clinical manifestations may be diverse and often overlapping with other
co-morbidities, further complicating the diagnostic process (Bradford et al., 2009; BridgesWebb, 2002; Cahill et al., 2006; Cerejeira et al. 2007; Fortinsky et al., 2010; Ganguli et al.,
2004; Iliffe et al., 2006, 2009b; Mok et al., 2004; Pimlott et al., 2009b; Van Hout et al., 2000;
Yaffe et al., 2008). The presence of co-morbid conditions can also act as a distraction,
reducing the likelihood that the less acute dementia symptoms receive adequate medical
attention during brief medical encounters (Bradford et al., 2009; Cahill et al., 2006; Chodosh
et al., 2004; Ganguli et al., 2004; Iliffe et al., 2006). Dementia itself can have a “domino
effect”, negatively influencing the management of other chronic conditions, thereby
destabilizing these conditions and further complicating the medical care of PWD.

The lack of definitive cognitive assessment, diagnostic imaging and laboratory tests adds to
the diagnostic uncertainty, raising concerns about mislabeling the patient with a potentially
devastating diagnosis for which therapeutic options remain limited and symptomatic
(Chertkow, 2008; Maslow et al., 2002; Mayeux et al., 2011; Waldemar et al., 2007b). The
absence of a definitive diagnostic test also means that physicians have to largely rely on
medical history, which may not be always easy to obtain, given that it comes from a
cognitively impaired older person and/or collateral sources with varying degrees of insight
and/or involvement (Foster, 2001; Ganguli et al., 2006; Mayeus et al., 2011). As we will see
later, the proxy and/or self-reported estimates of health and function in dementia patients may
be unreliable (Adams et al., 2005; Arlt et al., 2007; Ganguli et al., 2006; Hunsaker et al.,
2010). Finally, the presence of family caregivers, although often very helpful, can further add
to the complexity and time requirements of the medical appointments (Adams et al., 2005;
Foster, 2001; Schoemakers et al., 2009; Yaffe et al., 2008).
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In addition to the difficulties related to the diagnosis provision, the actual management of
dementia presents on-going complexities and evolving challenges as well (Hogan et al.,
2008). Practicing physicians often find themselves in uncertain territories (which may well be
outside the area of their clinical knowledge and expertise), when dealing with sensitive issues,
such as diagnosis disclosure, drug treatment, caregiver support, and housing and driving
decisions (Foster, 2001; Hogan et al., 2008; Snellgrove & Hecker, 2002; Yaffe et al., 2008).
Good dementia care often requires multi-component interventions, involving a variety of
practitioners and services. Complex alliances need to be developed with the PWD, family
caregivers, and other service providers in order to meet the multifaceted needs of
PWD/caregiver (Hinton et al., 2007). Coordinating various specialty and community services
can further add to the challenges of working with PWD and increase the workload and
paperwork demands for the PCP (Hinton et al. 2007; Hogan, 2008; Yaffe et al., 2008).

3.4.2 PWD/Caregiver Factors
“I think it’s easier sometimes to miss it, especially if the family member is part
of the whole conspiracy, almost where they either take over or they help the
person, so they’re like a team, so no one really wants to see the problem.”
(Pimlott et al., 2009b)
Several manuscripts reviewed in this paper have identified multiple barriers related to
PWD/caregiver that can contribute to the delays in dementia diagnosis and its effective
management in primary care. The PWD/caregivers’ lack of recognition and/or
acknowledgment of dementia symptoms, their delays in seeking help, their lack of acceptance
of the diagnosis, and their refusal to follow the recommended interventions are important
barriers to timely dementia management in primary care (Adams et al., 2005; ASC, 2012;
Austrom et al., 2006; Bamford et al., 2004; Bradford et al., 2009; Bruce & Paterson, 2000;
Bruce et al., 2002; Boustani et al., 2006; Bridges-Webb et al., 2006; Helmer et al., 2008; Iliffe
et al., 2002; Koch & Iliffe, 2010a; Koehn et al., 2012; Rondeau et al., 2008; Reuben et al.,
2009; Teel, 2004).
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As discussed earlier, research evidence points to significant delays in help seeking from the
onset of dementia symptoms to the first physician consultation (Adams et al., 2005; ASC,
2012; Bond et al., 2005; Iliffe et al., 2002; Koehn et al., 2012; Teel, 2004; Teel & Carson,
2003; Wilkinson et al., 2004, 2005). Informed and involved family caregivers can play a
critical role in early recognition and the proactive management of dementia in primary care.
Their role can range from reporting symptoms promptly and accurately, leading to a timely
diagnosis, to facilitating the actual implementation of recommended interventions. In several
studies, PCP have identified many ways in which PWD and their families can either help or
hinder effective diagnosis and management of dementia. For instance, in two Canadian
studies, PCP recognized the importance of their relationship with both patients and their
family caregivers as a strong determinant of the success of community-based dementia care
(Pimlott et al., 2009b; Yaffe et al. 2008). Working with informed, involved and supportive
PWD/caregivers was perceived by PCP as being an important enabling factor in dementia
care.

In a number of Canadian and international studies, PCP admitted that family members’
complaints about their relatives’ memory loss, was one of the main triggers for a dementia
investigation (Adams et al., 2005; Crofton, 2005; Olafsdottir et al., 2001; Pimlott et al.,
2009b). On the other hand, inaccurate or selective reporting of symptoms, denying or
downplaying the concerns, or even covering up the person’s deficits were viewed as being a
major barrier to timely and accurate dementia diagnosis and management (Adams et al., 2005;
Boise et al., 2004; Boustani et al., 2006; Cantegreil-Kallen et al., 2006; Franz et al., 2007,
2010; Helmer et al., 2008; Hunsaker et al., 2010; Pimlott et al., 2009b; Wilkinson et al., 2004,
2005). So were their ambivalence and refusal to be referred for further assessment and
supportive interventions (Boustani et al., 2005, 2006; Bruce et al., 2002; Cantegreil-Kallen et
al., 2006; Cohen, 2000; Franz et al., 2010; Rondeau et al., 2008; Reuben et al., 2009; Van
Hout et al., 2000; Yaffe et al., 2008).
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A careful examination of the underlying reasons for this apparent lack of constructive
participation of some PWD/caregivers reveals three overarching and interrelated barriers: a)
gaps in knowledge/awareness, b) belief/attitudinal concerns, and c) lack of support/resources.
Interestingly, as we will see later, the same themes also capture the main physician-related
barriers to optimal diagnosis and management of dementia in primary care.

Knowledge/Awareness
The lack of awareness of the early signs and symptoms of dementia among older persons and
their families, and the uncertainty about the boundary between normal ageing and cognitive
impairment are important obstacles to timely dementia recognition. Research points to some
underlying reasons for this gap in knowledge, including: a) the public’s limited conceptual
framework of dementia which reflects only its more advanced symptomatology, b) different
cultural beliefs about normal aging, and c) the misattribution of the symptoms to other
medical conditions (Adams et al., 2005; ASC, 2012; Baloch et al., 2010; Bond et al., 2005;
Bradford et al., 2009; Bruce & Paterson, 2000; Franz et al., 2010; Koehn et al., 2012; Iliffe et
al., 2005; Lee et al., 2011; Leung et al., 2011; Teel & Carson, 2003; Valcour et al., 2000;
Vernooij-Dassen et al., 2005; Wilkinson et al., 2005). The lack of insight of some PWD,
and/or their active denial of the symptoms, can further hinder a proactive approach to their
care (ASC, 2012; Helmer et al., 2008; Iliffe et al., 2005; Pimlott et al., 2009b).

Beliefs/Attitudes
As argued by Iliffe (2005), in increasingly informed Western societies, the attribution of
dementia symptoms to normal ageing may at times be related to conscious or unconscious
choices, rather than simply reflecting a lack of awareness. The journey of PWD/caregivers
continues to be punctuated by three closely intertwined concepts of ageism, stigma and
nihilism. Ageism results in a negative perception of ageing, which is regarded as being a
degenerative or disabling process, in which losses in memory and function are viewed as
being normal changes of relative low priority (Iliffe et al., 2005). Therefore, the early
symptoms of dementia may be attributed to “normal” ageing, and assimilated into everyday
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life by the PWD/caregivers. This coping strategy can lead to problem minimization,
inappropriate normalization, or even denial of dementia symptoms.

The fear of being labeled as having a stigmatizing mental illness, such as dementia, and the
many potential negative consequences of such a powerful diagnostic label (e.g., the loss of
autonomy, dignity, relationships, and social privileges) are real concerns for many
PWD/caregivers (Aminzadeh et al., 2007; Bond et al., 2005; Bradford et al., 2009; Goodwin,
2002; Iliffe et al., 2002; Iliffe et al., 2005; Justiss et al., 2009; Kaduszkiewicz et al., 2008;
Koehn et al., 2012; Lee et al., 2011; Reuben et al., 2009). Indeed, numerous studies have
shown that the fear of stigma attached to dementia disorders, and the negative emotional
reactions that the diagnosis may invoke in PWD/caregivers and their broader social networks,
can act as powerful obstacles in seeking help (Aminzadeh et al., 2007; Bamford et al., 2004;
Bond et al., 2005; Bradford et al., 2009; Bruce et al., 2002; Connell et al., 2004; Iliffe et al.,
2003, 2005; Justiss et al., 2009; Kaduszkiewicz et al., 2008; Koehn et al., 2012; Lee et al.,
2011; Reuben et al., 2009; Robinson et al., 2008).

As we will see later, PCP seem to be very conscious of the anxieties that some
PWD/caregivers may experience and their potential negative response to dementia
investigations and diagnosis disclosure, which may in turn, negatively influence their own
approach to dementia care (Bradford et al, 2009; Cantegreil-Kallen et al., 2005; Reuben et al.,
2009; Robinson et al., 2008; Teel, 2004; Van Hout et al., 2000). The fear of losses associated
with a dementia diagnosis is closely linked to nihilism, and the lack of belief in the existence
of helpful therapeutic and supportive interventions (Downs et al., 2006). As discussed later,
the taboo of dementia illness and the negative perception of its prognosis are frequently
reinforced by the attitudes of physicians and other care providers as well. Among other
concerns cited in the literature are the over-reliance of some PWD/caregivers on physicians to
broach the topic of cognitive impairment during medical encounters, and their failure to
challenge the physician’s authority when their concerns are not dealt with adequately
(Adelman et al., 2004; Koehn et al., 2012).
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Support/Resources
One of the most important resources shaping the outcomes of dementia care in the community
is the patient’s support network. In particular, research has shown that the presence of a
family caregiver who is willing to work constructively with the PWD, PCP and other
providers is an important facilitator of dementia care. In two large scale German and
American studies, dementia was more likely to be missed in primary care among older adults
who lived alone (Pentzek et al., 2009b; Wilkins et al., 2007). In Yaffe and colleagues’
Canadian survey (2008), a sample of PCP practicing in Quebec felt that it was more
challenging to coordinate patient care in the absence of a family spokesperson who was
“supportive, understanding, or accepting”. In a French survey of over 600 PCP, participants
were more reluctant to discuss the nature of Alzheimer’s Disease when the patient had no
family caregiver (Cantegreil-Kallen et al., 2005). Finally, financial constraints, residency in
rural areas, and the lack of transportation have also been identified as barriers to timely access
to dementia services (Bradford et al., 2009; Franz et al., 2010).

Patient Characteristics
In addition to the person’s living arrangement and social network, research has identified
other socio-demographic and health-related patient characteristics that may influence the
processes and outcomes of dementia diagnosis and management in primary care. These
variables seem to interact in complex ways which are not yet well understood. Borson and
colleagues’ American study (2006) of 3710 predominantly ethnic minority elderly persons
illustrates some of these complexities. In this study, the results of bivariate analyses of the
impact of demographic factors on physician’s recognition of cognitive impairment indicated
positive associations between the low levels of education and low income with the lower rates
of recognition. However, in the multivariate analysis, the non-English speaking status of older
participants emerged as the only statistically significant demographic variable influencing
physician recognition (as the bivariate effects of education was eliminated by shared variance
with language and the effect of income was outweighed by illness related attributes).
Interestingly, in the same study, the results of the Mini-Cog were relatively free of bias by
demographic variations.
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In an American study, interviews with 39 ethnically diverse family caregivers of PWD
revealed important cross ethnic differences (Hinton et al., 2004). While most of Anglo and
black caregivers maintained that the family initiated help seeking, half of the ChineseAmerican families reported that health care providers initiated care for dementia symptoms.
In the same study, the lack of a final diagnosis was much more commonly reported by
Chinese-American caregivers (43%), followed by blacks (20%), and Anglos (7%). It appears
that the cumulative effect of lower socio-economic status and ethno-cultural minority
background places some PWD/caregivers in a particularly disadvantaged position. The lack of
familiarity with the mainstream biomedical model of disease, linguistic barriers, low income,
and low literacy may have a compounding effect resulting in under-recognition and undertreatment of these patients in primary care settings (Austrom et al., 2006; Baloch et al., 2010;
Borson et al., 2006; Bradford et al., 2009; Lee et al., 2011; Hinton et al., 2004; Iliffe et al.,
2005; Koehn et al., 2012).

Age is another demographic factor that seems to have an important influence on dementia
diagnosis and care decisions. As we saw earlier, in Lopponen and colleagues’ Finish
observational study (2003) of 1260 older persons, the percentages of participants whose
dementia was not detected by their PCP rose from 17% in patients aged 64–74 years to 28%
among those over age 85. In a multinational European and Australian large scale survey of
nearly 750 caregivers of persons with dementia, older persons under 80 years old were more
likely to receive a recommendation for anti-dementia treatments compared to their
counterparts who were over age 85 (Wilkinson et al., 2004). In Boustani and colleagues’
American study (2006) of 434 older patients in seven primary care practice centers, older age
was associated with a higher probability of refusing dementia assessment in bivariate
analyses. In the multivariate analysis, there was an interesting interaction between age and
race. African-American patients aged 80 and older were more likely to refuse the diagnostic
assessment than younger African-American participants, while there was no significant age
association for white patients. Other studies have shown a negative relationship between age
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and dementia diagnosis, drug treatment and specialist consultation (Helmer et al., 2008;
Sternberg et al., 2000; Wilkins et al., 2007).

It is possible that in addition to its independent effect, age exercises its influence through its
associations with the person’s, overall health status and social support. For instance, older
persons may have more complex and pressing health concerns and fewer resources to meet
their needs. The presence of multiple co-morbid conditions can complicate the diagnosis and
management of dementia in many ways. As discussed earlier, the symptomatology of these
conditions may overlap with early dementia symptoms resulting in missed or delayed
diagnosis (Bradford et al., 2009; Bridges-Webb, 2002; Cahill et al., 2006; Cerejeira et al.
2007; Fortinsky et al., 2010; Ganguli et al., 2004; Iliffe et al., 2006, 2009b; Pimlott et al.,
2009b; Van Hout et al., 2000; Yaffe et al., 2008). The presence of co-morbidities can also act
as a distraction, reducing the likelihood that the less acute dementia symptoms receive
adequate medical attention during brief medical encounters (Bradford et al., 2009; Cahill et
al., 2006; Chodosh et al., 2004; Ganguli et al., 2004; Iliffe et al., 2006).

On the other hand, some physical, mental and functional disabilities may actually increase the
likelihood that a person is diagnosed with dementia. In Pentzek and colleagues’ German study
(2009b) of over 3000 patients of 138 general practices, frail older persons with comorbidities, hearing loss, and mobility disabilities were more likely to be rated as "cognitively
impaired" by their PCP. Finally, a number of studies have shown that the presence of
depression may also increase the likelihood of case detection for dementia (Chodosh et al.,
2004; Crane et al., 2006; b et al., 2009). While, in other studies, it is associated with a greater
likelihood of missed diagnosis (Lopponen et al., 2003).

As far as the severity of dementia illness is concerned, individuals at both ends of the
continuum seem to be at higher risk of not receiving a diagnosis and/or treatment. Mild
symptoms are more difficult to recognize (Boise et al., 2004; Bradford et al., 2009; Lopponen
et al., 2003; Pentzek et al. 2009b; Valcour et al., 2000; Sternberg et al., 2000) and patients
with mild symptoms may be more likely to refuse diagnostic investigations and referrals
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(Boustani et al., 2006). In contrast, PCP seem to be more reluctant to provide a formal
diagnosis to older persons with more advanced dementia, which may be at least partly a
reflection of their perceived lack of therapeutic benefit (Downs et al., 2002; Bamford et al.,
2004). This issue will be further explored in the next section.

3.4.3

Physician Factors

Knowledge/Skills/Confidence
“[Dementia is] something that’s not necessarily like chest pain, and it can
progress, so where is that spectrum, like sometimes it can be very obvious, but
early dementia… can be difficult to sort, even have the clinical acumen to even
ask about it.” (Pimlott et al., 2009b)
Much of the material generated in this section is based on the studies of self-evaluations of
PCP of their knowledge, skills, and confidence in making a diagnosis of dementia, disclosing
the bad news, and managing behavioral and psychosocial needs of PWD/caregivers. These
self-reports are punctuated with a sense of uncertainty with regard to all of the
aforementioned aspects of primary dementia care.

For instance, many PCP express low confidence in making a diagnosis of dementia,
particularly in the early stages of the disease (Baloch et al., 2010; Cahill et al., 2006; Cody et
al., 2002; Downs et al., 2002; Iliffe et al., 2006; Iliffe & Wilcock, 2005; Millard et al., 2011;
Valcour et al., 2000; Van Hout et al., 2002); feel that their training has been insufficient to
prepare them for this task (Fortinsky et al., 2007; Iliffe et al., 2003, 2005; Overcoming
Barriers, 2008; Renshaw et al., 2001); and, express a strong desire for a specialist consultation
(Iliffe et al., 2003, 2005, 2006; Pimlott et al., 2009b; Turner et al., 2004; Yaffe et al., 2008).
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There is evidence that many PCP view the diagnosis and management of dementia disorders
as being more complex than other chronic conditions. In Harris and colleagues’ American
study (2009) of PCP working at 18 outpatient clinics, more than three-fourth of participants
felt that older patients with dementia were difficult to manage, whereas fewer than half shared
the same view with respect to the management of heart diseases. Similarly, in Pimlott and
colleagues’ Canadian study (2009b), 18 PCP working in academic family practice clinics in
various regions of Canada expressed substantial uncertainty about making the diagnosis of
dementia, and viewed dementia as being more complicated, both biologically and
psychosocially, than other chronic conditions they managed. The perception of the complexity
of diagnosis and early management of dementia disorders has been reported in other Canadian
and international research papers (Harris et al., 2009; Hinton et al., 2007; Millard et al., 2011;
Pimlott et al., 2009b; Teel, 2004; Turner et al., 2004; Van Hout et al., 2002). It appears that
across studies, between one-third to three-quarters of PCP question their ability to address
various aspects of dementia diagnosis, such as recognizing the significance of early
symptoms, identifying dementia sub-types, and making an accurate diagnosis (Cody et al,
2002; Downs et al., 2002; Franz et al., 2007; Millard et al., 2011; Olafsdottir et al., 2001;
Turner et al., 2004; Van Hout et al., 2002; Wilkinson et al., 2005).

As discussed previously, one area of physicians’ difficulty repeatedly cited in the literature is
the recognition of the early indicators of dementia in order to begin the diagnostic process
(see “Evidence of Actual Practice”). Similar to PWD/caregivers, many PCP seem to have a
limited conceptual framework of dementia which includes only its more advanced
symptomatology. Therefore, the early dementia symptoms are often misattributed to the
frailties of old age, fatigue, and mood disturbances (Bradford et al., 2009; Cahill et al., 2006;
Delrieu et al., 2009; Iliffe et al., 2005; Iliffe & Wilcock, 2005; Mok et al., 2004; Snellgrove &
Hecker, 2002). In the Dementia Face Survey involving over 2500 participants in six European
nations (Bond et al., 2005), over two-thirds of caregiver and physician respondents agreed or
strongly agreed that many PCP are unaware of the early symptoms of Alzheimer’s Disease,
and consequently, fail to diagnose it. Earlier we also talked about the impact of multiple
pathologies commonly present among frail older adults, and how they may overshadow, and
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indeed in some cases even mask, the dementia symptoms (See “Disease-Related Factors”). In
the complexities of differentiating dementia from the signs and symptoms of ageing (and its
associated co-morbidities), this added challenge should also be noted.

Several studies have shown that many PCP have limited dementia specific training and they
identify the need for relevant education (Baloch et al., 2010; Cahill et al., 2006; Fortinsky et
al., 2007; Franz et al., 2007; Iliffe et al., 2003, 2005; Overcoming Barriers, 2008; Renshaw et
al., 2001; Robinson et al., 2001; Turner et al., 2003). In Cahill and colleagues’ national postal
survey (2006) of 600 Irish PCP, the majority (90%) had no dementia specific training and
expressed a desire for it (83%). In Baloch and colleagues’ American survey (2010), about
two-thirds of the responding PCP believed they did not receive sufficient training in dementia
evaluation and management during their residency. Similarly, in two European surveys,
between half and two-thirds of the participating PCP felt that they had not received sufficient
training in the diagnosis and management of dementia (Overcoming Barriers, 2008; Renshaw
et al., 2001). Similar sentiments were expressed by most workshop participants in Iliffe and
Manthorpe’s British study (2004). In another published paper from the same study, many
participants argued that dementia diagnosis belonged to specialists (Iliffe et al., 2003), a
perception that has been reported by PCP in other studies as well (Turner et al., 2004; Iliffe &
Wilcock, 2005). Another group of studies have shown the strong desire of PCP for specialist
consultation and verification of dementia diagnoses (Iliffe et al., 2005, 2006; Pimlott et al.,
2009b; Manthorpe et al., 2003; Yaffe et al., 2008). Further evidence in support of this finding
was provided earlier in this paper, when discussing the high rates of referral of patients with
dementia to specialists in various international studies (see “Evidence of Actual Practice”).

Some authors suggest that PCP may be more competent in making a dementia diagnosis than
they acknowledge. In Olafsdottir and colleagues’ survey (2001) of 228 PCP in Sweden,
although the participants demonstrated a good knowledge of the clinical features of dementia,
a majority regarded their knowledge as insufficient and asked for more education in this field.
In this study, only 20% of participants agreed that their knowledge and experience was
adequate to detect patients with dementia, to identify dementia sub-types and to make a
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differential diagnosis. Similarly, in Pimlott and colleagues’ Canadian study (2009b), the 18
participating PCP from academic family practice clinics had overall good knowledge of
dementia diagnosis and management. Nevertheless, they expressed a strong desire for a
specialist to either make or verify the diagnosis. Moreover, the studies that have used quizzes
and case vignettes have shown moderately good textbook knowledge of PCP in identifying
dementia symptoms (Iliffe et al., 2009b; Pentzek et al., 2009a; Turner et al., 2004; Wijeratne
& Harris, 2009). This apparent lack of translation of the textbook knowledge into everyday
clinical practice of PCP is related to several confounding factors which will be further
explored later in this paper (for a discussion of the actual dementia detection rates in primary
care refer to “Evidence of Actual Practice”).

As mentioned earlier, it is believed that the use of CPG can improve physicians’ confidence
and their actual performance vis-à-vis dementia diagnostic practices (Downs et al., 2006;
Pimlott et al., 2009a; Waldorff et al., 2003). In a cross sectional comparison of the diagnostic
accuracy of 64 Dutch PCP who were instructed to use their national dementia guidelines and a
memory clinic, there was an agreement of dementia diagnosis in 76% of 93 cases (Van Hout
et al., 2000). The accuracy of PCP diagnoses fell to 53% in differentiating between dementia
sub-types. However, most PCP were able to assess the firmness of their own diagnoses,
suggesting that they were able to determine which patients were most appropriate for a
specialty referral. Overall, the PCP reported diagnostic confidence in 59% of cases, which
was associated with the level of diagnostic agreement with the memory clinic. Once again,
their diagnostic confidence fell for specific dementia sub-types.

However, it appears that many PCP are unaware of the existing CPG (Pimlott et al., 2009a;
Waldorff et al., 2003). It has been reported that in France only one-third of family physicians
know of their national guidelines (De Lepeleire et al., 2008). In Pimlott’s multisite Canadian
study (2009a) of a sample of PCP in academic family practice clinics, most participants were
not aware of having received the Canadian consensus guidelines (CCCD), and those who did
remember receiving them did not have much knowledge of the specific content. As we will
see later, the knowledge of the guidelines does not necessarily guarantee their endorsement.
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There is a continued perception among many PCP that they do not have adequate methods to
make a diagnosis of dementia. As discussed earlier, in recent years many clinically useful
screening tools and assessment protocols have been developed for use in primary care.
However, according to many international studies, the perception of the lack of validated and
feasible tools and assessment methods persists among many PCP (Bradford et al., 2009;
Downs et al., 2000; Waldorff & Moller, 2001). This perspective may be, at least in part, due
to their unawareness of the existing tools/protocols and their lack of comfort and confidence
in using them. This especially applies to the newer tests of cognitive function, such as the
Mini-Cog, the General Practitioner Assessment of Cognition (GPCOG), and the Memory
Impairment Screen (MIS), which may be more suitable for use in primary care, due to their
brevity and ease of administration (Brodaty et al., 2006; Iracleous et al., 2010; Koch & Iliffe,
2009; Milne et al., 2008; Mitchell & Malladi, 2010a, 2010b).

Milne and colleagues (2008) conducted a survey of three primary care trusts in the UK to
examine their use of cognitive screening tools. Over half of the responding practices (53%)
indicated that they used at least one dementia screening tool, with MMSE being the most
commonly employed instrument (80%). Survey respondents raised concerns about the limited
availability of measures other than MMSE, expressed the need for information about the full
range of screening instruments, and asked for greater access to training and advice on
cognitive screening. MMSE was also the most commonly used cognitive assessment tool in a
recent Canadian study of a random sample of 249 members of the College of Family
Physicians (Iracleous et al., 2010). In this survey, the majority of respondents agreed that
cognitive impairment assessment is important in primary care (89%). However, 35%
expressed ambivalence about whether it actually leads to better patient outcomes. A relatively
high proportion of respondents in this study (67%) reported using MMSE “often” or
“routinely”, followed by Clock Drawing Test (52%) and Delayed Word Recall Test (52%).
However, the vast majority had ‘never used’ or were ‘not familiar with’ the Mini-Cog (94%),
MoCA (82%), GPCOG (96%); and 3MS (68%). This is despite the fact that the majority of
those who responded to the survey (52% of the target population) had been in practice for
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over five years, typically in a group practice setting, and devoted between 40-60% of their
practice to the care of elderly. For a more detailed discussion on the evidence on the use of
cognitive assessment tools refer to the “Best Practice Recommendations” and “Evidence of
Actual Practice” discussed earlier.

Some experts have argued that the main concerns vis-à-vis the training needs of PCP is their
lack of skills in patient/caregiver education, and in their management of their patient’s
broader quality of life and psychosocial needs (Iliffe et al., 2005, 2009b; Iliffe & Manthorpe,
2004). The term management is broadly used here to include the anticipation and recognition
of needs, as well as referral to available services, as appropriate. In support of this argument is
the emerging body of research on physicians’ self-evaluations of their performance in this
area, as well as the PWD/caregivers’ feedback on physicians’ practices. Several studies
reviewed in this paper have shown that PCP express greater confidence in their diagnostic
competence compared to their communication and management skills, especially with regard
to the psychosocial needs of PWD/caregivers. In Olafsdottir and colleagues’ Swedish study
(2001), PCP identified the assessment of social circumstances and social care of patients with
dementia as the most difficult aspect of dementia management. In Turner and colleagues’
British study (2004), while about two-thirds of PCP expressed some level of confidence in
their diagnostic skills, only about one-third expressed similar sentiments with regard to their
ability to give advice on the management of behavioral problems. In the same study, fewer
than half of the participants reported being aware of a support group for PWD/caregivers in
their area, and only about one-third could name and locate one.

In a survey of 631 French PCP, 56% of the sample thought they were insufficiently informed
about the existing services, compared to only 5% who reported a lack of knowledge of
Alzheimer’s Disease (Cantegreil-Kallen et al., 2006). In another British study, over two-thirds
of a sample of 278 PCP attending training seminars on dementia reported difficulty
responding to patients’ behavioral problems, and slightly over half admitted having difficulty
obtaining information about support services and coordinating such services for their patients
with dementia (Downs et al., 2000). Although, in a recent American study of 600 PCP, a
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relatively smaller proportion of participants (20%-40%) identified unfamiliarity with
symptom management approaches (other than the use of medications), and the lack of
knowledge of available community resources as important barriers to optimal dementia care
(Fortinsky et al., 2010).

Other international studies have consistently shown that many PCP readily admit that they are
insufficiently informed about the available support services for PWD/caregiver (Downs et al.,
2000; Hinton et al., 2007; Fortinsky et al., 2010; Pentzek et al., 2011; Reuben et al., 2009;
Turner et al., 2003; Yaffe et al., 2008). This has been identified as a major obstacle to a more
comprehensive approach to dementia care (Hansen et al., 2008; Holmes & Adher, 2005; Iliffe
et al., 2000; Yaffe et al., 2008). Of interest is a study of PCP practicing in Quebec which
reaffirms the low levels of awareness of community resources for PWD/caregivers among
some Canadian PCP as well (Yaffe et al., 2008). In this study, although the PCP were
somewhat aware of the organizations such as Alzheimer societies, they were less informed
about what these societies actually do, and they rarely referred their patients to them. Instead,
physicians used a “blanket” approach of undifferentiated, nonspecific referrals to CLSCs. As
we saw earlier, these findings are corroborated by the studies of family caregivers, many of
whom have reported being insufficiently informed about and/or referred to such services. For
a detailed discussion of the caregivers’ feedback on the PCPs’ actual referral practices to
community support services see “Evidence of Actual Practice”.

One specific aspect of dementia diagnosis that many PCP seem to have difficulties with is the
actual disclosure of the bad news. As mentioned earlier, numerous studies have identified
multiple challenges PCP face in effectively communicating the diagnosis and adequately
responding to the immediate emotional and educational needs of PWD/caregivers (see
“Evidence of Actual Practice”). In a number of studies, PCP have identified communication
about dementia diagnosis as one of the most difficult aspects of dementia care (Fisk et al.,
2007; Bamford et al., 2004; Bradford et al., 2009; Connell et al., 2004; Crofton, 2005; Downs
et al., 2000; Iliffe & Wilcock, 2005; Turner et al., 2003). There is evidence that these
perceived difficulties may be underpinned by the physician’s lack of confidence in their
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diagnostic accuracy, as well as deficits in their disclosure skills (Iliffe et al., 2002; Cody et al.,
2002; Crofton, 2005; Foster, 2001; Fisk et al., 2007; Wilkinson & Milne, 2003). There are
indications that those physicians who report lower confidence in their skills to establish a
diagnosis of dementia and to communicate the results, are also more likely to express
reservations about sharing the diagnosis with patients/family (Cody et al., 2002; Crofton,
2005; Fisk et al.,2007). In the next section we will discuss in more detail the beliefs and
attitudes of PCP that may affect their approach to dementia diagnosis and management.

Attitudes/Beliefs
“Early diagnosis will lead to wasteful plans and miseries” (Renshaw et al., 2001, p.37)

Over the past decade, there has been a growing awareness of the importance of physicians’
beliefs and attitudes in shaping their overall response to PWD/caregivers. A growing body of
research shows that the diagnostic and management practices of PCP are profoundly
influenced by their underlying beliefs and attitudes. The findings of several studies indicate
that those PCP who believe in the importance of early dementia diagnosis are more likely to
practice it (Bamford et al., 2004; Downs et al., 2002; Milne et al., 2000, 2005; Perry et al.,
2010; Renshaw et al., 2001; Van Hout et al., 2000). As Renshaw and colleagues (2001) have
pointed out, attitudes may represent a barometer of commitment to proactive dementia
diagnosis and early management. In turn, physicians’ attitudes seem to be shaped by specific
beliefs and values. As per PWD/caregivers, the three intertwined concepts of ageism, stigma,
and therapeutic nihilism appear to be the main underpinning beliefs that may negatively
influence physicians’ responses to patients with dementia. This section examines the evidence
related to these barriers.

For the PCP to have a proactive approach towards dementia diagnosis, they first need to
believe that this is within the domain of their practice, and that the diagnostic tools and
therapeutic interventions are available to improve the clinical outcomes. The perception of
inability to make an accurate diagnosis, and a sense of futility, or even the fear of potential
harmful effects of diagnosis and interventions can seriously undermine the timely response to
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dementia symptoms (Bradford et al., 2009; Iliffe et al., 2005; Iliffe & Wilcock, 2005; Lee et
al., 2011; Milne et al., 2000; Wilkinson & Milne, 2003).

Some specialists believe that under-diagnosis and under-management of dementia in primary
care may be more a reflection of the lack of commitment of PCP to undertake these tasks than
their actual lack of clinical competence (Iliffe et al., 2006). In Iliffe and collagues British
qualitative study (2006), a sample of 30 specialists maintained that negative attitudes
characterized by an overtone of therapeutic nihilism, risk avoidance and ageism may hold
back some PCP from recognizing early symptoms, and undermine their motivation to educate
themselves about the available resources. As discussed earlier, many PCP feel that the
diagnosis and management of dementia patients may be beyond their role and outside their
area of expertise. Furthermore, there are reports that some PCP believe that the treatment and
management of physical problems may be a more pressing need than providing dementia care
within the normal consultation process (Hansen et al., 2008).

There is on-going evidence that some negative beliefs surrounding early dementia diagnosis
(e.g., the risks of misdiagnosis, the lack of real therapeutic benefits, the potential harmful
effects due to the stigma of dementia, the possibility that the care of PWD could strain the
already stretched system of care, etc.) continue to threaten the commitment of a significant
proportion of PCP (Fortinsky et al., 2010; Iliffe & Wilcock, 2005; Lee et al., 2011; Milne et
al., 2000, 2005; Ollafsdottir et al., 2000; Wilkinson & Milne, 2003). A detailed discussion of
these beliefs will follow.
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a) Therapeutic Nihilism
“Dementia is untreatable so why diagnose” (Renshaw et al., 2001, p.37)

Therapeutic nihilism, refers to the perception that early detection of dementia, as a severe
progressive mental disability with no cure, is futile or even possibly harmful to the patient,
family and the society at large. Evidence suggests that therapeutic nihilism is widespread
among many professional groups, including PCP. In a multinational sample of multiprofessional experts, a striking similarity across all nations was the therapeutic nihilism
expressed by many participants, a general belief that there is little to offer to PWD since
dementia is a degenerative and progressive disease (Vernooij-Dassen et al., 2005). This belief,
in turn, was associated with reluctance to pursue an early diagnosis and pessimism about the
disease prognosis.

Believing that little or nothing could be done to assist PWD/family in their journey, is indeed
a major impediment to the provision of a timely dementia diagnosis. Numerous studies
conducted over the past decade point to the continued skepticism of many PCP about the
benefits of early dementia detection, and the on-going perception of limited therapeutic
options and benefits (Ahmad et al., 2010; Boise et al., 2004, 2010; Bond et al., 2010; Bradford
et al., 2009; Hansen et al., 2008; Iliffe & Manthorpe, 2004; Kaduszkiewicz et al., 2008; Lee et
al., 2011; Meuseret al., 2004; Milne et al., 2000; Olafsdottir et al., 2001; Overcoming
Barriers, 2008; Renshaw et al., 2001; Teel, 2004; Vernooij-Dassen et al., 2005; Wijeratne &
Harris, 2009; Wilkinson et al., 2004; Wilkinson & Milne, 2000, 2003, 2008).

It is beyond the scope of this paper to provide a detailed discussion of dementia drug
treatments. However, it should be noted that there is substantial international empirical
evidence that although most PCP are aware of their availability, many remain skeptical about
their cost-effectiveness (Boise et al., 2004; Chodosh et al., 2004; Franz et al., 2007; Hansen et
al., 2008; Hillmer et al., 2006; Hollingworth & Byrne, 2011; Iliffe et al., 2003; Maeck et al.,
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2008; Milne et al., 2000; Oremus et al., 2007; Ruof et al., 2002; Teel, 2004; Vernooij-Dassen
et al., 2005; Wilcock et al., 2009; Wilkinson et al., 2004, 2005). This is partly a reflection of
the controversies surrounding these medications: a) the benefits remain modest and are not
sustained, b) the gains are experienced only in a minority of individuals with certain dementia
sub-types, and c) they are very costly (Assal & Meulen, 2009; Boustani et al., 2003; Franz et
al., 2007; Iliffe et al., 2009b; Qaseem et al., 2008). Furthermore the clinical guidelines for the
use of these drugs have been at times conflicting, and some have changed over time, creating
further ambiguities for practicing PCP (Franz et al., 2007).

Of interest are two Canadian studies examining the attitudes and practices of PCP with regard
to the use of anti-dementia medications. In a survey of a stratified random sample of 1000
Canadian family physicians from various regions (Hillmer et al., 2006), slightly over half of
the respondents indicated that they routinely recommended cholinesterase inhibitors to their
patients with Alzheimer’s Disease. Over 25% considered them ineffective and prescribed
them to less than 10% of their patients. The results of another Canadian study suggest that
physicians may have more stringent requirements for cost-effectiveness of anti-dementia
drugs than are currently met by the existing medications. Oremus and colleagues’ Canadian
survey (2007) of 233 PCP and medical specialists in Quebec showed that in addition to
stabilizing the progression of cognitive impairment, physicians also required that a new antidementia medication reduces the problematic behaviors and moods in their patients.
Moreover, their minimum requirement for the prolongation of time in the mild to moderate
disease states was over one year, which again exceeds the performance of the current drugs.

b) Stigma/risk avoidance
“If I reply that my forgetful octogenarian patient has early Alzheimer's, I
transform her from a great grandmother who repeats herself into something less
than human, an object to be talked about, about whom decisions must be made. I
have also made her the likely cause of a similar end for the daughter and her
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children. A dark force has been introduced into the family….” (Goodwin, 2002,
p.295).

The physicians’ ambiguity and skepticism of the therapeutic options for their patients with
dementia is compounded by their concerns about the potential harmful effects of providing a
diagnosis. Several studies show that many PCP are concerned that early dementia diagnosis
may actually be harmful to their patients (Bamford et al., 2004; De Lepeleire et al., 2004;
Downs et al., 2002; Hansen et al., 2008; Iliffe et al., 2003; Iliffe & Wilcock, 2005;
Kaduszkiewicz et al., 2008; Meuser et al., 2004; Milne et al., 2000; Vernooij-Dassen et al.,
2005; Wilkinson et al., 2005). Thus, the fears and denial experienced by PWD/caregivers
discussed earlier, may mirror their provider’s hesitancy to proceed with a diagnostic
investigation. As Bradford and colleagues (2009) have pointed out, in many instances,
patients and providers may be implicit partners in avoiding a timely response to dementia
symptoms.

There is empirical evidence that a major fear of all parties involved is that of stigmatizing the
person. In numerous international studies, PCP remarked on the potential stigma associated
with a dementia diagnosis, their own reluctance to use the exact medical diagnostic labels in
conversations with their patients with dementia and their families, and their tendency to
somewhat “normalize” the experience for their patients (Bradford et al., 2009; Cahill et al.,
2006; Carpenter & Dave, 2004; Downs et al., 2002; Goodwin, 2002; Iliffe et al., 2002; Iliffe
& Wilcock, 2005; Justiss et al., 2009; Kaduszkiewicz et al., 2008; Lopponen et al.,2003;
Milne et al., 2000, 2005; Morgan et al., 2011; Teel, 2004; Vernooij-Dassen et al., 2005;
Wilkinson et al., 2005). These concerns are compounded by the prospect of mislabeling an
older person with a wrong diagnosis, especially when there are uncertainties about the
diagnotic accuracy in individuals exhibiting early dementia symptoms (Bradford et al., 2009;
Iliffe et al., 2005, 2006; Iliffe & Wilcock, 2005; Kaduszkiewicz et al., 2008; Milne et al.,
2000, 2005; Wilkinson et al., 2005).
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As we saw earlier, physicians’ reluctance and discomfort in diagnosing dementia is apparent
in their disclosure practices. The hesitations and embarrassment of PCP in openly sharing the
diagnosis and prognosis of dementia (especially with the patients compared to their family
caregivers) are partly a reflection of physicians’ own discomfort in broaching the topic.
Kaduszkiewicz and colleagues (2008) use the concept of “double taboo” to describe the
emotional aversion of both PWD/caregivers’ and PCP in discussing the perceived taboo
subject of dementia diagnosis.

Furthermore, the disclosure of a diagnosis of dementia often necessitates a discussion of other
potentially uncertain, sensitive and anxiety provoking issues such as the patient’s driving
competency, decision making capacity and home safety (Lipski, 2002; Pimlott et al. 2006;
Snellgrove & Hecker, 2002; Wilson & Kirby, 2008). In addition to the desire to protect their
patients/families from undue distress, the hesitation of some PCP is also partly due to their
concerns about the risk of damaging the longstanding doctor-patient-family relationship as a
result of a full disclosure of a dementia diagnosis and its’ implications (Foster, 2001;
Kaduszkiewicz et al., 2008). Given the importance of PCPs’ on-going relationships with their
patients/families, some authors have suggested this concern may be a major reason for PCPs’
tendency to delegate the diagnosis provision to a medical specialist (Iliffe et al., 2005; Pimlott
et al., 2009b).

c) Ageism
“I took her to the family physician to do a mini-mental. I didn’t feel I got a lot of
support there. He basically just brushed it off saying: ‘she’s not material for
nursing home yet’. Things were deteriorating and again back to the family
physician… again: ‘No, she’s fine. What can you expect at her age?’… I wanted
him to refer her to geriatric program, he said ‘no, they’re busy’….” (Aminzadeh
et al., 2009b)
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There are also indications that the diagnostic practices of PCP may be shaped by their beliefs
about aging, mental disability and dementia, which are in turn, deeply rooted in the broader
societal ageist attitudes. There is emerging evidence that different types of ageism may be
involved in under-diagnosis and under-treatment of PWD, including: a) the tendency of some
physicians to attach negative attributes to ageing, viewed as a degenerative or disabling
process, in which memory and functional losses may be seen as “normal” changes; b)
trivializing and giving lower priority to the health concerns of older people and their chronic
conditions; c) the lack of interest in working with frail older adults with multiple comorbidities and disabilities, manifested in a desire to delegate their care to other professionals,
and finally; d) a perception that older people may drain the already stretched health care
resources (Ahmad et al., 2010; Bradford et al., 2009; Fortinsky, 2001; Hansen et al., 2008;
Iliffe et al., 2003, 2005, 2009; Milne et al., 2000; Vernooij-Dassen et al., 2005; Yaffe et al.,
2008).

Much of the literature reviewed here shines a spotlight on some PCPs’ negative perceptions
and attitudes, describing their sense of uncertainty, ambiguity, discomfort, and pessimism as
impediments to a proactive dementia diagnosis and management. In contrast, there are authors
who portray a more benevolent and positive view of physicians’ decision making processes.
For instance, some argue that giving lower priority to dementia diagnosis, rather than
reflecting an ageist attitude, may actually be related to the holistic nature of general practice.
Hansen and colleagues (2008) maintain that PCP have a tendency to make diagnostic
decisions in the context of their patients’ overall health and quality of life. When dealing with
older patients with multiple coexisting conditions, PCP and their patients/family may give a
relatively lower priority to the diagnosis and management of dementia symptoms compared to
other potentially more immediately pressing and troublesome conditions they may have to
face every day.

Others have suggested that the diagnostic logic of PCP may differ from the medical
specialists and/or CPG, reflecting a more holistic, individualized and complex problem
solving process which is often influenced by non-medical factors, including moral/ethical
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considerations, the patient/family wishes and unique circumstances, as well as the physician’s
own values and past experiences (Crofton , 2005; Iliffe & Wilcock, 2005; Kissel & Carpenter,
2007; Pimlott et al., 2009b; Waldorff et al., 2005). In Crofton’s Canadian study (2005), the
participating PCP maintained that their choice to disclose a diagnosis of dementia was largely
influenced by the ethical principles of beneficence and non-malfeasance, patient/caregiver
wishes, and their personal experiences. It was notable that many physicians who made fewer
disclosures to patients gave high rankings to the importance of their non-professional
experience as a basis to decide to disclose less often. The authors concluded that PCP may
feel that they are required to use their expertise to determine if it is in the patient’s best
interest to disclose a diagnosis of dementia. Other researchers have reported that PCP give
considerations to family wishes and ethical principles, when making diagnostic and treatment
decisions for PWD (Franz et al., 2007).

Some have argued that this protectionist approach is paternalistic and it does not take into
account the emerging evidence on the positive impact of diagnosis provision, and the needs
and expectations of an increasingly informed PWD/caregiver population (Fisk et al., 2007;
Pinner & Bouman, 2002; Wilkinson et al., 2005). Moreover, the nihilistic attitudes of some
PCP have been criticized as reflecting a narrow paradigm that is largely constrained by the
traditional bio-medical definitions of “treatment”, ignoring a host of therapeutic supportive
interventions that may benefit PWD/caregivers (Fisk et al., 2007; Iliffe et al., 2006; Milne et
al., 2000; Wilkinson & Milne, 2003). Examples of such interventions to enhance the quality
of life of PWD/caregivers and to minimize the risk of adverse clinical outcomes are: a)
assessment and management of safety risks (e.g., driving accidents, medication errors, falls
and injuries, etc.); b) evaluation of patient’s decision capacity and support with advance
planning; c) assessment and optimal management of co-morbidities; d) advice about
pharmacological and non-pharmacological therapeutic options to manage psychological,
behavioral and functional symptoms of dementia; and e) mobilizing support for the caregiver,
including referral to a local Alzheimer Society. These interventions can potentially avoid
crisis; the use of costly emergency, acute care, and ALC hospital services; and premature
LTC institutionalization; which have far reaching individual and societal implications.
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As noted in Wilkinson and Milne’s study (2003), the PCP committed to early diagnosis seem
to be more aware of the practical and therapeutic opportunities that timely diagnosis may
offer. Furthermore, they tend to define their role more broadly to include patient/family
education, joint problem solving, partnership in future planning, and advice on support
services. For a more detailed discussion of the potential benefits of early diagnosis and
PWD/caregivers’ expectations, refer to the evidence presented earlier under “Best Practice
Recommendations” and the “Evidence of Actual Practice” (also see Box 2 and Table 1). It is
unclear to what extent the PCP may be aware of this growing line of research.

On a final note, physicians’ attitudes should be examined in the context of the broader societal
values and resources. The ambivalence of some PCP towards an early dementia diagnosis
may be a reflection of a period of transition, redefinition of dementia, and the overall
changing societal attitudes. Hansen and colleagues (2008) have noted this transition by
describing the uncertainty of the PCP in their accounts of describing dementia, shifting
between viewing dementia as part of a natural process of ageing and defining it as a discrete
disease entity that requires diagnosis and management. This transition is also evident in the
studies reporting a slow and gradual improvement in the attitudes of PCP in many Western
countries (Iliffe et al., 2000; Maeck et al., 2008; Milne et al., 2005; Woods et al., 2003).
Indeed, the findings of Franz and colleagues’ American study (2007) are very encouraging. In
this study, a significant minority of PCP reported that they enjoyed the complexity of treating
PWD and they experienced a sense of fulfillment in working with these patients. Similar
positive views, characterized by dedication and contentment with the tasks of caring for
dementia patients and a commitment to early detection and therapeutic interventions, were
found in a survey of nearly 389 PCP in Germany (Kaduszkiewicz et al., 2008).

In recent years, the key question in dementia diagnosis provision has shifted from whether or
not to make a diagnosis and to tell the truth to patient/caregiver (which was one of the main
focuses of research in 1990s and early part of the past decade) to how to best detect early
symptoms, make a differential diagnosis, disclose the news in a sensitive and responsive
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manner, and meet the educational and support needs PWD/caregivers (Aminzadeh et al.,
2007; Byszewski et al., 2007; Delrieu et al. 2009; Fisk et al., 2007; Pratt & Wilkinson, 2001;
Wilkinson & Milne, 2003).

Resources/Support
This section mostly focuses on the views of PCP on their support needs. The broader
underlying structural and systemic factors influencing the resources available to PCP will be
discussed later.

a) Time and Financial Constraints

“Personally, I find it difficult to really recognize it in a 15-minute interview or,
you know, appointment every 2 or 3 months.” (Adams et al., 2005, p.234)

Across studies, the lack of time has been identified by PCP in different nations as the single
most important barrier to comprehensive dementia diagnosis and management in primary
care. In Turner and colleagues’ British study (2004), PCP ranked the lack of time as number
one barrier to good dementia care practice. In Olafsdottir and colleagues’ Swedish study
(2001), over two thirds of the participating PCP indicated that more time for each patient was
the most important enabling factor to improve dementia management in their practice. In
Pimlott and colleagues’ Canadian study (2009b) when asked to describe a substantial barrier
to dementia care, PCP simply replied, “Time, time, time”. In another Canadian study, PCP
described dementia as a very time-consuming and “involved illness” (Yaffe et al., 2008). In
Connell and colleagues’ American parallel surveys (2004) of family caregivers and PCP,
several physicians echoed the sentiments of caregivers, expressing frustrations with the
limited amount of time they were able to spend with their patients with dementia and their
family. The lack of time was also cited as an important barrier to dementia diagnosis and care
in a large scale American study of over 1600 PCPs (Fortinsky et al., 2010). In several other
international studies, PCP have remarked about the challenges of assessing and responding to
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the complex needs of PWD/caregivers during a typical short office visit (Adams et al., 2005;
Bradford et al., 2009; Bruce et al., 2002; Fortinsky et al., 2010; Hansen et al., 2008; Hinton et
al., 2007; Iliffe et al., 2003; Pimlott et al., 2009b; Robinson et al., 2010a, 2010b; Van Hout et
al., 2000; Woods et al., 2003).

Another barrier commonly identified by many PCP, which is closely linked to their
perception of time constraints, is the inadequacy of financial remuneration systems in primary
care. Again, in several studies, PCP have pointed out the negative impact of current
reimbursement systems, especially in fee-for-service practices (Bruce et al., 2002; Fortinsky
et al., 2010; Hinton et al., 2007; Iliffe et al., 2009b; Stoppe et al., 2007a; Turner et al, 2004).

b) Shared Care
“I mean shared care, I think is very much the way we should be moving. It’s about
creating a comfortable working relationship between specialists and general
practitioners, so there’s trust and confidence…the comfortable interface that
allows patients to move backwards and forwards very smoothly….” (Iliffe et al.,
2006, p.359)

Many PCP seem to be aware of the complex and multidimensional needs of PWD/caregivers
and express a desire to share the responsibilities with medical specialists, specialized
programs and other community support services. As we will see later, a collaborative
relationship between PCP and these services has shown to have a positive and constructive
impact on the quality of primary dementia care.

As discussed earlier, most PCP value consultations with medical specialists for a more
accurate

diagnosis and effective treatment of dementia, especially in early stages (see

“Physician factors: Knowledge/Skills/Confidence”). The expert advice and sharing of risks
and responsibilities seem to reduce the anxieties of PCP, while maintaining the desired
continuity of care with PWD/caregivers (Iliffe et al., 2005). However, this highly valued
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resource is not always readily available to PCP and/or deemed to be satisfactory. Several
international studies have shown that PCP view the long waiting times and the lack of
specialist support as an important barrier to optimal dementia diagnosis and treatment (Cody
et al., 2002; Fortinsky et al., 2010; Franz et al., 2010; Iliffe & Manthorpe, 2002; Manthorpe et
al., 2003; Teel, 2004; Iliffe et al., 2003, 2006; Bradford et al., 2009; Hunsaker et al., 2010).
Other studies have identified various sources of dissatisfaction with the specialist
consultations, including the lack of timely and effective communication and care
coordination. In Franz and colleagues’ American study (2010), PCP reported poor
communication and coordination with mental health specialist services, resulting in
complications in the patient care. Participants complained that they seldom received timely
written or verbal feedback from the specialists, making the referrals largely unhelpful for
managing the ongoing patient care. Similar remarks about the lack of timely and useful
recommendations (especially as it pertains to the management of psychosocial needs) have
been noted by a group of PCP participating in other studies (Gardner et al., 2004; Hinton et
al., 2007; Van Hout et al., 2001b). The overall satisfaction rates for these specialized services
vary greatly across international studies, with rates being as low as 50% or less in some
settings (Ahmad et al., 2010; Olafsdottir et al., 2001; Renshaw et al., 2001) and as high as
over 65% in others (Gardner et al., 2004; Van Hout et al., 2001b).

In two Canadian studies, PCP expressed a strong need for medical experts to either make or
verify dementia diagnoses (Pimlott et al., 2009b; Yaffe et al., 2008) and reported difficulties
in the assessment of PWD when access to specialists was limited. In Yaffe and colleagues’
study of 25 PCP in Quebec (2008), most participants perceived their role as being only a
small part of what the PWD/caregivers needed. They expressed concerns about the limited or
slow access to specialist consultations; and they sought greater collaboration from specialists,
specialized programs and other community support services. Physicians recommended easier
referral systems, and more accessible and efficient pathways to dementia care services.

In a number of studies, PCP have identified the need for specialized memory disorder clinics
and interdisciplinary geriatric teams to provide more comprehensive biomedical,
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psychosocial, and practical dementia care to their patients (Austrom et al, 2005; Gardner et
al., 2004; Hinton et al., 2007; Williams, 2000). Indeed, there is growing evidence that
collaboration between such services and PCP can have a positive impact on the
perspectives/practices of PCP and a variety of patient/caregiver outcomes (Aupperle et al.,
2003; Banerjee et al., 2007; Chotirmall et al., 2008; Gardner et al., 2004; Renshaw et al.,
2001; Szymczynska et al., 2011). A more thorough discussion of this issue will follow later in
this paper.

In contrast, a perception of the lack of adequate support and resources in the on-going care of
PWD can have a negative impact on the commitment of PCP to early diagnosis (Bradford et
al., 2009: Iliffe et al., 2003; Iliffe & Wilcock, 2005; Milne et al., 2000). Many PCP view
dementia support services as being inaccessible and insufficient (Bradford et al., 2009;
Cantegreil-Kallen et al., 2006; Iliffe et al., 2003, 2005, 2009b; Turner et al., 2004; Yaffe et al.,
2008). As we saw earlier, the perception of the lack of resources is at times due to the
physician’s unfamiliarity with the existing local services. Some PCP acknowledge that they
do not have the time, interest and expertise in this matter and express the need for a support
staff to link PWD/caregivers to adequate community services and to coordinate the person’s
on-going care as part of a PCP’s practice (Cody et al., 2002; Downs et al., 2000; Fortinsky et
al., 2010; Hinton et al., 2007; Iliffe et al., 2006; Olafsdottir et al., 2001; Van Hout et al.,
2000).

c) Guidelines
“This is real-world stuff and it’s all airy-fairy written about and then we have to
take all of this stuff and apply it and it doesn’t work. It needs people who are on
the ground doing the work to say, ‘you expect me to do that! In the context of
office visits, you’ve got to be out of your mind!” (Pimlott et al., 2009a)

In addition to providing consultations, expert input in supporting dementia diagnosis and
management in primary care can take other forms as well. For instance, recommendations of
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best practice guidelines and consensus statements can provide valuable guidance to PCP.
However, despite their proliferation over the past decade, many PCP continue to identify the
lack of clear, practical and credible guidelines as an important obstacle in their practice
(Bridges-Webb et al., 2003; Pimlott et al., 2006, 2009a; Waldorff et al., 2003; Yaffe et al.,
2008). As discussed earlier, many PCP are unaware of the existence of these resources and/or
lack

the

knowledge

of

the

specific

content

(see

“Physician

Factors:

Knowledge/Skills/Confidence”). Furthermore, among those physicians who are familiar with
the guidelines, many do not view them as being useful tools in their practice and question
their credibility, applicability and feasibility (Bridges-Webb et al., 2003; Pimlott et al., 2009a;
Waldroff et al., 2003).

In a Canadian study of a sample of PCP in academic family practice clinics in several
provinces, many participants expressed doubts about the credibility of the industry sponsored
guidelines and questioned the applicability of the trial data to their practice (Pimlott et al.,
2009a). Some were ambiguous about the extent to which the recommendations were
evidence-based, others felt that guidelines did not accurately reflect the day-to-day practice
experiences of PCP, questioning their relevance. A retrospective review of medical records of
160 patients diagnosed with dementia in three family medicine clinics conducted by the same
authors (Pimlott et al., 2006) revealed various levels of compliance with the 1999 CCCD
recommendations on the assessment and management of dementia, depending on the aspect of
care evaluated. For A-level maneuvers for which there was “good” evidence (defined by the
authors as the availability of at least one properly randomized controlled trial), the compliance
was generally good. However, given the limited empirical evidence, most recommendations
were considered B-level, many of which were based on expert opinion, creating further
doubts about their credibility.

Franz and colleagues (2007) argue that physicians’ ambivalent attitudes toward dementia
diagnosis and treatment can be in part attributed to the ambiguity in the guidelines, which is in
turn, a reflection of the limitations of research evidence in this field. Others have questioned
the applicability of the guidelines to individual cases in a routine clinical practice (Cerejeira &
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Mukaetova-Ladinska, 2007). The guideline developers seem to be aware of these concerns
and admit that in many instances clear unambiguous recommendations could not be made due
to the limited empirical evidence, and “unrecognized” barriers to the implementation of best
practice recommendations (Chertkow, 2008). It should be noted that many of the limitations
of dementia CPG discussed here are common barriers to the implementation of CPG, and they
are not unique to dementia guidelines (Cabana et al., 1999). Table 2 summarizes some of the
barriers to the implementation of CPG discussed here.

Table 2. Barriers to implementation of Dementia Clinical Practice
Guidelines
Physician Factors
Lack of awareness of guidelines
Lack of familiarity with content
Lack of agreement with content
Lack of motivation
Lack of self‐efficacy
Lack of outcome expectancy
Guideline Factors
Applicability to patient/practice
Feasibility
Credibility
User‐Friendliness
System factors
Time and resource constraints
Accessibility of guideline
Training requirements

Notes: Several elements of this table were adopted from the framework developed by Cabana et al.,
1999
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d) Training
Another way experts can support PCP in the care of PWD/caregivers is through training. As
discussed earlier, PCP often self-identify the need for more dementia specific training (see
“Physician Factors: Knowledge/Skills/Confidence”), especially applied, problem-based, and
solution-focused education. In Yaffe and colleagues’ Canadian study (2008), some PCP
expressed a desire for more problem-based and case-based education on Alzheimer’s Disease
led by psycho-geriatricians and social workers, as opposed to “the endless talk about
medication that is repeated by pharma companies”. A more thorough discussion of the
training needs of PCP and the effectiveness of various educational intervention strategies will
be covered later under “System/Societal Factors”.

Physician Characteristics
A few studies have explored the associations between physicians’ socio-demographic
characteristics and their perspectives and practices. For instance, a limited number of studies
have examined gender difference in physicians’ dementia diagnostic practices. Their findings
suggest that female PCP are: a) more likely to express positive attitudes towards cognitive
testing (Iracleous 2010); b) have higher levels of knowledge about dementia (Cahill et al.,
2006; Turner et al., 2004); c) are less likely to believe that dementia care is the responsibility
of a specialist (Turner et al., 2004); and d) are more interested in obtaining information about
community resources to support PWD/caregivers (Downs et al., 2000) compared to their male
counterparts. At the same time, they are less confident in diagnosing dementia (Ahmad et al.,
2010; Cahill et al., 2006), disclosing the diagnosis (Cody et al., 2002; Downs et al., 2000;
Kaduszkiewicz et al., 2008) and giving advice about the management of dementia-related
symptoms (Ahmed et al., 2010).

There is also emerging evidence that the age and experience of PCP may influence their
approach to dementia care. Younger physicians seem to: a) have greater knowledge of
dementia (Cahill et al., 2006; Maeck et al., 2007; Turner et al., 2004); b) employ superior
diagnostic practices (Cody et al., 2002; Downs et al., 2000); and c) have more positive
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attitudes towards early dementia diagnosis and management (Kaduszkiewicz et al., 2008;
Turner et al., 2004). They are more likely to disclose the diagnosis (Crofton, 2005; Downs et
al., 2000; Van Hout et al., 2000) and to believe in the benefits of early detection of dementia
(Ahmad et al., 2010). They are also less likely to believe that dementia is the responsibility of
a specialist (Turner et al., 2004) and to express the need for specialist consultation (Yaffe et
al., 2008). They also seem to be more open to use information technology to assist with the
care of PWD (Fortinsky et al., 2010; Meuser et al., 2004). At the same time, they report lower
confidence in their diagnostic and management skills (Ahmad et al., 2010; Cahill et al., 2006),
and report greater difficulty obtaining information about community support services for
PWD (Downs et al., 2000).

Paradoxically, in a few studies, although the more experienced PCP expressed greater
confidence in their skills in diagnosing and managing patients with dementia, they were more
likely to desire specialist input (Ahmad et al., 2010; Crofton, 2005; Iliffe & Wilcock, 2005;
Kaduszkiewicz et al., 2008; Yaffe et al., 2008). In these studies, the more seasoned PCP
seemed to be less convinced of the benefits of early diagnosis and expressed greater
reservations about disclosing the diagnosis to the patient. While these findings may partly be
related to a cohort effect, reflecting the diversity in knowledge, training and values of
different physicians’ age groups, the results may also reflect the complexity of dementia care
and the impact of physicians’ personal and professional experiences on their views and
practices. Crofton’s study (2005) of practicing PCP in British Columbia showed the possible
interplay of age, experience, training, cultural and attitudinal factors. In this study, PCP who
were in practice for more than 20 years, those who gave higher rankings of the impact of their
non-professional experience on their disclosure practices, and physicians trained in British
medical schools were less likely to disclose a dementia diagnosis. In a British study of 144
general practitioners, participants attributed the enthusiasm of younger professionals for early
dementia diagnosis to their inexperience (Iliffe & Wilcock, 2005). Using case experiences,
participants challenged the notion that early diagnosis and disclosure are desirable,
emphasizing the potential harmful effects.
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The unique challenges faced by the PCP in rural practices should also be noted. The findings
of two recent systematic reviews of the dementia diagnostic and management practices of
PWD in rural areas confirm the key role of PCP in these communities, where access to
specialist and support services is substantially more limited (Morgan et al., 2011;
Szymczynska et al., 2011). As expected, the evidence shows that rural PCP are more likely to
report the lack of access to various diagnostic, patient education and support services. Thus,
they are expected to function more autonomously, often having to diagnose, disclose and
manage the care of PWD entirely on their own, compared to their counterparts practicing in
larger urban centers. Finally, there is a lack of solid evidence on the impact of a number of
potentially important practice related attributes, such as the type of practice (solo vs group
practice) and the proportion of older patients seen. So far, the results of a few studies that
have explored these associations have been inconclusive (Cahill et al., 2006; Connolly et al.,
2011; Kaduszkiewicz et al., 2008; Perry et al., 2010).

3.4.4 System/Societal Factors
Much of the difficulties in detecting and managing dementia in primary care settings are
rooted in the broader societal and health systems challenges. The realities of primary care can
indeed constrain the ability of PCP to provide quality care to PWD/caregiver. For instance,
insufficient time, which many PCP have identified as being the single most important barrier
to optimal dementia care, is closely linked to the inadequate payment models adopted in most
health care systems in Western nations. Reimbursement structures that inaccurately reflect the
time required to effectively respond to the needs of older persons in general, and those with
dementia in particular, may discourage some PCP from committing to the care of these
complex patients. As noted by others, the reactive, time limited care systems that reward brief
physician consultations and focus primarily on physical complaints present significant
barriers to timely dementia diagnosis and management (Foster, 2001; Bradford et al., 2009;
Iliffe et al., 2005, 2009b). Although within the constraints of the system, with commitment
and collaboration, PCP can find ways to maximize the opportunities for their patients. For
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instance, it has been proposed that even within the limitations of short clinic visits, the needs
of PWD/caregivers can be sequentially addressed if regular follow-up visits are scheduled
(Hogan et al., 2008). A discussion of supportive interventions to facilitate the work of PCP
will follow.

PCP clearly need substantial support to meet the multifaceted needs of PWD/caregivers. As
noted earlier, many are willing to share the risks and responsibilities of dementia diagnosis
and the on-going care of their patients with other care providers. However, it has been argued
that the current state of affairs, in which practice is skewed towards brief office-based
assessments with referral to specialists for diagnosis and early management, and blanket
referrals to community organizations, that may or may not be appropriate, and that are not
linked in time or place to the primary care practices, is not efficient and/or sustainable (Iliffe
et al., 2009b; Pimlott et al., 2009b).

This awareness has led to a growing international interest in the development and evaluation
of more integrated models of community-based dementia care, with the PCP being at the
center of such initiatives (Hogan et al., 2008; Iliffe et al., 2009b; Pimlott et al., 2009b). Over
the past decade, a wide spectrum of approaches and intervention designs has been
implemented in various international experimental studies to improve the quality of dementia
care in the primary care settings. Overall, it appears that the more comprehensive and
coordinated care management approaches that provide intensive dementia specific services in
primary care produce the most promising results (Austrom et al., 2006; Callahan et al., 2006,
2011; Chodosh et al., 2006; Cherry et al., 2004, 2009; Reuben et al., 2010; Venohr et al.,
2001; Vichrey et al., 2006).

The common features of these more intensive interventions are that they incorporate a
combination of the following key strategies: a) the use of multidisciplinary teams of clinicians
with relevant expertise (as opposed to the traditional models of primary medical care in which
PCP take the full responsibility for patient care); b) on-going care management, typically
coordinated by a nurse working closely with the PWD/caregiver, attending PCP, and other
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care providers; c) the provision of formal dementia training for PCP (and other clinic staff), as
well as interactive case-centered experiential learning opportunities, including access to an
advanced practice geriatric nurse and/or medical specialists for educational detailing and
consultation; d) the use of standard tools, protocols and guidelines to ensure active case
finding and consistent care processes; e) access to various types of information technology
resources, such as electronic patient records, medical record prompts, decision support tools,
and internet-based care management systems; f) the provision of education and support for
PWD/caregivers, in collaboration with community agencies, such as local Alzheimer
Societies; and finally, g) regular patient follow-ups to monitor care processes and outcomes.

Among the positive outcomes of these interventions, which have not been consistently shown
across studies, are significant improvements in: a) quality of dementia care, as measured by
greater adherence to guidelines, enhanced patient/caregiver satisfaction with care, higher
patient/caregiver ratings of physicians’ performances, and successful engagement with
disadvantaged ethnic minority groups; b) aspects of patient/caregiver quality of life, such as
enhanced sense of self-efficacy in managing dementia and improved social support; c)
knowledge and attitudes of primary care providers; and, d) clinical outcomes, such as fewer
behavioral symptoms, and even a delay in LTC placement.

More research is needed to evaluate cost-effectiveness, feasibility and long term sustainability
of these experimental programs, and to test their replicability in the Canadian primary care
practices. Although, it is expected that the additional upfront cost of developing these
innovative comprehensive services will be later offset by the savings made through the
reduced use of high-cost specialists, emergency departments, acute care hospitals and LTC
institutional services, more research is needed to provide the evidence of such cost savings
(Callahan et al., 2011). Moreover, the low participation rates of PCP in the educational
sessions provided in some of these studies, and the stronger perception that managing
dementia in primary care is difficult among those in the intervention groups, are potentially
important barriers that need to be addressed (Cherry et al., 2009; Chodosh et al., 2006).

79
Aminzadeh et al. (2012). A scoping Interpretive Review of Perceptions & Practices of primary Care Physicians

Another recent innovation in this field is the creation of interdisciplinary memory clinics
within primary care settings. The emerging evidence from a Canadian and two British studies
point to the potential benefits of these programs in building capacity in primary care, while
improving the efficacy of the use of specialist expertise (Greaves & Jolley, 2010; Greening et
al., 2009; Lee et al., 2010). Of particular interest is Lee and colleagues’ Canadian study
(2010) involving a primary care memory clinic in Ontario. The program aimed at providing
timely access to comprehensive dementia assessment and management, while improving
physicians’ knowledge and confidence in managing their patients with cognitive impairment
through collaborative care, practice-based education, and mentorship by a designated
geriatrician. Management interventions included social worker outreach, long-term care
planning, home and driving safety assessments, referral to community resources, and periodic
follow-ups and monitoring. The results of a full evaluation of this program have not been
published. However, a preliminary survey of patients and caregivers points to the high levels
of satisfaction with the care provided at the clinic. Moreover, a chart audit conducted by two
independent geriatricians has shown agreement with the PCPs’ diagnosis and management
decisions. The two British papers describing the evaluation of a similar clinic provide further
support for the potential benefits of these types of programs in: a) diagnosing dementia
earlier, b) implementing comprehensive evidence-based care, and c) using specialist services
more efficiently (Greaves & Jolley, 2010; Greening et al., 2009). The authors argue that these
programs can provide a viable alternative to the current practice of referring the patients with
cognitive impairments to the more expensive and potentially stigmatized secondary specialist
dementia care services (Greaves & Jolley, 2010).

The above intervention studies all require the use of additional resources, and practice/system
redesign. Another group of studies have examined the impact of a more efficient use of the
existing resources, through stronger collaborations between PCP and the available community
services specialized in dementia education and support, including the local Alzheimer
societies (Fortinsky et al., 2002, 2009; Mittleman et al., 2006; Callahan et al., 2009; McAiney
et al., 2008). It is believed that the lack of involvement of PCP in psycho-educational
interventions for PWD/caregivers helps perpetuate their low awareness and low use of such
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resources in the care of community living PWD (Fortinsky et al., 2009). Thus, collaborative
models promoting stronger linkages between PCP and these supportive services seem to be a
logical first step in providing more coordinated and comprehensive dementia care.

Typically, these programs involve outreach educational interventions to enhance physicians’
awareness of the available services and to encourage their referrals to a trained service
coordinator based at a local Alzheimer’s Association chapter. The referred PWD/caregivers
then receive individualized consultations, and are invited to participate in support groups
and/or access other appropriate community resources. The favorable outcomes reported so far
include: a) greater physicians’ awareness of community resources, their higher levels of
satisfaction with the care processes, and their enhanced confidence in discussing dementia
care with their patients; b) improvements in caregiver satisfaction and self-confidence; and c)
in some cases, even a delay in LTC admission. An example of such programs in Canada is the
First Link initiative in Ontario (McAiney et al., 2008). An earlier evaluation of this program
showed the low rates of direct referrals from PCP. However, there is optimism that the recent
primary care reforms in Ontario (i.e., the introduction of Family Health Teams and the
Chronic Disease Prevention and Management model) will provide an impetus for greater
success of such collaborative initiatives.

In the communities where the aforementioned innovations may not be currently available, the
development and dissemination of shared care protocols and referral pathways that clearly
outline the roles and responsibilities of various providers and organizations have been
advocated in order to facilitate timely and efficient access to the existing local resources
(Feldman, 2009; Iliffe et al., 2004b, 2009b; Koch & Iliffe, 2010a).

Finally, as mentioned earlier, some PCP and leaders have identified the benefits of having a
support staff, such as a nurse, posted within the primary care clinic to act as a dementia care
facilitator and manager (Fortinsky et al., 2010; Cherry et al., 2004; Chodosh et al, 2004;
Hunsaker et al., 2010; Iliffe et al., 2009b; Jedenius et al., 2008; O’Brien et al., 2001; Waldorff
et al., 2001). This staff person can provide support in different forms, such as screening for
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dementia symptoms, providing patient education, scheduling regular follow-ups, and
coordinating on-going community care of PWD/caregivers. In a study of PCP in thirteen
group general practices in the Netherlands, the PCP who had access to support nurses showed
higher adherence to a set of quality indicators for primary dementia care compared to those
who did not (Perry et al., 2010). In a Swedish study, the addition of a dementia nurse to assist
the PCP with the diagnostic investigations and supportive follow-up interventions, resulted in
significant improvements in case finding efforts, doubling the proportion of identified
dementia cases after the program implementation (Jedenius et al., 2008).

Aupperle and colleagues, in an American study (2003), showed significant differences at twoyear follow-up between the outcomes of care for the patients with dementia who were treated
by their PCP only, and those who were also followed at a university-based clinic run by a
geriatric psychiatrist in collaboration with a geriatric nurse/social worker case manager. The
latter provided a range of educational and support interventions to PWD/caregivers, including
information on behavioral management, community resources, long-term care planning, and
legal/financial planning. The study showed a significantly lower rate of hospitalization and
cognitive decline in the intervention group.

The issue of specialist-to-primary care support, whether in the form of clinical consultation,
continuing education, or guideline development, needs further attention. Earlier, we talked
about the new and more integrated shared models of care that may provide opportunities for a
more efficient working relationship between PCP and medical specialists in the community
care of PWD. What follows is a discussion of the skills training and decision support that
specialists can provide to strengthen primary dementia care.

Over the past decade, various educational interventions have been developed and tested with
variable success. Consistent with other continuing medical education (CME), in dementia
training, traditional passive strategies (e.g., lecture style educational meetings, guidelines and
other printed materials, and passive media), especially if used alone, have generally proved to
be less effective compared to the combined intervention strategies utilizing more interactive
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approaches (e.g., audit and feedback, small group interactive scenario-discussion workshops,
educational outreach visits, and decision support systems) (Chesney, 2010; Grimshaw et al.,
2005; Lemelin et al., 2001; Travers et al., 2009).

In recent years, the use of case studies in dementia education has received renewed attention
(Harvey et al., 2005; Iliffe et al., 2000, 2003, 2005). It has been argued that although the use
of case studies has been overshadowed by the preoccupation of evidence-based experimental
medicine, they may be the key to promote best dementia practices in primary care (Iliffe et al.,
2000). Using interactive approaches, case studies have been successfully used in
multidisciplinary working groups, attracting large numbers of PCP and other clinicians in
Europe (Iliffe et al., 2000, 2003, 2005; Iliffe & Manthorpe, 2004). In addition to face to face
approaches, case studies can be used electronically as interactive training modules or in webbased chat rooms as well. This approach is also consistent with the problem-based and
solution-focused dementia training that was proposed by the Canadian PCP in Yaffe and
colleagues study (2008).

Among other dementia knowledge transfer approaches that have received some research
interest is the on-site outreach academic detailing (by other physicians and/or interdisciplinary
clinicians). This approach has been used as a stand-alone intervention (Carmen et al., 2010;
Dalsgaard et al., 2007) or in combination with other strategies (Chesney, 2010; Chesney et al.,
2011; Waldorff et al., 2003). The goal is to provide a more contextualized dementia training
to PCP, facilitate the adaptation of guidelines, and/or promote the use of local resources. The
positive outcomes reported so far include: a) increased referral to local community agencies;
b) self-reported positive effects on knowledge, confidence, skills, and motivation to work with
PWD; and c) improved adherence to guidelines. The main barriers were perceived time
constraints and the reluctance of some PCP to receive education from non-physician
clinicians (Cameron et al., 2010).

Among this group of studies, Chesney’s Canadian research stands out (2010). In his
dissertation study, Chesney developed a Mild Dementia Knowledge Transfer pilot program,
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which incorporated some novel contemporary knowledge translation concepts in order to
overcome some of the barriers perceived by primary care providers (e.g., missing early
indicators, diagnostic uncertainty, and unfamiliarity with assessment tools). Twenty three PCP
and 15 primary care nurses from 14 practices in Ontario participated in this performanceoriented, specialist-supported, and clinic-based outreach program. As a Neuroscience
Master’s student, the author trained the participants on-site on the use of cognitive assessment
protocols (this was based on the CCCD recommendations and the application of the MoCa
test). The procedures were discussed between assessments to enhance learning. Study
participants also had the opportunity to share the assessment results with a dementia
specialist, and to formulate the diagnosis and initial care plans collaboratively. After the
program, participants reported improved self-rated knowledge and confidence in the
detection, assessment and care of mild dementia. This improvement remained stable threemonths after the program was completed. The participants who assessed more patients and
those who received more demonstrations showed greater increase in their knowledge and
confidence, reinforcing the importance of experiential learning. Interestingly, there were no
differences in the outcomes between the medical and nursing staff, suggesting that the
program can potentially be effective for primary care providers in various professional roles
and with varying levels of prior knowledge. Once again, most participants provided positive
evaluations of the program, while identifying time demands as the worst aspect of their
experience.

In recent years, a variety of computer-based learning methods (e.g., computer-assisted
learning packages, computer decision-support systems, and computer-based audit and
feedback tools) have been developed. Such products have the advantages of low cost and
adaptability for individual learning and practice styles, thus making them potentially attractive
alternatives to the traditional medical training (Turner et al., 2003). However, emerging
international research on their feasibility and effectiveness for dementia training in various
primary care settings reveals continued pragmatic challenges and only modest results so far.
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Waldorff and colleagues (2009) provided all Danish general practitioners with access to an elearning program offering training on Danish dementia guidelines. However, very few
practitioners (4.7%) actually logged-on to the program. This is despite the fact that the
researchers had actively promoted the uptake of the program by mailing three reminder
letters. A British study investigated the potential usefulness of a computer decision support
system to assist practitioners in diagnosing and managing dementia (Turner et al., 2003).
Nearly 100 primary-care practitioners (53 physicians and 44 nurses) participated in this study.
The results showed that the decision support program was perceived as being relevant to the
practitioners. However, there were practical constraints that limited its efficacy (e.g., time
demands and limited familiarity with the computer systems). Other researchers have
identified the challenges involved in developing computer decision support systems for
complex conditions such as dementia (Degryse et al., 2009).

An Australian team developed a computer-based data extraction tool to track the use of
cognitive tests and the documentation of dementia diagnoses (Millard et al., 2008). The tool
was evaluated in combination with an educational module in a clinical trial. The study showed
that the combined physician education on the CPG and the application of the data extraction
tool improved the documentation of the newly diagnosed cases of dementia and the cognitive
assessment tools performed, compared to the education alone. Using web-based technologies,
Boise and colleagues (2010) evaluated the feasibility of distance learning in training PCP and
medical assistants on dementia screening and diagnosis protocols in six American rural
primary care practices. The results showed a substantial increase in screening for dementia
and improved clinician confidence in diagnosing dementia, but only a modest gain in the
actual proportion of patients who were diagnosed. This was largely due to the reluctance of
clinicians to follow-up on a positive dementia screen. It was noted that physicians
often determined that the symptoms did not warrant a dementia work-up. Although
participants found the protocols easy to implement, there was substantial variability in their
adherence to the protocols. The authors identified a number of barriers, including the logistic
challenges in implementing practice change, and the clinicians’ nihilistic attitudes toward
dementia assessment and diagnosis.
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A descriptive Canadian pilot study (2008) investigated the use of an online CME program on
early Alzheimer’s Disease among eight rural PCP in Quebec (Luconi, 2008). A problembased collaborative approach was implemented, with the participating physicians working in
pairs, and a family physician with relevant expertise moderating the online discussions over a
period of nine months. Objective measures demonstrated a significant increase in declarative
knowledge and improvements in problem solving of clinical cases, while self-reported
measures indicated positive changes in clinical practice. Participants expressed satisfaction
with the program, mainly for its innovative design, interactivity and convenience of access.
Among the least effective features noted were an unfriendly platform (WebCT) and limited
facilitation during online discussions.

A British unblinded cluster randomized controlled trial compared the effectiveness of three
educational interventions in improving the detection rates and management of dementia in 36
primary care practices: i.e., an electronic tutorial, a decision-support software package and
practice-based workshops (Downs et al., 2006). It was found that both decision support
systems built into electronic medical records and workshops providing case scenario
discussions improved dementia detection rates. However, neither of these interventions
improved concordance with the dementia guidelines, nor did the electronic tutorial. Building
on earlier research, Iliffe and colleagues (2010) developed a customized educational
intervention for general practice, which combines practice-based workshops and electronic
support material with the goal of promoting both early diagnosis and concordance with the
dementia management guidelines. The results of the clinical trial testing the effectiveness of
this intervention has not been published yet.

Although the emerging evidence on the use of information technologies suggest potential
benefits, these are not currently accessible to many PCP in Canada and other Western
countries, particularly to those in solo practices (Bradford et al., 2009; Fortinsky et al., 2010;
Turner et al., 2003; Yaffe et al., 2008). In Yaffe and colleagues’ Canadian study (2008) of 25
PCP in Quebec, only about half of the sample had office computers, and consistent with
Turner and colleagues’ British study (2003), many reported the lack of time and skills in
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effectively using them. The recent promotion of electronic records systems on the one hand,
and the development of large primary care group practices, integrated networks, and
community health groups on the other hand, will likely facilitate the use of information
technology in the future in various primary care settings in Canada. This is another example
of the impact of the wider milieu of dementia care, and the macro-level policies and resources
on the day to day practices of PCP. Clearly, more research and development is required to
elucidate the best approaches to improve dementia care within the confines of the realities of
the current and future primary care practices.

87
Aminzadeh et al. (2012). A scoping Interpretive Review of Perceptions & Practices of primary Care Physicians

SECTION FOUR
DISCUSSION
The proportion of older persons in Canada and globally has been growing fast over the past
decade, and the trend will continue into the future. As this demographic shift occurs, the
chronic health problems affecting older adults in general, and dementia in particular, will take
a center stage. With the projected rise in the prevalence of dementia disorders, the provision
of dementia care will increasingly come under scrutiny, with the PCP being at the center of
such attention. Over the past decade, several Western position papers, including the “Rising
Tide” report of the ASC (2010), have documented the pressing need for more systematic,
coordinated and proactive approaches to the early detection and community-based
management of dementia, and have called for immediate governmental action to tackle this
global public health challenge.

This renewed international interest in the community care of PWD, centered around the
practices of PCP, has led to an unprecedented volume of published manuscripts investigating
and debating the existing challenges and the potential solutions. This scoping interpretive
review provides a comprehensive repository of these international and Canadian papers
published over the past decade, which can be used to inform clinical, research, educational
and policy interventions.

This review reaffirms the importance of timely and responsive dementia care which begins
with a recognition of early signs and symptoms, followed by a thorough multidimensional
evaluation, sensitive diagnosis disclosure, collaborative and person-centered care planning,
and on-going monitoring and management of complex and evolving needs of
PWD/caregivers. However, evidence suggests that the current primary care systems in many
Western countries, including Canada, face many challenges in providing responsive,
comprehensive, safe and cost-effective dementia care, in accordance with the best practice
recommendations. Primary care has been identified as the Achilles’ heel of dementia services,
with experts repeatedly calling for systematic approaches to strengthen it (Callahan et al.,
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2009; Greaves & Jolley, 2010; Hogan et al., 2008; Iliffe et al., 2009b; Waldemar et al.,
2007a).

This paper has identified a multitude of highly inter-related obstacles to optimal primary
dementia care, including challenges related to: a) the complex biomedical, psychosocial, and
ethical nature of the condition; b) the gaps in knowledge, skills, attitudes and resources of
PWD/caregivers and their primary care providers; and perhaps most importantly, c) the
broader systemic and structural barriers negatively affecting the context of dementia care. In
order to reduce the current levels of under-recognition, under-diagnosis, under-disclosure, and
under-treatment/management of dementia disorders in primary care; to prevent escalating
negative impact on community, acute care hospital and LTC services; and to adequately
respond to the growing future care needs of PWD/caregivers, due attention should be devoted
to all of these barriers.

To date, most Canadian and international efforts to improve dementia care have been isolated
and limited in scope, typically addressing only a subset of these barriers, and often with only
modest intensity and very limited coordination (ASC, 2010; Callahan et al., 2009; Hogan et
al., 2008; Iliffe et al., 2009b; Mittman, 2005). As noted by Mittman (2005), “Further progress
will require a coordinated campaign of inter-related efforts by a broad spectrum of leaders and
stakeholders in dementia research, practice, and policy… requiring significantly increased
levels of commitment, energy, and effort” (p. 66). Many experts in Western countries have
reached the conclusion that the myriad of efforts that are required at multiple levels in order to
achieve sustained and meaningful improvements should ideally be orchestrated by national
and international dementia strategies.

Over the past decade, many Western governments have made dementia a national priority and
have developed national frameworks for action on dementia in order to provide an
overarching vision and structure to inform systematic and consistent policy, planning, service
delivery and research initiatives (Australian Health Ministers’ Conference, 2006; France
Alzheimer Plan, 2008; Norwegian Ministry of Health and Care Services, 2008; UK
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Department of Health, 2009). At present, there is no national strategy for dementia in Canada.
This is despite the continued advocacy of the ASC to catalyze one, including the recently
published “Rising Tide” report’s call for action (ASC, 2010). Although, some provinces,
including Ontario and Quebec, have developed their own comprehensive provincial action
plans for dementia, which are indeed important first steps towards a national strategy
(Rockwood & Keren, 2010).

As mentioned, the ASC has repeatedly pleaded for a national dementia action plan to match
those already in place for cancer, cardiovascular diseases and mental health problems, arguing
that unless a cure is found, dementia may have the highest economic, social and health cost
burden of all diseases in Canada (Picard, 2010). Through a national strategy, a pan-Canadian
coalition of experts and stakeholders can collaboratively: a) create a shared national vision for
action on dementia, b) review the existing services and initiatives, c) identify the key priority
areas for research and development, d) formulate minimal national quality standards, e)
address health inequalities across the country, and f) provide a framework within which local
services could deliver quality programs.

In this section, we will use the three core elements of the existing Western national dementia
frameworks in order to organize the discussion of the key findings of this review paper: a)
improving access to timely diagnosis and high quality dementia care, b) raising professional
and public awareness and understanding of dementia disorders, and c) investing in dementia
research and development. The focus will remain on the community-based primary care
services and the perspectives and practices of the PCP.

4.1 Timely Diagnosis and Quality Dementia Care
A common goal of Western national strategies is to ensure that all PWD have access to a
pathway of care that delivers accurate and timely diagnosis, sensitively communicates it to the
PWD/caregivers, and provides them with adequate treatment, care, advice and support. The
evidence reviewed in this paper suggests that this is currently more an exception than a rule in
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many parts of Canada and other Western nations. International research has consistently
shown that dementia diagnosis typically occurs in later stages of the disease, often made at a
time of breakdown or crisis (likely leading to emergency department use, hospitalization with
ALC designation, and premature institutionalization), which could have been potentially
prevented, if proper diagnosis and interventions had been in place. Furthermore, the diagnosis
is not always followed by responsive interventions.

There is general consensus that, because of their close and on-going relationships with
patients, PCP are often in an ideal position to detect the early signs and symptoms of
dementia, and to initiate the necessary investigations to establish a diagnosis (Koch & Illife,
2010b). However, as we saw earlier, there is evidence that many PCP fail to recognize the
early symptoms of dementia and/or tend to overlook their importance. Many feel that they
have not received sufficient training in diagnosing and managing this complex chronic illness;
express a preference to delegate and/or share the care of PWD with medical specialists
(and/or interdisciplinary teams); and identify the need for clear, credible and feasible
guidelines and tools to facilitate their work. Some remain skeptical about the benefits of early
dementia diagnosis, and express concerns about the potential hazards to the person/caregiver
and/or the health care system. These concerns are compounded by the broader system level
barriers (e.g., the lack of time, resources, and financial rewards for PCP), further impeding
timely dementia diagnosis and interventions in primary care.

Given the complexities of dementia disorders and the constraining realities of primary care
settings, consistent with the views expressed by many PCP, some experts also believe that the
diagnosis and treatment of dementia requires the expertise and resources of specialists and
specialized clinics (Iliffe et al., 2004b; Powell, 2002; Waldemar et al., 2007). Different
models of “shared care” have been proposed. Perhaps the most commonly recommended
protocol is the two-tiered or two-step triage and diagnostic evaluation pathway, proposed by
the European Dementia Consensus Network (Waldemar et al., 2007). In the first step, PCP are
expected to maintain a high index of suspicion and carry out the initial investigations,
including the use of simple cognitive tests, to accurately identify persons with cognitive
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impairment. These individuals are then referred to secondary medical and/or specialized
centers for a more thorough evaluation of their underlying pathologies, potentially reversible
conditions, co-morbidities, functional performance, and other care needs. Once the dementia
sub-type has been established and the initial pharmacological and psychosocial interventions
have been initiated, the PCP then take responsibility for the on-going care and monitoring.

This approach seems to be an obvious choice in many European countries where the right to
make a dementia diagnosis, initiate more sophisticated diagnostic tests such as neuroimaging,
and/or prescribe cognition-enhancing medications, is reserved to specialists. However, some
experts question the long term sustainability and cost-effectiveness of this approach. They
argue that in order to improve timely access to dementia care, it is crucial to develop the
diagnosis and care capacity within the primary care, albeit with the collaboration of medical
specialists and other health and social service providers (Callahan et al., 2009; Feldman,
2009; Iliffe et al., 2009b; Jedenius et al., 2010; Morgan et al., 2011).

In many countries, including Canada, there is currently a shortage of specialists with relevant
expertise, such as geriatricians, geriatric psychiatrists, care of the elderly physicians and
neurologists. Given the projections for a rapid increase in the prevalence of dementia
disorders in the near future, this shortage will further tax (and eventually overwhelm) the
already saturated specialist services, resulting in even greater delays in time to access
dementia diagnosis and treatment (especially in the rural, remote and other under-served
communities). As noted earlier, the long waiting times and the problems associated with
communicating and coordinating care across multiple providers can negatively affect the
quality of dementia care and the satisfaction with the process for all involved. Some argue
that PCP may be better prepared than specialty physicians in managing multiple chronic comorbidities often present in dementia patients, and they may be able to make more personcentered dementia care decisions based on the long term knowledge of the patients’ overall
health and social conditions (Callahan et al., 2009; Kock & Iliffe, 2010b).
Furthermore, the cost of specialist dementia care should be considered. Jedenius and
colleagues (2010) in a Swedish prospective, time and resource utilization study compared the
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total cost associated with diagnosing dementia between the specialist and primary care
practices. They found that the cost of dementia investigations in order to establish a dementia
diagnosis (per true diagnosed patient) was on average 849 € at the primary care level,
compared to 1334 € at the specialist level (this includes the sum of the initial cost of 656 € for
the PCP, with the additional cost of 657 € for the specialist care). Other multicenter,
longitudinal randomized clinical trials have evaluated the cost-effectiveness of post-diagnosis
dementia treatment in specialized memory clinics compared to the care coordinated by PCP
(Meeuwsen et al., 2009). The results, which have not been published yet, will further inform
the debate about the cost-effectiveness of various dementia care approaches. The findings of
these comparative cost-analysis investigations should be interpreted in the light of the
evidence on the more positive clinical outcomes of specialist care, especially in the context of
interdisciplinary team collaboration, and the promising research findings on the more
integrated models of dementia care. It is possible that the initial higher cost of these services
will be later offset by the savings made through improved clinical outcomes and reduced use
of more expensive institutional acute and long term care. Clearly, more research is needed to
facilitate a more meaningful discussion and planning regarding this critical issue.

While controversies about the specific roles and responsibilities of primary and
specialist/specialized care providers for the diagnosis and management of dementia continue
(Robinson et al., 2010b), there is a general consensus that PCP alone cannot adequately meet
the multidimensional needs of PWD/caregivers. Primary care, as the front line and the hub of
care, not only needs to more effectively integrate the primary and secondary medical care, but
also the broader health and social care systems in order to provide high quality dementia care
(Feldman, 2009; Iliffe et al., 2004b; Callahan et al., 2009). This review reaffirms the
importance of instilling a culture of multidisciplinary and multi-agency collaboration in order
to improve detection and management of dementia in primary care (Callahan et al., 2009;
Hogan et al., 2008: Koch & Iliffe, 2010; Waldemar et al., 2007a). As we saw earlier,
collaborative approaches may not only have a positive impact on the quality and outcomes of
care, but they may also enrich the care experiences of both PWD/caregivers as well as their
care providers. Physicians with geriatric training have long recognized the need for including
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other professionals in the care of older people. Perhaps the time has come that PCP also
benefit from such collaboration in their practice (Cody et al., 2002).

Experts in health care delivery have acknowledged the importance of linking medical and
community-based services through the development of integrated models of chronic care
management (Reuben et al., 2009; Russell et al., 2008, 2010). Given that dementia is one of
the most complex chronic illnesses, it has been suggested that the community care of PWD
would also benefit from the use of chronic care models (Borson et al., 2007; Robinson et al.,
2010a). In fact, the most promising innovative models of dementia diagnosis and management
reviewed earlier in this paper contain one or more elements of the models of chronic care
management: a) collaborative case management approaches, coordinating and integrating
primary and specialty health and social services; b) education and support for PWD/caregiver
to promote self-management, including the use of self-management tools; and c) the
utilization of various forms of clinical information technology systems (Callahan et al., 2009;
Robinson et al., 2010a).

Both the “Rising Tide” report of ASC (2010) and the “Goodness of Fit” report of the
Alzheimer Society of Ontario [ASO] (2007) have endorsed the use of an integrated chronic
care model for a better management of dementia disorders. However, the penetration of the
chronic care model into primary care practices has proven to be difficult, particularly among
solo physicians and those in small group practices, where the majority of primary care is
currently provided (Callahan et al., 2009; Reuben et al., 2009; Russell et al., 2008). In
Canada, there is a movement under way to create new organizational structures in primary
care, such as family health teams and community health centers, integrating other disciplines
and even some medical specialists into family practice clinics. Such models of care delivery
have the potential to better meet the comprehensive support needs of PCP in the care of their
frail older patients in general, and those with dementia in particular (ASO, 2007; Pimlott et
al., 2009b; Walker, 2011). Nevertheless, given the limited coverage of these innovative
primary care initiatives, due consideration should be given to the integrated care model’s
application in the traditional primary care settings (ASO, 2007).
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Finally, any discussion of the access and equality issues in dementia care should pay special
attention to the needs of the more disadvantaged groups (i.e., individuals with low education
and income; ethno-cultural minority groups; older persons living alone without caregivers;
and people living in remote and rural communities). While there is emerging evidence on the
models of care that may be successful in targeting these at risk populations, much more work
needs to be completed in order to better inform the interventions that can overcome the unique
barriers these individuals and/or communities face in accessing information, care and support.

To summarize, while constructive debates about the most effective dementia strategies in the
context of the Canadian health care system need to continue into the future (ideally as part of
a national dementia strategy), in the meantime, based on the evidence reviewed here, the
following approaches to support the Canadian PCP are worth considering. First, given the
critical role of medical specialists (e.g., physicians with expertise in geriatric medicine,
geriatric psychiatry, and care of elderly) and specialized interdisciplinary teams (e.g.,
comprehensive geriatric and psycho-geriatric programs), it is paramount to improve access to
and efficient use of these services (especially for the more complicated cases). At the same
time, it is important to explore innovative ways of using specialist resources through
mentorship and experiential training opportunities for PCP; the development of protocols,
guidelines, and other forms of decision support tools specifically designed for this setting
(including the use of electronic and web-based technologies); and cost-effective and
functional specialist-primary care shared care approaches. In particular, the development and
testing of the new models of memory clinics within the primary care settings, with on-site
access to a designated specialist and a case manager deserves further attention.

In addition to strengthening the diagnostic capacity of physicians, primary care also needs to
adopt a more active management role in dementia care. This would require the use of more
adequate reimbursement systems in primary care that would encourage PCP to take the time
needed to effectively assess, monitor and manage dementia and other co-morbidities among
their frail older patients. Furthermore, the importance of coordinated case management
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approaches in enhancing the quality of primary dementia care should not be under-estimated.
Several studies reviewed in this paper have shown the added value of a case manager in the
assessment and on-going community care of PWD, and their role in linking health and social
services and maximizing the use of the existing local resources. In primary care practices
where the additional resources to finance an on-site case manager may not be available, the
use of local programs (such as the First Link initiative and Community Care Access Centers
[CCAC] in Ontario, or other community/home care services with designated dementia
programs), can be very beneficial in coordinating the psychosocial interventions to
complement the work of PCP.

Finally, it is important that each community undertakes a careful review of its own local
resources in order to identify the missing links in the web of services, and to develop clear
shared care protocols and referral pathways to maximize communication, service coordination
and the use of local resources. Active dissemination of this information, including the use of
electronic prompts in medical records and patient self-management tools, could be useful in
enhancing the utilization of these resources in primary care. A promising initiative in Ontario
is

the

formation

of

local

volunteer-driven

dementia

networks

(e.g.,

www.champlaindementianetwork.org), which among other goals, aim at streamlining and
coordinating service provision among various providers.

4.2

Professional and Public Education

Another core aim of Western national dementia strategies is to improve public and
professional awareness of the disease in order to positively affect both help seeking and help
provision behaviors. These frameworks and other papers, including the “Rising Tide” report
of ASC, call for greater government investments in promoting access to effective basic
education, continuous training, and information on dementia for all levels of heath care
professionals, the broader networks of providers, informal caregivers, and the general public
at large (ASC, 2010; Australian Health Ministers’ Conference, 2006; France Alzheimer Plan,
2008; Norwegian Ministry of Health and Care Services, 2008; Tsolaki et al., 2010; UK
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Department of Health, 2009; Waldemar et al., 2007). The need for greater investments in
public and professional education is supported by the findings of this review showing
continued gaps in knowledge, skills and attitudes among PCP and PWD/caregivers alike. We
begin our discussion by focusing on the educational interventions for PCP.

To date, much of the efforts to enhance the knowledge and behaviors of PCP have focused on
improving their ability to recognize dementia symptoms; conduct medical investigations,
including the use of screening instruments; make a diagnosis; and prescribe drug treatments.
Although these are indeed important components of any medical training, they have been
criticized as being limited in scope (Iliffe et al., 2003, 2004a, 2009b; Turner et al., 2004).
Educational agendas assuming that the core problem in the medical care of patients with
dementia is the lack of formal knowledge of the disease pathophysiology and pharmacology
fail to take into account the evidence on the multiplicity of factors that influence the
physician’s recognition of and response to dementia, as outlined in this paper.

Educational interventions need to address the gaps in knowledge, skills, attitudes, and
behaviors simultaneously (Iliffe et al., 2003; 2004a). The term “knowledge” should be used
broadly to include pattern recognition, conceptual framework, and therapeutic solutions. As
we saw earlier, the low awareness of the early indicators of dementia and the delayed
response of some PCP may be at least partly due to: a) their limited framework and
understanding of the dementia experience; b) problematic attitudes associated with
therapeutic nihilism, stigma and ageism; and c) deficits in their communication, disclosure
and management skills. Thus, medical education about dementia should evolve in form and
content from its largely disease-focused emphasis towards a broader view of dementia as a
complex, progressive and chronic condition that is responsive to timely, individualized and
comprehensive treatment and management plans.

Therefore, it is important to support PCP in developing capacity not only around diagnostic
skills, but also in the following core competencies previously identified by experts in the
field, recommended by the ASC, and further validated by the findings of this review: a)
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effective communication skills, especially vis-à-vis diagnosis disclosure practices and
patient/family education; b) awareness of PWD/caregivers’ broader psychosocial needs and
experiences; c) practical knowledge of community resources; d) ability to collaborate with
other professionals and agencies (Bamford et al., 2004; Cohen et al., 2001; Iliffe et al., 2004a,
2009b; Iliffe & Manthorpe, 2004; Koch & Illife, 2010b). A commitment to effective
communication, empathic interactions, supportive interventions, and partnership is consistent
with the core principles of effective chronic disease management. This would require a
paradigm shift, acquisition of new and diverse skill sets, and structural changes to support
PCP in their practice. Change has to happen both at the level of medical training and practice,
as well as the society at large.

As evidenced by the results of a recent Canadian study, there are challenges associated with
this paradigm shift. Russell and colleagues (2008) examined the impact of a holistic, patientcentered, and pragmatic approach to improve the management of chronic diseases in
Ontario family practices. A purposive sample of 13 family physicians working in either
Primary Care Networks or Family Health Networks, and 20 patients participated in this
evaluation study. The authors found important individual-level barriers to chronic illness
management that transcended the existing structural and resource constraints in this setting.
With few exceptions, the participating PCP viewed chronic illness management from a
predominantly biomedical perspective. The patient-centered principles of the intervention
seemed inconsistent with many physicians’ perceptions of their roles and of their patients’
capacities to be partners in care. Many felt that shared and proactive care was not their “job"
and perceived the individual care planning as being time consuming and impractical.

As we saw earlier in this paper, some physicians’ narrow conceptualization of dementia and
their traditional bio-medical definitions of “treatment” can seriously undermine their
commitment to early diagnosis and proactive response to this condition. It is important to
raise physicians’ awareness of the lived experiences, the expectations and perspectives of
PWD/caregivers, and the host of therapeutic supportive interventions that can positively shape
these experiences. This can, in turn, help broaden their conception of dementia care and
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redefine their role and responsibilities, accordingly. Obviously, physicians’ perspectives on
dementia care should be examined in the context of the broader societal values towards this
illness. Medical training should be part of large scale systematic awareness raising and
educational interventions to reframe dementia more accurately, and to enhance the public’s
understanding of an appropriate response to it. This issue will be addressed in more detail
later in this section.

As far as medical education is concerned, many believe that the current medical training (of
medical students, residents in training, and practicing physicians) in many regions of Canada,
and other Western nations, does not adequately prepare physicians for their roles and
responsibilities with regard to the complex and collaborative care of older patients with
multiple chronic conditions generally, and those with dementia disorders more specifically
(Robinson et al., 2001; Russell et al., 2008; Tsolaki et al., 2010). Education on dementia,
especially the priority topics identified earlier, should be included in the training and curricula
for physicians (and other professional providers). The need for continued efforts to improve
dementia training in medical schools is supported by the findings that younger PCP are not
confident in their diagnostic and management skills, and express a desire to learn more about
the resources available. The emerging evidence on their more positive attitudes towards early
diagnosis and management of dementia compared to their more experienced counterparts is
indeed very promising.

It should be noted that in many regions of Canada the issue of medical training has received
growing attention over the past decade. For instance, the Ontario College of Family
Physicians has received government funding to develop a comprehensive multi-faceted
educational program for medical students, family medicine residents and practicing family
physicians (McAiney, 2006). The program covers a number of dementia related topics for
inclusion in the initial curriculum of undergraduate and postgraduate medical schools, as well
as CME programs, including: a) the diagnosis and treatment of dementia, b) the impact of the
disease on the person and family, c) directions on the optimal use of available resources, and
d) the psychosocial management of PWD/caregivers. In accordance with the evidence
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presented in this review, the program has a number of novel components, such as the
development of: a) an educational mentoring model for changing physician practice in
community settings by identifying community-based family physicians acknowledged by
their peers to be informal opinion leaders in the area of dementia and by providing them with
easy access to specialist support; b) peer presenter and family medicine preceptor programs;
and c) web-based training modules.

This physician training initiative in Ontario is part of a larger government dementia strategy
that has been under way for the past decade (ASO, 2011; Ontario Ministry of Health and
Long Term Care, 2002). This initiative is one of the most comprehensive provincial strategies
in Canada, which among others, focuses on education for health care providers, caregivers
and the public, as well as research and knowledge exchange activities. Through its Alzheimer
Knowledge Exchange program, it offers an online resource center, various educational
opportunities, including on-line participation in so-called ‘communities of practice’ which
bring together professional providers with various backgrounds to exchange information
about the innovations on various topics related to dementia.

These initiatives are consistent with the evidence on the latest international CME
interventions. As we saw earlier, in recent years, different knowledge translation strategies
have been developed and tested with mixed results. Generally, multifaceted interventions,
which include two or more strategies, and incorporate more flexible and innovative
approaches, seem to be more effective than the traditional single interventions that use more
passive strategies. Among various educational interventions, the following have received
growing attention and have great potential for future research and development: a) small
group interactive scenario-discussion workshops (especially in the context of interdisciplinary
working groups); b) outreach academic detailing for a more contextualized and applied onsite training; and c) various low cost and adaptable technological facilitative tools (i.e.,
decision support systems; interactive web-based training modules, chat rooms, virtual
communities, and Wiki forums; and, computer-based reminder, tracking, audit and feedback
tools).
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Clearly more work is needed to overcome some of the pragmatic barriers associated with the
implementation of these interventions, in order to enhance their feasibility and effectiveness.
An important obstacle related to the use of information technology that needs to be addressed
for its more widespread and routine use is the lack of access of many PCP in solo practices to
this technology and their limited skills in effectively using it. The evidence showing that
younger physicians are more comfortable with and willing to utilize information technology
in their education and practice is an indication of its future potential.

Finally, the use of technology can also help with the active dissemination and up-take of CPG,
which are clearly a worthwhile educational tool in supporting PCP in the management of
complex problems, such as dementia. However, as we have seen in this review, currently,
there are important barriers to their use: i.e., the lack of awareness of their existence or
specific content, and a continued perception of their lack of clarity, applicability, feasibility
and even credibility. Given the multifaceted nature of these obstacles, combined strategies are
needed to overcome them. The following approaches are worth considering: a) adopting
multiple and more active dissemination strategies; b) making the guidelines available in userfriendly, concise and varied formats; c) including PCP in the development process; d) seeking
input of PWD/caregivers to capture their perspectives and experiences; e) minimizing the
influence of pharmaceutical companies’ funding which can undermine the objectivity and
credibility of the guidelines; f) conducting more targeted research to better inform guideline
recommendations; g) making attempts to “synchronize” related guidelines to minimize
“guideline fatigue”; h) implementing strategies to support their local adaptation; and i) using
information technology, including electronic decision supports and health records with
integrated reminders for guideline implementation (Bradford et al., 2009; Pimlott et al.,
2009a; Travers et al., 2009; Waldorff et al., 2003, 2009).
Here, we have mostly focused on the learning needs of PCP, but in the light of the many
barriers related to the gaps in knowledge and attitudes of PWD/caregivers presented earlier,
the importance of public education should also be highlighted. As per physicians’ training,
public information campaigns should: a) address the low levels of awareness of the various
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ways in which dementia manifests itself at the early stages; b) emphasize the importance of
timely help seeking; and c) encourage access to a range of therapeutic options available to
support the PWD/caregivers. Once again, the goal is to reframe dementia by providing a more
accurate and comprehensive understanding of the illness experience, and to minimize the
misconceptions rooted in ageism, stigma, and nihilism surrounding this condition.

A common strategy among various Western national dementia frameworks is the use of
public awareness campaigns. Ideally, a combination of general educational campaigns (at
national, regional and local levels), and more targeted campaigns for the disadvantaged
groups with special needs (i.e., individuals with low education and income; ethno-cultural
minority groups; and people living in remote and rural communities), as well as for the
broader service workers that may interact with PWD/caregivers (such as police and
transportation workers) should be undertaken to raise public awareness. Some European
studies have shown that these campaigns can be effective in promoting more positive attitudes
towards dementia (Koch & Iliffe, 2010a; Vernooij-Dassen et al., 2005).

Special attention should be devoted to the needs of family caregivers. As acknowledged by
many PCP, caregivers are important partners in the care of PWD living in the community and
they significantly influence the success of the interventions. Therefore, it is important to
provide them with adequate information throughout the course of illness. In addition to
various educational programs and resources developed and delivered by Alzheimer’s
associations and societies, some academics and researchers in recent years have shown
interest in developing and testing practical toolkits and guidelines for PWD/caregivers in
accordance with the principles of chronic care self-management. In fact, as reviewed earlier,
training and education of PWD/caregivers has been an important component of most new
international integrated models of dementia care. Of interest are the interventions that educate
and empower PWD/caregivers on how to “partner” with their PCP in order to optimize the
processes and outcomes of dementia care (Callahan et al., 2009).
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4.3

Research and Development

The growing recognition of the magnitude and the impact of dementia disorders has led to an
unprecedented research interest in this field over the past decade. The knowledge gained so
far has helped identify the gaps in our understanding of the existing problems and the need for
a more systematic examination of the potential solutions. Western dementia strategies and the
Canadian “Rising Tide” report call for greatly increased research spending to develop national
dementia research agendas to tackle these issues (ASC, 2010; Australian Health Ministers’
Conference, 2006; France Alzheimer Plan, 2008; Norwegian Ministry of Health and Care
Services, 2008; UK Department of Health, 2009).

In particular, there is a need for substantially increased investments in Canadian health
services research to capture our unique geographic, cultural, policy and practice challenges
and opportunities. The need for a Canadian perspective on primary dementia care is
evidenced by the fact that only a small percentage of all reviewed articles in this paper were
published in Canada. It has been reported that for every $100 worth of cancer research, only
$15 is spent on dementia research in Canada (Picard, 2010). Much of this funding is directed
towards identifying the cause and cure for dementia, and it does not necessarily address the
care issues explored in this paper. Through a national dementia strategy, experts and
stakeholders can establish key priority areas for a nationwide dementia care research, provide
resources needed to promote the agreed research agenda, and facilitate the translation of the
findings into practice.

Future Canadian research should aim at overcoming some of the methodological
shortcomings of the past studies, such as the use of small and non-representative samples,
retrospective designs, and the exclusive reliance on the review of medical records and
physicians’ self-reports for data collection. More representative samples of PCP from various
urban, sub-urban and rural regions of Canada, working both in group as well as solo practices,
should be included in this research. This strategy would provide opportunities to better
identify regional and practice-related differences in physicians’ perspectives and experiences.
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Parallel interviews with PCP, PWD/caregivers, and other involved interdisciplinary team
members can help develop a more comprehensive understanding of the processes and
outcomes of care from the perspectives of all parties (i.e., meanings, expectations,
relationships, and lived experiences; and responses to various types and components of
interventions). Another useful approach to triangulate data sources is the use of naturalistic
observation methods in combination with the more traditional data collection strategies (i.e.,
chart reviews, surveys and interviews). An example of research that has utilized creative and
comprehensive data collection approaches is a recent Canadian study that examined the
emotional and educational needs of PWD/caregivers vis-à-vis dementia disclosure practices in
a day hospital program in Ottawa (Aminzadeh et al., 2007; Byszewski et al., 2007). In this
prospective qualitative study multiple data sources were used, including field observations,
audio-taping of the dementia diagnosis disclosure meeting, separate in-depth parallel
interviews with PWD and their primary caregivers within a week after the disclosure meeting,
and focus group interviews with a sub-set of caregivers a month later.

To our knowledge, the above study is the only Canadian investigation that has examined the
views of PWD, which has been largely neglected in research, in response to what is one of the
most difficult and controversial aspects of dementia care. As mentioned earlier in this paper,
dementia diagnosis disclosure practices in primary care remain very variable and often
surrounded by complexities and uncertainties. The CPG have been criticized for their
apparent vagueness, insufficient guidance and even inconsistencies concerning this
challenging aspect of primary dementia care. Given the importance of the cultural, normative
and structural context of care on physicians’ disclosure practices, more Canadian research is
needed to inform evidence based, clear, and practical recommendations related to this
important aspect of the medical encounter.

CPG have also been criticized by many PCP as being unrealistic and impractical. This
suggests a continuing need for research to better understand the experiences of Canadian PCP,
and their perspectives on their learning and support needs to provide quality dementia care.
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Related topics of interest include a more thorough examination of the: a) various dimensions
of competence required by PCP (i.e., conceptual knowledge of illness and pattern recognition;
problem solving capacity; decision making and communication processes, including clinical
and ethical considerations that may affect physicians’ diagnostic and management
approaches; practical knowledge of the resources and service coordination/collaboration
skills); b) effective training strategies and educational tools/resources to support PCP in their
practice; c) the feasibility and long term cost-effectiveness of new and more integrated models
of dementia care; d) the interface between primary and specialist/specialized dementia care
services and the ways in which communication, coordination, information, and resource
sharing can be maximized; and finally, e) incentives and barriers to PCP participation in the
multidisciplinary/interagency dementia care service delivery systems.

With increased emphasis on the self-management of chronic illnesses, advances in biomedical and psychosocial dementia treatment and management strategies, and the heightened
public awareness, there will be higher expectations of PCP to provide more person-centered,
collaborative, and comprehensive care to PWD/caregivers. There is a growing need to learn
about the public and professional expectations of the roles and responsibilities of PCP as well
as the PWD/caregivers during their triadic encounters; and the impact of various
communication, interaction and decision making approaches on the processes and outcomes
of dementia care. Large scale national Canadian surveys of representative samples of public
and professional providers, similar to the European Facing Dementia Survey can be very
helpful. The ASC’s recent “Let’s Face It” initiative, including the 2011 on-line survey of
caregivers of PWD is an important step in this direction.
The opinions, expectations and lived experiences of PWD, especially as it relates to the
primary care practices, continue to be neglected in Canadian research. This is despite the
growing evidence that many individuals with mild-moderate dementia can be successfully
included in research and they are capable of providing valuable input into their care
experiences and needs (Aminzadeh et al., 2007, 2009a; Trigg et al., 2007; Wilkinson &
Milne, 2003). Timely diagnosis of dementia can also create a unique opportunity for research
to recruit PWD, early in the course of their disease, who are capable of expressing their
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subjective experiences and expectations in order to develop more responsive and personcentered approaches in primary care.

Finally, the priorities identified here for future research call for more interdisciplinary,
pluralistic, and collaborative investigations in order to provide a more accurate, in-depth and
comprehensive view of the dementia primary care practices. In addition to the need for more
research to generate new knowledge, there is a pressing need to effectively transfer the
knowledge gained, and to translate the evidence into concrete policy and practice
interventions. Once again, a recent national initiative, the Canadian Dementia Knowledge
Translation Network (2010) which seeks to provide greater resources for knowledge
translation in dementia is a good start (http://geriatricresearch.medicine.dal.ca/cdktn.htm).

To conclude, “our society now confronts a growing phenomenon – that of a burgeoning aging
population of individuals living with frailty, and/or multiple co-morbidities, all of which may
be confounded by the challenges of dementia” (Walker, 2011). Primary care, as the hub of
elder care, must be strengthened to respond to this new reality. This comprehensive
interpretive scoping review has identified some of the key challenges currently faced in this
setting, the potential solutions, and the priority directions for future research and development
in this field. We hope that this collection informs future constructive debates and decisive
actions, ideally as part of a national dementia strategy in Canada.
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