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Abstract
Introduction
The research in this thesis focuses on dementia, examining the perspectives of both the
consumers and providers of health care, especially patients attending their general
practitioner (GP) and the GPs themselves.
Standard interventions have been tested that might improve consumer understanding and
GP management of this challenging condition, with discussion on the possible impact of
these interventions on health outcomes. The research has been conducted mainly in general
practices across regional North Queensland, Australia, with smaller data samples from other
areas of Australia and five sites in England, United Kingdom (UK).

Background
As people grow older they consult more often with their GP.[1] This creates opportunities
for GPs to identify dementia symptoms in their ageing patients who are increasingly at risk
of dementia with advancing years. GPs could also discuss dementia risk reduction,
especially with patients who have concerns about their memory or health. Both the GP and
their patients have roles in modifying dementia risk factors and managing the disease.[2, 3]
GPs can have a strong influence on patient behavior and this can be used to advantage
when patients are encouraged to seek help for dementia symptoms and modify their lifestyle
to reduce their risk of dementia.[4] However, many GPs feel their dementia knowledge is
inadequate,[5] and even specialists may lack dementia training and feel that little can be
done to help people living with this condition.[6] Evidence shows that disclosure of a
dementia diagnosis facilitates support and treatments that can maximize the quality of life
of people affected by the disease.[7]
In regional Queensland, the GP may be the only doctor accessible to older people. Most
geriatricians are based in cities which may be over a thousand kilometers away. Thus the
responsibility for identifying dementia cases may fall to the GP, who may also be the only
doctor involved in providing ongoing management for these patients.
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Aims
There were five primary aims for this research, each imbedded in one of the five chapters
of results (chapters 3-7) and leading to five papers for publication.
1. To describe community dementia knowledge through a literature review.
2. To compare patient experiences with dementia and GP perceived role in dementia
management.
3. To explore dementia knowledge and awareness of risk reduction strategies in general
practice, both patients and the practice team.
4. To pilot a randomized controlled trial (RCT) to increase GP dementia case-finding,
testing the interventions of education with or without audit.
5. To measure changes in GP dementia documentation in an RCT with the interventions
of education and audit applied separately and together.

Methodology
A range of methods were used to investigate dementia knowledge and services and to
test interventions that may improve these. A literature review was undertaken to provide a
platform for the original research in this thesis. The research applied the designs of
qualitative interviews, questionnaires, work-shop evaluations and randomized controlled
trials. The settings were communities in Australia and UK with data obtained mainly from
general practices but also from three dementia forums for health professionals. Participants
were health professionals especially GPs, and general practice patients.

1. Literature review- community dementia knowledge
A systematic search of PubMed data base using the MeSH terms ‘community’ AND
‘dementia’ AND ‘knowledge’ identified 361 titles with 44 selected. Selection criteria required
that the research focused on communities and described dementia beliefs and knowledge
(Appendix A).
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2. Patient interviews
Patient interviews were conducted as part of previous Master of General Practice
research. Relevant results were included in this thesis for comparison with the initial PhD
findings from health professional questionnaires. Thus new results from the health
professional questionnaire describing their perceived role in diagnosing and managing
dementia were compared with past research results describing patient experiences of the
services they had received.

3. Questionnaires
Two questionnaires were prepared, one for health professionals and another for GP
patients.
The health professional questionnaire explored their understanding of dementia and
perceived role in managing the condition (Appendix B). The patient questionnaire explored
their understanding of dementia and its risk factors and knowledge of risk reduction
strategies for the condition (Appendix C).
Question structure varied from those requiring simple yes/no responses to open questions
encouraging free string answers. Thus respondents provided answers to specific research
questions as well as answers reflecting their own experience and beliefs.

4. Randomized controlled trials (RCTs)
i. A patient RCT
A waiting room pamphlet, the Alzheimer’s Australia ‘Mind Your Mind’ one page dementia
risk reduction summary (MYM) (Appendix D), was attached to half of the patient
questionnaires which were then distributed randomly to patients in the GP waiting room.
Responses of those with and those without the pamphlet were then compared.

ii. A GP RCT
This RCT was first piloted with 18 GPs in Mackay and Townsville, North Queensland then
offered in a larger trial to GPs across North Queensland with 56 completing GPs. The trial
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compared GP documentation of dementia diagnoses in patient records using the
interventions of an educational workshop and audit feedback applied separately and
together.
The workshop consisted of the Royal Australian College of General Practitioners
(RACGP) dementia quiz that included answers in ‘GP Guidelines for Caring for Patients with
Dementia’ (Appendix E). A summary of the guidelines and information on dementia risk
reduction strategies was provided for pre-reading (Appendix F).
The audit consisted of the number of dementia diagnoses documented in computerized
medical records compared with a predicted prevalence of 5% of the patient population aged
over 65 years.
The outcomes were the difference in the proportion of documented dementia cases at 0
and 6 months during the trial, obtained from two audits at the beginning and end of the trial.
Clinical Extractor Software (Appendix G)
This was developed as an audit tool and applied as part of the GP pilot RCT. However,
this tool was not used in the larger trial due to compatibility problems with the types and
versions of practice software used across regional Queensland.

5. Analysis
SPSS software was used for analysis of questionnaire and RCT data. This included:
i)

Confidence Intervals and Odds Ratios in questionnaires.

ii)

Pearson’s Chi-squared test in questionnaires and patient RCT.

iii)

Kruskal-Wallis test to compare the ranked means of documented dementia
cases in each intervention group in the GP RCT pilot.

iv)

Wilcoxon test to compare non-parametric paired data before and after
intervention in the GP RCT pilot.

v)

A two factor analysis of variance using a linear regression model for the larger
GP RCT.
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Results
1. Literature review (Chapter 3, Appendix A)
The review synthesized data from 44 papers representing 42 studies conducted in
fourteen countries. The results showed that as dementia knowledge increased, so did helpseeking behaviors. Timely diagnosis of dementia and implementation of appropriate
management were influenced by the dementia knowledge of both community members and
their health attendants. Stigma against dementia reduced this effect. Acknowledgement of
existing community beliefs in ethnic minority groups facilitated their acquisition of more
dementia knowledge. Community input into health professional dementia education resulted
in improved dementia management by these health professionals. Dissemination of
information about dementia risk reduction to younger people was considered a potential
means of minimizing the burden of dementia through early lifestyle changes that may reduce
future prevalence.

2. A comparison of health professional perceptions of their dementia
services and patient experiences (Chapter 4, Appendix H)
Interviews with 37 patients and carers revealed that most carers noticed signs of dementia
in the person they were caring for before the GP but needed help in interpreting these as
due to dementia. GPs often delayed providing a dementia diagnosis. Older patients tended
to consult with older GPs, but the GP questionnaire responses suggested older GPs were
less informed about dementia than younger GPs. The results of 114 health professional
questionnaires showed that dementia forums attracted doctors and nurses in the older age
groups, suggesting that they wanted to increase their dementia knowledge. Health care
professionals had varying levels of knowledge and interest in looking after dementia
patients. Despite this, patients expected their GP to help them should they develop
dementia, and GPs thought patients should consult with them if they had dementia
concerns.
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3. GP, practice nurse and patient understanding of dementia:
questionnaires and RCT on patient dementia risk reduction knowledge
(Chapter 5, Appendix I)
This section of the research analyzed data from 621 patients, 127 GPs and 26 nurses at
54 sites across Australia and five sites in England. The results showed that 37% of patients
had memory concerns, 60% described dementia as ‘memory loss’ and 78% wanted to learn
about reducing their dementia risk. However, only 1.3% stated that they had learned about
dementia from a doctor, although 81% said they would seek help from a doctor if they
thought they had dementia. Most (93%) would want to be told if they had a diagnosis of
dementia. The RCT showed that patients receiving the pamphlet intervention with their
questionnaire were significantly more likely to respond with strategies that might reduce their
dementia risk (p=0.0040). The results of 126 GP questionnaires showed that 41% had
graduated 20 or more years ago. In regional Queensland 47% of GPs had graduated from
a medical school overseas and 23% from a developing country. The majority (63%) had
dementia training but only 22% assessed their dementia knowledge as adequate. There
was no significant correlation between self-assessment of dementia knowledge as adequate
and dementia training. Despite this perceived knowledge deficit, 62% thought a GP was the
appropriate person to discuss dementia with patients although 14% would prefer someone
else to manage their dementia cases

4. GP pilot RCT (Chapter 6, Appendix J)
In the pilot trial (N=18) there was significant improvement in documentation of dementia
cases following the intervention of audit combined with education (p=0.018), but not with
education alone or the control of no intervention (p=0.18). Participant evaluation of 18
workshops at 14 sites in North Queensland indicated increased knowledge with learning
objectives mostly met. The highest rating was for the ‘focus of the presentation’ rated by
nearly 100% as mostly met. The lowest rating was for ‘confidence in making a dementia
diagnosis’, rated by about 60% as partially met.
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5. Larger GP RCT (Chapter 7, Appendix K)
In the larger trial (N=56), an intention to treat analysis found no significant increase in
dementia documentation for education (p=0.14) or audit (p=0.52). However, only 37 GPs
complied with their randomized intervention. A per protocol analysis using data from these
GPs (N=37) found audit (p=0.017) but not education (p=0.79) significantly improved the
proportion of documented dementia diagnoses.

Discussion
A literature review on community dementia knowledge confirmed that dementia
knowledge facilitates dementia help-seeking behaviors in patients and management by
GPs. Knowledge about dementia risk reduction may increase the implementation of risk
reduction strategies by GPs and patients.
Patients were willing participants in the research and eager to learn about reducing their
dementia risk. GPs were more difficult to engage, with personal contact required to obtain
completed questionnaires from them. Nevertheless, data was obtained from a large number
of sites in Australia and also UK.
A pilot RCT demonstrated a trend for education combined with audit to improve GP
dementia documentation. Education alone had no significant impact. A larger RCT
supported the value of audit in improving GP dementia documentation, with education either
combined with audit or alone having no significant impact.
A final discussion integrates the results and comments on the research experiences, and
lessons learned.

Summary
The results of this research indicate that both GPs and their patients have some
understanding of dementia, but knowledge about dementia risk factors and the benefits of
diagnosis and active management could be improved. A simple waiting room pamphlet can
raise patient awareness of dementia risk reduction strategies, introducing a topic for
discussion in consultations. Although educational workshops are standard tools for
professional development, the RCT was unable to demonstrate that these significantly
xvi

changed GP practice. Audit on the other hand appeared to improve dementia
documentation, the first step in facilitating appropriate management and support for people
living with dementia and their carers. Workshops may require additional resources, whereas
audit can be cheap and accessible. GPs in regional Queensland often lacked dementia
specialist support but were keen to improve their own dementia knowledge, with interest in
dementia risk reduction possibly reflecting personal interest from an ageing GP population.
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Chapter 1 - General Introduction
1.1 Choosing the research topic
Despite many years in general practice, it was not until my 80 year old mother was
diagnosed with dementia that I began my search to understand the Dementia Syndrome
and its impact on the caring family. When my mother’s home situation became unsafe,
our family was faced with choosing a residential care facility for her, and as we inspected
available nursing homes or ‘holding pens for the dying’ as my sister so aptly described
them, I was confronted by the enormity of the aged care burden on both the families of
ageing relatives and the aged care industry that had evolved to help them. Although as a
General Practitioner (GP) I looked after my share of older patients, those with dementia in
my own practice had passed me un-noticed. I was not aware of assisting them or their
families in any particular way as they must have struggled to deal with this challenging
condition.
Research for my Master’s thesis 1999-2003 asked those living with dementia and their
families what they believed the reasons were for admission to a care facility. I thought their
answers might identify ways to prevent or delay admission, an event that my family had
found distressing. However, my research found that admission for care was in most cases
an inevitable part of the dementia journey and not the result of family failure, and that it
could only be avoided if there was a family member or acquaintance dedicated to providing
care, with the task made easier by a patient with reduced mobility.
It was not a surprise to find that families had difficulty obtaining confirmation of a
dementia diagnosis from their GP or obtaining dementia specific treatments, even though
the newly available acetylcholine-esterase inhibitors were being widely promoted at the
time in the media to reduce symptoms. As a GP, I also lacked confidence in making this
diagnosis and understanding the complicated process required to access this new
medication. I knew nothing about dementia from my medical training, and yet my study
found that patients expected their GPs to be knowledgeable about the condition.
I decided to explore the GPs role in dementia diagnosis and care, both perceived and
real, and community understanding of dementia and expectations of the medical
profession. I wanted to identify any evidence that might delay or even prevent the onset
of this condition and treatments that might slow the inevitable functional decline. I then
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planned to test interventions that might encourage GPs to apply this evidence in their
practices. These tasks form the basis of my PhD studies, looking particularly at the
situation in regional and rural Queensland, where the GP may be expected to provide a
wide range of services in the absence of accessible specialist resources.

1.2 Objectives of the research
There were five objectives, each of which has led to a chapter in the thesis and a paper
for publication.
i)

To conduct a literature review on community dementia knowledge to establish
the understanding and beliefs about dementia in the community and the
pathways and barriers to acquiring this knowledge.

ii)

To compare the experiences of patients living with dementia and their carers,
with the GPs’ perceived role in managing the condition.

iii)

To describe the knowledge of dementia and its risk factors in general practice,
both adult patients and GPs, and conduct a randomized controlled trial (RCT)
to test the impact on patient responses of a waiting room pamphlet on
dementia risk factors.

iv)

To pilot a GP RCT using two interventions, an educational workshop with and
without audit feedback, to measure the effect of the interventions on GP case
finding and documentation of dementia.

v)

To measure changes in GP documentation of dementia diagnoses in a larger
GP RCT using three interventions, education, audit feedback and education +
audit feedback.

1.3 Hypotheses underlying these objectives
i)

Effective strategies to improve the management of dementia and its risk
factors in the community begin with acknowledgement of existing knowledge
and beliefs.
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ii)

Patient experiences in dealing with dementia may be different from the GP
perceptions of the dementia services they provide.

iii)

Knowledge of dementia and dementia risk reduction strategies in the
community may be increased by a pamphlet distributed in GP waiting rooms.

iv)

A pilot RCT for GPs applying the interventions of an educational workshop
with or without audit feedback may provide proof of concept that these
activities improve GP case finding and documentation of dementia
diagnoses.

v)

An RCT for GPs applying the interventions of an educational workshop and
audit feedback both separately and together may produce evidence of the
value of these activities in improving GP documentation of dementia
diagnoses.

1.4 Selecting the research setting
My research focus was on general practice in poorly resourced areas, with smaller
samples of data gathered from other sites to give broader relevance to the outcomes. The
research was based in regional North Queensland where I had lived and worked as a GP
since 1999. Ninety percent of the 4.6 million people living in Queensland live in 10% of
the state, the south east corner of the state around Brisbane and the Gold Coast.
Queensland is spread out over 1.7 million square kilometers, roughly seven times the size
of the British Isles which has a population 15 times that of Queensland. Thus communities
in regional Queensland are scattered with much smaller population centers and may be
more than a thousand kilometers away from specialist medical services.
GPs practicing in regional areas of Australia are challenged with managing a patient
load up to three times that of GPs in major cities, often with limited specialist support.[8]
My research examined the services GPs offer to people with dementia, acknowledging
that GPs may be totally responsible for the medical care of these people in regional
areas.[9] With an ageing population as well as an ageing medical workforce, it seemed
timely to establish the evidence that could improve the outcomes for patients dealing with
dementia in a general practice setting and raise awareness of the modifiable risk factors
for this challenging condition, perhaps reducing dementia prevalence in future years.
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I expected that the GPs themselves might be interested in learning about dementia risk
reduction strategies as they pondered their own advancing years. They might be willing
participants in my research, addressing their own knowledge gaps as well as seeking
answers for ageing patients. In Australia, the life time risk of dementia is 1 in 10 for men
and 1 in 5 for women, and most people would chose not to be a part of these statistics.[10]

1.5 Applying a design that produces meaningful outcomes for
general practice
The broad features of the designs applied in this research are presented in the next
section, Chapter 3, ‘Methods’. Chapters 3-7 also include a method section, expanding the
salient features of the design relevant to that each chapter.
GPs may perceive that the time commitment to participate in research is not
worthwhile.[11] Therefore, the design for the research was chosen to have minimal impact
on GP time and clinical duties, offer rewards for participation and produce outcomes
derived from general practice that could be of benefit to them. An improved outcome for
people living with dementia often depends on the GP linking the patient with appropriate
services.[12] Awareness of the value of dementia diagnosis and treatment facilitates this
process and can reduce stigma, another factor in improving patient outcomes.[13] To
measure this awareness and current practices in dealing with dementia, two short
questionnaires were prepared, one for health professionals especially GPs, and another
for their patients. The questionnaires were designed to be brief and participant friendly for
maximum response and to answer the research questions as well as gathering new
material from the participants own experiences and understanding.
Randomized controlled trials (RCTs) are widely recognized as the gold standard method
for producing evidence that may improve clinical outcomes. Sophisticated interventions
are not always possible in general practice where the daily demands of patients usually
take priority. My research used two RCTs to test simple interventions that could be applied
widely, one for GP patients and the other for the GPs themselves.
The results of the patient questionnaire was used as an outcome measure in a patient
RCT where the intervention was a waiting room pamphlet on dementia risk reduction. This
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one page pamphlet, ‘Mind Your Mind Dementia Risk Reduction Summary’ (MYM) is
available on the Alzheimer’s Australia public website for a free download.
GP computerized medical records provided the outcome for the GP RCT, using data
collected in ordinary consultations to provide the outcomes as well as an intervention of
clinical audit. GPs who participated in the RCT were offered a reward of 30-40 category 1
Professional Development points toward re-accreditation. These points recognize the
value of audit in maintaining clinical standards, an essential part of ongoing professional
development.
The computer data captured GP documentation of dementia diagnoses and memory
testing, as well as the patient consultations with people at risk of dementia due to age,
those aged 65 years and over. This data provided objective rather than subjective
outcomes to avoid the possible inaccuracy of self-report which may occur when answering
a questionnaire.[14]
Two interventions were applied separately and together in the GP RCT. They were an
educational workshop already prepared and trialed by the Royal Australian College of
General Practitioners (RACGP) and audit feedback where the proportion of patients aged
65 years and over with a

documented dementia diagnosis was compared with an

estimated prevalence of 5% in this age group.

1.6 Research questions
The questionnaires and trials were designed to answer the following questions:

1.6.1 For GP patients
i)

What do GP patients understand about dementia and its risk factors?

ii)

What expectations would they have of their GP if they thought they had
dementia?

iii)

Can we improve this understanding of dementia and its risk factors with a
waiting room pamphlet?
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1.6.2 For GPs
i)

What do GPs understand about dementia?

ii)

What do GPs perceive their role to be in managing the condition?

iii)

What services are currently being offered by GPs to their dementia patients?

iv)

Can education and/or audit feed-back improve GP documentation of dementia
diagnoses?

1.7 Research context
This thesis examines dementia from both the patient and the GP perspectives. Most of
the research has been conducted in North-Queensland in an area where at the time there
was no resident geriatrician and only one psycho-geriatrician in part time clinical practice.
This physician was the only specialist with an interest in dementia for towns up to 1000km
away. Smaller samples of data were gathered from other sites throughout Australia and
five sites in England for comparison, to determine whether results could have broader
application.

1.8 Analysis and presentation of results
Quantitative data were entered in SPSS software for analysis to measure frequencies,
assess the relationship between variables and compare the outcomes following
interventions. The results have been presented in medical journals read by GPs with
summaries in charts and figures for easy reference. Standard statistical tests were applied
to test the significance of the outcomes and where possible, ‘p’ values which are readily
understood by most GPs were used as a measure of significance.
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1.9 Current literature
(Paper 1, Appendix A)
A formal literature review on community dementia knowledge (chapter 3) precedes the
results of the original research in this thesis. Each chapter of the research outcomes
(chapters 4 - 7) also includes a background section that summarizes the published results
of similar research. Many articles were known to the author and further articles were
obtained through systematic reviews of PubMed database that was readily accessible via
internet in Mackay where the author lived, off-site from university.
The review process identified the paucity of research on dementia conducted in ordinary
primary care settings where community members consult with their GP, rather than
academic settings where a select population may consult. This contrasts with the
burgeoning research conducted in tertiary institutions on people with a known dementia
diagnosis. These ‘tertiary’ studies may present data from a select population who are
privileged in accessing specialist input during their dementia journey. Many people with
dementia in regional Australia will not have contact with specialists, depending instead on
their local GP for diagnosis and support. Community research on dementia support
systems again was most frequently conducted in the framework of a specialist dementia
team, a luxury that rarely exists in regional or rural Australia. Nevertheless, I have
conducted literature reviews to examine the evidence that can be applied in general
practice, even when specialist dementia services may be lacking. Of note, I found no
published papers on GP understanding of dementia risk reduction. This alerts us of the
need for raising GP awareness of dementia risk reduction strategies with potentially large
flow on effects for the communities they serve.

1.10 Research results
The research results have been presented in four chapters based on four papers
prepared for publication. Each of these commences with a paragraph presenting the
rationale for that research followed by a background summary. Specific features of the
methods precedes the results, outlining the salient features of the relevant research
design. A general description of the methodology is presented in Chapter 2.
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Outcomes from the questionnaires and interviews described and compared patient
experience and understanding of dementia and GP knowledge of dementia and perceived
role in providing care for these patients.
The patient RCT tested an intervention that might raise awareness of dementia risk
factors for the participating patients. This research was conducted in the GP waiting room,
introducing GPs and their staff to the concept of reducing dementia risk.
The GP RCT tests interventions that may raise the profile of dementia as a condition
that can benefit from active GP management. My Master’s research included descriptions
of patient experiences with their GP when dealing with dementia. My PhD research
expanded this topic to include data from any adult patient attending a GP, as well as data
from the GPs themselves. This produced a broader description of the perspective of GP
patients reflecting both real and perceived needs, and a picture of GP services from a
range of GPs, some of whom may have little interest or experience in dementia.

1.10.1 Dementia, who cares?
(Paper 2, Appendix H)
The first research paper compares health professional and patient perspectives of
dementia using health professional questionnaire responses and the results of qualitative
research from patient interviews. My Master’s research gathered the interview data from
patients with dementia and their carers living in Mackay, North Queensland. Qualitative
analysis found that patients’ dementia symptoms were often overlooked by the GP and
access to treatments and support was at times difficult to obtain.[15] These earlier results
were compared with the PhD research findings describing the health professionals’
perspective, balancing the voice of the patient with that of the health professionals who
provide their care.
A GP/health professional questionnaire distributed in North Queensland gathered data
on demographics, dementia knowledge and perceived roles in managing the condition.
The results described some of the health workforce providing dementia services and their
attitudes to and knowledge about dementia. The questionnaire data may have at times
reflected perceptions rather than actual facts. Nevertheless, this comparison allowed the
perceived role of health professionals in providing dementia care to be measured against
8

what the patients actually experienced. The outcomes were consistent with other research
findings that show most patients expected their GP to know about dementia but many
found difficulty in having dementia symptoms recognized and managed.

1.10.2 Dementia opportunities for risk reduction and early detection
in general practice.
(Paper 3, Appendix I)
The second research paper presents the outcomes of the patient RCT and the two
questionnaires, one distributed to any adult patient attending their GP and the other
distributed to GPs and their practice nurses.
The patient questions explored their understanding of dementia and its risk factors,
essential knowledge for potentially decreasing the incidence of dementia and encouraging
presentation of symptoms to enable appropriate management.
The health professional questionnaire explored GP and practice nurse understanding
of dementia and perceived role in providing dementia care.
The patient questionnaire results were used as outcomes in the patient RCT. The RCT
was designed to demonstrate how the simple intervention of an appropriate waiting room
pamphlet, the Alzheimer’s Australia ‘Mind Your Mind’ dementia risk reduction summary
(Appendix D), might improve patient understanding of dementia and its risk factors,
knowledge that has the potential to reduce the burden of dementia in the community in
future years. Importantly, this information could enable individuals to reduce their risk of
dementia and access timely support for symptoms.

1.10.3 Dementia diagnosis: a pilot RCT of education and IT audit to
assess change in GP dementia documentation
(Appendix J, Paper 4)
The third research paper presents the outcomes of a pilot RCT using the interventions
of GP education with and without clinical audit data to see if GP dementia case finding
9

activities and documentation of diagnoses increase. We already know that many GPs lack
confidence in diagnosing and managing dementia and this has prompted a range of
educational initiatives. In 2003 the Royal Australian College of General Practitioners
(RACGP) produced dementia guidelines ‘Care of patients with dementia in general
practice’, with the late Professor Charles Bridges-Webb a main contributor.[16] He
designed an interactive workshop to promote the guidelines, with questions arising from
a set of clinical scenarios answered by referencing the guidelines, (Appendix E).
Although GPs attend educational workshops to improve their knowledge, I was
interested in whether this knowledge translated into changes in practice, and if so, could
we effectively measure these changes. The late Professor Charles Bridges-Webb gave
permission for his workshop to be used as one of the interventions in my trail.
The second intervention was audit feedback, another standard tool used in professional
development, exploring the concept that feedback could reinforce educational messages
thereby leading to changes in practice.[17] Data in computerised medical records provide
a rich resource for research. This is often used in academic research but less often by the
GPs themselves. Collaboration with Chris Spagnolo, a systems engineer at Mackay IT
Solutions, enabled the development of software that would perform an audit from GP usual
medical records. Being aware of the inherent inaccuracy of GP data entry,[18] we targeted
prescription and billing data which has the highest accuracy, to identify patients diagnosed
with dementia and the GP patient population 65 years and over that was at risk of
dementia due to age. Our ‘clinical extractor’ software (Appendix G) was available on a
web site with instructions on how to perform the audit. The process took 10 minutes to
produce a written audit report, without interfering with normal computer use. All possible
diagnoses of dementia, Alzheimer’s disease and cognitive impairment were searched in
the ‘diagnosis’ and ‘reason for script’ fields to produce a baseline audit and repeated after
six months to measure change.
The rationale was that if a dementia diagnoses were documented, then the patient
would be more likely to receive appropriate support and treatment. Those GPs
randomized to receiving the intervention of audit, were supplied with their baseline data,
together with the predicted prevalence of dementia in their practice population, 5% of
those over 65 years.[19]
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The audit results were used as the outcome for the RCT, giving objective measurement
rather than self-report which is a less robust outcome often used in GP research. The pilot
project was conducted in Mackay and Townsville, North Queensland, where I was well
known to my colleagues, achieving excellent compliance and completion rates.

1.10.4 A larger GP RCT
(Appendix K, Paper 5)
A larger trial extended the pilot study to include an audit only group. The application of
a research protocol across large distances, a variety of practices and a range of software
packages highlighted the complexity of executing research in a setting of usual general
practice. The ‘Clinical extractor’ audit software developed for the pilot project proved
incompatible with many practice software systems and was abandoned in the larger
project. Instead the existing search engines in practice software were used to produce a
smaller audit that was possible in all practices. There were no significant outcomes in an
intention to treat analysis (N=56) which was confounded by poor compliance with protocol.
A smaller per-protocol analysis (N=37) showed a significant trend for audit to increase
dementia documentation. The trial validated the concept of research in usual general
practice, with results relevant to GPs in general.

1.11 Summary
The results of the literature reviews and my own research confirmed the important role
of the GP in meeting the needs of people living with dementia. The research provided a
description of community and GP understanding of dementia and its risk factors, and the
roles each can play in recognizing and managing dementia as well as implementing risk
reduction strategies. Additionally, the research tested interventions in two RCTs aimed at
improving both GP documentation of their dementia cases and patient understanding of
dementia risk reduction strategies.
Primary care has an important role in maintaining and improving population health,
benefiting from a focus on the person rather than the disease.[20] The GP is ideally placed
to address the needs of both the person with dementia and their carer(s). Appropriate
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management of dementia in a community setting should keep patients at home longer,
maximizing the declining quality of life for those living with dementia and minimizing the
expanding economic burden of dementia on health systems.

1.12 Conclusions
The topic pursued in my research was prompted by my experience of my own mother’s
dementia. Although the research was completed over two years ago and a formal literature
review added more recently, thesis writing has been frustrated by confirmation of the
diagnosis of dementia in my own husband a year ago. My experience was similar to that
of others who contributed data for this thesis. The diagnosis was not proposed by his
treating physicians in Mackay, Regional Queensland, where we lived. They focused on
treatable diseases. It was my lay friends from Alzheimer’s Australia who raised the subject
after having coffee with us. They knew about the disease. I was relieved to have other
people share my concerns.
My colleagues with whom my husband consulted had failed to discuss the possibility of
such a diagnosis despite medical consultations and admissions that could be explained
by his declining cognition. I had become part of the increasing chaos resulting from his
poor medication compliance, mismanaged bank accounts and frequent car repairs. We
sold up in Mackay and moved to Sydney a year ago to access the support that a major
city can offer.
Documentation of the dementia diagnosis has improved our quality of life. I now
administer my husband’s medication which includes donepezil, he drives a mobility
scooter rather than a car and has access to only his own personal bank account. Our new
young accountant knows about dementia - his grandfather had it. He listens respectfully
to my husband but acts on my instructions.
My own recent experiences confirm many of my research findings about dementia; that
those dealing with the disease may find the medical profession poorly responsive when
symptoms first appear, but friends in similar situations can be a great support. Research
to test the impact of peer support in dementia may be my next research project.
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Chapter 2 - Methods
2.1 Overview
This chapter describes the designs employed in the research, discussing the individual
methods used to collect the research data for each section of the research. The specific
details of the application of these designs precede the relevant results in chapters three
to seven.
The methodology was carefully selected to address community awareness of dementia
and its risk factors, focusing particularly on members of the community attending their GP,
and to encourage participation by GPs and their patients so that the outcomes would have
relevance to both. This ethnographic design begins with descriptive research about
current dementia knowledge and practices and leads to trials where interventions are
applied that may improve these.
The research was conducted in a primary care setting with a focus on ordinary general
practice so that the results could be applied in this context. This contrasts with most other
dementia research which may be conducted in academic practice where infrastructure
and participants may not be representative of general practices in a community setting.
The research addressed recognition and management of dementia as well as awareness
of strategies to modify dementia risk factors. Participants were a range of health
professionals involved in looking after patients with dementia, especially GPs, and the
patients consulting with them.
The data collected measured their different perspectives of dementia - its symptoms,
causes, prevention and treatment, thus acknowledging the role of both patients and their
health attendants in contributing to health outcomes.
The research used a mixed design. This included qualitative interviews undertaken prior
to commencing PhD studies, and PhD research that applied questionnaires, clinical audit
and RCTs. Literature reviews were included for comparison with the research results.
The rationale was to engage participants in considering ways of embracing healthy
ageing, as well as conducting scientific research.
Qualitative patient interviews were conducted during the author’s Master of General
Practice research and the results relating to GPs have been included in the first section of
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the results of the current thesis (Chapter 4). This enabled the patient experience in dealing
with dementia described in the Master’s thesis to be compared with the GP perceived role
in diagnosing and managing the condition, the initial research for the PhD thesis.
The descriptive data presented in this thesis consisted of both objective data extracted
from GP medical records and self-report in the form of two questionnaires, one for health
professionals and another for their patients.
This data also produced the outcomes for two randomized controlled trials, one for GPs
and another for their adult patients. These trials tested standard interventions currently
used in general practice, audit feedback and an educational workshop for GPs and a
waiting room pamphlet for their patients. The outcomes measured were changes in
dementia identification and documentation by GPs, and dementia knowledge and
awareness of its risk factors by patients.
The setting was multi-centered, with data gathered mainly from regional and remote
North Queensland, Australia but including other sites across Australia and five sites in the
UK. The randomized controlled trials recruited participants from North Queensland,
Australia, an area spanning 1000 km, with the addition of a small sample of patients from
UK in the patient RCT.

2.2 Literature review - community dementia knowledge
(Appendix A)

2.2.1 Registration
The review was registered with the International Prospective Register of Systematic
Reviews, registration CRD42013005668, http://www.crd.york.ac.uk/PROSPERO

2.2.2 Overview
The review aimed to synthesize the results of published studies about community
dementia knowledge, presenting a broad view of community perceptions about dementia,
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its risk factors and the ways in which this knowledge was acquired. The rationale was that
adoption of evidence by communities that might improve their dementia health outcomes
or reduce their dementia risk may be influenced by the underlying assumptions about
dementia held by the people concerned.
Only one database was explored, PubMed, which was a readily accessible free search
engine that sourced articles from MEDLINE database of references and abstracts on life
sciences and biomedical topics. Articles about communities were considered likely to be
well represented in a community accessible database. PubMed also contributes to other
databases such as Ovid, Dialog and EBESCO, establishing itself as a reputable database
for initial exploration. If insufficient studies were found, then there could be a need to
search other databases.

2.2.3 Compilation of publications and qualitative meta-summary
The studies examined explored the dementia knowledge of population samples from a
wide range of communities in many countries and also from occupational cohorts including
clergy and doctors whose dementia knowledge might impact on their services to
communities.
Selection criteria required that the papers contained data about community knowledge
of dementia and its risk factors. Duplicate papers and papers discussing diagnosis,
treatments and care pathways were excluded. Papers from the same study that presented
different data were included.
In summary, a search of Pub Med data base using the MeSH terms ‘dementia’ AND
‘community’ AND ‘knowledge’ yielded 361 papers. Screening of the titles lead to selection
of 46 abstracts and one letter. Examination of the titles in the bibliographies of these
papers produced a further eight abstracts for screening. Thus 54 abstracts and one letter
were screened from which 47 papers were selected for further screening. To these were
added ten papers from the authors own knowledge. A final 43 papers and one abstract
(paper in Japanese) were selected for review. (Figure 1, page 37)
Analysis of the study outcomes was achieved by presenting the characteristics of each
paper in a table that documented yes/no whether important features were deemed to be
present by the author. These included the relevance of the study, the appropriateness of
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the method and references, whether the results showed that the objectives of the study
were met and whether the conclusions related to the results presented. (Table 3, page 42)
Synthesis of the results of the papers by reading them many times produced the themes
that lead to the results and discussion of the review.

2.3 Patient interviews
These were conducted prior to PhD studies as research for a Master of General Practice
studies. The Masters course commenced in New Zealand through Otago University, and
was carried out over 5 years. The author moved to Australia where the final two years
consisting of a research thesis were completed as a distance student. Thus the interviews
and data collection were conducted independently by the researcher, with supervision and
mentoring via internet with a supervisor in Otago. This inevitably limited the value of the
interpretation of the interviews, but with experienced supervision and as an early
researcher, the exercise was a learning opportunity and the results interesting.
The complete methodology for the Master’s Thesis is included in Appendix L. A section
of the methodology relating to research used in the PhD Thesis is presented here for
completeness. Thus the relevant outcomes of the Master’s Thesis were included for
comparison in the first section of the PhD results.

2.3.1 Setting
The research was conducted in Mackay, a regional city in North Queensland where at
the time there was no specialist geriatric service, no formal dementia services and no
Alzheimer’s Association.

2.3.2 Aims
The aim was to describe community experiences and perceptions about dementia,
particularly those concerning admission of the person with dementia to a care facility. The
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hypothesis was that if the reasons for admission could be identified, then strategies may
be devised that could reduce the number of people requiring admission.

2.3.3 Sample recruitment
The interviews were conducted by the author with people in the community who had
experience with dementia, either as a patient or a carer. However, there was no place in
Mackay where people with dementia gathered, except in nursing homes. A sample
gathered from nursing homes would exclude those who had not used residential care, with
the potential to generate biased data. Therefore, colleagues were asked if they would
select potential participants from their own practice populations. Selection criteria required
patients who had experience of living with or caring for someone with dementia who might
be willing to discuss their experiences. My colleagues distributed an information and
consent form to these patients, all of whom agreed to participate and were keen to talk.

2.3.4 Interview method
Participants were invited to discuss ‘reasons for people with dementia being admitted
to a care facility’. The research aimed to conceptualize these reasons in order to develop
strategies to keep people at home. Twenty interviews were conducted around twenty
patients (cases) identified by their GPs as having dementia. Thirty-seven people
(respondents) participated in the interviews consisting of people with dementia, their
informal carers and families.
Although the participants were given a topic to discuss, the interviews were non-directed
by the author to encourage participants to volunteer issues that were of most importance
to them or foremost in their minds. All participants had a lot to say about their dementia
experiences and many unexpected themes arose.

2.3.5 Analysis
The interviews were transcribed to provide the data for analysis. Analysis was by the
qualitative method of immersion crystallization where the transcribed interviews were
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examined many times to identify themes that best described the participants’
experiences.[21] Applying the method of grounded theory, these themes were explored to
explain the participants’ experiences and concerns as well as their resulting actions. Thus
grounded theory developed new concepts and hypotheses, the reverse process of
research based on an existing hypothesis. Participant experiences were validated by
turning them into scientific evidence prompting the research presented in this thesis.[22]

2.3.6 Results
Although the aim was to identify reasons for admission to a care facility so the strategies
could be proposed to keep people at home, the outcome found that admission was an
inevitable part of the dementia journey unless the patient had limited mobility and a
dedicated person to provide care.
Patient experiences and perceptions produced a range of themes related to dementia.
The emergent themes relating to provision of health services for people dealing with
dementia lead to the hypothesis that patient expectations of dementia care by health
professionals may not match the perceptions of these people in providing these services.
To test this hypothesis, the results of these interviews are compared with the results from
health professional questionnaires as the first part of the PhD research.

2.4 Questionnaires (Appendices B, C)
Two brief questionnaires were prepared, one for GP patients and the other mainly for
GPs but including some other health professionals. Ethical approval was obtained in
Australia but was not required by the National Health System Ethics Committee in UK as
participants were adult, participation was voluntary and responses de-identified.
The questionnaires targeted topics arising from the patient interviews such as for
patients – ‘Where did you learn about dementia?’ and ‘Whom would you seek help from if
you thought you had dementia?’ and for health professionals – ‘Do you consider your
dementia knowledge adequate?’ and ‘Do you want to look after people with dementia?’
They also included questions about knowledge and attitudes toward dementia that might
explain the actions people took when faced with a diagnosis of dementia. Thus information

18

was gathered on demographics, current dementia knowledge, attitudes toward dementia,
perceived actions in dealing with the problem and awareness of dementia risk factors.
A range of question styles were employed to gather both specific responses from a
choice of answers and new data from questions requiring free text string answers. There
was no funding to reward participants for their contribution so the design facilitated
participation by being brief and specific.[23]
Advice on the content and design of the questionnaires was obtained from staff at
Alzheimer’s Australia, Townsville branch, members of the community using the
Alzheimer’s Australia services, GPs and fellow research students Jordan McAfoose and
Grant Sinnamon. The questionnaires were piloted with six GPs and six patients to test for
clarity and acceptability.
The health professional questionnaire was initially distributed to practitioners in North
Queensland who might be involved in managing people with dementia, those attending
dementia information sessions and GPs in general. The questionnaire was then revised
for distribution to GPs and their practice nurses across Australia and also UK. (Appendix
C) In order to keep the one page format, some questions were replaced with new
questions that specifically addressed GP tasks and explored in greater depth data
gathered in the earlier distribution. GPs confirmed a one page questionnaire was the most
they would consider completing. The health professional questionnaires were distributed
in 54 sites across Australia and five sites in England, the largest sample from regional
Queensland (74%).
The research examined GP management of dementia and therefore the patient
questionnaires targeted GP patients rather than the community in general, although we
could expect most members of a community to also be at some time a GP patient. The
patient questionnaire was distributed in GP waiting rooms in 22 practices at 11 sites in
regional Queensland and in four sites in England. This questionnaire was designed to be
completed in the limited time either before or after a consultation. Therefore short spaces
were provided for free text answers to encourage immediate responses that came to mind
rather than in depth answers that could be influenced by input from others. Patients
willingly completed the questions and none complained that they needed more space.
String answers allowed for descriptive responses with multiple themes. Thematic
analysis of these themes produced a range of topics from the string answers, with more
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than one topic possible in any string answer.[24] Analysis using SPSS software (IBM, St.
Leonards, NSW) enabled each topic to be transformed and recoded into a new
dichotomous variable with ‘mentioned’ and ‘not mentioned’ answers. For example, a free
text string patient response to the question: ‘How could you reduce your risk of dementia?’
could be ‘crosswords and good diet’. This would be transformed into two new variables
recoded as ‘mentioned mental exercises’ and ‘mentioned good diet’ with ‘yes/no’ answers.
Frequencies of answers were measured, and the results compared using Chi-square
test with p≤0.05 indicating a significant difference in responses for country, age and
gender and between some answers.

2.4.1 The GP/health professional questionnaire (Appendix B)
This was designed to capture demographics, understanding and perceptions of
dementia, referral and treatment practices and preferences in dementia management.
An initial questionnaire was distributed in North Queensland to health professionals
attending dementia forums and GPs. Some of the questions were then modified for wider
distribution to GPs and practice nurses. The questions were presented on one side of one
page for quick completion and fax return if needed.
The date of graduation was used as a proxy for health practitioner age. Distribution
through GP networks was successful in Mackay and Townsville where, as Medical Advisor
for the Mackay Division of General Practice, the author was well known to my colleagues.
Further distribution of these questionnaires was undertaken during practice visits and at
medical forums. Although all GP networks across Australia were invited by phone, email
and post to participate, the only positive responses were from the two local networks of
which the author was a part. This may reflect the priorities of general practice where
dementia presentations represent and small proportion of consultations, 0.4%,[25] and
many health professionals feel that they have little to offer these people anyway.[1]

20

2.4.2 The patient questionnaire (Appendix C)
A questionnaire was prepared for adult patients attending their GP, to be answered
while they attended the practice to capture their understanding of dementia and its risk
factors. The questions were designed to explore awareness of dementia and the way in
which this knowledge was acquired. A set of questions was prepared and discussed with
people attending the Alzheimer’s Australia (AA) Office in Townsville, North Queensland.
Input was sought from Jordan McAfoose and Grant Sinnamon, fellow PhD students with
backgrounds in psychology. A final questionnaire was tested with people attending AA
Townsville.
To increase the likelihood that the answers came from participants themselves rather
than other sources, the questionnaire was brief, anticipating completion while participants
waited to see their GP. This limited opportunities for discussion with others or access to
the internet. The aim was to capture patients’ immediate thoughts about dementia and to
record those concepts foremost on their mind in a one page questionnaire that gave
opportunity for both yes/no and free text responses.
An information sheet and consent form were distributed to GPs and practice managers
in practices in North Queensland that were located in areas accessible to the author during
the PhD research. Four sites in England were also accessed when the author was visiting
other dementia research centers as part of her studies. The main overseas site was a
practice in Hertfordshire where the author had previously worked as a principal GP. All
practices that were approached agreed to participate.
Practices were visited by the author at arranged times so that adult patients could be
offered the questionnaire while they waited in the waiting room to see their GP. They were
told their answers might ‘increase GP understanding of how to help people with dementia’.
Only one patient declined to participate.
The questionnaire was headed ‘We are surveying people throughout Australia about
their understanding of dementia and its risk factors’. The words ‘throughout Australia’ were
removed for distribution in England. The questionnaire was designed to capture
community understanding of dementia and its risk factors, and expectations for diagnosis
and management, should these services be needed.
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2.5 Practice Data
2.5.1 Overview
All participating practices used computerized software to document appointments,
billing and consultations. Any written records were not accessed, focusing instead on
computer data recorded during usual practice activities. All practice software included
search engines that could produce a minimum data set of the number of patients at risk
of dementia due to age, those aged 65 years and over or 75 years and over, seen in a
given time period by participating GPs, and the number of documented dementia
diagnoses in this cohort.

2.5.2 Software
All but five practices used a range of versions of Medical Director software with which
the author and her IT consultant were familiar. Therefore, a protocol was set for data
extraction from Medical Director software and the same protocol adapted for use with
different software so that comparable data could be extracted. The Managers of the five
practices with different software undertook data extraction for the project to meet the
protocol requirements.

2.5.3 Practice participants
Participants were individual doctors and data was extracted from the practice database
for each participating doctor. In Medical Director software, the number of documented
‘diagnosis of dementia’ was obtained by searching the data base under ‘search’ and
‘patient’. This opened a field where the age range could be set for a search of patients
‘≥65 years and ≥ 75 years, the participating doctor selected and a time period that patients
had been seen.
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2.5.4 Pilot data
A pilot project selected a two year period prior to intervention and a seven month period
after intervention. The two year period was proposed to define the ‘current active practice
population’ in the defined age groups and the seven month period post intervention was
limited by the time demands of the RACGP Informatics funding grant, but expected to
capture a consultation by most patients in the older age group as this age group consult
about four times a year. The larger GP trial that followed adopted two six month periods
for audit, before and after intervention. Thus the older patient population at risk of
dementia by age seen by the participating doctor for a given period was defined.
To identify those with a diagnosis of dementia, another search added ‘condition’ of
‘dementia’ (all types selected) and ‘Alzheimer’s Disease’. Additionally a search was
conducted under ‘currently taking drug’ and ‘previous script for drug’ with the names of the
acetylcholine esterase inhibitors inserted. These drugs can only be prescribed for people
diagnosed with Alzheimer’s Disease. A calculation was made for the proportion of people
with dementia by using the number of dementia diagnoses divided by the population ≥ 65
years seen by the participating doctor for the given time period.
For the five practices using other software, the practice manager extracted the data
using the above protocol.
Additional data were extracted in the pilot project from 14 practices in North Queensland
using Medical Director software. The project developed an audit tool, ‘Clinical Extractor
software’ (Appendix G) designed for the pilot trial and further described in section 2.5.6.

2.5.5 Data for larger trial
In the larger trial, two large practices used software that did not provide data for
individual doctors, only for the practice as a whole. Fortunately, all the GPs in these two
practices participated in the project allowing data to be divided by the number of
participating doctors to produce figures for each individual doctor. Although this was not
necessarily a correct description of each doctor’s activities, the derived individual data was
able to contribute to the analysis as it represented GPs from the same practice who had
been cluster randomized to the same intervention.
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Even though the data extraction determined the older patients seen by the participating
GP, it was not possible to determine which GP in a group practice documented the
dementia diagnosis. However, as older patients prefer to consult with the doctor they know
best, it was assumed that older patients consulting with the participating GP during the
trial were likely to have also been managed and diagnosed by this GP.

2.5.6 Clinical Extractor Software
This tool was developed to extract audit data in the GP pilot RCT in Mackay and
Townsville, North Queensland. The software was loaded onto a website where it could be
accessed and downloaded. The extractor collected de-identified data from records stored
in Medical Director Software (MDS). Data extraction took 10 minutes and produced a
written report.[26]
The data collected for each GP were for a given six month period, for the periods before
and after the trial began. This included:
i)

Number of consultations for patients aged 65 years and over and 75 years
and over.

ii)

The number of annual health assessments (AHA) for patients aged 75 years
and over billed to medicare.

iii)

The number of patients consulting aged 65 years at greater risk of dementia
due to chronic disease - respiratory, cardiovascular or endocrine disease or
seen more than eight times in one year, and the number of these with a
dementia diagnosis.

iv)

The number of Mini Mental State Examinations (MMSEs) documented in
electronic medical records for the population aged over 65 years seen by the
participating GP in the given time (MMSE was included in Medical Director
software).

However, this tool was not used in the larger trial due to compatibility problems with the
range and versions of practice software used across regional Queensland.
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2.6 Randomized controlled trials
2.6.1 Overview
Two RCTs, one for GP patients and another for GPs themselves which included a pilot
RCT. The RCTs tested standard interventions used to improve knowledge and change
practice; a waiting room pamphlet for patients and an educational workshop with or
without audit feedback for GPs.
Reporting of these trials in chapters 5,6 and 7, followed the CONSORT guidelines for
randomized trails.[27] Thus each RCT begins with an abstract which is followed by a
background discussion, a method which focuses on specific features of the design
including a flow diagram of sample selection and random allocation, the results, and
concludes with a discussion.

2.6.2 Patient RCT
2.6.2.1 Overview
This randomized controlled trial tested the intervention of a pamphlet about dementia
risk factors (Appendix D) on the responses from GP patients to a dementia questionnaire.
The trial was designed to mimic as closely as possible the usual patient behavior in use
of waiting room pamphlets. Therefore no attempt was made to instruct or monitor
participants in the way the information was read, instead delivering the information
informally as a pamphlet for their possible attention while waiting to see the doctor.

2.6.2.2 Rationale
The Alzheimer’s Australia ‘Mind Your Mind’ dementia risk reduction summary (MYM)
was used as the intervention pamphlet, attaching it to half the patient questionnaires and
then randomly distributing the questionnaire either with or without the MYM information.
The questionnaire responses then additionally showed the impact of a waiting room
pamphlet on patient understanding of dementia and awareness of risk reduction
strategies. Although the impact of this intervention on general practice processes was not
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measured, GPs and staff expressed interest in reducing their own dementia risks, a
concept that was new to many of them.

2.6.2.3 Intervention (Appendix D)
Alzheimer’s Australia kindly gave permission to distribute their recently prepared
dementia risk reduction summary. ‘Mind Your Mind’, (MYM) as an intervention in this
study. The summary was headed ‘Mind your mind to keep your brain healthy’ and in one
page gave a clear message about dementia risk factors under the headings of brain, diet,
body, health checks, social life, habits and head. The document was available for free
download from the Alzheimer’s Australia website.

2.6.2.4 Design
The practices were visited by the author at pre-arranged times to personally distribute
the questionnaires to any adult patients seated in the waiting room. The randomization
was achieved by distributing questionnaires from a shuffled pile, half of which had the
MYM information attached. Patients receiving the questionnaire without the MYM
pamphlet formed the control group. The questionnaires were marked to identify those that
had the pamphlet attached and those that did not. (Flow chart - Figure 4, p102)

2.6.2.5 Outcomes
Questionnaire responses provided the outcome data. All responses were analyzed to
provide a description of patient understanding of dementia. Additionally, the responses of
patients receiving the pamphlet were compared with the responses of patients without the
pamphlet. The outcomes described the effect of a waiting room pamphlet on patient
understanding of dementia and dementia risk reduction strategies.
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2.6.2.6 Analysis
Patient answers to the questionnaire were analyzed for the impact of the pamphlet
intervention using Pearson’s Chi-squared test for independence of the answers from
patients receiving the pamphlet before or after completing the questionnaire. The odds
ratio (OR) compared results between groups, a significant result required p≤ 0.05, and
95% confidence interval (CI) did not include 1.

2.6.3 GP RCT
2.6.3.1 Overview
Firstly, proof of concept was tested in a pilot trial with 18 GPs at two sites in North
Queensland and secondly a larger trial expanded the project with 56 participating GPs
from 16 sites in North Queensland.

2.6.2.2 The pilot project
Overview
Due to the sample size, the interventions of education alone and education with audit
feedback were applied, omitting an intervention of audit alone. The participants consisted
of GPs in the North Queensland towns of Mackay and Townsville who accepted an
invitation to participate in a dementia project. The GPs in Mackay were randomly assigned
to the two intervention groups with GPs in Townsville 330 Km away providing a control
group to limit leakage. Thus the trial did not meet the CONSORT conventions for a
randomized trial, as only the intervention groups in Mackay were randomized.
Pre-intervention baseline data was collected from all participating doctors including
those in Townsville and compared with data collected seven months after intervention to
produce the RCT outcomes. This data consisted of an audit of computer medical records
for case finding activities and diagnosis of dementia. The Townsville GPs were offered
their data (audit feedback intervention) and the educational intervention workshop at the
end of the trial. The trial was approved by RACGP for 30 category 1 accreditation points
toward professional development.
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Participants
The participants were GPs practicing in Mackay and Townsville, two towns in North
Queensland separated by about 350 Km. Inclusion required that participants were looking
after the same patient population at the beginning and end of the trial allowing seven
months from pre intervention to post intervention data collection, that they included
patients aged over 65 years in their practice populations and that they used computerized
medical records. An initial 23 GPs enrolled in the trial with 18 completing.

Interventions
The interventions consisted of:
i)

Education - a two-hour RACGP GP Dementia Quiz workshop (Appendix E)
with pre-reading (Appendix F). Participating GPs in Mackay were invited to
attend the workshop and were provided with pre-reading of a two page
summary of the guidelines,([16] and current evidence on dementia risk
reduction. The workshop had been prepared and evaluated by the RACGP.
The aim of the workshop was to introduce GPs to the RACGP Dementia
guidelines by directing them to the appropriate pages of the guidelines for the
quiz answers. Each participant was supplied with a copy of the guidelines at
the workshop.[28]

ii)

Education together with audit (Appendix G): The audit was performed twice
by practice staff assisted by myself or my IT consultant; first in the month prior
to interventions (baseline, used for audit feedback intervention) and second,
seven months after the interventions (post-trial). The difference between the
two audits provided outcome data. All audit data was extracted from electronic
medical records and billing packages and reflected data entered during usual
practice activities. Seventeen practices used Medical Director/Pracsoft (MD)
software versions 2 and 3 and one used Practix software.

28

Data
Data was taken from practice electronic medical records to provide both the intervention
of audit feedback (pre-trail audit at 0 months) and the outcome data (the difference
between audit at 0 months and 7 months later after intervention). A seven month post
intervention time frame was considered acceptable as older patients average four GP
attendances a year [29], suggesting all may attend in a seven-month period. The data
collected related to patients aged 65 years and over, at risk of dementia by age, who were
seen during the two periods before and after the trial commenced by the participating GP.
Data was collected using one of three methods:
a)

Data extraction tool (Clinical Extractor) applied by an IT technician. (MD2)

b)

Data extraction tool downloaded from website by practice staff. (MD3)

c)

Data collection by practice staff using inbuilt search software. (MD2/ Practix).

The intervention of audit feedback consisted of data analyzed by the author that was
posted to randomly assigned GPs in the week following the education workshop. The audit
feedback consisted of an indexed file of six charts containing data from all participating
GPs and a covering letter stating:
You have been randomly selected to review the computer data that has been
extracted from general practitioners’ computer systems. You can identify your data
from your record number, which is: ‘X’ (dedicated number for each participant).
Charts provided for feedback:
i)

Patients attending GPs in age groups at risk of dementia (65 years and over).

ii)

Patients in this age group with additional risk factors for dementia due to
chronic disease.

iii)

Number of health assessments billed for patients aged 75 years old and over.

iv)

Number of MMSE tests recorded in Medical Director.

v)

The number of diagnoses of ‘dementia’ recorded in Medical Records.

vi)

Number of predicted dementia cases (5% of patients aged 65 years and over).
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Randomization
GPs in Townsville were automatically assigned to the control group, receiving both
education and outcome audit feedback at the end of the trial. Thus the trial did not meet
the CONSORT conventions for a randomized trial, as only the intervention groups in
Mackay were randomized.
Participating GPs in Mackay attended the educational workshop at the beginning of the
trial where they were randomly assigned to baseline audit feedback at the beginning of
the trial or outcome audit feedback at completion of the trial by taking from a bowl a piece
of folded paper containing an orange or green sticker. The green sticker allocated them to
audit. Only two participating GPs were from the same practice. Fortunately they were
randomized to the same intervention, thus avoiding leakage in their workplace. (Flow
Chart – Figure 5, p 114)

Tools
The ‘Clinical Extractor’ software tool collected de-identified patient data from Medical
Director software for a given time period, to produce baseline and post intervention data.
The Clinical Extractor produced a one-page report (audit) for each participating GP for a
given time period. The details of the data extracted are found in section 2.5.6.

Analysis
De-identified patient and doctor coded data was entered in SPSS software for analysis.
A complete data set was collected for the outcome variables of pre- and post-intervention
active practice populations aged 65 years and over and 75 years and over and their
recorded dementia diagnoses. The distribution of the outcomes was skewed so the
Kruskal-Wallis test was applied to compare the ranked means of documented dementia
cases in each intervention group and the Wilcoxon test to compare non-parametric paired
data before and after the intervention.
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Power calculation for larger trial from education and audit pilot N=18
The outcomes of the pilot project measuring change in dementia documentation with
two intervention groups and one control group were used to calculate the participants
required for a larger trial. This produced a number of 65 GP participants for a power of
0.80 and alpha ≤ 0.05. However, the larger trial required that participants were cluster
randomized by location due to the large distances between sites and limited project
resources. These clusters were then randomized to one of four groups: education, audit,
education plus audit and control. Both the clustering and increased number of groups
increased the desired number of participants to 80 if power of 0.80 were to be achieved.

2.6.2.3 A larger GP RCT
Overview
This study evaluated the effect of education and / or audit on the proportion of patients
aged 65 years or over documented as having dementia by their GPs. The participants
were GPs cluster randomised into four different groups: education, audit, education plus
audit or neither.

Randomization
The pilot project had highlighted the importance of randomizing GPs from the same
practice to the same intervention to avoid leakage between GPs working together who
might otherwise have been assigned to different interventions. For this reason, together
with the large distances between sites, prompted the decision to cluster GPs by practice
or geographical area for randomization. This cluster randomization also contained costs
and facilitated data collection and delivery of the interventions, in particular the 16
educational workshops for all participating GPs. (Figure 9 page 132) Thus 16 clusters of
GPs were randomized using Microsoft Excel software to create random numbers
allocating them to one of the four groups. These consisted of control (usual practice), or
the interventions of education, clinical audit or both. The randomization process did not
allow for equal numbers of GPs in each intervention group and each cluster was a different
size. There was no concealment as the project information sheet describing interventions
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was distributed to GPs as part of their invitation to participate. Each workshop was
provided at a site and date that suited the cluster randomization.

Interventions
The education intervention was the same as for the pilot project.
The second intervention of clinical audit feedback was simplified from the pilot project
to accommodate the different software used in the participating practices. It was also
thought that a simplified audit might have wider acceptance by ordinary GPs due to
practice priorities, enabling the outcomes of the research to have greater impact.
The new audit consisted of the number of dementia cases documented in GP computer
records for patients aged 65 years and over consulting in the six month period prior to trial
commencement. In addition to the audit figures, GPs were given for comparison an
estimate of the number of possible dementia cases in this population, assuming a 5%
prevalence rate which was gathered from European data.[30]

Data collection
The problems encountered in the pilot project extracting comparable data from a range
of medical record software were likely to be magnified in a larger project. Therefore
considerable efforts were made to maximize complete data collection by collaborating with
practice managers as well as the GPs. However, despite this, two large practices of 6 and
7 GPs respectively produced pooled data for all their GPs, rather than individual data. The
medical record software used by these practices did not produce reports for individual
doctors. Thus the pooled data from these practices were divided by the number of
contributing GPs to produce audit data for individual doctors.

Analysis
IBM-SPSS version 20 was used for statistical calculations. The audit data at baseline
and six months later provided the outcome measure, the change in proportion of patients
aged 65 years and over documented with a dementia diagnosis. Some GPs had less
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dementia cases documented in the population seen 6 months after baseline, than a
population seen 6 months prior to baseline. This resulted in negative outcomes with a
change (difference between documented dementia cases at 6 months and 0 months) that
was positively skewed which was corrected using a rank transformation with Blom’s
formula.[31]
The impact of education and / or audit on this transformed change was estimated for
these interventions separately and jointly in a two factor analysis of variance using a linear
regression model with audit and education as independent dummy variables. An
interaction variable of education and audit was also used. The model also adjusted for
years in practice (greater or less than 20 years) and medical training (Australian or
International). Analysis was made both as intention to treat and as per protocol.

2.7 Key Points
The design included


Interviews with people dealing with dementia - qualitative analysis



Questionnaires for adult patients - description dementia literacy



Questionnaires for health professionals/GPs - description perceived role in
managing dementia cases



Practice data from electronic medical records - objective data of practice (audit)



A patient RCT testing a waiting room pamphlet on dementia risk factors - patient
dementia literacy



A GP RCT testing a dementia educational workshop and audit feedback of
patients with a documented dementia diagnosis - changes in dementia case
finding/documentation
o

Pilot with 18 GPs

o

Larger project with 56 GPs
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Chapter 3 - Literature review on community dementia
knowledge
(Appendix A)

3.1 Rationale
In order to help people in the community deal with dementia and reduce their risk for
the condition, we should first acknowledge their existing beliefs. This review selects
published papers that explore community understanding of dementia as well as
perceptions of how symptoms might present or be disclosed. It also includes papers
describing awareness of dementia risk reduction strategies.
Help seeking behavior impacts on timely dementia diagnosis which may improve the
quality of life of those dealing with the illness. Improved management of chronic diseases
and lifestyle changes may reduce dementia prevalence or delay the onset of symptoms.
Both the diagnosis of dementia and implementation of risk reduction strategies are
facilitated by collaboration between the patient and their health attendant.
Therefore the literature review ‘community dementia knowledge’ has included health
professional attitudes and knowledge where it influences community presentation and
responses. General practice should provide a safe and supportive environment for
discussions on dementia and its risk factors.[32]
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3.2 Introduction
Dementia is commonly perceived as an incurable condition that occurs in older people
for which little can be done.[33] However, increasing evidence challenges this view.
Although dementia is more common in the elderly, young people can be affected and
lifestyle changes and treatments earlier in life may reduce the incidence or delay the
onset.[2] Community perspectives of dementia may influence adoption of risk reduction
behaviors as well as help-seeking behaviors for management of symptoms.[34, 35] Poor
health literacy may restrict navigation of health networks. This may negatively impact on
access to health services and efficacy in using them.[36]
A systematic review of papers describing community knowledge and perspectives about
dementia is currently lacking. The outcomes of such a review may assist the health system
in responding appropriately to the needs of people dealing with the illness.
The aim of this review was to include publications presenting data from a range of
sample populations, producing evidence for ways to improve dementia knowledge,
addressing both knowledge gaps and the processes that may best bridge these. The
results of such a review may prompt discussions about the practical and clinical
implications of community dementia knowledge.

3.3 Method
The selection criteria for papers to be included in the review required that they contained
data on community knowledge about dementia and that research papers included an
abstract. Duplicate papers and papers discussing diagnosis, prevalence, treatments and
care pathways were excluded. Papers from the same study that presented different data
were included. A time frame of ten years was chosen so that outcomes might reflect more
recent knowledge and only papers published from 2003 were screened.
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Firstly, a search was conducted in May 2013 of PubMed data base, which combines
MEDLINE and other life-science journals, using the three Medical Subject Headings
(MeSH) terms ‘dementia’ AND ‘community’ AND ‘knowledge. This yielded 361 titles.
(Figure 1)
Secondly, the titles of the 361 papers were screened to exclude those that did not relate
to the selection criteria. This produced 47 titles which were considered relevant and a
further eight titles were identified by examining the bibliographies of these papers. Thus
54 abstracts and one letter were selected for further screening.
Thirdly, the selected abstracts and letter were screened to identify those that described
community dementia knowledge and behaviors relating to that knowledge. After review,
one abstract in German and seven that did not meet selection criteria were excluded
yielding a total of 47 papers for screening.
Fourthly, the papers themselves were read to identify those that met the selection
criteria. Ten containing no community data and three duplicates were excluded. A further
ten papers known to the author were added to the review. Thus 43 papers were finally
selected for review and one abstract (paper in Japanese) that contained data of interest.
All papers describing community dementia knowledge were included, assuming that
since they had been published, they would contain information of value. The accuracy of
the described knowledge could not be assessed but thematic analysis identifying recurring
outcomes in different studies supported the credibility of the papers selected. Although the
review searched only one data base, the yield of relevant research in a range of journals
provided a broad set of data for review.
The outcomes were listed under the two main emerging themes of ‘community dementia
knowledge and beliefs’ and ‘pathways and barriers to this knowledge’. Two sub-themes
developed of ‘behaviors’ relating to knowledge and beliefs, both dementia help-seeking
and risk-reduction, and ‘epidemiological variables’ that influenced the pathways and
barriers to dementia understanding. This led to a discussion about the health implications
of community dementia knowledge, both clinical and practical, and strategies that might
raise community awareness about dementia. (Figure 2, page 43)
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Identification

Full-text articles

Records identified

known to author

Pubmed database search
(n = 361)

(n = 10)

Screening

Titles excluded
37 dementia education
121 diagnosis
Additional titles
from bibliographies

156 dementia care

Titles selected
(n = 47)

(n = 314)

Screening

(n = 8)

Abstracts screened
(n = 54) + one letter
Abstracts excluded
7-no community data

Screening

1-German language
(n = 8)

Abstracts selected
(n = 46) + one letter

Full text articles assessed for eligibility
(n = 57)

Full-text articles excluded
10-no community data
3 duplicate data

Included

(n = 13)

Studies included in synthesis
43 papers + 1 abstract
(n = 44)

Figure 1 - Flow diagram of papers selected (PRISMA diagram)
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The publications were sorted by subject, lead author, publication date, country, sample
size, population focus and design enabling identification of different publications from the
same study. Papers presenting different outcomes from the same study were included in
the synthesis. The papers were further grouped according to year of publication, country,
sample size and source to describe the range of papers included.
The papers were described as ‘survey’ when a set of questions generated the study
data, and as ‘interview’ when free discussion with one or more individuals produced the
results. Papers combining the results of several studies were described as reviews.
Papers describing data from convenience rather than random samples were also
identified.
Due to the range of methodologies and sample populations, meta-analysis was not
possible. Instead, the scope of the material synthesized was assessed under headings
describing specific characteristics of the methodology and reported outcomes of each
paper. Risk of bias was assessed by comparing the aim, and appropriateness of the
design to the outcomes for the community sample participating in the study.
The lead author sorted the outcomes of each paper into themes using qualitative metasummary to present the qualitative and quantitative findings under relevant headings.[24]
This thematic analysis was undertaken by the author under the guidance of three
supervisors to provide the outcomes of the review. The process involved reading the
papers many times to identify underlying themes that best described community dementia
knowledge and pathways to that knowledge. Recurring themes in different papers
contributed to the outcomes of the review. (Figure 2, page 43)

3.4 Results
3.4.1 Publications selected
The 44 selected papers described 42 studies which included 23 surveys, five interviews,
four focus groups, two longitudinal studies and one letter. (Table 1)
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Table 1 - Summary of selected studies
Design
Reviews
2013

Year
published

2

Interviews Focus Groups Other
1

5

1

2011

1

3

1

5

1

4

1

4

2010

1

2

2009

1

2

2008

1

4

1

2

1

2003-2006

2

4

Australia

2

7

Canada

1

1

1

10

3
6

1

1

1

2

13
4

Europe

1

1

Japan

2

2
3

2

1

USA

2

6

1

1

2

1

1

1

11
1

Israel

1

1

France

1

1

Spain

1
1

N <10
Sample size N = 100-1000
N >1000

1
1

3

1

2

1

4

5

12

1

2

10

Not given
PubMed

1

19

2

14

2
6

Bibliographies
Known to author

1

2

N = 11-99

8

42

1
1

Germany

42

7

1

Brazil

Total

2

China

UK

Total

3

2

Greece

Source

Sub Total

2012

2007

Country

Surveys

4

4

2
2

8

24
8

1

7

1

7

23

5

1
4

42

3

42

10
42
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3.4.2 Quality of Papers
All of the selected studies described or measured dementia knowledge and/or beliefs
with data obtained directly from members of the community. Convenience samples
provided the data for fourteen studies and fifteen other studies targeted specific population
groups. Only thirteen studies described random population samples. (Table 2)
Nevertheless, as each person’s contribution could be considered valid in itself, both small
and large samples were included in the synthesis.
The review included a total of over 45,000 responses with data collected from 14
countries. A European study by Bond included data from France, Germany, Italy, Spain
and UK.[37] Seventeen studies targeted the general population and 24 specific groups.
(Table 2)
Objective quantitative measurement in twelve surveys used a true/false format, ten used
a varied format and one did not specify the format. Five studies applied surveys previously
validated in the literature - the Alzheimer’s Disease Knowledge Test (ADKT) developed in
the 1980s and the Alzheimer’s Disease Knowledge Scale (ADKS) validated in 2009.[38]
Both of these use a true/false format and encourage participants to answer all questions
even if they guess. Participants may have varied skill in guessing a correct answer raising
the possibility of biased scores that do not truly reflect actual knowledge. In contrast, the
results of interviews and focus groups discussing understanding and beliefs about
dementia may reflect the analytical skills of the researcher in presenting the outcomes.
This could introduce researcher bias with outcomes reflecting researcher interpretation of
the participant input rather than the participant’s true meaning.
The number of participants in each study ranged from three (selected community elders
describing the beliefs of their communities), to many thousands (randomly selected
participants giving a broad picture of community knowledge).
The outcomes were derived from data gathered from a range of ethnic groups in
fourteen countries with age range of participants from 14 years to very old, over 90 years.
Data from specific populations was gathered using both qualitative and quantitative
methods. The large studies all applied methodologies to gather a representative sample
using a range of post codes or geographical areas to source their data.
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Table 2 - Description and focus of selected studies
Subject
Knowledge

Risks factors

Diagnosis

Year

Lead author

2013
2012
2012
2012
2012
2011
2011
2011
2010
2010
2010
2009
2009
2009
2008
2008
2008
3007
2005
2005
2003
2003
2013
2012
2012
2010
2009
2008
2007
2013
2012
2012
2012
2011
2011
2010
2008
2008
2008
2007
2005
2004

Smyth [39]
Cantegreil-Kallen[44]
Kalaitsaki [42]
Bunn [48]
McParland [51]
Carpenter [53]
Li [55]
Lanting [52]
Lindeman [46]
Jang [56]
Hulko [58]
Low [60]
Anderson/Connell[61,62]
Fornazzari [63]
Millard [15]
Arai [66]
Sullivan [67]
Sullivan [70]
Bond [38]
Fujishiro [72]
Sullivan [75]
Werner [76,77]
Farrow [40]
Rovner [43]
Roman [47]
Stansbury [57]
Wilcox [64]
Farrow [34]
Low [69]
Dai [41]
Luck [49]
Tola-Arribas [50]
Aminzadeh(45)
Mukadam [35]
Boustani(54)
Blay [59]
WeaverCargin [65]
Speechly [32]
Galvin [68]
Suhr [71]
Mahoney [73]
Jorm [74]

Country
Australia
France
Greece
UK
UK
USA
China
Canada
Australia
USA
Canada
Australia
USA
Canada
Australia
Japan
Australia
Australia
Europe
Japan
Australia
Israel
Australia
USA
USA
USA
USA
Australia
Australia
China
Germany
Spain
Canada
UK
USA
Brazil
Australia
Australia
USA
USA
USA
Australia

Sample
N=45000
360
2013
320
3095
1204
763
1531
3
31
675
23
1630
10,000+
125
37
2115
114
43
2500
347
546
150
123
271
NA
9
396
5238
2000
13
1002
2989
326 papers
510
206
500
100
209
1445
97
22
2546

Population sample

Description

Health professionals
General
Doctors, students, public
Patients + carers
General
General-CS
General
Aboriginal-CS
Aboriginal-CS
Korean Elders
Indigenous-CS
General
General
Spanish Elders-CS
Patients + carers
General
General-CS
Elderly-CS
General
Elderly-CS
Undergrad students
General-CS
Website visitors – CS
African-Americans-CS
General
Clergy-CS
Ethnically diverse
General
General
Caregiver- CS
General
>65yr, general
General
Ethnic minorities
Caregivers + others
General
Elderly volunteers-CS
Caregivers
>50yr
>50yr,self-referred-CS
Caregivers
60-64 yr -random

Survey ADKS
Phone survey
Vignette + survey
Review
Survey
Survey ADKS
Survey
Focus group
Focus groups
Survey
Focus group
Phone survey
Review surveys
KAD scale
Interviews
Survey
ADKT
ADKT
Survey
Survey
Review surveys
Survey- Likert
Review surveys
Survey ADKS
Letter
Interview + vignette
Focus group
Phone survey
Survey- Likert
Interview
Phone survey
Epidemiology
Review
Review
Survey Likert
Vignette + interview
Longitudinal study
Surveys
Phone survey
Cognitive test
Review qualitative
Survey + interview

ADKS: Alzheimer’s Disease Knowledge Scale (2008, 30 true/false format)
ADKT: Alzheimer’s Disease Knowledge Test (1988)
CS:
Convenience sample
KAD Knowledge Alzheimer’s Disease
NA: Not applicable
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Participants =n

Population General/Specific

Need for this study justified

Aim was clearly described

Method was clearly described

Methods appropriate for aims

Results were described clearly

Appropriate references used

Conclusions based on results

Aims or objectives were met

Smyth 2013 [39]
Farrow 2013 [40]
Dai 2012 [41]
Kalaitsaki 2012 [42]
Rovner 2012 [43]
Cantegreil-Kallen 2012 [44]]
Aminzadeh 2012 [45]
Lindeman 2012 [46]
Roman 2012 [47]
Bunn 2012 [48]
Luck 2012 [49]
Tola-Arribas 2012 [50]
McParland 2012 [51]
Mukadam 2011 [35]
Lanting 2011 [52]
Carpenter 2011 [53]
Boustani 2011 [54]
Li 2011 [55]
Jang 2010 [56]
Stansbury 2010 [57]
Hulko 2010 [58]
Blay 2010 [59]]
Low 2009 [60]
Connell / Andersonl 2009 [61, 62]
Fornazzari 2009 [63]
Wilcox 2009 [64]
Millard 2008 [15]
Weaver Cargin 2008 [65]
Speechly 2008 [32]
Farrow 2008 [34]
Arai 2008 [66]
Sullivan 2008 [67]
Galvin 2008 [68]
Low 2007 [69]
Sullivan 2007 [70]
Suhr 2007 [71]
Bond 2005 [37]
Fujishiro 2005 [72]]
Mahoney 2005 [73]
Jorm 2004 [74]
Sullivan 2003 [75]
Werner 2003 [76, 77]

Study design c

Publication a

Publication type b

Table 3 - Classification of papers reviewed

SA
SA
SA
SA
SA
SA
SA
SA
LS
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA
LS
SA
SA
SA
SA
SA
SA
SA
SA
SA
SA

CHS
CHS
QI
MIXT
CHS
RPS
SRW
MIXT
OR
SRW
RPS
LS
RPS
SRW
QFG
RPS
CHS
RPS
CHS
QI
QFG
MIXT
RPS
SRW
CHS
QFG
QI
LS
MIXT
SRW
RPS
CHS
RPS
RPS
CHS
MIXT
RPS
CHS
RW
MIX
RW
CHS

360
123
13
320
271
2013
326
31
N/A
3095
1002
2989
1204
510
3
794
206
1531
675
9
23
500
1630
10000
125
396
20
100
209
5238
2115
114
1445
2000
43
97
2500
347
22
2546
546
150

S
S
S
S
S
G
G
S
G
S
G
G
G
S
S
G
S
G
S
S
S
G
G
G
S
S
S
S
S
G
G
S
S
G
S
S
G
S
S
G
S
G

y
y
y
n
y
n
y
y
n
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
n
y
y
y
y
y
y
y

y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y

y
y
y
y
y
y
y
y
n
y
y
y
y
y
n
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y

y
y
y
n
y
y
y
y
n
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
n
y
y
n
n
y
y
y
y
n
y

y
y
y
y
y
y
y
y
n
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y

y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y

y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y

y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
y
n
y
y
y
n
y
y
y
y
n
y

a

Figure within parenthesis is reference number in reference list

b

SA=Scholarly Article , RA=Review Article, LS=Letter / Short communication,

c

QI=Qualitative Interviews, QFG=QFG, SW=Systematic review, RW=Review (not systematic), RPS=random population survey, CHS=Cohort survey, LS=longitudinal study, MIXT=Mixture of several

different designs, OR=Other design
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3.4.3 Themes
Two overarching themes emerged from the synthesis. (Figure 2) These were firstly, the
knowledge and beliefs about the dementia syndrome within sample populations and
secondly, the pathways to this knowledge. These themes were represented in studies
from a range of countries and related to the participating communities rather than their
health systems.
Sub-themes that emerged under beliefs and knowledge where understanding of and
attitudes toward dementia. These perspectives were further compared against help
seeking and risk reduction behaviors, both of clinical importance. The pathways to
knowledge were expanded to include facilitators and barriers to this knowledge in a range
of demographic and cultural contexts.

Topic:

Aim of synthesis

Community dementia Knowledge

Pathways and

Knowledge and
Main themes

barriers to community

beliefs

knowledge and beliefs

in

Sub-themes

sample populations
Behaviors:
communities
Impact on help
seeking

Impact of:
Gender, age, culture,
experience, stigma,
doctors

Impact on risk
Discussion

reduction Health implications:
Practical and clinical
implications
Strategies:

Recommendations

Raising community dementia awareness

Figure 2 - Flow diagram of themes from synthesis
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Figure 2 – Themes from literature synthesis

3.4.3.1 Community dementia knowledge and beliefs
Community knowledge
Twenty two studies focused on measuring dementia knowledge, ten using samples from
the general population and twelve targeting populations with specific characteristics such
as ethnic minority groups (Table 2).
Most studies used surveys, some, especially USA studies, applying the Alzheimer’s
Disease Knowledge Test which was developed in the 1980s or the Alzheimer’s Disease
Knowledge Scale validated in 2009, both using a true/false format.[38] One used a
vignette followed by a set of questions finding that 80% correctly matched dementia
symptoms to diagnosis.[60] Knowledge scores tended to increase with age, education and
having a family member with dementia and decreased in those identifying as a member
of an ethnic minority group.[53, 62]
Although awareness of Alzheimer’s disease was high (over 90%) in a meta-analysis of
ten USA studies, general dementia knowledge scored over 70% but specific knowledge
fell to 11%.[62] About 50% of the knowledge questions were answered correctly and 50%
answered five specific dementia questions correctly.[61]
Dementia knowledge varied with ethnicity with ethnic minorities and non-Western
communities showing a tendency to have lower dementia knowledge scores. A study with
mainly ‘white’ respondents in Northern Ireland found 94% considered dementia a brain
disease, 54% a mental illness and 28% normal ageing.[51] This contrasts with nonWestern communities where dementia was more likely to be normalized as a part of
ageing processes, 45% in a Shanghai study and 54% in Korea.[55, 56]
An ethnic minority Spanish speaking community in Toronto showed low levels of
knowledge about Alzheimer’s Disease, despite a relatively high level of cognitive
complaints.[63] Ethnic minorities in London tended to recognize dementia symptoms but
were more likely to attribute them to ageing processes than illness.[35] In Canadian
aboriginal communities, dementia was often accepted as a part of the ‘circular’ process of
ageing where people return to the baby state in old age.[52]
Studies with European populations indicated high acceptance of dementia screening,
up to 81%.[37] Those over 65 years old who indicated they would be willing to be tested
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for dementia were more likely to be male, less educated or more aware of dementia riskreduction strategies.[49] This may reflect unrealistic expectations of available treatments.
Age and gender were also shown to impact on dementia knowledge in some studies,
although the lower levels of education in elderly populations may also have been a
factor.[56] There was less dementia awareness in younger people and males in two
studies in Chinese and Korean communities.[55, 56] However, females, the elderly and
those with little education were more likely to normalize dementia as a part of the normal
ageing process, an incorrect response.[55] The symptoms of dementia were less
recognized by men of middle age. Adults of both genders in this age group were more
likely to feel prejudiced against people with dementia and that a dementia diagnosis
carried with it a stigma.[55]
Knowledge also depended on personal characteristics of the individuals tested. Thus
carers of people with dementia scored more highly on the ADKT than non-carers or
patients with the disease.[70] However, all three of these groups had poor understanding
of the benefits of diagnosis and early management to maximize quality of life. Two
Australian studies using the ADKT indicated that health professionals may have more
dementia knowledge than the general public. Thus an average score of 55% for nonhealth professionals,[70] compared with 79% for health professionals.[39] A qualitative
study with nine African American Clergy showed that eight out of the nine could correctly
identify dementia symptoms from a vignette. This study concluded that high levels of
education and experience with community problems may have contributed to this score.
However, the study recommended that awareness of agencies that assist dementia cases
would also be useful for this group.[57]

Community beliefs
A large European study with 2500 participants including health professionals found that
80% thought dementia symptoms were difficult to recognize.[37] The effect of gender in a
Japanese study concluded that women were more likely than men to be aware of the
symptoms of dementia,[66] but a study with Latin American seniors failed to confirm this
difference.[63] A large Australian sample using surveys and interviews showed that
memory complaints in people between the ages of 60 and 64 years were more likely to be
related to poor physical or psychological health then dementia.[74] Another Australian
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study showed fear of getting dementia was similar for all ages although women were more
concerned than men.[60] However, a French telephone survey found 60% of people over
18 years of age feared developing dementia, and this fear increased with age and knowing
someone with the condition.[44]
Although awareness of dementia was widespread, few people in an American review
understood what could be done to assist people with the condition.[62] About a quarter of
people in a large European study thought treatments were ineffective.[37] However, when
asked if dementia could be treated, both Western and Asian communities reported similar
awareness of possible treatments, 40% in a Japanese study and 44% an American
synthesis of surveys.[62, 66] The Japanese study by Arai did not elaborate on the
dementia types or treatments but asked a true/false question ‘Some types of dementia are
caused by cardiovascular disease’ implying that ‘treatment’ may mean any treatment that
could benefit dementia generally.[66] The review by Anderson commented on knowledge
about treatments to ease Alzheimer’s disease symptoms.[62]

3.4.3.2 Community behaviors
Help seeking
Help seeking behavior increased when people could match the symptoms to the
illness,[76, 77] and this had a stronger impact on their intention of help-seeking behavior
than cultural background.[73] People were more likely to seek help and doctors more likely
to diagnose and treat dementia if they thought dementia was not a normal part of
ageing.[73] Normalization of dementia was more common in ethnic minorities.[73]
Patients delayed disclosing dementia symptoms when they were fearful of the perceived
consequences including stigma, loss of privileges such as driving and nihilistic
treatment.[54] Most patients wanted the diagnosis to be disclosed to them,[72] but
presentation for help was delayed by impaired insight into the nature of the symptoms.[50]
Presentation was often prompted by changing behaviors or other health problems.[41]
Older people with knowledge of dementia and the benefits of treatment were more likely
to present for testing.[68] However, poor understanding of diagnostic processes and the
value of early diagnosis were additional barriers to proceeding with investigations even in
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well educated people.[67, 70] Correct identification of dementia by a health professional
was shown to benefit patients, enabling appropriate support and management.[32, 65]

Risk reduction
There was widespread acceptance that lifestyle may contribute to dementia risk, 88%
in an American study and 70% in Australia.[62, 69] A meta-analysis including three
additional Australian studies produced similar results.[34] Further Australian research
showed that community knowledge of dementia risk factors was dependent on sociodemographic status of the respondents and their understanding did not always reflect
scientific evidence.[60]
Men had greater awareness of dementia risk factors than women, the converse of
findings relating to general dementia knowledge.[69] A literature synthesis indicated that
25% of people recognized lifestyle changes as a means of reducing dementia risk, but
younger and older people were more likely to acknowledge health and lifestyle activities
as risk reduction strategies while those in middle age focused on nutrition (31%).[62]
The results of the Australian and a German study showed mental exercise was the most
recognized strategy to reduce cognitive decline, 39% and 40% respectively.[49, 69]
Knowledge of the value of physical exercise was stronger in Australia (30%) than
Germany (19%).[60] A study in Northern Ireland indicated 64% of people did not realize
diet or exercise might influence dementia risk although older people were more familiar
with these facts.[51]
An American focus group study with ethnically diverse participants found poor
understanding of actual risk reduction strategies suggesting a need for further focused
culturally appropriate health promotion messages.[64] Conversely, another USA study
with 396 ethnically diverse participants expressed good awareness of exercise and diet
influencing brain function. Older people were receptive to ‘cognitive prescriptions’ which
outline strategies to maintain cognitive function.[65] There was little appreciation of the
link between cardiovascular risk factors and dementia risk factors.[47]
Knowledge about risk reduction improved when both patient and doctor shared an
understanding of current evidence about dementia risks that could be modified.[32]
Cultural and religious beliefs could limit acceptance of dementia risk reduction
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strategies.[43] However, understanding of dementia risk factors was often based on local
knowledge rather than scientific fact.[69]

3.4.3.3 Pathways to Knowledge
Knowledge increased with knowing someone with dementia although older people and
caregivers tended to base all their knowledge on one case rather than scientific facts.[53]
Messages from the media also contributed to this knowledge. Experience of someone with
dementia increased understanding of the condition,[48] but also increased the perceived
threat of developing the condition.[71] A website providing dementia information was
shown to increase dementia knowledge in those who accessed it.[40]
Clinical and personal experience dealing with dementia increased dementia knowledge
in health professionals as did specific dementia training.[39]. However there was lower
awareness of etiology and modifiable risk factors for dementia, subjects less frequently
covered in dementia training sessions.
Memory complaints were a frequent concern for some older people especially those
with other health problems, and many were relieved when their complaints were
investigated.[74] Failure to investigate symptoms was compounded by the lack of
confidence in making the diagnosis by general practitioners (GPs) and poor access to
specialist services.[15] However, fear of the consequences of a dementia diagnosis
delayed people seeking an explanation for their symptoms.[37]
A belief that treatments were ineffective could be a barrier to timely presentation of
symptoms.[77] A longitudinal study of a student sample indicated that their dementia
knowledge was increasing.[75]

3.4.3.4 Barriers and facilitators
Healthcare was facilitated in ethnic minority groups by the belief that dementia is a part
of the ageing circle of life, with greater acceptance and reduced stigma for people
developing symptoms.[52, 58] Community members were more likely to support those
with dementia symptoms when they were aware these symptoms were related to a
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medical condition, dementia.[57] Information about dementia was best disseminated in
aboriginal and ethnically diverse communities by community elders.[46]
People were more likely to be pessimistic about the prognosis for dementia as they grew
older.[60] Dementia stigma was more prevalent in those with less education,[59] and
perception of stigma an inhibiting factor for help seeking behaviors.[76] A Shanghai study
found 43% of participants felt there was no stigma associated with the diagnosis.[55]
Education and acculturation reduced stigma.[56, 59] Negative attitudes to dementia
inhibited both patient help seeking behaviors and health professional responsiveness in
confirming a diagnosis or implementing management.[42]
The treatment received by people with dementia improved when the community
contributed to the content of doctor education.[45]

3.5 Discussion
The papers selected for this review were principally sourced from one broad data base
that provided convenient access off-site from university. Other relevant papers may have
been overlooked. However, over 45,000 people contributed to the data synthesized,
(Table 1, p 39), representing a range of communities and countries that suggest the
outcomes could have wide relevance. The selection process identified papers published
in the last ten years that presented data gathered from people in the community including
the general population and some professional cohorts such as health professionals and
clergy working with communities. There was no exclusion policy for papers related to rigor
of methodology or results. The presentation of outcome data was assumed to adequately
reflect aspects of participant knowledge and beliefs and therefore was included in the
synthesis to produce a broad description for a range of communities. The characteristics
of each paper have been presented to provide a measure of the strength of the outcomes.
(Table 3, p 42)
The 42 studies included in this synthesis were predominantly surveys, with a fewer
number of interviews, focus groups and literature reviews. The wide range of ages and
cultures of participants gave a broad picture of community knowledge. Many of the studies
targeted specific groups that were identified as likely to have the greatest benefit from
educational programs. The use of convenience rather than random samples may have
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biased some of the results, but when the targeted group was small, convenience sampling
may be considered a reasonable process.
Generally, the different studies produced similar outcomes, with discordance possibly
related to the methodology, sample population, or the way the questions were framed. For
example, one paper found that 75% of respondents believed that lifestyle changes could
‘prevent dementia’,[61] while another found that 88% of respondents thought they could
do something to ‘keep their brain fit’.[62] Both answers may reflect similar concepts of
lifestyle and fitness to prevent dementia.
Knowledge was often measured using true/false responses as in the ADKS where
respondents were encouraged to guess rather than leave the question unanswered. This
process has been validated for large samples but the outcomes for small samples should
be viewed with caution.[75] Smaller samples lend themselves to qualitative methods,
focusing on specific learning needs such as for clergy, or unravelling the understanding
and beliefs that underlie behaviors. Although qualitative methods such as interviews and
focus groups tend to be more time intensive, they were the preferred method for assessing
knowledge in small targeted populations and may be a more accurate reflection of true
knowledge and beliefs in these groups.
There was a direct relationship between dementia knowledge and help seeking
behaviors. People who recognized symptoms were more likely to access medical
services, allowing interventions that could maximize their quality of life as the disease
progressed. Perceived stigma and poor awareness of management options may cause
both patients and the medical profession to defer confirmation of a dementia diagnosis,
thus delaying appropriate care.[78] Stigma may be directed toward patients but also
affects the interactions of friends, family and health professionals. Thus patients may hide
symptoms, fearing the loss of privileges such as driving or having a say. Family may show
hyper-vigilance and restrict activities unnecessarily. Health professionals may under-treat
conditions like depression or behaviors triggered by pain, assuming they are the inevitable
consequence of the dementia syndrome.[78]
Two Australian studies recommended raising the community dementia literacy of
modifiable dementia risk factors to reduce dementia incidence.[34, 60] The progressive
disease that eventually causes dementia symptoms begins many years before the clinical
signs that define the illness. Lifestyle modification and medications that may reduce
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dementia risk need to commence early if they are to prevent or delay the onset of dementia
in later life.[2] Therefore raising dementia knowledge earlier in life may have the greatest
impact, encouraging lifestyle changes that may potentially decrease incidence as well as
healthier attitudes to the condition that may promote better care.

3.6 Recommendations
Raising community dementia knowledge may reduce stigma, increase timely
presentation of symptoms and reduce risk through lifestyle changes. Effective educational
strategies require community involvement and acknowledgement of existing beliefs and
understanding.

3.7 Key points


Dementia knowledge increases help-seeking behaviors.



Raising community dementia knowledge reduces stigma and improves care.



Increased awareness of dementia risk factors may reduce incidence.



Effective dementia education acknowledges existing beliefs.
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Chapter 4 - Dementia, Who cares?
(Appendix H)

4.1 Rationale
Qualitative analysis of interviews with dementia patients and their carers conducted
during the author’s Master’s research described their experiences with health
professionals when dealing with dementia.[15] In the following chapter these findings have
been linked to the initial PhD research by comparing these previous results with new
responses to a questionnaire distributed to GPs and other health professionals. This
comparison has enabled the experiences expressed by people dealing with dementia to
be compared with health professional knowledge of dementia and their perceived role in
helping those affected by the condition.
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4.2 Background
Although there is clear evidence that early diagnosis of dementia is beneficial to
patients, their carers,[79, 80] and the health system,[81] this diagnosis is often delayed.
This can lead to less than optimal management that impacts on the quality of life of the
sufferers.[82] The symptoms of dementia develop slowly and may remain untreated until
a crisis arises, so the general practitioner (GP) needs to be alert to warning signs of
presents in a routine consultation.[83] Symptoms suggestive of dementia do not always
trigger further investigation so the diagnosis may remain unconfirmed.[84] Many doctors
feel that, unlike other diagnoses for which a wide range of treatments are known to be
beneficial, little can be done to help those with dementia.[1] GPs may lack training in
dementia, especially older GPs whose training preceded modern treatments for the
disease.[85] Nurses and GPs who receive dementia education may increase case finding
activities,[7] working together as a team to achieve a diagnosis that can lead to effective
management.[86] GPs are likely to be more actively involved in dementia care when they
have access to specialist dementia services that they can refer to.[1]
A range of cognitive tests may assist screening for dementia in the at risk elderly
population including the widely used Mini Mental State Examination (MMSE). However,
there are barriers to applying these tests including the range of symptoms that can feature
early in the disease and a reluctance to identify these as due to dementia, a diagnosis that
for some carries stigma and, for all patients, the prospect of declining independence.[87,
88] The tests themselves have lower sensitivity and specificity early in the disease, and
many physicians lack confidence in making a clinical diagnosis.[84, 89] However, listening
to the family and carers can alert the GP to a possible diagnosis of dementia in a patient
otherwise well practiced in the art of consultation.[90] An abbreviated test such as the
Mini-Cog which requires the patient to recall three items and complete a clock drawing
test, has 95% specificity and 97% sensitivity, and can help GPs overcome the time
constraints associated with of the longer MMSE.[91] Physicians may be reluctant to test
for a disease where the diagnosis is less than certain and where discussion with the
patient is likely to create anxiety for both clinician and patient.[84] GPs may not be aware
of dementia care guidelines or may not recognize the benefits of applying them.[92]
Primary care providers such as the GP and community nurse are well positioned to identify
dementia in the community,[93] and to direct patients to agencies that can meet their
dementia needs.[94]
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Patient interviews were conducted in Mackay, a regional city in North Queensland
between 2000 and 2003 and the surveys distributed to GPs and other health professionals
in Mackay and towns north of Mackay, Proserpine and Townsville during 2007 and 2008.
The experiences and expectations of the patients and the knowledge, perceived role and
current practice of health practitioners looking after people living with dementia created a
picture of both met and unmet needs. Patients with dementia, both community dwelling
and in residential care, depended upon their GPs for their health needs, with additional
benefits from referral to support and tertiary services.
This chapter has been presented in two parts. Part A covers the experiences of patients
with health professionals when they are dealing with dementia. Part B covers the
perceptions about dementia by health professionals who may provide services to these
patients. A description of both the patient and health professional perspectives may help
to explain some of the perceived shortfalls in services experienced by patients and assist
future health service planning.

4.3 Part A - patient interviews
4.3.1 Method A
This section of the research was conducted prior to PhD studies during Master of
General Practice studies. The Masters course commenced in New Zealand through Otago
University, and was carried out over 5 years. The author moved to Australia where the
final two years consisting of a research thesis were completed as a distance student. Thus
the interviews and data collection were conducted independently by the researcher, with
supervision and mentoring via internet with a supervisor in Otago.
The method is included for completeness so that the results relating to patients
experiences of GP management of dementia can be compared with the initial results from
the PhD studies. A full description of the methodology used in the Master of General
Practice research can be found in Appendix L.
The aim of the patient interviews was to identify the reasons that a person with dementia
may require residential care. The hypothesis was that identification of reasons for
admission may help us to find ways to reduce the need for admission.
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Twenty patients with a confirmed diagnosis of dementia were identified by their GPs
who suggested the patient or a key family member as the contact point to invite
participation in this study. Twenty non-directed interviews were conducted. The interviews
focused on the patients and discussed issues that had in the past or might in the future
lead to admission to a care facility. Thirty-seven people consisting of patients, family and
carers contributed to the interviews. The interview group size ranged from one to five
members and was determined by the key family contact. Of the sample interviewed, all
patients had at some stage been cared for at home although a greater proportion (12/20)
had already been admitted to a care facility.

Table 4 - Interview participant details
Patient
residency

Patient
gender/age

Informant(s)*

Patient months
in home care

In care

Female 88 yrs

Daughter (only child)

18

In care

Female 99 yrs

Daughter and her husband

36

In care

Female 81 yrs

Son

3

In care

Female 77 yrs

Daughter

24

In care

Female 86 yrs

Widowed daughter (only child)

36

In care

Female 84 yrs

Husband and daughter

12

At home

Female 77 yrs

Patient, husband, 2 daughters, son-in-law

36

At home

Male 81 yrs

Patient and wife

96

In care

Female 91 yrs

Niece

6

In care

Female 75 yrs

Husband

30

In care

Female 85 yrs

Son and his wife

36

In care

Female 70 yrs

Daughter and her husband

48

In care

Male 95 yrs

Daughter

60

In care

Female 94 yrs

Daughter

120

At home

Male 88 yrs

Patient and wife

24

At home

Female 89 yrs

Patient+ husband+ daughter

24

At home

Female 86 yrs

Patient, daughter and GP

84

At home

Female 78 yrs

Patient (single woman, no siblings)

36

At home

Female 82 yrs

Patient, son and his wife

36

At home

Male 84 yrs

Patient, wife and daughter

36

* All provided care at home
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This provided qualitative data about their experiences with dementia. Analysis of the
interviews using immersion crystallization produced many themes including community
experiences with health professionals, particularly GPs.
The method of grounded theory was applied to these themes, seeking explanations for
the participants’ experiences and concerns as well as their resulting actions. This
developed new hypotheses relating to the care provided by health professionals.

4.3.2 Results A
Qualitative analysis of interviews produced a range of data including descriptions of
patient and carer experiences with the health system when seeking dementia diagnosis,
advice and management. The cases consisted of patients aged 70-99 years at the time of
the interview, with a predominance of females to males of 16/4. The informants consisted
of patients, spouses, children and their partners, and a niece, all of whom had at some
stage been involved in providing care for the patient with dementia. (Table 4). All patients
living at home were included in the interviews although their contribution varied from 100%
(an interview with a single woman living alone) to a few words (an interview with five family
members). A more detailed description and discussion of the participants and the wide
range of themes arising from the interviews has been previously published.[15]
Themes relating to patient and carer experiences with the health system are outlined in
Table 5. Thirteen of the interviews generated positive comments about the GP’s
management of dementia while seven expressed negative impressions. The positive
experiences related to timely intervention, advice and investigations leading to an
appropriate diagnosis and management.
The negative experiences related to delays in acknowledging symptoms and attributing
them to dementia; inadequate or absent management strategies; and delayed or absent
referral to support agencies. Support services were discussed by all carers still looking
after patients at home (8/8) but by only a quarter (3/12) of those whose family member
was in residential care. A small number (3/20) described how they received no assistance
until a friend suggested they needed help.
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Table 5 - Emergent themes related to health services

Emergent themes

Total responses

Positive

Negative

Health professional management of dementia

20

13

7

Timely diagnosis responding to symptoms

20

5

15

Accurate diagnosis

7

5

2

Access to support in the home

11

6

5

Access to dementia medications

4

2

2

Medication - adverse reactions/compliance

9

0

9

Access to adequate nutrition and hydration

13

0

13

GP knowledge of dementia

4

2

2

One commented on excellent help by home visiting nursing services, with the exception
of public holidays when the agency concerned provided none. This patient spent 4 days
over Easter with no support while the family took a well-earned break, expecting nursing
visits to continue. The patient was on no medication, and agency policy was to provide
nursing services on public holidays only for dispensing medication. Negative experiences
with nutrition and hydration in all 13/13 cases related to patients who at the time were selfcaring but were also receiving services in the earlier ages of dementia. These services did
not address the impact of declining memory and impaired compliance on regular eating
and drinking. A prompt diagnosis explaining symptoms was obtained by a quarter of the
cases (5/20). The majority of cases (15/20) reported delays in diagnosis, with a time
interval of one to eight years reported between first presentation of symptoms to the GP
and eventual diagnosis. A small number (2/20) were incorrectly told by their GP that the
patient did not have dementia. Less than a quarter of interviews (4/20) contained specific
comments on the GPs’ knowledge and attitude to dementia with two negative and two
positive comments.
Lack of access to the dementia medication, acetylcholine esterase inhibitors, was
mentioned in four interviews. Two very distressed carers related their failed attempts to
obtain a prescription from either their GP or specialist. They had pinned their hopes on
this new wonder drug, which they thought might offer some improvement in symptoms for
their loved one. Both patients had MMSE scores below 10, denying them access to
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government subsidized medication; however they were not offered a private prescription
despite their cares’ pleas and considerable investment in private consultations and
investigations which suggested that the family would have been prepared to pay. Mention
of other medications in the interview had negative connotations, with nine interviews
mentioning poor medication compliance and adverse side effects while the patient was
community dwelling. The adverse effects related to decrease cognition due to sedation
and /or problems with alcohol abuse.

4.3.3 Discussion A
4.3.3.1 Limitations
The patient sample was sourced from their GPs, all of whom were interested in
contributing data for dementia research. This may not be a representative sample. Indeed,
one might expect that patient care would be better since the GP expressed interest in
aged care by participating in the research. Nevertheless, the sample included both
patients and carers, a range of ages and genders with a variety of caring arrangements.

4.3.3.2 Sample
The sample of consumers interviewed covered an age range typical of the older
population and their carers. The contribution by patients with dementia was considered
important and may reduce the possibility of underestimating unmet needs.[95] The
contribution by carers may be influenced by their own health problems, a topic not
discussed in this paper. However, carer health also impacts on the overall needs of the
patient, reflecting a service need rather than creating bias.[96, 97]

4.3.3.3 Data
The themes relating to health services that arose from the non-directed interviews
reflected issues that were important to the participants whose responses ranged from
gratitude to despair. Patients and carers expressed the distress caused by their GP’s
failure to initiate timely investigations to explain symptoms, or to offer advice on
appropriate support, a finding consistent with other studies.[98] While all carers welcomed
offers of support, some only gained this support when another member of the community
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informed them of their entitlement. Patients and carers were accepting of a diagnosis of
dementia, but some GPs were reluctant or unable to provide it. The paucity of comments
on GP dementia knowledge suggests that patients trust their GPs and assume that they
are informed. The problems for patients in accessing dementia medication may reflect
their exposure to media promotion of this new medication at the time, and the difficulties
for GPs in negotiating the government conditions for obtaining a subsidy for this
medication. Current evidence suggests that a negative approach to treatment of dementia
is not best practice,[81] but this paper found that GPs may not be aware of this.
Management of medication for dementia patients living in the community was problematic
for many families.

4.4 Part B - health professional questionnaires
4.4.1 Method B
The grounded theory method applied to patient interviews in part A developed new
concepts and hypotheses. A health professional questionnaire was prepared to test these
hypotheses, forming part B of this chapter.
The aim of this questionnaire was to determine perceptions about dementia, both its
diagnosis and management, from the health professionals’ point of view. The questions
were designed to explore understandings about dementia which might explain some of
the outcomes from the patient interviews. These included diagnostic difficulties, low use
of dementia specific medications, and lack of dialogue about dementia and its
management with patients. Some questions asked about GP diagnosis and management
of dementia so that a later RCT could apply interventions to improve these practices.
A one page questionnaire was trialed by offering it to six ordinary GPs during tea break
at a conference. Their united response was that any questionnaire over one page long
would not be looked at and their participation was only achieved because the author
personally requested this. No adverse comments were made about the questions. The
questionnaire was designed to be brief with simple questions and some multi-choice
answers to facilitate response. The fax number of the Mackay Division of General Practice
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was included for return of the completed questionnaire for those in the postal survey. A
one page questionnaire was deemed most likely to be received complete.
The questionnaire was then distributed to health professionals likely to be managing
dementia cases, both GPs and attendees at three local dementia forums.
The Mackay and Townsville Divisions of General Practice included the questionnaire in
their weekly newsletters as a ‘postal survey’. GPs in Townsville and Mackay where the
research was being conducted, were also approached personally to increase participant
numbers. GPs may have a low response rate to questionnaires, and the subject of
dementia was unlikely to inspire participation. Therefore, personal contact with fellow GPs
was used to boost numbers completing the questionnaire. The author’s workplace was in
Mackay where most participants were recruited. Other ways of increasing GP participation
such as rewards and repeated mailings were not feasible due to the small student budget.
In contrast to difficulty in recruiting ordinary GPs from general practices, response rate
from health professionals, including GPs, attending dementia forums was expected to be
high, as these individuals could be targeted during the forum and were expected as
attendees to be interested in dementia. Prompting to complete the questionnaire at these
forums was expected to yield a reasonable response rate. Although these professionals
were unlikely to be representative of their peer groups in general, their responses could
reflect some perceptions of those providing health services to people with dementia.
The data collected included the demographics of health professionals, the dementia
services they provided, their attitude to and their knowledge of dementia. The responses
were entered on SPSS software for analysis.

4.4.2 Results B
4.4.2.1 Sample
Questions 1-3 provided the demographic details of the participating health professionals
(n=114) who were accessed from 5 sources. (Table 6)
i)

A dementia forum run by the Townsville Division of General Practice (n=32),
5 GPs, 2 Psychologists and 25 nurses, with 50% response (16/32)
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ii)

An open dementia forum at Townsville General Hospital (n=59) with 50%
response (29/59), no GPs and 58% (17/29) nurses

iii)

Surveys posted to GPs in Mackay (n=100) with just under 50% response
(47/100)

iv)

A postal survey to GPs in Townsville (n=170) with 8 responses (4.7%).

v)

A dementia workshop in Proserpine, North Queensland, (n=21) with 14
responses, all nurses (67%).

Question 1 asked for gender. Of GPs, 22 were female, 31 male and 7 did not answer
this initial question. The nurses and allied health were all female
Question 2 asked for occupation. Of all respondents, 53% were GPs and 33% were
nurses with the remainder other health care providers.

Table 6 - Questionnaire participants

Contact
method

Postal
survey

Dementia
forums

Source

Mackay

Participants in

Participants

Percentage

practice

participation

Total

GP

47/100 (47%)

47

47

Nurse
0

Other

>20yrs

0
26/55(47%)

Townsville

8/170 (4.7%)

8

8

0

0

Townsville
GPs

16/16 (100%)

16

4

10

2

Townsville
hospital

29/59 (49%)

29

0

Proserpine

14/21 (67%)

14

1

Total

114/376(30%)

114

17(58%) 12(42%)
12

38/59(64%)

1

60(53%) 39(34%) 15(13%)

64 (56%)
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4.4.2.2 Experience in practice (Tables 7, 9)
Question 3 asked for date of graduation. This was a proxy for years of experience. Of
all the respondents, only 8% were in their first 5 years of practice and 56% had graduated
over 20 years previously. Of the GPs attending dementia forums, all five (100%) had been
practicing over twenty years. Of GPs responding to the postal survey, 55/60 (92%) had
been in practice more than 10 years and 47% more than 20 years.

Table 7 - GPs’ experience in practice
Source of
GPs

Mackay GP
postal survey
Townsville
GP postal
survey

GP years in practice
Subtotal

<5 years

5–10
years

10–20
years

>20 years

3/55
(5.4%)

7/55
(13%)

15/55
(27%)

22/55
(40%)

Total

47
55 (postal
survey)

2/55
(3.6%)

0

2/55
(3.6%)

4/55
(7.2%)

8

Townsville
GP dementia
forum

0

0

0

4

4

Townsville
hospital
dementia
forum

0

0

0

0

0

Proserpine
dementia
forum

0

0

0

1

1

Total

5

7

17

31

60

5
(dementia
forums)
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4.4.2.3 Dementia training
Question 4 asked if respondents had received dementia training with 108/114 replying
‘yes’, 4/114 replying ‘no’ and 2 not replying. The 4 ‘no’ responses were from nurses in
practice over 20 years attending dementia forums.
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4.4.2.4 Dementia patients cared for (Table 8)
Question 5 asked how many dementia patients they had cared for. This question was
designed to see if GPs surveyed did indeed care for dementia patients. Only 8 replied less
than 5, all of whom were GPs, 4 of whom had been in practice 5-10 years, 2 in practice
10-20 years and 2 in practice over 20 years. Most GPs answered over 10.
Question 6 asked how many new dementia cases they had cared for in the past year.
This question was designed to provide insight into the number of patients newly diagnosed
with dementia especially for GPs, to assess the feasibility of a planned RCT (Chapter 6)
with interventions to improve case finding. Most responded that they had less than 5.
Question 7 asked how many cases they had personally diagnosed in the past year.
Again this targeted GPs, gathering data to assist in planning the GP RCT. Most had
diagnosed under 5 cases.
Question 8 asked if they managed patients with dementia. This question was designed
to measure how many contributed actively to care planning for dementia patients. A ‘no’
response came from 14/60 GPs, 4/37 nurses, 2/3 physiotherapists and the only
psychologist.

Table 8 - GP answers about their dementia patients

Question (60 GPs)

Number of dementia cases
<5

5-10

>10

Number of Dementia patients cared for

8

12

40

Number of new Dementia patients in past year

31

11

18

Dementia diagnoses you have made in past year

44

11

5

4.4.2.5 Management of dementia
Question 9 asked ‘do you refer dementia patients?’ This was designed to assess
whether the patient might have management options other than the person answering the
question. Of those whose role included referral, 4/84 answered never of whom 2 were
GPs, 1 nurse and 1 psychiatrist, 23/84 answered always and 57/84 sometimes. These
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responses were spread over all occupations and years in practice. Of interest is the fact
that the only two geriatricians participating both responded that they sometimes referred.
Question 10 asked if they prescribed dementia medications. This particularly targeted
GPs with 19/60 GPs responding ‘no’.
Question 11 asked if they would prefer not to manage patients with dementia. Of all the
respondents answering the question, 15/72 (21%) preferred not to do so, as did 14/40
(35%) of the GPs replying to the postal survey. Of all the participants practicing over 20
years, 9/38 (24%) preferred not to manage patients with dementia. These nine were all
GPs, of whom one had attended a dementia forum. (Table 9)

Table 9 - Health professionals who do not wish to look after dementia patients

Survey group

Do you want to look after dementia patients?
Total
No

Yes

Not applicable or missing

All participants

15

72

27

114

GP postal survey

14

40

1

55

All dementia forum attendees

1

33

25

59

Participants in practice >20yrs

9 (15%)

38 (61%)

15

62

GPs in practice >20yrs

9 (30%)

20 (66%)

1

30

Questions 12 and 13 asked them to estimate the number of patients they cared for aged
over 65 years and over 75 years respectively. This was designed to determine whether
the answer to question 6 of the number of dementia patients they cared for produced the
prevalence of 5% over 65 years or 25% over 75 years as predicted in European papers.
Over a third (37%) of all GPs surveyed estimated their practice populations to consist of
more than 20% over 65 years of age; 12% estimated that 20% of their practice population
was over 75 years of age. The figures for GPs who had been practicing more than 20
years were 39% and 21 % respectively.
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Table 10 - Estimated percentage of patients ≥75 years v GP years in practice
Proportion patients ≥75
years of age

GP years in practice

Total

<5

5-10

10-20

>20

≤5%

2

3

3

5

13

6-10%

1

3

7

7

18

10-20%

3

1

5

10

19

>20%

0

0

1

6

7

Missing

0

0

1

2

3

Total

6

7

17

30

60

Question 14 asked if they used MMSE for diagnosis of dementia. This question was
directed at GPs to determine whether it would be worthwhile in later research (chapter 6)
to search practice software for MMSE testing as a measure of activities to diagnose
dementia. Most GPs (57/60) responded ‘yes’ with 2 responding ‘no’ and one not answering
the question.
Question 15 asked if they applied other diagnostic tests for dementia and question 16
asked the tests used to be named. Some GPs used the clock-drawing test with MMSE
and other professions applied a range of tests.

4.4.2.6 Knowledge attitudes and beliefs
Question 17 asked if they knew anyone with dementia. This question was searching for
familiarity with the condition. Most (110/114) answered ‘yes’ but 2 answered ‘no’, one 1020 years in practice and the other >20 years in practice. Two did not answer this question.
Question 18 asked if there was a cure for dementia Of those respondents answering
this question, 9/112 (8.0%) answered ‘yes’; a majority of these (7/9) has been in practice
more than 20 years and 5 were GPs. (Table 11)
Question 19 asked if early diagnosis of dementia was beneficial. Most (105/114)
answered ‘Yes’ but 5 in practice >20 years and 1 <5 years answered no, 1 in practice >20
years answered ‘don’t know’ and 2 in practice 10-20 years did not answer this question.
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Question 20 asked if early diagnosis was harmful. Of all the respondents answering
this question 16/109 (15%) answered ‘yes’; more than half of these respondents (9/16)
had been practicing for more than 20 years. (Table 11)

Table 11 - Health professionals’ years in practice v beliefs and practice

Health professional years in practice
Answer
Belief of
harm in
early
diagnosis
Belief in
dementia
cure

Referring
dementia
patients

Totals
<5

5-10

10-20

>20

No

9/93(10%)

12/93(13%)

20/93(22%)

52/93(56%)

93/109(85%)

Yes

2/16(13%)

2/16(13%)

3/16(19%)

9/16(56%)

16/109(15%)

No

11/103(10%)

15/103(14%)

22/103(21%)

Yes

0

0

2/9(22%)

7/9(78%)

9/112(8.0%)

Never

1/3(33%)

0

0

2/3(66%)

3/83(3.6%)

Always

1/24(4.1%)

6/24(25%)

8/24(33%)

9/24(37%)

24/83(29%)

Sometimes

6/56(11%)

3/56(5.3%)

14/56(25%)

33/56(59%)

56/83(67%)

55/103(53%) 103/112(92%)

The final questions asked what they thought the prevalence of dementia was in different
age groups. This was to determine whether there was any appreciation of younger onset
dementia and the increasing prevalence with age. Most respondents indicated the
prevalence of dementia increased with age but there was a variation in the values selected
with 24% indicating a prevalence of <5.0% for patients under 75 years and a further 5.0%
indicating the same prevalence of <5.0% in those over 75 years.

4.4.3 Discussion B
4.4.3.1 Strengths and limitations
The questionnaire was brief and therefore both the quantity and depth of data was
restricted. At the time, this was considered a reasonable trade-off for obtaining some data
66

to launch the research. Short questionnaires are more likely to be completed, balancing
the negative impact on response rate of the topic ‘dementia’,[23] which for some health
professionals may be of little interest.[1]
The health professionals targeted were those most likely to be providing dementia
services; a range of health professionals attending dementia forums/workshops and GPs
in general. These health professionals could be similar to those commented about in the
initial qualitative patient interviews but not the profession as a whole.
The author perceived that many GPs were ambivalent towards improving their dementia
management, a finding of other research.[1, 99] This was reflected in the low response to
a postal survey of non-engaged colleagues in Townsville (4.7%) There was a better
response rate in Mackay (47%) where the author resided. Research by Edwards et al
supports the enhanced response from the author being female, personal reminders and
telling the GPs that others had completed the questionnaire. The use of the word ‘survey’
was avoided as this may have a negative impact on completion.[23]
Questionnaires were personally distributed to health professionals attending dementia
workshops/forums. They were a captive audience and achieved the highest response rate
(49-100%). Their attendance suggested they were interested in the subject and possibly
also involved in providing health services to people with dementia. Although attendee
responses cannot be seen as representative of their professions, they produce a picture
of dementia understanding from health professionals who may be engaged in dementia
care. It is possible that responses from a broader cross-section of the health professions
would yield even poorer understanding of dementia.

4.4.3.2 Sample
The hospital dementia forum did not attract any GP attendance as it was advertised
internally to hospital staff. Similarly, a majority of the health professionals who attended
dementia forums advertised through the GP networks were GPs, with the next largest
group nurses. Those responding to the postal questionnaire were also GPs. Therefore the
majority of responses came from GPs (60/114, 53%), the main focus of this research.
However, dementia care is improved by multidisciplinary education.[7] This is particularly
important in regional and rural areas where primary health care is shared by many health
professionals.[100] Liaison between community and hospital health networks may help
to achieve this.
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4.4.3.3 Professional experience
The length of time in practice of all respondents reflected the ageing workforce,[101]
with the greatest proportion of respondents in practice over 20 years. Older health
professionals were also more highly represented at dementia forums, possibly reflecting
personal as well as professional interest in the subject. All practitioners provided services
for patients over 65 years of age, with a higher proportion of older practitioners caring for
patients over 75 years of age.

4.4.3.4 Dementia training
Most participants acknowledged that they had received some dementia training. This
may be a biased response as many responses were from practitioners attending dementia
forums. The GPs who responded to the postal survey may also have been those with an
interest in the topic who had attended dementia training. The four nurses who responded
‘no’ were all in the older age group and may represent a group who have missed out on
dementia training, a more recent addition to the nursing curriculum.

4.4.3.5 Dementia management
Most GPs had some dementia patients in their practices. However, a significant number
preferred not to look after these patients, with older practitioners most highly represented
in this group (30% Table 9), even though they seemed to have the highest number of older
patients (Table 10). The one GP attending the dementia forum who reported a preference
not to manage patients with dementia was possibly attending to complete their
accreditation requirement due the following month, rather than out of clinical interest.
Accreditation points could be a recruitment strategy for the GP RCT planned in the next
stage of the research. Older practitioners were the largest group least likely to refer people
with dementia to other agencies (Table 11), possibly reflecting their belief that nothing
could be done for these people, a finding of other dementia research.[1]

4.4.3.6 Dementia knowledge
Older practitioners were the largest group to answer incorrectly that there was a cure
for dementia and that early diagnosis was harmful (Table 11). This suggests that they
were the group least informed about current evidence for dementia, supporting similar
results in other studies.[102] However these older practitioners were well represented at
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the dementia forums (Table 7) suggesting that they wanted to update their knowledge.
Their desire not to want to look after people with dementia may reflect their awareness of
knowledge gaps. Unfortunately, opportunities for dementia education are limited in
regional Queensland, where GPs are also likely to have a higher patient load than city
GPs and time constraints and distance add further barriers of access.

4.5 Summary
Patients attending older practitioners in North Queensland may be dissatisfied by the
dementia care they are offered. The experiences reported in the patient interviews
suggest this may be the case. Older patients consult more often with their GP as they
age,[1] and referral of dementia patients to colleagues with an interest in dementia may
circumnavigate otherwise less than optimal management of people with dementia,
especially in the absence of specialist dementia services.
Serial studies of the attitudes of health professionals to dementia has shown that
attitude can improve with time,[1] and that the inevitable increasing exposure of GPs to
an ageing population may shift GP preferences , especially if resources for referral are
available. Other studies show that GPs who have limited access to specialist support for
managing dementia patients may be poorly motivated to initiate care.[103] This appears
to have been the case for some GPs in Mackay were there were no resident geriatricians.
The research aimed to present both the views of people dealing with dementia including
patients, carers and family, and the view of those providing health services for people with
dementia. The results indicate that the experience of the patients with dementia is mirrored
by the responses of health professionals. Although most health professionals encounter
dementia patients in their practices, many would prefer not to care for them. Those
practitioners who are in a position to refer may not do so and active management by both
GPs and allied health professionals is less than optimal. Further research may establish
whether educational initiatives can improve the quality of dementia care in the community.
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4.6 Key points


Carers usually recognize problems related to dementia before their GP but need
help in establishing a diagnosis and accessing support.



Patients turn to their GP when the symptoms of dementia develop but many find
their best help comes from those more experienced with the disease, both health
professionals and other patients.



Older patients are more likely to attend older GPs, but older GPs may be less
aware of the benefits of early diagnosis and treatment of dementia.



Dementia forums attract doctors and nurses in the older age groups suggesting
that either younger members of these professions are less engaged in dementia
care, or old practitioners wish to increase their dementia knowledge.



Primary health care professionals have varying levels of knowledge and interest in
caring for dementia patients, their families and their carers.
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Chapter 5 - Dementia: Opportunities for risk reduction
and early detection in general practice
(Appendix I)

5.1. Rationale
The research so far has established that patients dealing with dementia face many
challenges including finding a general practitioner who is interested and knowledgeable in
managing their illness. The research now moves on to include people who may have little
dementia experience. Thus the participants in this chapter were any adult patient attending
their GP, not just those with dementia, and any GP or practice nurse, not just those with
a dementia interest. This has produced a description of GP and community dementia
literacy which leads on to exploration of dementia risk reduction, a task best undertaken
in younger people before symptoms become apparent. Data was collected mainly in North
Queensland with smaller samples from sites across Australia and England to give the
results broader relevance.
The chapter has 3 parts: part A focusing on dementia literacy of GPs and practice
nurses, part B focusing on dementia literacy of adult patients attending the GP, and part
C, an RCT testing the impact of a waiting room pamphlet on patient understanding of
dementia and its risk factors. The intervention was the Alzheimer’s Australia pamphlet on
dementia risk factors, ‘Mind Your Mind’ (MYM).
The participation of GPs and patients in a dementia research project may in itself
influence their responses, the so called ‘Hawthorne Effect’.[104] However, documentation
of this effect has been left until the final chapter of this thesis. The participants in this
section of the research were patients, many of whom have known someone with dementia,
together with GPs and their practice nurses. Reduction of dementia risk is supported by
increasing evidence and of interest to both patients and health professionals.
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5.2 Background
5.2.1 Dementia and ageing
In our ageing population the lifetime risk of dementia for people who had reached the
age of 65 years in 2010 was estimated at one in five,[105] with longevity increasing the
risk of developing cognitive impairment, the new definition of dementia.[106] In coming
years health professionals from all disciplines may find themselves providing services for
people with dementia and their carers.[107] General practitioners (GPs) may perceive
their dementia knowledge to be inadequate and lack confidence in making a diagnosis of
dementia or actively managing the illness.[108] Despite this, managing dementia remains
a core part of GP aged care services.[109] Dementia is commonly perceived as an
incurable condition that can occur as you get older and for which little can be done.[33]
However, there is increasing evidence that this is not the case and that dementia, although
more common in older people, can occur in younger people and benefits from active
management. It is also a condition with some potentially modifiable risk factors, creating
an opportunity to reduce incidence or delay onset.[2]

5.2.2 Dementia health literacy
Many patients may wish to be involved in their own health care with evidence that this
can improve their health outcomes,[110] but poor health literacy restricts navigation of
health networks, impacting negatively on access and efficacy.[36] Two Australian studies
recommend raising community dementia literacy, especially for modifiable dementia risk
factors, as a strategy that may reduce dementia incidence.[34, 60] Although there is
widespread awareness of the risk factors for treatable diseases such as diabetes and
heart disease, there is less awareness of dementia risk reduction strategies,[111, 112]
despite the predicted benefits this knowledge could offer to both patients and the health
system.[113]
Evidence is increasing that strategies to reduce the modifiable risk factors for dementia
may reduce the incidence of this disease.[114, 115] A cooperative and collaborative
partnership between the patient and the doctor may facilitate this process, with both
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sharing an understanding of current evidence about dementia risks that may be
modified.[32, 116]
The progressive disease that eventually causes dementia symptoms begins many years
before the clinical signs defining the illness. Lifestyle modification and medications that
may reduce dementia risk need to commence early if they are to prevent or delay the
onset of dementia in later life.[2] Current health messages target diabetes, heart disease,
stroke and mental illness but rarely mention dementia, even though many risk factors
overlap.[107] Community awareness of the link between cardiovascular risk factors and
dementia is low but awareness of dementia risk reduction strategies is increasing.[60]

5.2.3 The use of written material to increase health literacy
Health information allows patients to make choices about their health care and written
information presented simply can be accessed widely.[117] Community understanding of
health problems may be improved through pamphlets. These become more user-friendly
when community has input into their development.[118]
Alzheimer’s Australia is an organization known for its community consultation. This
organization has produced the one page dementia risk reduction summary, ‘Mind Your
Mind’ (MYM), to raise awareness of dementia risk reduction strategies. The GP waiting
room is a suitable distribution point for this pamphlet. The National Health and Hospitals
Reform Commission report 2009 discusses the importance of consumer engagement for
improving health outcomes. Health literacy contributes to this engagement process.[119]

5.2.4 Dementia diagnosis and management
The varied presentations and health journeys of people with dementia are best
managed by a multi-skilled team.[120] Patients may expect that a consultation with their
general practitioner will provide explanations and possible treatment for symptoms, but
they may fail to mention memory problems, attributing them to transient stress, seeking
instead help for persistent or treatable conditions.[121]
General practice consultations rarely include such subjects as memory problems,
focusing instead on physical problems which can be readily treated,[122] while non73

physical or psychological problems are more frequently ignored or deferred.[123] GPs
may not recognize dementia even in their elderly patients until a crisis elucidates the
diagnosis.[124] This presentation limits opportunities to improve quality of life earlier in the
disease.[125] Identification of early symptoms of dementia may in the future allow
treatments that can sustain function for longer.[126] In general practice, a simple test such
as the ‘mini-cog’ may rule in or rule out dementia, but testing seldom occurs.[127]

5.3 Overview of this chapter
The research presented in this chapter was designed to explore the dementia literacy
of GPs and their adult patients and to test whether a waiting room pamphlet could improve
patient awareness of dementia risk reduction strategies.
Two questionnaires, one for GPs and practice nurses and another for practice patients,
provided the data for analysis. The questions were designed to capture the perceptions
and beliefs about dementia and its management from ordinary people and the health
professionals they might consult with if they were concerned about dementia. The patient
responses also provided the outcomes for an RCT, using the intervention of a waiting
room pamphlet about dementia risk factors.
The chapter is divided into three sections: part A - the questionnaire distributed to GPs
and their practice nurses, part B - the questionnaire distributed to adult patients attending
their GP, and part C - an RCT that measured the effect of the waiting room pamphlet on
patient responses. The data used in parts B and C came from the same patient sample.
In part B, the results of all the patient questions from the total sample are presented for
completeness. However, answers from patients receiving the intervention may have been
biased, especially those relating to dementia and its risk factors. Therefore, a second set
of data was included for a smaller cohort of patients, those who did not receive the
intervention. These responses should be representative of their communities. Both sets
of data are presented in Table 23.
Parts A, B and C each contain methods, results, discussions and limitations sections. A
final discussion at the end of the chapter links the results of each part.
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5.4 Part A - GP and practice nurse dementia literacy
5.4.1 Objective and hypothesis
Objective: to describe GP and practice nurse understanding of dementia and their
perceived role in providing dementia services.

Hypothesis: GPs may not appreciate the value of investigating memory problems
and diagnosing dementia.

5.4.2 Method part A
The health professional questionnaire (Appendix B) used in the previous chapter was
adapted to target GPs. Additional questions were added including Postcode (question 4)
to provide a proxy for remoteness, country of graduation (question 5) to describe initial
training and cultural background, and questions that explored dementia knowledge,
diagnosis and treatment. To maintain the one page format, some of the original questions
were removed. These included questions about dementia prevalence which had produced
variable responses and diagnostic tests which indicated most GPs used MMSE.
The questionnaires were distributed to a sample of GPs, all of whom looked after elderly
people. The GPs were recruited by the author at sites accessible during her PhD studies
which covered six of the eight States and Territories of Australia and four sites in the UK.
Participation by GPs in the earlier research had been increased by personal contact
between the author and her colleagues. Applying this method of recruitment, GPs known
to the author were approached individually and others were invited through their practice
managers or personally at meetings attended by the author. Participants were encouraged
to complete the questionnaire on the spot to maximize response.
Not every practice employed practice nurses, hence the number of nurses contacted
was small. Most nurses were sourced from North Queensland where the research was
conducted. Fortunately, success in securing research and travel grants allowed the
research to be extended in Australia and to the UK. The author sourced participants in the
UK through contacts established during previous employment in that country.
Questionnaire responses were entered into SPSS software for analysis. Descriptive
statistics produced frequencies, both numbers and percentages for some answers, and
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cross tabulation allowed testing of relationships between these answers with years since
graduation (a proxy for age/experience), country of graduation and site of current practice.
Computerized medical records in a sample of practices in North Queensland were
searched for documentation of MMSE and over 75 year old health assessments.

5.4.3 Results part A
5.4.3.1 Participants
Questions 1 and 2 asked gender and occupation. The GP/practice nurse sample
consisted of 127 GPs and 26 nurses from 54 sites throughout Australia and four in
England. The English sample consisted of 21 GPs and one practice nurse. (Table 12)
Table 12 - Sample populations of GPs and practice nurses
Australia

Sample
GPs
Nurses

England

Total

Male

Female

Total

Male

Female

Total

57 (54%)

49 (46%)

106

9 (43%)

12 (57%)

21

127

0

25

25

0

1

1

26

Questions 3 and 4 asked date and country of graduation. Date of graduation was a
proxy for age. The median graduation decade was 1980–1989 (43/153, 28%). Those
graduating 2000–2009 formed 15% (23/153) of the cohort and those graduating 1960–
196, 96% (9/153). The sample was predominantly older health professionals. Only 41%
(52/127) of GPs and 27% (7/26) of nurses graduated in the last 20 years. (Figure 3)
Questions 5 asked the practice postcode. The Australian postcodes were converted to
‘city’, ‘regional’ and ‘rural’ by referring to the ‘Australian Standard Geographical
Classification - Remoteness Area (ASGC-RA)’ for each postcode.
Most participants had graduated in the country they were working in, either Australia or
UK. Of the 26 nurse responses, only one was from UK where she had also trained. Of the
25 nurses working in Australia, 4 had graduated in other countries, Fiji, New Zealand,
Myanmar and UK.
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Figure 3 - Decades of year of graduation

Of the 127 GP responses, all of the 21 GPs working in UK had also trained in UK. Of
the 106 Australian GP, 41/106 (39%) had graduated overseas. (Table 13)

Table 13 - Country of graduation and graduation date
Graduation dates in decades
1990-99

1980-89

1970-79

1960-69

Australia

16

14

23

28

6

87

UK

4

9

7

8

2

29

NZ

0

1

1

1

1

4

India

1

2

2

1

0

6

Myanmar

0

0

3

0

0

3

0

1

2

1

0

4

2

0

0

0

0

2

0

2

0

2

0

3

Philippines

0

5

3

0

0

8

Pakistan

0

1

1

0

0

2

Singapore

0

0

0

1

0

1

Romania

0

0

1

0

0

1

Egypt

0

1

0

0

0

1

23

36

43

42

9

153

South Africa
Country of
Iran
graduation
Fiji

Total

Total

2000-09
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Most overseas graduate GPs in Australia worked in rural or regional areas. (Table14)
Table 14 - Australian GPs, country graduation and place of work
Location

Country of
graduation

Total

City

Regional

Rural

Australia

13

43

9

65

UK

1

6

0

7

NZ

1

2

0

3

India

0

6

0

6

Myanmar

0

2

1

3

South Africa

1

2

1

4

Iran

0

2

0

2

Fiji

0

3

0

3

Philippines

0

7

7

8

Pakistan

0

1

1

2

Singapore

0

1

0

1

Romania

0

1

0

1

Egypt

0

1

0

1

Total

16

77

13

106

5.4.3.2 Dementia training and knowledge
Question 6 asked if they had received any dementia training and whether this was
undergraduate, postgraduate or in the past 5 years. (Table 15)
A higher proportion of GPs than nurses had received dementia training, and most as
undergraduates (41/127 = 32%, 4/26 = 15% respectively). A higher percentage of the UK
sample (17/22, 77%) had dementia training than Australian sample (73/131, 56%) but this
was not statistically significant (p=0.057)
Table 15 - Dementia training and knowledge
Question and response

GP

Nurse

N

%

N

%

Have you received dementia training? = yes

80/127

63

10/26

38

Do you consider your dementia knowledge adequate? = yes

28/127

22

4/26

15
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Question 19 asked if they considered their dementia knowledge adequate. This question
was placed toward the end of the questionnaire to limit association with question 6 about
their training. Despite training, most considered their dementia knowledge inadequate with
only 22% of GPs and 15% of nurses responding ‘yes’ that their knowledge was adequate.

5.4.3.3 Patient population
Question 7 asked for an estimate the percentage of clients they cared for who were over
65 years old and over 75 years old. All of the nurses and all but 3 of the GPs looked after
patients in these age groups. Of the 3 doctors who did not look after older patients, 2
worked in a mining town in North Queensland and 1 worked in UK.
Question 8 asked for an estimate of the number of dementia patients in their practice.
The answers ranged from 0 (14 GPs) to160 (1 GP) with a median of 10.

5.4.3.4 Diagnosis and management of dementia
Question 9 asked who made the dementia diagnoses by selecting ‘myself’, ‘another
GP’, ‘specialist’, or ‘don’t know’. ‘Don’t know’ was selected by 20 GPs, 29 responded
‘myself’, 25 responded ‘specialist’ and 38 responded both ‘myself’ and ‘specialist’. The
range of answers were spread across all GP age groups.
Question 10 asked if they offered their patients referral to dementia services. About half
(67/127) responded sometimes, slightly less (48/127) responded always and a small
number (6/127) responded never. (Table 16)

Table 16 - GP dementia diagnosis and referral

Question

GP n=127
never

sometimes

mostly

always

missing

Do you offer referral?

6 (4.7%)

67 (53%)

-

48 (38%)

6

Do you disclose the
diagnosis to patients?

5 (3.9%)

21 (17%)

53 (42%)

43 (34%)

5

Are you uncomfortable
disclosing the diagnosis?

21 (17%)

53 (42%)

37 (29%)

12 (9.4%)

4
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Question 11 asked them circle the referral services they used for dementia patients.
Geriatrician was selected as the only referral service by 35/127 (28%) GPs, and a further
34/127 (27%) selected this with other choices. However, 86/127 (68%) of the GP sample
worked in North Queensland where there were no geriatricians. Psychiatrist was selected
as the only referral choice by 30 (24%) GPs and a further 16 (13%) selected this with other
choices. Alzheimer’s Australia was selected by 17 (14%) GPs in Australia, and yet this
service is available everywhere in Australia. Only 1 out of 10 possible GPs with access to
a Telelink dementia service in remote areas of Mount Isa and Cloncurry circled this option.
Question 12 asked them to circle the problems they referred for. Diagnosis, treatment
and behavior were circled by most.
Question 13 asked if they told patients about their dementia diagnosis. Nearly half, 42%
(53/127) of the GPs answered mostly, slightly less, 34% (43/127) answered always, 17%
(21/127) answered sometimes and 3.9% (5/127) answered never. Five did not answer the
question. (Table 16)
Question 14 asked if they felt comfortable disclosing the diagnosis. Only 17% (21/127)
of GPs responded ‘never’. (Table 16)
Question 15 asked if they thought a dementia diagnosis was helpful to the patient. Only
4 GPs responded with a definite ‘no’. (Table 17)
Question 16 asked if they would prefer someone else to manage their dementia patients
with 18 definite ‘yes’ responses from GPs. (Table 17)
Question 17 asked if they thought dementia treatments were helpful with only 46 GPs
responding ‘yes’. (Table 17)
Table 17 - GP dementia diagnosis and management

Question

GP n=127
Yes

No

Unsure

Missing

Is a dementia diagnosis helpful?

105

4

18

0

Would you prefer some else to
manage your dementia patients?

18 (

92

16

1

Are dementia treatments helpful?

46

27

53

1

Do dementia patients feel pain?

87

5

34

1
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Question 18 asked if they thought dementia patients experienced pain. Five responded
‘no’ but 34 were unsure. (Table 17)
Question 20 asked if they thought they knew who among their clients had dementia and
question 21 asked what percentage of their patients might have undiagnosed dementia.
About half (62/127) of GPs were either unsure or answered no when asked if they knew
who had dementia and only 4 GPs thought they had no undiagnosed cases of dementia
amongst their patients.
Question 22 asked how they would identify undiagnosed cases with free text
responses. Only 58/127 mentioned cognitive testing, 4/127 mentioned specialist referral
9/127 responded that they didn’t know and 7/127 did not answer the question.
Question 23 asked who they thought should talk to patients about dementia and its risk
factors. Despite the high numbers of responses that indicated poor confidence in their
dementia knowledge (question 19), 62% of GPs and 73% of nurses responded with the
free text string answer that a doctor or nurse was the appropriate person to discuss
dementia with patients. Even so, a significant percentage of both GPs and nurses would
prefer someone else to manage their dementia patients. (Table 18)

Table 18 - GP and nurse perceived role in dementia care
Question and responses

GP

Nurse

N

%

N

%

Who should discuss dementia with patients? = doctor/nurse

79/127

62

19/26

73

Would prefer someone else managed dementia patients? = yes

18/127

14

5/26

19

Question 24 provided space for comments but only 22 participants contributed.
Comments covered the themes of improving treatments, increasing research and
education, the need for teamwork and the fact that most known dementia cases were
already in nursing homes.
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5.4.3.5 Correlation of variables
Dependent variables were correlated with independent variables using Pearson Chisquare test for goodness of fit to test for significance.
GPs were significantly less likely than nurses to lack dementia training (37% vs 62%,
respectively), p=0.029 (OR=0.71, CI=0.71–0.99). There was no significant relationship
between training and adequacy of dementia knowledge (p=0.20). (Table 19)
There was no significant relationship between GP dementia training and country of work
(p=0.71) or decade of graduation (p=0.68). However, younger doctors, those who
graduated after 1990 (6/52), were significantly less likely to consider their dementia
knowledge adequate. (Table 19)

Table 19 - Knowledge and training
Variables

P value

OR

CI

GPs were less likely than nurses to lack dementia training

0.029

0.71

0.71-0.99

GPs < 20 years post grad were less likely to consider their
dementia knowledge adequate

0.017

0.42

0.20-0.97

No significance relationship between training and
perceived adequacy of knowledge

0.20

NA

NA

A significant difference was found between cohort of GPs who had trained and then
worked in their own country, Australia or UK, in the belief that diagnosis could be helpful.
Australian GPs were significantly more likely to agree with this (p=0.10). (Table 20)

Table 20 - Comparison of responses for UK and Australian trained GPs
Answer ‘yes’

UK n=27

Australia n=65

P value

Referral offered

15 (56%)

20 (31%)

0.17

Disclose diagnosis

7 (26%)

27 (41%)

0.27

Diagnosis helpful

18 (67%)

55 (85%)

0.010

Treatment helpful

10 (37%)

18 (28%)

0.68

Dementia patients feel pain

22 (81%)

44 (68%)

0.45

Dementia knowledge adequate

4 (15%)

18 (8%)

0.51
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A comparison of responses for Australian GPs who trained in Australia with those who
trained overseas found no significant differences. (Table 21)

Table 21 - Responses of Australian GPs graduating in Australia v trained overseas

Answer ‘yes’

Australian grad. n=65

Overseas grad. n=41

P value

Referral offered

20

16

0.092

Disclose diagnosis

27

10

0.29

Diagnosis helpful

55

36

0.64

Treatment helpful

18

21

0.094

Dementia patients feel pain

44

27

0.84

Dementia knowledge adequate

18

7

0.44

5.4.3.6 Memory testing in general practice
A search of Pracsoft medical accounting package (Pracsoft, Crows Nest, NSW) in 14
practices in North Queensland yielded 66 annual health assessments in a population of
672 aged 75 year and over consulting in a 6 month period. This equates to 10% of this
eligible population. Of these, eight had recorded MMSE in computer medical records and
57 had a documented dementia diagnosis, the majority of whom (92%) were residing in
nursing homes.

5.4.4 Discussion part A
5.4.4.1 Participants
The sample of GPs contributing data for analysis represented both genders, varied
years in practice and were sourced from areas across Australia and also UK. However, a
majority were from North Queensland, Australia, where the research was conducted.
There was no significance difference in responses for either location related to a main city
or country, suggesting that the sample may be widely representative of GPs in general.
All but one of the nurses in the nurse sample were from North Queensland, Australia.
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The size of the samples reflected the difficulty of engaging this group in answering a
questionnaire, albeit short, on a topic that might have held little interest to them. Those
responding were contacted personally and were mainly from regional Queensland,
Australia (73%) where the author was practicing.
All of the UK sample had graduated in that country and one would assume that they had
a good understanding of management pathways within that health system. This contrasts
with the Australian sample in which 31% of the GPs had graduated in another country.
All but one of the Australian overseas graduates were working outside a city area, in
keeping with the policy that requires overseas medical graduates to work in an area of
workforce shortage for their first ten years in Australia. Many of these overseas graduates
may be working in areas with limited access to specialist services, where they would be
required to manage patients with conditions such as dementia for which their original
training may have poorly prepared them. They may have difficulty negotiating the health
pathways of a health system that is unfamiliar to them.

5.4.4.2 Knowledge and training
Questionnaires may give a reasonable description of knowledge. However, answers to
the questions about training may reflect perceptions. The questionnaire did not explore
what participants may consider as training. A range is possible from self-directed learning
to formal education sessions. However, the assumption is made that knowledge exchange
would occur. A smaller percentage of nurses (38%) than GPs (63%) indicated they had
received dementia training and yet elderly patients would be core business for nurses in
general practice. Conversely, dementia forms only a small part of the GP caseload.[128]
An understanding by health professionals of the value of dementia diagnosis and active
management may improve care and reduce crises with benefits for both patients and their
health attendants.[129] Australian GPs However, there appeared to be little relationship
between dementia training and perceived adequacy of dementia knowledge, raising
questions about the relevance of current dementia educational opportunities. When
patients contribute to health professional education, their health outcomes improve.[45]
There are increasing numbers of people with dementia and their carers in the community
and their input could be a valuable educational resource.

84

Some questions were designed to assess dementia knowledge including those that
asked about ‘effective treatments’ and if patients with dementia ‘feel pain’. The answers
confirmed that knowledge could be improved with many believing treatments were not
useful and that pain was not a problem for people with dementia. The responses of
discomfort when disclosing a diagnosis reduced through appropriate education.

5.4.4.3 Patient population
Most GPs did care for some older patients. GPs have an important role in dementia
diagnosis and support for the patient and their family on the dementia journey.[83]

5.4.4.4 Diagnosis and management of dementia
Many GPs were unsure who had made dementia diagnoses for their patients. This may
be partially explained in Australia by the absence of patient registration with a GP, allowing
patients to move between practices, often without any information sharing.
Australian GPs were significantly more likely than UK GPs to agree that a dementia
diagnosis was helpful for the patient. UK GPs receive financial incentives to diagnose
dementia but follow up with appropriate management does not always follow.[130] Hence,
the patient may receive little benefit. Fortunately, Australia has not followed this example
and GP guidelines recommend ‘timely’ diagnosis, where the ‘time’ relates to the patient
and their needs.[32] Analysis of other answers on dementia management showed no
significant difference for place of work or training.
Responses reflected perceived management and may not describe what actually
happened. For example, most GPs chose ‘geriatrician’ as their referral option and a
smaller number chose ‘psychiatrist’, yet these services were not readily accessible to 68%
of the GP sample who worked in North Queensland. GPs who chose a referral service
that was not available, may be indicating their ‘perceived’ or ‘preferred’ action rather than
their current practice. If these referral options became available, one would hope that
appropriate referrals would follow.
Only one GP selected ‘Telelink’ although this dementia service was available to link the
remote areas of Mt Isa and Cloncurry to geriatricians in Brisbane, some 1000 Km away.
Perhaps the other nine GPs in the area were unaware of this service which operated out
of the State Hospitals. GP primary care in Australia is funded by Federal rather than State
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governments, creating at times parallel services with poor connections. Dementia patients
in hospital may have accessed this service while those in the community missed out.
Dialogue between community and hospital services may increase community use of
‘Telelink’ services, and I believe this conversation has already started.

5.4.4.9 Memory testing in general practice
Although GPs responded that they would use MMSE tests to diagnose dementia, data
from medical records failed to confirm this. At the time the research was conducted many
practices used both computer and written records. Nurses frequently completed a manual
health assessment on patients over 75 years. Therefore, MMSE tests may have been
applied but not recorded in the MMSE computer data file. Hopefully, with time, practices
will make fuller use of their computer software.

5.4.5 Limitations
The data gathered using questionnaires may be inaccurate. We would expect personal
details to be correct but estimates of patient populations (question 7) and descriptions of
referral practices (question 11) may not be a true reflection of what actually happens. The
lack of objective measurements produces data about perceptions rather than facts.
However, these perceptions may describe understanding and expectations in dementia
management and explain some of the patient experiences with health professionals
described in the previous chapter where they received little help.
For example, referral of dementia patients to a geriatrician was an option chosen by all
GPs who chose to refer, and yet some of these GPs worked in areas 1000 km from the
nearest geriatrician. Thus, although this option might be considered, in practice it was
unlikely to happen.
The Australian sample included many overseas graduates working in regional and rural
areas where referral options may be restricted. In some countries, it is customary to give
the answer that is expected rather than what is true. This may explain the popular choice
of referral to a geriatrician, even though there was none. If the service had been available,
perhaps referral would be offered. However, many developing countries focus training on
prevention and cure, with less emphasis on management of illness in the elderly.
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Nevertheless, the answers given by the GPs reflect their perceived practice, which was
one of the objectives of this research, comparing these answers with the perceived actions
by patients, should they in future have to deal with dementia as a patient or carer.
The GPs understanding of an illness and perceptions of the role they have in managing
it may guide the actions they have in dealing with patients presenting with the illness.
Therefore, questionnaires have a role in elucidating the behaviors of health professionals
and identifying gaps in services.

5.5 Part B - Patient dementia literacy
5.5.1 Objective and hypothesis
Objective: to describe patient experiences and understanding of memory problems
and dementia.

Hypothesis: adult patients may be aware of dementia, relating it to memory problems.

5.5.2 Method part B
The patient questionnaire was headed ‘We are surveying people throughout Australia
about their understanding of dementia and its risk factors’. The words ‘throughout
Australia’ were removed for distribution in England. The questionnaire was designed to
capture community understanding of dementia and its risk factors, and expectations for
diagnosis and management, should these services be needed.
An information sheet and consent form were distributed to GPs and practice managers
in practices at sites across North Queensland accessible to the author. Additional
practices at four sites in England were recruited when the author was visiting to present
her research during study trips. The main overseas site was in a practice in Hertfordshire
where the author had previously worked as a principal GP. The author personally
contacted the practices to promote the project and no practices declined participation.
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Practices were visited by the author at arranged times so that adult patients could be
offered the questionnaire while they waited in the waiting room to see their GP. The
patients were told their answers might ‘increase GP understanding of how to help people
with dementia’. Only one patient declined to participate. The author offered to read the
questions and record answers of patients unable to read, for example, if they said they did
not have their glasses with them. Most were eager to present their views in the
questionnaire, especially those in England who were rewarded with a small koala bear
once their questionnaire was complete. Some patients completed their questionnaire after
their consultation if they were called to see the GP before they had finished and all were
completed before they left the surgery, limiting the possibility of their answers being
influenced by input from other sources.
String answers allowed for descriptive responses with multiple themes. Thematic
analysis of these themes produced a range of topics from the string answers, with more
than one topic possible in any string answer.[24] Analysis using SPSS software (IBM, St
Leonards, NSW) enabled each topic to be transformed and recoded into a new
dichotomous variable with ‘mentioned’ and ‘not mentioned’ answers. For example, a free
text string patient response to the question: ‘How could you reduce your risk of dementia?’
could be ‘crosswords and good diet’. This would be transformed into two new variables
recoded as ‘mentioned mental exercises’ and ‘mentioned good diet’ with ‘yes/no’ answers.
Frequencies of answers were measured, and the results compared using Chi-square
test with p≤0.05 indicating a significant difference in responses for the independent
variables of country, age and gender and between some answers.
When the questionnaires were distributed, the Alzheimer’s Australia ‘Mind Your Mind’
(MYM) dementia risk reduction summary was attached randomly to them. Thus only 318
questionnaires provided unbiased answers. The randomized controlled trial using the
MYM intervention is described in part C of this chapter. Some questions were therefore
designed to test the impact of this pamphlet on patient understanding and knowledge
about dementia, but others asked the patients about their experiences. Part B presents
the questionnaire answers for the entire patient cohort (N = 621) but also for the cohort
who did not receive the pamphlet (N=318). Where responses between these two cohorts
differ, the smaller sample is likely to be representative of the community in general.
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5.5.3 Results part B
5.5.3.1 Patient questionnaire
The questions for patients were on one page, minimizing the risk of unanswered
questions and facilitating completion in a limited time-frame while attending the GP. The
space for free text answers was small and there were no complaints. Indeed, many
patients preferred short answers as long sentences challenged their literacy. These brief
off-the-cuff responses provided valuable insight into patient understanding of dementia.
Some questions exploring similar concepts were separated in the questionnaire to see if
responses were the same. Thus question 6 asked ‘Where have you learned about
dementia?’ to see if health professionals featured and question 16 asked ‘From whom
would you seek help for dementia?’ to see if they thought a doctor might know about the
illness and be able to help. Question 17 asked what they thought doctors could do for
people with dementia. Patient perceptions of the doctor’s role in dementia management
was one of the research questions arising from the initial patient interviews.

5.5.3.2 Patient sample
The total sample consisted of 621 GP patients from Australia (n=558) and England
(n=63) in 22 practices at 15 geographic locations, 11 in Australia and four in England.
(Table 22). A portion of this sample (318) did not receive the MYM pamphlet. The results
for both cohorts are presented.
Questions 1-3 asked for gender, postcode and age (under 40years, over 90 years and
decades in between). The proportion of male patients was higher in the UK sample (28/63,
44%) compared with the Australian sample (203/558, 36%). The largest (median) age
group was the 50-59 year olds (149/621) in both samples. The UK sample had a higher
proportion of 70-79 year olds (18/63, 29%) compared with the Australian (69/588, 12%).
Table 22 - Patient sample
Patient Sample

Australia

England

Total

Male

Female

Total

Male

Female

Total

Total

203 (36%)

355 (64%)

558

28 (44%)

35 (56%)

63

621

No intervention

97 (35%)

178 (65%)

275

21 (49%)

22 (51%)

43

318

89

Table 23 - Patient questionnaire responses

Question
Questions and answers
number

Total
N=621

No pamphlet
N=318

Yes

%

Yes

%

4

Have you ever known someone with dementia? ‘Yes’

402

65%

199

63%

5

Dementia cause is unknown (free text)

156

27%

80

25%

5

Mentioned modifiable cause for dementia (free text)

412

66%

195

61%

5

Dementia is a memory problem (free text)

376

61%

195

61%

5

Dementia is a brain problem (free text)

136

22%

60

19%

5

Dementia is an ageing problem (free text)

31

5.0%

17

5.3%

5

Dementia is a mental illness(free text)

22

3.5%

13

4.1%

6

Learned about dementia from the media (free text)

202

33%

89

28%

6

Learned about dementia from acquaintances (free text)

190

31%

90

28%

6

Learned about dementia from the workplace (free text)

99

16%

66

20%

6

Learned about dementia from a doctor (free text)

8

1.3%

7

2.2%

7

Have you heard about dementia from a doctor? ‘Yes’

96

15%

52

16%

8

Have you read about dementia risk reduction? ’Yes’

211

34%

90

38%

9

If so, what did you read? ‘written material’

151

24%

48

15%

10

Did this increase your knowledge? ‘Yes’

171

28%

73

23%

11

What new information did you learn? ‘Mental exercises’

37

6.0%

18

5.7%

12

What do you think causes dementia? Answered with a cause

380

61%

199

63%

13

Do you think it is possible to reduce the risk of getting dementia? ‘Yes’

338

55%

153

48%

14

What could you do to reduce your risk of getting dementia? gave a strategy

383

62%

167

53%

15

Do you have any memory concerns? ‘Yes’

230

37%

129

41%

16

If you thought you had dementia who would you seek help from? Answer ‘doctor’

503

81%

252

79%

17

What do you think doctors can do for dementia? Answer ‘nothing’

220

35%

101

35%

18

Is there a cure for dementia? ‘Yes’

55

8.9%

28

8.1%

19

Have you had an annual health assessment? ‘Yes’

254

41%

120

38%

20

Have you had a memory test? ‘Yes’

37

6.0%

20

6.3%

21

Would you like a memory test? ‘Yes’

323

52%

165

52%

22

Do you want to learn more about reducing dementia risk? ‘Yes’

487

78%

260

82%

23

Do you think people should be told if they have dementia? ‘Yes’

550

89%

280

88%

24

If you had dementia, would you want to be told? ‘Yes’

574

93%

294

92%

25

Do you think there is a stigma to a diagnosis of dementia? ‘Yes’

288

46%

161

50%

26

If you had dementia, would you want others to know? ‘Yes’ (N=105, 54 resp.)

60

57%

31

57%
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5.5.3.3 Dementia literacy of patients in general practice (Table 23)
Question 4 asked if they knew someone with dementia and most patients (64%) did.
Question 5 asked ‘What is dementia?’ allowing free response. Most described
dementia as ‘memory loss’ (60%), a smaller number ‘a brain problem’ and a few ‘old age’.
Question 6 asked where they had learned about dementia producing 40 different free
responses. These were recoded into four new variables of mentioned ‘media’ (33%),
‘acquaintances’ (31%), ‘workplace’ (16%) and ‘doctor’ (1.3%). Gender was the only
independent variable influencing this response with male patients less likely than female
patients to learn about dementia from their workplace (11/231). (Table 26)
Question 7 asked if they had heard about dementia from a doctor. Although only a few
(1.3%) had mentioned ‘doctor’ in their free text response to the previous question, a larger
proportion of patients, 15% (96/621) answered ‘yes’. The Cronbach’s Alpha (CA) statistical
test for internal consistency applied to these two ‘doctor’ answers was 0.044, suggesting
that the answers were unrelated (CA < 0.70).
Questions 8-11 were included at the request of members of Alzheimer’s Australia,
Townsville. They wanted to know if anyone had read their information pamphlet about
dementia risk reduction, the newly released ‘Mind Your Mind’ dementia risk reduction
summary. Many patients did not answer these questions, more so in the non-intervention
group, reducing the value of these responses. (Table 24)

Table 24 - Response rates to questions 8-11
Number of responses
Question
number

Question

Total responses
N=621
N

%

No intervention
N=318
N

%

8

Have you reads about dementia
risk reduction?

619

100%

316

100%

9

What did you read?

192

31%

66

21%

10

Did this increase your knowledge

332

53%

136

43%

11

What new information did you
learn?

189

30%

80

25%
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Table 25 - Responses to questions 8-11
Number with answer
Question
number

Questions and answers

Total
responses
N=621

No
intervention
N=318

N

%

N

%

8

Have you read about dementia risk
reduction? ‘yes’

211

34%

115

38%

9

What did you read? ‘written material’

151

24%

48

15%

10

Did this increase your knowledge? ‘yes’

171

28%

73

23%

11

What new information did you learn? nothing’

23

3.7%

11

3.4%

11

What new information did you learn? ‘mental
exercises’

37

6.0%

18

5.7%

Question 8 asked if they had read about dementia risk reduction. If the answer was ‘yes’
they were invited to answer questions 9-11. In the total group, 211 (34%) answered ‘yes’.
Question 9 asked what they had read and many answers were given including nonwritten sources such as ‘friends’, ‘TV’ and ‘internet’. A smaller proportion of those that did
not receive the ‘Mind Your Mind’ intervention answered ‘written material’. (Table 25)
Question 10 asked if this had increased their knowledge about dementia risk reduction.
Only 28% responded ‘Yes’ (Table 25) but only 53% answered the question. (Table 24)
Question 11 asked what new information they had learned. Some of those who
responded answered ‘nothing’ but most responses included ‘mental exercises’. (Table 25)
Question 12 asked ‘What do you think causes dementia?’ to explore perceptions about
dementia risk factors. This yielded 87 different responses. These were transformed and
recoded to produce the responses listed in Table 23. Two thirds of respondents mentioned
modifiable causes but a quarter stated that the cause was unknown. Nearly a quarter of
responses gave more than one cause and a similar number mentioned age. Nearly a fifth
mentioned some type of brain problem and genetics was mentioned in eight responses.
Lack of mental and physical activities were mentioned as a cause in 5.0% and 6.0%
respectively of responses. Men were significantly more likely than women to say the cause
was unknown (p=0.0018). (Table 26)
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Question 13 asked if they thought dementia risk could be reduced. A majority answered
‘yes’ (54%). However, 37% were unsure and only 6.6% gave a definite ‘no’. This answer
showed no significant difference for the variables of gender, age or country. There was
however, a significant relationship between mentioning modifiable risk factors (question
14) and believing risk could be reduced (p=0.018). Conversely, there was a significant
relationship (p < 0.001) between an ‘unsure’ answer to whether dementia risk could be
reduced and responding that the cause of dementia was unknown (question 12).
Question 14 asked what they thought could be done to reduce risk of dementia, with a
free text answer. The specific answers to this question are described in the next section
of this chapter (Part C) but 62% provided a strategy. (Table 23)
Question 15 asked if they had any ‘memory concerns’ with over a third (37%) answering
‘Yes’. (Table 27)
Question 16 asked who they would seek help from if they thought they had dementia
and 81% mentioned ‘a doctor’ in their free text answer.
Question 17 asked ‘what do you think doctors can do for dementia?’ with 77 different
free responses. Of those responding ‘a doctor’ in question 16, 40% answered ‘nothing’.
Question 18 asked if they thought there was a cure for dementia with some (8.9%)
answering ‘yes’. However, many answered ‘unsure’ (58%). Men were more likely than
women to think there was a cure for dementia (p=0.00074). (Tables 26, 27)
Question 19 asked if they ever had and ‘annual health assessment. This question was
aimed at patients over 75 years of age. GPs in both Australia and UK are encouraged with
financial incentives to provide this annual check for their older patients.
Question 20 asked if they had ever done a memory test. Only 6.0% (37/621) of all
patients recalled ever taking a memory tests, and of these, most (65%) were over 60 years
old (24/37). Of those aged over 70 years, only 16% (19/116) recalled having a memory
test despite 37% (43/116) having memory concerns and 53% (59/116) indicating they
would like a memory test.
Question 21 asked if they would like a memory test with 66% (153/230) responding
‘yes’. Those who indicated that they had memory concerns, were significantly more likely
to want a memory test than those who said they did not have memory concerns (44%)
(171/391) (p=<0.001).
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Question 22 asked if they would like to learn more about dementia risk reduction with
most (78%) answering ‘yes’ (Table 25)
Question 23 asked if they thought people should be informed if they had a dementia
diagnosis with nearly all (89%) answering ‘yes’. (Table 25)
Question 24 asked if they would like to be told if they had a dementia diagnosis. The
majority of patients, 93%, wanted to be told the diagnosis if they had dementia.
Question 25 asked if there was a stigma to dementia with many (38%) agreeing,
although those >70 years were more likely to think there was no stigma (44/116 40%,
p=0.027). (Table 26)
Question 26 asked if the patient would like other people to know if they had dementia. This
question was added during the project after many people asked what ‘stigma’ meant,
casting doubt on answers to 25 which may not have been understood. Nearly a quarter of
all age groups said they would not want others to know if they had dementia.

Table 26 - Comparison of patient responses v variables
Variables
Male patients were less likely than female to have learnt about
dementia from the workforce

P value

OR

CI

<0.001

0.26

0.15-0.46

There was no significant difference between age, gender of
country in describing dementia as memory loss
Men were more likely to say that the cause for dementia was
unknown
Patients >70 years old more likely to believe there was no stigma
in dementia

>0.05

NA

NA

0.0018

1.8

1.2-2.6

0.027

0.65

0.043-0.99

There was a significant relationship between mentioning
modifiable risk factors and believing risk could be reduced

0.018

1.4

1.0-2.0

There was a significant relationship between those who did not
answer ‘yes’ to ‘can dementia risk be reduced?’ and those
responding that the cause of dementia was unknown.

<0.001

0.59

0.41-0.85

<0.001

0.42

0.29-0.60

<0.001

1.8

1.8-3.5

<0.001

2.6

1.5-4.5

There was a significant relationship between being unsure if
dementia risk could be reduced and believing the cause of
dementia was unknown
Those with memory concerns were significantly more likely to
want a memory test than those without
Men were more likely than women to think there was a cure for
dementia
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5.5.3.4 Patient responses ‘yes, no, unsure’ questions
Questions about attitudes to dementia diagnosis, treatments and risk factors offered the
choice of ’yes/no/unsure’ responses. These questions were completely answered.

Table 27 - Community yes/no responses by age group

Question

Total n=621

< 60 yr n=404

yes

no

unsure

yes

Is there a cure for
dementia?

9

31

58

Have you had an
annual health
assessment?

41

54

Have you had a
memory test?

6

Would you like a
memory test?

> 60 yr n=217

> 70 yr n=116

no unsure

yes

no unsure yes

no

unsure

7

53

38

12

47

37

10

46

43

3

33

62

3

55

39

4

63

28

6

92

1

3

95

1

11

86

2

16

81

3

51

32

14

79

13

7

52

30

14

60

34

13

Do you want to
learn about
reducing dementia
risk?

78

13

7

79

12

6

78

12

6

72

16

10

Do you think people
should be told if
they have
dementia?

89

1

9

87

1

9

89

2

8

87

2

10

Would you want to
be told if you had
dementia?

92

1

5

93

1

4

91

2

7

90

0

10

Do you think there
is a stigma in a
dementia
diagnosis?

46

29

22

48

24

26

43

39

16

38

44

16

Would you want
others to know if
you had dementia?

57

16

24

57

15

25

59

23

18

57

22

22
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5.5.3.5 Australian and UK patient data (Table 28)
There was no significant difference between patient responses from UK and Australia
(p>0.05) although minor variations in the UK sample suggest a stronger tendency to
describe dementia as a ‘brain problem’ or ‘mental illness’. The smaller sample size of UK
patients weakens the strength of this trend.

Table 28 - responses of Australian/ UK patient samples

Variable

Australia

UK

Male participants

36%

44%

Median age group

50-59yrs

50-59yrs

Describe dementia as ‘memory loss’ (free text)

62%

48%

Describe dementia as ‘a brain problem’ (free text)

21%

32%

Describe dementia as a ‘mental illness’ (free text)

3.4%

4.7%

Describe dementia as ‘old age’(free text)

4.7%

7.9%

Learnt about dementia from acquaintances (free text)

30%

33%

Learnt about dementia from the media (free text)

32%

41%

Learnt about dementia from the work (free text)

16%

19%

Learnt about dementia from a doctor (free text)

1.3%

0.0%

Has a doctor told you about dementia? ‘Yes’

16%

10%

Would seek help from a ‘doctor’ for memory problems (free text)

81%

84%

Do you have any memory concerns? ‘Yes’

37%

40%

Have you had a memory test? ‘Yes”

6.3%

3.2%

Would you like a memory test? ‘Yes”

53%

48%

Would you like to be told if they have dementia? ‘Yes’

93%

90%

Can dementia risks be reduced? ‘Yes’

54%

57%

Do you want to learn more about reducing dementia risk? ‘Yes’

78%

86%

Described tasks to reduce dementia risk (free text)

60%

73%

Is there a cure for dementia? ‘Yes’

9.1%

7.9%
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5.5.4 Discussion part B
5.5.4.1 The Questionnaire
The questions that were most likely to be answered were those that provided a choice
of answers. This can distort the true answer as some may guess if they do not have an
answer or the answer may be influenced by the choices provided. We may assume that
the free text responses truly reflect the patients’ knowledge, provided they understand the
question. Some patients asked what ‘stigma’ was (question 25). Question 26 was added
later in the project to explore patient understanding of stigma by asking if they would like
someone else to know if they had a diagnosis of dementia. Those who answered ‘yes’ to
question 25 about stigma might answer ‘no’ to question 26 about others knowing if they
had this diagnosis. Question 26 yielded 102 responses. Over half (62/105, 60%) answered
‘yes’ to stigma but only 11/62 (18%) of these said they would not want others to know.

5.5.4.2 Patient sample
The sample patient population answering the questionnaire consisted of a wide adult
age range, both male and female. Although dementia is more common in older people, it
can affect younger people, especially those with genetic predisposition or at risk due to
other illnesses.[131] Younger onset dementia may be poorly diagnosed and managed due
to perceptions that dementia is a condition affecting older people. Also, younger people in
extended families may find themselves dealing with the illness in an older relative.
Improvements in dementia literacy at all ages may be considered beneficial, both for a
person seeking an explanation for possible symptoms and for those who may be called
on to offer support.
The participants were sourced from many sites across Australia and also from UK.
Although most of the patient sample lived in regional and rural North Queensland (86%),
the lack of significant differences in responses by site or country suggest that the answers
may have wide application.

5.5.4.3 Dementia literacy of patients in general practice
The answers have been presented in Table 23 for both the total sample, and for the
sample that did not have access to the MYM pamphlet. The answers are in many cases
similar for both groups. About half responded that they thought dementia risks could be
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reduced, not surprisingly, a slightly larger percentage of people in the total group that
included the intervention sample. The answers relating to dementia risk reduction and the
impact of the MYM pamphlet are expanded in the next section, Part C.
The responses were recorded for those under 60 years, over 60 years, and then another
group aged over 70 years. Most research about dementia focuses on older people, and
the definition of ‘older’ varies, usually any age over 50 years. In order to compare the
results with other research, the three samples were chosen, a younger group under 60
years and two older groups, those over 60 years and those over 70 years. Therefore a
group aged 60-70 was omitted.
Questions 8-11 specifically asked about dementia risk reduction written material. This
was designed to measure whether they were familiar with the Alzheimer’s Australia ‘Mind
Your Mind’ risk reduction pamphlet either previously or if they received this with their
questionnaire. However, the phrase ‘have you read’ was off-putting to some who seldom
read anything, living in regional North Queensland where the main industries are cane
farming and mining and manual skills are important. Indeed every doctor’s waiting room
has a TV, many providing health information. Distribution of the MYM information by DVD
may have had more impact. In this context, a question relating to any information rather
than written information may have yielded a higher response rate.

5.5.4.4 Patient responses ‘yes, no, unsure’ questions
The high number of ‘unsure’ answers in all age groups for ‘dementia cure’, ‘dementia
stigma’ and ‘wanting others to know if you have dementia’ may indicate a level of
uncertainty about the condition. The question about stigma may reflect uncertainty about
the meaning of the word as previously discussed. (Table 27)

5.5.4.5 Australian and UK patient data
There were similar patterns of response from patients in the two countries although the
UK sample had a stronger emphasis on dementia as a problem of old age or mental
illness, possible reflecting the health strategy in that country of targeting the older
population for undiagnosed dementia and placing care under the Mental Health Team.
(Table 28)
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5.5.4.6 Limitations
The use of a patient questionnaire both to describe patient dementia knowledge and
attitudes (part B) and provide outcome data for an RCT (part C) is problematic. The
pamphlet is likely to bias the descriptive results. Hence the data for the smaller cohort who
did not receive the pamphlet is presented alongside that of the total group that includes
the intervention cohort, but the proportion of responses are similar for many questions.
Answers relating to dementia knowledge and risk factors are likely to be influenced by the
intervention pamphlet. Therefore responses from the smaller cohort would more
accurately represent community dementia literacy.
Many questionnaires are designed to answer research questions without benefiting the
participants. The project was an opportunity to gather data as well as inform the
community about dementia risk reduction. The research was supported by a grant from
Alzheimer’s Australia who prefer but do not require that the community be involved in the
research and that there are benefits for them. Raising awareness of this organization in
communities that have limited access to other dementia services may increase access to
this resource.
Research in remote areas presents logistical difficulties and two separate projects, one
to describe community dementia knowledge and a second to measure the impact of a
simple waiting room pamphlet, were not possible due to cost and distance between sites.
Even so, two separate projects would have been methodologically correct. Those
questions that relate to the causes of dementia and dementia risk reduction strategies are
likely to have been influenced by the intervention pamphlet and these answers are
presented fully in the next section.
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5.6 Part C - a patient RCT testing a waiting room pamphlet
(Consort protocol)

5.6.1 Abstract
Title: The effect of a waiting room pamphlet on patient understanding of dementia and
its risk factors: a randomized controlled trial.
Background: Most people have some understanding of dementia from their own
experiences but dementia risk factor awareness is less widely known although discussion
is welcomed.
Objective: to test the impact of a waiting room pamphlet, the Alzheimer’s Australia
dementia risk summary, on patient understanding of dementia and its risk factors.
Methods: The design was a multi-centred parallel-group randomized controlled trial
conducted in general practices in Australia and UK. 622 adult patients were offered a
questionnaire about dementia and its risk factors while waiting in the GP waiting room.
Only one declined to participate, explaining they felt too unwell. Patients completed the
questionnaire during their visit to the surgery and the time to read and/or complete the
questionnaire varied, with some patients completing the task after their GP consultation.
Half of the questionnaires included the intervention risk reduction summary.
Questionnaires with and without the summary were shuffled and distributed to adult
patients, 299 receiving the questionnaire with a pamphlet. The questionnaire responses
provided the outcomes of the trial, comparing those with the pamphlet with those without
using Pearson’s Chi-squared test for independence.
Results: Patients receiving the pamphlet were significantly more likely to believe that
the risk for dementia could be reduced (p=0.001), significantly more likely to offer
strategies to reduce dementia risk (p≤0.005) and significantly more likely to want to learn
more about dementia risk reduction (p=0.038). All patients received the pamphlet after the
trial and welcomed the information.
Conclusions: A waiting room pamphlet can raise awareness of dementia risk factors.
Funding: Alzheimer’s Australia Research
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5.6.2 Objective and hypothesis part C
Objective: to test the intervention of a waiting room pamphlet about dementia risk
factors on patient awareness of dementia risk reduction strategies.

Hypothesis: a waiting room pamphlet may increase patient awareness of ways to
decrease their risk of developing dementia.

5.6.3 Method part C
5.6.3.1 Overview
An RCT for patients sitting in the GP waiting room tested the intervention of the ‘MYM’
dementia risk reduction summary as a waiting room pamphlet. This was attached to half
of the patient questionnaires described in the previous section, and questionnaires with
the pamphlet attached were marked with ‘MYM’ to identify the responses from those
without the pamphlet. The questionnaires were then shuffled and offered to adult patients
in the GP waiting room. No specific instructions were given to those receiving the ‘MYM’
summary, allowing patients to treat this simply as another waiting room pamphlet. The
results of the marked and unmarked questionnaires were then compared to measure the
impact of the intervention on the questionnaire responses.

5.6.3.2 Intervention (Appendix D)
Alzheimer’s Australia kindly gave permission to distribute their recently prepared
dementia risk reduction summary. ‘Mind Your Mind’, (MYM) as an intervention in this
study. The summary was headed ‘Mind your mind to keep your brain healthy’ and in one
page gave a clear message about dementia risk factors under the headings of brain, diet,
body, health checks, social life, habits and head. The document was available for free
download from the Alzheimer’s Australia website.

5.6.3.3 Implementation
Recruitment has been described in the previous section. The author visited the practices
at pre-arranged times to personally distribute the questionnaires to any adult patients
seated in the waiting room. Randomization was achieved by distributing questionnaires
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from a shuffled pile, half of which had the MYM information attached. Patients receiving
the questionnaire without the MYM pamphlet formed the control group. The questionnaires
were marked to identify those that had the pamphlet attached and those that did not.

5.6.3.4 Outcomes
Questionnaire responses provided the outcome data. In the previous section, part B, all
responses were presented to provide a description of patient understanding of dementia.
In this section, part C, the relevant responses of patients receiving the pamphlet were
compared with the responses of patients without the pamphlet. The relevant responses
described patient understanding of dementia and dementia risk reduction strategies.

Invited to participate

ENROLLMENT

(n= 623)

Declined (n= 1)

ALLOCATION

Participants
(n=622)

Control

Intervention

(n=323)

(n=299)

FOLLOW-UP
Lost to follow up (n=0)

Analysis

ANALYSIS

(n=622)

Figure 4 - Flow chart patient participation
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Analysis
Patient answers were analyzed for the impact of the pamphlet intervention using
Pearson’s Chi-squared test for independence of the answers from patients receiving the
pamphlet before or after completing the questionnaire. The odds ratio (OR) compared
results between groups. A significant result required that p ≤ 0.05, and 95% confidence
interval (CI) did not include 1.

5.6.4 Results part C
Participants
The participants for the RCT were the adult patients attending their GP described in
section 5.5.2. These patients were recruited personally by the author from the GP waiting
room as they waited to see their GP. Recruitment was mainly from practices in regional
Queensland that were accessible to the author during her PhD research.
The author introduced herself to the patients as a GP doing dementia research, inviting
them to participate in answering a questionnaire that might help GPs when they had to
manage people with dementia.

Questions
The responses from patients presented in this section were those designed to explore
changes in understanding about dementia and its risk factors following the intervention of
a waiting room pamphlet about dementia risk factors.
Of those receiving the pamphlet, 61% (185/303) agreed that dementia risk reduction
was possible, significantly more (p=0.001) than those who did not have the pamphlet, 48%
(153/318, OR= 0.78, CI=0.67–0.91).
There were 85 different free text answers to question 13 asking for risk reduction
strategies, 55 of which mentioned more than one strategy. Most receiving the pamphlet,
71% (216/303), described strategies to reduce their dementia risk, significantly more (p≤
0.005) than the 53% reporting strategies who did not receive the pamphlet (167/318, OR=
0.65, CI= 0.74–0.78).
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Most patients (78.4%) wanted to learn more about dementia risk reduction, with those
who were female, those with memory concerns and those receiving the intervention more
likely to want to learn (p=0.040, p=<0.001, p=0.038, respectively).

Table 29 - Patient response by intervention group

Questionnaire responses

Intervention
n=303

Control
n=318

Response
n=621

P value

Modifiable cause

217

195

65%

0.0066

Cause - memory loss

181

195

61%

0.69

Cause - bad lifestyle

101

115

35%

0.46

Cause - unknown

85

80

27%

0.41

Cause - age

73

84

25%

0.51

More than one cause

83

56

22%

0.0035

Cause - brain problem

67

69

22%

0.90

Cause - genetics

41

22

10%

0.073

Cause - physical inactivity

25

12

6.0%

0.018

Cause - diet

17

14

5.0%

0.49

Cause - mental illness

19

12

5.0%

0.15

Cause - environment

6

16

3.5%

0.040

Cause - alcohol

11

8

3.1%

0.0012

Cause - loneliness

9

7

2.6%

0.55

Cause - chemicals

6

14

3.2%

0.087

Cause - smoking

5

2

1.1%

0.23

Dementia risk can be reduced

185

153

55%

0.0012

Want to learn more about risk reduction

227

260

78%

0.038

There is a stigma with diagnosis

127

161

46%

0.029

104

5.6.5 Discussion part C
The RCT results met the objectives of the trial by demonstrating that the waiting room
pamphlet did significantly increase patient understanding of dementia risk factors, with
increases in the number of strategies to reduce risk as well as the accuracy of these
strategies when compared with current evidence.
Alternative methods of promoting dementia risk reduction such as discussion groups
may be more appropriate in some ethnic and cultural settings. However, in the GP waiting
room, this pamphlet appears to have an impact and promotion of its use in this setting
would be appropriate. Presentation in DVD format using the waiting room TV monitor may
further meet the needs of those with poor literacy.

5.7 General discussion
5.7.1 Strengths and weaknesses
Face validity of the GP questionnaires was obtained by consulting with experienced GP
colleagues and those involved in dementia research. These questions were on the whole
well answered although there was a trend to complete those questions providing a choice
of answers rather than those requiring free text. Input for the patient questionnaire was
obtained from members of the Alzheimer’s Australia, Townsville branch, both providers
and consumers. Alzheimer’s Australia had provided funding for the research but their
questions (8-11) focused on their own written material and completion rate was low in
communities where reading was not a priority.
Data collected in a general practice setting may not reflect the views of the general
population. Patients who attend frequently may have greater input. However, most people
attend a general practice especially as they get older, and their interaction with the general
practice team contributes to illness prevention and timely diagnoses. Therefore an
understanding of health literacy and perceptions of a disease in a general practice setting
can provide useful information to assist dialogue between GPs and their patients.
A comparison of patient dementia literacy and expectations of care with health
professional perceptions and confidence in dealing with the disease, may identify gaps
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that could be addressed to improve dementia management. Patients who understand the
causes and risks of dementia as well as symptoms are better able to adopt lifestyles to
minimize their dementia risk, and seek timely help either for themselves or an
acquaintance should symptoms develop. Health professionals who are aware of the often
insidious onset of dementia symptoms and the benefits of reducing risk and providing
appropriate and timely support for those with the illness, may assist in reducing the
increasing burden of this condition in our ageing populations.

5.7.2 Relevance
The populations surveyed were drawn from many sites in two countries giving broad
representation, with slightly less patients in the working age group in the English sample
who were sourced during working hours from Harpenden, Hertfordshire, a commuter town
on the outskirts of London. Most of the patient samples were from regional Australia.
Despite this, there was no significant difference in responses between cities, rural areas
or countries. Comparison of sample populations in Australia and UK indicated similar
trends in dementia awareness suggesting that the results may be representative of a wide
population of people who attend general practitioners. The interest in the survey and
discussions with patients after distributing the questionnaires suggest that the project
stimulated thought about the subject of dementia, possibly demystifying some of the
concepts and reducing stigma, although this was not measured.

5.7.3 Outcomes
The study demonstrated that patients associate memory loss with dementia and many
had memory concerns. This creates an opportunity to discuss dementia and risk reduction
in consultations. In the sample surveyed most memory concerns would be related to stress
rather than dementia especially in the younger age groups. Younger patients were unlikely
to have dementia. However, other research indicates that patients with younger onset
dementia may have difficulty securing a diagnosis, attributed to GP lack of awareness
that dementia can occur in this age group.[132] Many patients would be happy to have a
‘memory test’ but few were offered this, even in the older age groups.
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People learned about dementia from their friends and the media rather than the medical
profession. This may be an efficient way of sharing knowledge in communities, especially
about practical issues such as symptom management and local support services. Despite
the paucity of discussion about dementia in general practice, most patients would turn to
a doctor for help if they thought they had the problem. Most would also want to be told if
they had the diagnosis, even though they were aware there was no cure.
GPs were not performing cognitive testing as part of the annual 75 year and over health
assessments, a missed opportunity for dementia case finding in those at risk of this
disease due to age. A failure to offer cognitive testing is consistent with other research.[84]
The results of the patient questionnaires suggest patients would be receptive to this test.
Most patients believed dementia risk could be reduced, a finding consistent with another
Australian study where 72% of 2000 people answering a telephone survey agreed that
dementia risk could be reduced.[60] The brain changes that lead to the dementia
syndrome begin many years before symptoms occur, and once begun, follow a relentless
course until death.[133] Evidence is accumulating on the benefits of controlling
hypertension and increasing physical exercise throughout life to reduce dementia risk.[10]
The waiting room pamphlet significantly increased dementia risk reduction knowledge.
This informative pamphlet may promote information otherwise missing in standard waiting
room material. A survey of women’s magazines in Australia between 2006 and 2007 found
no mention of dementia.[134] Dementia information accessible in GP waiting rooms may
stimulate discussion on the topic in general practice.
The randomized controlled trial that aimed to compare responses from patients with and
without access to a waiting room pamphlet may not reflect a standard population
response. There was no attempt to record how well the pamphlet was read, indeed, one
patient said they did not read it at all. Despite this, receiving a pamphlet displaying a title
‘Mind your mind’ significantly increased the likelihood that patients would agree that
dementia risk could be reduced. Even the heading of the pamphlet may elicit a positive
response, or perhaps the ‘Hawthorne Effect’ may be in play where the act of participating
in a project produced an impact, regardless of any intervention.[104] The 48% of patients
in the waiting room who agreed that risk reduction could be reduced is similar to the 51%
of adults agreeing in a summary of four other studies.[34] However, there is no guarantee
that increased dementia literacy will prompt patients to implement risk reduction
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strategies. Further research would be needed to prove that this knowledge can change
behavior. Most people knew someone with dementia and few would chose to have the
diagnosis, perhaps providing a strong incentive to follow the pamphlet advice.[111]
The low percentage of health professionals who assessed their dementia knowledge as
adequate, even those who acknowledged they had received dementia training, suggested
that current dementia education was failing the general practice workforce. There was no
significant difference between gender, unlike another study that showed female GPs were
more confident in their dementia knowledge.[135] However, doctors who had graduated
over 20 years ago were more confident in their dementia knowledge, possibly reflecting
their years of experience. Those who lacked dementia training were just as likely to
consider they had adequate dementia knowledge as those who received training, possibly
being unaware of their own dementia knowledge deficits.
The risk factors for dementia are similar to those for diabetes and heart disease and
doctors and nurses could include this information in preventative health discussions.[107]
Increasing physical activity by 20% by 2050 may reduce dementia incidence by 5.7% and
sustain function for longer in those already with dementia.[136] Perhaps this information
could be posted on walkways and in the gyms as a reminder to keep up the exercise.

5.8 Key points


Patients dealing with dementia may expect more from their GP than some GPs
feel they are able to provide.



Most people associate dementia with memory loss.



Many people have memory concerns but few are offered a memory test.



Most people are receptive to information about reducing dementia risk.



Most people learn about dementia from acquaintances.



GPs seldom discuss dementia with patients.



Most people would like to be told if they were diagnosed with dementia.



People are likely to seek help from their GP if they think they might have dementia.



GPs could promote dementia risk reduction alongside diseases with similar risk
factors such as diabetes.



Current dementia training for GPs and their nurses may not be improving their
confidence in managing this condition.
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Chapter 6 - A pilot RCT testing GP education with and
without audit feedback
(Appendix J)

6.1 Rationale
The research so far has explored both patient and GP understanding of dementia and
tested the intervention of a waiting room pamphlet to raise patient awareness of dementia
risk reduction strategies. The project now looks at GP dementia diagnoses by piloting the
effect of standard interventions used in professional development, an educational
workshop and audit feedback.
GPs know that identifying diseases such as diabetes and hypertension can allow
treatments to reduce morbidity and mortality. Unfortunately there is not the same level of
evidence for effective treatments for dementia. However there is robust evidence for
benefits that timely diagnosis may reduce health costs and improve patient quality of life.
Diagnosis has been shown to be helpful when followed by active management, but training
may be needed to improve implementation of effective management strategies.[137]
The following section of the research focuses on the first steps in this process,
documenting a dementia diagnosis to identify those who may benefit from active
management. The main outcome measures chosen for this pilot trial are GP dementia
case finding activities and documentation of dementia diagnosis rather than dementia
knowledge gain, the usual measurement following education. Increased knowledge may
be no guarantee for better practice. However, testing for dementia and documentation of
the diagnosis may be the first step in improving the outcomes for these patients.
To encourage GP recruitment, participants were offered the reward of 30 category 1
professional development points. A simple GP audit was created by developing software
to extract audit data from existing medical records without requiring the GP to undertake
additional tasks. This pilot study was made possible by an RACGP Informatics grant and
was conducted in North Queensland, Mackay and Townsville. This is where the author
lived and worked, and where colleagues became willing participants in the research.
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6.2 Background
Early diagnosis of dementia can benefit both patient and clinician,[81] and these benefits
outweigh the difficulties for the doctor in discussing the diagnosis and for the patient in
coming to terms with the prognosis.[138] Clinicians may not readily diagnose dementia in
routine consultations.[139] Dementia symptoms may be documented without a diagnosis
being given, denying patients early support and management.[98] Delayed access to
medical intervention is more pronounced in remote areas where education about dementia
and access to specialist health services may be restricted.[140]
MMSE is a widely used cognitive test available in many electronic medical record
packages, with a score of less than 24 out of 30 suggesting significant cognitive
impairment. However, the use of MMSE as a screening tool especially for early dementia
can yield both false positive and false negative results.[141] Referral and further
investigations may be needed to confirm the diagnosis although histological examination
of the brain at autopsy is still the gold standard.[142] There is little evidence that population
screening for dementia is worthwhile,[143] but an awareness of the risk factors for
dementia may improve clinician alertness to this diagnosis in populations at risk.[144] A
Medicare-funded annual health assessment (AHA) for people aged 75 years and over is
available in Australia, presenting an opportunity for dementia screening in a population
whose age makes them at risk for this disease.
GPs are the health professionals most visited by patients as they grow older, creating
opportunities to identify new cases of dementia.[1] Dementia case-finding may increase
the stress and workload of the GP, particularly if they feel inadequately skilled to offer
care.[84] This was the case for 90% of GPs in an Irish study.[85] Although patients
frequently present with memory problems to their GP,[145] less than half may receive a
memory test or be given an explanation for their memory problems.[84] In Australia, GP
services for dementia patients may fall below the standard of current guidelines.[146]
Education alone may not always change practice,[108], although one study
demonstrated improved early diagnosis of dementia through education,[102] creating
opportunities for better care.[1] A Cochrane review of 55 studies of interventions to
improve preventative practice by GPs documented wide variations in behavior change,
both good and bad, with a recommendation that “more complex interventions are likely to
be more effective but also more costly”.[147]. The current study applies interventions that

110

could be described as “complex”, being multifaceted in using audit feedback, written
educational material, and educational workshops with peers. Knowledge about dementia
can increase GP willingness to identify and manage the condition.[148]
Doctors may be aware of a diagnosis of dementia but fail to document this in patient
medical records.[149] Reflection on clinical audit may raise awareness of the value of
documentation.[150] Quality Indicators (QI) are widely used as a measure of GP behavior
with the implication that, if measured, improvement may follow.[151, 152] However, a
Cochrane review of 85 studies indicated that audit feedback cannot guarantee improved
behavior, but that the “absolute effects of audit and feedback may be larger when baseline
adherence to recommended practice is low”.[153]
A BEACH report collecting samples of Australian practice data showed a diagnosis of
dementia was recorded four times in every 1000 consultations, mostly during nursing
home visits when the diagnosis was already established.[25] Only 21% of GPs contributed
to this information, suggesting that 79% may have seen a younger population, or, more
likely, overlooked the diagnosis. The prevalence of dementia in 2006 in Australia was
reported as one in 15 in those aged over 65 years, increasing to one in four by 85
years.[154] Since patients aged over 65 years average four GP visits a year,[29] the GP
is well-placed to undertake case finding, an activity recommended in the RACGP
“Guidelines for the care of patients with dementia”.[16]
Using electronic data from computerized medical records as outcomes, this project
tested whether education alone or education with audit feedback could increase the
number of dementia diagnoses. The theoretical framework for this project explored GP
case finding activities and documentation of dementia in the at-risk practice population.

6.3 Abstract
Title: The effectiveness of a dementia educational workshop and audit feedback of the
proportion of patients with a recorded dementia diagnosis on dementia documentation in
general practice: a pilot quasi-randomized trial.
Background: Although education and audit feedback may be standard tools to increase
knowledge, their impact on clinical practice is seldom measured. No previous research
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was found that set out to measure the effect these interventions on dementia case finding
activities, possibly the initial step to improve dementia management.
Objectives: To test the interventions of an educational workshop with and without audit
feedback on GP dementia case finding activities and documentation of dementia
diagnoses in medical records.
Design: A multi-centered pilot trial where interventions of education with and without audit
were randomly allocated to general practitioners in one town with a control group of usual
practice at a second location.
Setting: general practices in two regional towns in North Queensland, Mackay where
interventions were randomly applied and Townsville, 350 Km away which acted as control.
Participants: general practitioners, 14 in Mackay and 4 in Townsville, who accepted an
invitation to participate in the trial. For inclusion, GPs needed to be looking after the same
practice population at the beginning and end of the trial and this population needed to
include patients aged 65 years and over. The practice needed to be using electronic
medical records. All doctors accepting the invitation met the trial requirements.
Interventions: An educational workshop prepared by RACGP introducing GPs to
dementia guidelines for GPs and audit of practice computer records for MMSE and the
proportion of patients aged over 65 years with a dementia diagnosis.
Main outcomes: the difference between audit figures at the beginning of the trial and
seven months after intervention provided outcome measures.
Results: Kruskall-Wallis analysis showed education with audit significantly increased
dementia documentation when compared with education alone (p=0.02) or control
(p=0.017). Wilcoxon analysis of before and after data showed that only education plus
audit significantly increased dementia documentation (p=0.018).
Conclusion: Education with audit may significantly increase GP documentation of
dementia but education alone may not.
Funding: RACGP Informatics Grant
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6.4 Objectives and hypotheses
Objectives: to pilot the feasibility of an RCT where the participants are ordinary GPs,
the interventions are audit feedback and an educational workshop, and the outcomes are
dementia case finding activities and documentation of the diagnosis.
Hypotheses: dementia education alone may not increase GP dementia case finding
activities or documentation of a dementia diagnosis.

6.5 Method
6.5.1 Overview
An RCT design was used to capture strong evidence for any significant outcomes. The
project tested the interventions of education alone and education with audit feedback on
a sample of GPs in the North Queensland towns of Mackay (N=14) and Townsville (N=4)
where the research was based. Due to small sample size, the intervention of audit alone
was not tested. GPs in Mackay were randomized to one of two intervention groups and
GPs in Townsville were used as a control to limit leakage.

6.5.2 Participants
A postal invitation was distributed through the divisions of general practice networks to
100 GPs in Mackay and a similar number in Townsville, with 16 acceptances in Mackay
and five in Townsville, a total of 21 GPs. Inclusion required that GPs used electronic
medical records and cared for people over the age of 65 years. All respondents met these
requirements. Those GPs providing data for analysis were additionally required to be
caring for the same practice population at the beginning of the trial and seven months later
so that two sets of data could be collected, the difference between the two providing the
outcome measure. Two GPs in Mackay left the area during the trial, and one GP in
Townsville withdrew due to other commitments, with 18 GPs completing the trial and
providing data for analysis. Of the 14 Mackay GPs, only 2 GPs were from the same
practice, the remaining 12 the only participating GP in their group practices.
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6.5.3 Randomization
GPs in Townsville were automatically assigned to the control group, receiving both
education and outcome audit feedback at the end of the trial. Although this convention did
not meet CONSORT guidelines for RCTs, geographical separation of the control from
intervention groups was designed to limit leakage which might otherwise have distorted
outcomes due to collegial exchange between GPs in a small town.
GPs in Mackay were randomized to education with or without audit by taking a piece of
paper from a bowl that determined their allocation one way or the other. Two participating
GPs were from the same practice but they were fortunately randomized to the same
intervention, thus avoiding leakage in their workplace.

GPs enrolled (n= 21)
ENROLLMENT
Did not meet inclusion criteria (n= 0)

Participants (n=21)

ALLOCATION

FOLLOW-UP

Control (n=5)

Intervention (n=16)

Withdrawn (n=2)
Changed practice
(Both education)

Withdrawn (n=1)
Work commitments

ANALYSIS

Analysis (n=18)

Figure 5 - Flow chart pilot GP RCT
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6.5.4 Interventions
These are described more fully in section 2.6.2.2. Briefly, a previously validated RACGP
educational workshop promoting GP dementia guidelines was applied either separately
or together with audit feedback of the GPs’ dementia case finding activities and
documented dementia diagnoses in patients aged 65 years and over. The number of
documented dementia cases was then compared with a predicted prevalence of 5% for
this age group.

6.5.5 Data
Practice data was extracted from electronic medical records using clinical extractor
software (Section 2.5.6) in 14 practices or the inbuilt search engines of practice software.
Baseline data for a two-year period pre-intervention was compared with data from a
seven-month period post-intervention. Time constraints required a reduced time period
post-intervention. This was considered acceptable as patients in this age group average
four GP attendances a year [29], suggesting all may attend in a seven-month period. The
data collected related to patients aged 65 years and over, at risk of dementia by age, who
were seen by the participating GP during the two periods before and after the trial
commenced. The search did not identify whether other GPs at the practice may have also
provided consultations for these patients during these periods. If this were the case, then
the data which was intended to reflect the activities of the participating GP, may be
distorted by the activities of other GPs. However, since older patients tend to consult with
one GP, it was assumed that collected data would provide a reasonable description of
participating GP activities and that any distortion due to input by non-participating GPs
would be minimal.

6.5.6 Analysis
SPSS software was used for analysis of the de-identified patient and doctor data. The
anticipated data (Section 2.5.4) was incomplete but a full data set was collected for the
outcome variables of pre- and post-intervention active practice populations aged 65 years
and over and 75 years and over and their recorded dementia diagnoses. The distribution
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of the outcomes was skewed so the Kruskal-Wallis test was applied to compare the ranked
means of documented dementia cases in each intervention group and the Wilcoxon test
to compare non-parametric paired data pre and post intervention.

6.6 Results
6.6.1 Participants
Each group comprised of GPs of both genders, with a predominance of female to male
12:6, although the control group had a predominance of male GPs, 3:1. The GP years in
practice ranged from under 10 to over 20. (Table 30)

Table 30 - Participating GPs and mean number of patients seen during the trial
GPs N

GP years in practice

GP Gender

Patients N

Patients N

<10

10-20

>20

Male

Female

> 65 years

> 75 years

Group 0 Control

4

1

1

2

3

1

440

195

Group 1 Education

6

2

1

3

1

5

171

74

Group 2 Ed +Audit

8

3

2

3

2

6

238
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6.6.2 Dementia cases
All participating GPs saw patients over the age of 65 years, with a range 144 to 685 in
the two years pre-trial and 93 to 685 in the seven months post-intervention. The postintervention numbers were smaller for 15 out of the 18 GPs, the greatest change 569 to
142. Two GPs with increased populations during the trial were in the education and audit
group with the greatest increase 164 to 262, the third in the control group. (Table 31) The
rate of dementia in patients over 65 years was calculated from the number of dementia
diagnoses as a percentage of the practice populations seen by the participating GP in
two years. Ranges of 1-7% pre-trial and 1-16% post-trial were recorded for a predicted
prevalence of about 5%.[154] (Table 31)
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Table 31 - Rates of dementia documentation at 0 and 7 months of trial
GP code

>65yr 0 months

>65yr dementia
rate 0 months

>65yr 7 months

>65yr dementia
rate 7 months

15

213

7%

213

8%

Group 0

16

685

10%

685

10%

Control

17

580

2%

643

2%

18

384

2%

220

2%

1

295

1%

295

1%

Group

2

362

2%

150

2%

Group 1

7

363

1%

315

1%

Education

10

297

2%

118

4%

13

296

1%

192

1%

14

144

1%

93

1%

3

263

1%

315

1%

4

502

1%

502

2%

Group 2

5

569

1%

142

2%

Education and

6

250

3%

199

4%

Audit

8

155

3%

146

7%

9

228

1%

236

2%

11

164

7%

262

16%

12

207

2%

107

7%

6.6.3 Change in dementia diagnoses documented
Descriptive statistics frequencies in SPSS software produced the number of diagnoses
of dementia pre- and post-intervention, the number of new diagnoses of dementia and the
increase in rates of dementia and found they were not normally distributed, with the ratio
of standard deviation to mean greater than 0.3 in all three groups. A bar chart suggested
that the greatest changes were in the education and audit group (Figure 6). Despite the
small number in each group (N=4, N=6, N=8), a calculation was made to test the
significance of the results (p<0.05). Analyses of the “change in dementia diagnoses” and
“change in rate of dementia” were performed using the Kruskal-Wallis Test to compare
the three groups.
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7
6.1

Mean increase

6
5
4
3
2
1

1

0.5

0
control

education

education + audit

Intervention group

Figure 6 - Comparison of mean increase in dementia diagnoses per intervention
group

13.25

14

Ranked mean increase

12
10
8
6.13

6.75

6
4
2
0
control

education

education + audit

Intervention group

Figure 7 - Comparing ranked mean increase in dementia diagnoses per
intervention group
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This test ranks the mean values to overcome the non-parametric distribution of results.
The outcomes were significant-p=0.02 and p=0.017 respectively-suggesting a trend that
education and audit together significantly increased the number and rate of dementia
diagnoses documented compared with education alone or a control group.(Figure 7)
Analysis of the dementia diagnoses and rates before and after the intervention was
performed using the Wilcoxon test for non-parametric paired data, with a significant result
of p=0.018 for the intervention of education plus audit, but p=0.18 for both control and
education alone groups suggesting no statistical significance.

6.6.4 MMSE and AHA
Collection of data for these variables was incomplete due to incompatibilities with our
data extraction tool and practice software. For the pre-intervention collection, four out of
18 participating GPs were missing this data and in the post-intervention, 10 out of 18.

6.6.5 Educational workshop
Participants completed an evaluation sheet after the workshop indicating the degree to
which their needs were met in five domains: improved awareness of signs and symptoms
of dementia; increased understanding of the differential diagnosis of dementia; increased
knowledge of the tests for dementia; understanding of the legal implications of a diagnosis
of dementia; and understanding the advantage of early diagnosis of dementia. Over 90%
felt that their needs had been either partially or entirely met in all these domains, with 70%
of participants stating their understanding of the value of early diagnosis of dementia had
been entirely met. Participants were also asked to comment on how they would change
their current practice as a result of the workshop, with responses featuring increased use
of cognitive tests, alertness to the possibility of a diagnosis of dementia in the elderly and
application of guidelines in patient management. Inclusion of allied health professionals in
the workshops (28 allied health and 17 GPs) introduced discussion on roles in caring for
dementia patients, increasing knowledge about local support and networks for dementia
care.
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6.6.6 Audit
A complete set of audit data was available from Medical Director version 3 using an IT
tool that was refined during the trial and available from a website by the end of the trial.
Favorable comments from those who downloaded the IT tool from the website and printed
the report suggest that the task was easy, taking 10-15 minutes. Only one GP produced
their own audit data; other practices delegating the task to nursing or administration staff.
One solo practitioner in practice for many years commented: “If I can do it, anyone can”.
Those practices accessing IT support were able to apply the data extraction tool to earlier
versions of Medical Director. Those without IT support used inbuilt search software to
produce an audit of dementia diagnoses in the population at risk by age. The project
generated interest from participating GPs in applying the audit for further professional
development in other clinical areas.

6.7 Discussion
6.7.1 Strengths
A significant success of the trial was the development of an IT data extraction tool that
was readily accessible from a website for easy data extraction from Medical Director
version 3 (MD3), providing the GP with a means of continuing audit and the potential for
an expansion of this pilot project to a larger group of MD3 users. Data extraction from
earlier versions of MD required considerable computer expertise.
The incentive of category 1 Professional Development Accreditation points for
participating GPs completing the audit and workshop encouraged participation and
completion of the project. These points are recognition by the RACGP of the value of
clinical audit and the potential for this process to maintain high professional standards of
practice.

6.7.2 Samples
Our total GP sample represented both genders who had been in practice for less than
ten to over 20 years. The three groups for interventions and controls did not match, with
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a wider range of experience and predominance of females in the Mackay intervention
groups, possibly reflecting bias toward recruitment of GPs known to the researcher in
Mackay, and a group of GPs in Townsville, predominantly male, possibly joining the
project to obtain audit points to complete accreditation that happened to be due as the trial
ended. The two intervention samples in Mackay were similar but there was a significant
difference in their outcomes, adding strength to these outcomes. In randomly assigned
groups with small sample sizes, as seen in this project, matching samples may be difficult
to achieve.

6.7.3 Data
The computer data was likely to be an underestimate of activities, as many practices
were still using some manual records and some computer entries may not have made full
use of the software. For example, the MMSE result may have been recorded in free text
rather than documented in the MMSE file provided with the software. However,
representative quality data gathered from computer records can provide useful health
research data which is likely to improve with time as doctors become more fluent in
computer applications,[155] and audits of computer rather than manual records may
reduce cost and improve efficiencies.
The baseline data was for a two-year period pre-intervention compared with a postintervention period of seven months. This assumed that a similar number of patients aged
over 65 years would consult in seven months as in two years, although the flow of patients
in and out of the practice may be greater in a longer time period. Accurate numbers require
regular data cleaning to remove transferred and deceased patients, an activity that may
be infrequent in some busy practices. Regardless of the time period, the number of new
diagnoses of dementia documented as a result of interventions can be considered a valid
outcome measure following interventions.
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6.7.4 Results
The range of patient numbers seen by GPs pre- and post-intervention suggested that
patients may move between GPs depending on their GP preference and GP availability.
In Australia patients are not required to register with a GP or practice. The highest number
of dementia diagnoses pre- and post-trial as well as the greatest increase in diagnoses
(15) came from the only solo practice (no. 11) with a comparatively small number of
patients aged over 65 years (164), but responsible for all patient care in a large aged-care
facility. This reflects the large number of dementia patients in nursing homes, but also
shows that this diagnosis may be omitted from GP computer records so that electronic
patient summaries and referral letters may lack this important information.
Within a group practice, patients may consult with several GPs but computer records do
not identify who documented the dementia diagnosis. We assumed that only participating
GPs would add dementia diagnoses during the trial, and indeed our control data
suggested this to be the case. Two doctors (5 and 12) worked in the same practice,
although their over 65 year populations were not equal in size. With larger GP numbers,
intervention by practice with outcomes measured in the total practice population may be
a more accurate method of measuring outcomes. In Australia, patients consulting at
several practices makes exact practice populations difficult to define.
The number of MMSEs performed could be presented as a percentage of the over 75
year annual health assessment (AHA); an opportunity to perform this test on a group at
risk of dementia due to age. The number of AHAs was taken from the billing data rather
than medical records. One can assume billing data has reasonable accuracy as
remuneration for this activity is good and doctors were unlikely to overlook this. However,
the proportion of MMSEs performed during AHA was omitted due to missing data and a
range of AHA from 0 to 321 pre-intervention and 0 to15 post-intervention. This indicated
reduced AHA activity, possibly reflecting increased doctor workload for acute medical
presentations.
Although some data was incomplete, the outcomes analyzed using two different
statistical tests indicated GPs significantly increased their documentation of dementia
diagnoses following education plus audit, but not following education alone or with no
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intervention. A larger sample of GPs in each group would produce more robust outcomes
and more complete data.
All but one practice used Medical Director software but many practices were upgrading
from Medical Director version 2 (MD2) to version 3 (MD3) during the trial. Complete data
was readily available from practices using MD3 once the project IT data extraction tool
had been refined and tested.
Two conventions for recording dementia in Medical Director software were searched to
give the documented cases of dementia. These were “reason for script” and “diagnosis”.
For purposes of comparison of pre- and post-intervention variables, the data for diagnosis
was used to eliminate the problem of comparing reason for script in two different time
intervals. Although reason for script documents a diagnosis, the convention of diagnosis
is the traditional method of documenting a medical problem and it is this field that
populates a medical summary and referral letter. GPs who document significant diagnoses
in “medical history” allow this information to populate other electronically generated patient
documents.
Computer records show a disappointing level of dementia diagnosis documentation and
memory testing in the GP patient population over 75 years. A majority of dementia
diagnoses were for nursing home patients, possibly a reason for placement in care. This
suggests little priority for early diagnosis in today’s general practice.
Satisfaction with both the audit and the workshop were reported as high by the
participating GPs. Both activities are seldom delivered to regional GPs in their workplace
at their convenience. The audit was simple and easy to understand. The workshop helped
to fill some of the gaps in knowledge about dementia that GPs are often aware of but
unable to remedy without resources. The workshop presented information that was useful
to GPs who have little specialist support, thus meeting the needs of many of the
participating GPs.

6.7.5 Limitations of the pilot
Two doctors changed practices during the trial resulting in different practice populations
pre-trial and post-trial. These doctors where in the control group and the dementia
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documentation did not change in either practice. Two different software packages were
used in participating practices, MDS and Practix, with different capabilities for data
extraction. Practice software was being upgraded from MD2 to MD3 during the trial,
requiring significant IT knowledge to extract data in versions pre-MD3.
Information about the project and the consent form were sent to individual GPs. The trial
showed that this information should have been made available to practice owners and
managers at the beginning of the trial. Some managers were concerned about issues of
privacy and confidentiality, having not had access to the project information explaining
that all data was de-identified. Two practices would not allow the use of an IT data
extraction tool due to previous bad experiences with outside software. There was no group
receiving audit alone due to small numbers of participants.
Missing data in electronic medical records (section 6.6.4) was due to inaccurate use of
the software. Many MMSE examinations and health assessments were performed
manually by the practice nurse and were therefore not found when electronic records were
searched. A search of billing data overcame this problem when measuring AHA, but as
MMSE does not generate a payment record, there is a possibility that manual MMSEs had
been performed but were not measured. The project focused on electronic data collection,
something that in the future is likely to be standard practice. Many GPs were trained prior
to the electronic era and were unaware of the correct conventions for data entry. Future
research in general practice may require that GPs use correct data entry processes for
medical software.

6.8 Key points


The combination of education and audit feedback significantly increased
documentation of dementia diagnoses.



Workshops that include GPs and other health professionals involved in dementia
care may broaden learning opportunities and thereby improve patient health
outcomes.
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Chapter 7 - A larger GP RCT testing education and
audit feedback separately and together
(Appendix K)

7.1 Rationale
The pilot project testing education and audit feedback on a small group of GPs at two
sites was expanded into a larger project across North Queensland for this final section of
the research. Apart from the pilot study presented in the previous chapter, no research
was found evaluating interventions that might improve documentation of dementia
diagnoses.
A successful education grant application to Eli Lilly supported delivery of the project over
a large area of North Queensland so that GPs in usual general practice could participate,
many of whom would have had few opportunities to contribute to research projects due to
their distance from a main centre. These distances necessitated that GPs be cluster
randomised by geographical areas to facilitate data collection and delivery of the
educational workshop.
A range of practice software was anticipated so the outcome data was simplified to the
number of documented dementia diagnoses and the population consulting in a 6 month
period who were 65 years of age or over. This data could be extracted from computerised
medical records using the existing search engines of any practice software.
Learning from the pilot experience, practice managers and owners were included in
initial discussions and provided with information about the project. Their consent was
essential to GP participation, an oversight in the pilot project that created a barrier to
access of computer systems by the researcher. The increased sample size enabled an
additional intervention group of audit only.
An intention to treat analysis and a per protocol analysis tested data from all GPs, and
a smaller group that excluded those known to be non-compliant to their intervention
respectively. The analysis acknowledged that the effect of the two interventions when
applied together was not necessarily the sum of the effect of each individual intervention
when applied alone. The trial was registered and GPs recruited over a wide area.
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7.2 Background
7.2.1 Dementia diagnosis
Recognition of the symptoms of dementia by the GP can prompt active management as
recommended in current dementia guidelines.[156] A 2011 meta-analysis by Mitchell
found that although GPs may be good at diagnosing dementia, they can be poor at
documenting this diagnosis in patient clinical records.[157] Mitchell found that 74% of
dementia cases were correctly identified by GPs using their clinical judgement, but only
38% of these diagnoses were documented. Documentation of dementia diagnoses
potentially links patients to support, assisting health professionals in appropriately
managing this challenging condition.[158] As many as 50% of dementia cases in the
community are undiagnosed,[78] even though current evidence recommends timely
diagnosis and ongoing support to improve quality of life for both patient and carer.
Although many countries including the UK encourage referral to dementia specialist
services for diagnosis and management of dementia, families and their GPs may play an
equally important role in achieving the best outcome for the people living with this
condition.[159]
However, many GPs lack confidence in making a dementia diagnosis, often delaying
this until the clinical syndrome is well advanced, as the implications of such a diagnosis
for the patient and their family are so profound.[160] Even patients with more pronounced
symptoms may not have the diagnosis recorded, possibly due to the belief that little can
be done to help these people.[99] In a UK survey, 70% of GPs expressed a need to learn
more about dementia diagnosis with 61% lacking confidence in this domain.[89]

7.2.2 Dementia education
Educating GPs may increase knowledge without changing practice,[161] and additional
enablers may be needed for established routines to give way to new.[162] A 2009 metaanalysis of educational interventions to improve care of dementia patients showed that
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education alone was unlikely to change the complex behaviours involved in dementia
diagnosis and management in primary care.[162] Interactive education has long been
recognized as superior to didactic teaching in changing physician behaviour,[163] but
many trials using interventions to change behaviour have mixed results although those
with multiple interventions tend to be superior.[164] In a 2001 meta-analysis of
interventions to improve preventive strategies in primary care, no firm evidence confirmed
that any one intervention would always be effective.[147] More recently in 2012, a metaanalysis of interventions to improve patient centred care found that complex focused
interventions targeting both physician and patient may yield better patient outcomes.[165]

7.2.3 Documentation of dementia diagnosis
GPs may increase their documentation of dementia cases in response to financial
incentives, as demonstrated in the Quality and Outcomes Framework that rewards GPs
in the UK for identifying dementia cases.[166, 167] In Australia, most community dementia
funding targets people already identified with dementia to reduce their need for secondary
and tertiary care. Those who are not on this list may miss out. The undiagnosed may only
be identified following a crisis as the disease progresses.[32]
In regional areas of Australia the GP may be the only medical practitioner available to
confirm this diagnosis in the community. Patients and carers are usually relieved to have
an explanation for symptoms, but diagnosis also has benefits for health planners when
prevalence data are accurate, and health professionals when patient medical histories are
complete.

7.2.4 Evidence for what changes GP behaviour
The lack of strong evidence for interventions that change GP behaviour suggests
logistical problems implementing trials that can collect robust data to support interventions.
The trial described in this section encountered these difficulties, particularly in achieving
compliance with research protocols from busy GPs engaged in usual general practice.
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7.3 Abstract
Title: The effect of education and audit applied separately and together on documented
dementia diagnoses by general practitioners; a randomized controlled trial.
Background: General practitioners (GPs) working in rural areas may be expected to
manage illnesses that in city areas would be referred to specialists. Where the GP is the
only available doctor, patients expect them identify and treat their health problems, and
with our ageing population, people with dementia symptoms will present more frequently.
Research shows that GPs may be good at diagnosing dementia but poor at documenting
the diagnosis. Poor documentation can create a barrier to appropriate management, an
activity that can improve the quality of life of both the patient and the carer. The objective
of this study was to conduct a randomized controlled trial with GPs working in remote
areas, testing the impact of the interventions of education and audit on documentation of
dementia diagnoses. The rationale was that documentation of a dementia diagnosis can
facilitate appropriate support for both patient and carer and is a flag for potential problems
such as poor compliance with medication and treatment regimes.
Objectives: To test the interventions of an educational workshop and audit feedback
applied separately and together on GP dementia case finding and documentation of
dementia diagnoses in medical records.
Design: The design was multi-centered at sites across North Queensland, factorial using
a combination of two interventions and control (usual practice) and clustered by location.
The interventions were applied separately and together and consisted of education – a
workshop on GP dementia guidelines, and audit – the proportion of documented dementia
diagnoses in records of patients aged 65 years and over compared with a predicted
prevalence of 5% for this age group.
Setting: The setting was Regional North-Queensland, Australia spanning 1000 kilometers
with a population density of about one person per square kilometer.
Participants: Participants were 56 GPs (8% of the GP population at the project locations)
from 27 practices, 55% with over 20 years in practice, 33% female and 57% International
Medical Graduates. Thus 61 GPs in 16 locations were randomized by location using Excel
software into one of four groups, three intervention and one control.
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Main outcomes: The outcome measures were the change in rate of documenting a
dementia diagnosis between 0 and 6 months of the trial. Multivariate linear regression
analysis measured the effect on this outcome of independent variables consisting of the
interventions, years in practice and international medical training. Analysis was performed
on two data sets; intention to treat - all completing GPs (n=56), and per protocol - GPs
providing individual data who complied with their intervention (n=37).
Results: 61 GPs entered the trial with 56 completing. Five withdrew due to work
commitments or re-location. Over 10,000 patient files provided data for audits. Audit
significantly increased documentation in the smaller sample (p=0.017) but not in the larger
(p=0.52). Education had no significant effect. Combining education and audit did not
increase the treatment effect. Neither 'over 20 years in practice' nor 'international medical
training' significantly influenced the outcome.
Discussion: The intention to treat analysis produced no significant outcomes possibly
due to poor protocol compliance. However, per-protocol analysis suggested that audit
might increase GP documentation of dementia diagnoses while education may not. The
project demonstrated that research involving rural GPs is welcomed when it does not add
to their work load and provides them with professional development opportunities.
However, supervision to achieve intervention compliance requires additional resources.
Audit using existing electronic data is an activity ideally suited to resource-poor remote
areas and could be applied in other clinical areas. It is readily accessible, takes little time,
requires only basic IT expertise, is cost neutral and repeatable.
Funding: Eli Lilly Education research grant
Trial

registration:

Australian

New

Zealand

Clinical

Trials

Registry,

ACTRN12612001140842, URL www.anzctr.org.au/

7.4 Objectives and hypothesis
Objectives: To measure changes in GP documentation of dementia diagnoses by GPs
in an RCT using three interventions - education, audit feedback and education + audit
feedback.
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Hypotheses: An educational workshop and audit feedback applied both separately
and together may produce evidence of the value of these activities in improving GP
documentation of dementia diagnoses.

7.5 Methods
7.5.1 Selection of participating GPs
During 2008 to 2009 the project was promoted to GPs and practice managers through
the general practice networks in North and North-West Queensland, Australia. This area
covers over 500,000 square km with a population approaching 500,000 of whom about
10% are aged 65 years or over.[168] The largest city is Townsville with a population of
about 200,000, situated on the east coast by the Great Barrier Reef. (Figure 8)

Figure 8 - Project sites
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In response to the invitations, 28 GP practices with 109 GPs expressed interest in the
project and were visited by the author to discuss participation in the project. Following the
contact with the practices, 74 GPs expressed interest in participating. From these, 61 GPs
from 27 practices were selected for randomization. Five GPs did not complete the trial,
leaving 56 GPs who contributed data for analysis. (Figure 9)
The project had been approved by the RACGP for forty category 1 professional
development points (an essential requirement for reaccreditation) for GPs completing the
project. All participating practices used computerized medical records with a range of
software programs.

7.5.2 Randomization
The pilot project highlighted the importance of randomizing GPs from the same practice
to the same intervention to avoid leakage between GPs working together who might
otherwise have been assigned to different interventions. In addition, the large distances
between sites dictated that GPs be clustered by practice or geographical area for
randomization to contain costs in delivering interventions and to facilitate data collection.
Thus 16 clusters of GPs were randomized using Microsoft Excel software to create
random numbers allocating them to one of the four groups. These consisted of control
(usual practice), or the interventions of education, clinical audit or both. The randomization
process did not allow for equal numbers of GPs in each intervention group and each
cluster was a different size. There was no concealment as the project information sheet
describing interventions was distributed to GPs as part of their invitation to participate.
Each workshop was provided at a site and date that suited the randomized cluster. The
two largest centers, Townsville and Mackay, were divided into two groups each for
randomization, to make the numbers manageable. Doctors within the same practice were
kept in the same cluster.
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ENROLLMENT
n=74
ANALYSIS
n=37

EXCLUDED
n=19

ANALYSIS
n=56

LOST TO
FOLLOW-UP n=5

ALLOCATION
n=61

Assessed for eligibility
(n= 74)

Excluded (n= 13)
Medical student (n=1)
Changed their minds (n=9)
Relocated
(n=3)

Randomized
N=61 (19
groups)
Control

Education

(n=11)

(n=20)

(n=2)
1 withdrew
1 relocated

Intention to treat
(n=18)

(n=4)
4 Group data

Per protocol
(n=7)

Audit

(n=21)

(n=0)

Intention to treat
(n=11)

Education+audit

(n=3)
2 withdrew,
1 relocated

Intention to treat
(n=18)

(n=10)
1 noncompliant
9 group data

Per protocol
(n=8)

(n=9)

Intention to treat
(n=9)

(n=4)
4 noncompliant

Per protocol
(n=14)

(n=0)

(n=1)
noncompliant

Per protocol
(n=8)

Figure 9 - Flow chart of GP selection (CONSORT)
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7.5.3 Interventions
The education intervention was the same as for the pilot project, with the workshop
delivered at an evening session at all but three sites where a workshop was requested for
the lunch break. The lunch time presentation was delivered in two instalments to meet
RACGP requirements for a two hour workshop.
The second intervention of clinical audit feedback was simplified to accommodate a
range of medical record software and increase acceptance by ordinary GPs who might
otherwise decline participation, thinking an audit might be too onerous.
The new audit feedback required participants to review their data on the number of
dementia cases documented in their computer records for patients aged 65 years and
over consulting in the six month period prior to trial commencement. In addition to the
audit figures, GPs were given for comparison an estimate of the number of possible
dementia cases in this population, assuming a 5% prevalence rate which was gathered
from European data.[30] Those GPs randomised to education plus audit feedback
received their audit data at the educational workshop. Those randomised to audit only
were provided with this data at the time data was extracted.

7.5.4 Data
Between 2009 and 2010 two sets of data were extracted from practice records using
the inbuilt search engines to produce both audit and outcome measurements. Data
consisted of the number of patients aged 65 years and over seen by the participating GP
in the two 6 months periods before and after commencement of the trial, together with the
number of documented dementia diagnoses in these populations during these two
periods. Depending on the software, documentation of ‘Dementia’ and ’Alzheimer’s
Disease’ were searched for in ‘diagnosis’ and ‘reason for script’ fields. Documentation of
diagnosis in these fields was considered important as this data populated clinical
summaries and letters produced from patient clinical records. Practice managers had the
option of collecting data for their GPs or allowing the project team to access the computer
system and extract the data. Neither was aware of the randomization.
Collected data primarily represented single individual GPs. However, of the 56
completing GPs, two practices of 6 and 7 GPs respectively produced pooled data from
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their practice software. This collective data was divided by the number of contributing GPs
to produce an audit figure for individual GPs. At the beginning of the trial, one of these
practices consisted of four GPs but two other local GPs who were also participating in the
trial joined the group practice during the trial creating a six GP practice with pooled data.
The two new GPs original data from their previous practices was not comparable with the
second set of data now available as pooled data in the group practice. Thus three sets of
pooled data were collected from the large practice, at 0 months, 6 months and 12 months,
allowing the new doctors to have two comparable sets of data at 6 and 12 months. These
doctors had been cluster randomized to control and the educational workshop was
delivered at six months. Thus the audit data used for the two new doctors collected at 6
and 12 months into the trial effectively reflected the effect of the intervention of education,
even though they were randomized to control at 0 months. Only the two matching sets of
data from the new practice for these two doctors were included in analysis. These two
doctors were included in the education group in the intention to treat analysis and excluded
from the per protocol analysis.

7.5.5 Statistical analysis
The confounding factors impacting on the trial due to activities of usual regional general
practice prompted the decision to analyse the data in two data sets, intention to treat and
per-protocol.
The per-protocol analysis excluded audit data from GPs who were known to be noncompliant or who derived their data from pooled data. The two group practices with pooled
data had 6 and 7 GPs respectively. Each GP in the same practice was allocated an equal
share of the audit figures. Thus it was possible that these audit results might bias the final
research outcome as individual variability was lost.
IBM-SPSS version 20 was used for statistical calculations. The change in proportion of
patients 65 years of age with a documented dementia diagnosis at baseline and six
months later provided the outcome measure. Some GPs recorded negative outcomes.
This resulted in a change that was positively skewed which was corrected using a rank
transformation with Blom’s formula.[31]
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The impact of education and / or audit on this transformed change was estimated for
these interventions separately and jointly in a two factor analysis of variance using a linear
regression model with audit and education as independent dummy variables. An
interaction variable of education and audit was also used. The model also adjusted for
years in practice (greater or less than 20 years) and medical training (Australian or
International).
Summary statistics have been presented for each group, both per protocol (excluding
data from non-compliant GPs and GPs with pooled data) and intention to treat (data from
all participating GPs). The outcomes measured were change in documented dementia
diagnoses and change in documented dementia prevalence (dementia change divided by
population seen aged 65 years and over).

7.5.6 Sample size calculation
Using the data from the pilot study,[26] the proportion of dementia diagnoses increase
was estimated as 0.5% in the control group and 3.2% in the intervention groups. From the
pilot study an estimate of the standard deviation was 4.33 in all groups. Assuming a level
of significance of 0.05 and a power of 0.8, a total sample size of 66 was needed, estimated
using statistical software G*Power version 3.1.9.2.
Thus a minimum sample size of 66 GPs was required to produce the result of a similar
mean change in dementia documentation with a power of 0.80 and significance of 0.05.
In the present study, the participating GPs were further clustered into 16 groups for
randomization. Assuming an intra-cluster coefficient 0.05, the required sample size
increased to 80 GPs if power and significance were to remain unchanged.
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7.6 Results
Trial information and registration forms were distributed to 74 interested GPs with all but
13 agreeing to participate. Not all GPs within a practice wished to participate. Thus, 61
GPs from 27 practices at 16 different postcode locations spanning over 1000 km (Figure
8, page 130) were cluster randomized to control or intervention groups (Figure 9, page
132). Five GPs did not complete the trial resulting in 56 GPs providing data for analysis.
This was less than the 75 GPs required to achieve the desired power of 0.80 as described
in the method.
The intention of the trial had been to collect individual audit data for each participating
GP. There was no documentation of the hours each GP worked. Two practices of six and
seven GPs respectively produced pooled data from their practice software. Therefore,
each set of collective data was divided by the number of contributing GPs, producing
individual audit figures where GPs in the same practice had identical results. Not all GPs
were compliant with their allocated intervention, including those with group data. Noncompliance consisted of looking at audit when not allocated to audit and not attending the
educational workshop when allocated to do so.
The thirteen GPs with two sets of pooled data could have been analysed as two cases
rather than thirteen. However, as each doctor contributed to the data collected, a decision
was made to include six matching and seven matching sets of data (the 2 practices with
pooled data) in the intention to treat analysis rather than two sets of data, one from each
practice. The purpose of the audit was to provide each GP with an individual set of data
for reflection and possible improvement, which would be recorded in the analysis for those
who had access to their audit figures.
The experience of the GPs ranged from under five years to over 30 years since medical
graduation, 55% in practice over 20 years. There were twice as many male to female GPs
and a predominance of overseas graduates (61%) (Table 32).
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Table 32 - GP participants and regional Queensland population

GP
population
QLD ASGCRA 2-5i,ii

GP
population
at project
sitesii

GP sample
Total

GP sample
Intention to
treat
analysis

GP sample
per protocol
analysis

Total

1447

767

61

56

37

Female

44%

44%

38% (n=23)

32% (n=18)

30% (n=11)

International
graduates

49%

49%

61% (n=37)

61% (n=34)

68% (n=25)

< 5 years.

15% estimate

15% estimate

31% (n=19)

26% (n=15)

22% (n=8)

5 – 20 years

30% estimate

30% estimate

17% (n=10)

19% (n=10)

29% (n=11)

>20 years

55% estimate

55% estimate

52% (n=32)

55% (n=31)

49% (n=18)

Years since
graduation

i. Australia Geographical Classification-Rural Area
ii. Numbers obtained from ‘Medical Practice in rural and remote Queensland: Minimum data set
Report as at 30th November 2011’, years in practice estimated from age
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During the study the proportion of patients being documented with dementia diagnoses
increased. At the beginning of the trial, participating GPs had documented 183 dementia
diagnoses and at the end, 277. A sample at the beginning of the trial of 103 documented
dementia cases showed 57 (55%) had a nursing home address, and at the end of the trial
a sample of 117 documented dementia cases showed 76 (65%) had a nursing home
address. (Table 33)
Data from over 10,000 records of patients aged 65 years and over provided the data
for analysis, presented in Table 33.

Table 33 - Sample patient population and dementia documentation

Basis for analysis

Patients ≥65 years seen during 6 months prior to
enrolment

Patients ≥65 years documented with a dementia diagnosis
during 6 months prior to enrolment % (n)

Patients ≥65 years seen during 6 months after intervention

Patients ≥65 years documented with a dementia diagnosis
during 6 months after intervention % (n)

Intention to treat

Per protocol

11,647

7,461

1.6% (183)

1.5% (113)

12,390

7,661

2.2% (277)

2.1% (162)
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In the intention to treat analysis including 56 GPs, neither education (p=0.14) nor audit
(p=0.52) could be proven to influence the documented prevalence of dementia diagnoses.
In this analysis a non-significant trend was noted that education reduced GPs’
documentation of dementia diagnosis. (Table 34)
However, nine participating GPs were known not comply with their allocated intervention
either by not attending their allocated educational workshop or by accessing their own
audit data when they were not randomized to do so. A per-protocol analysis with 37 GPs
excluded those who were known to be non-compliant to intervention and those whose
audit was derived from group data. In this smaller data set, analysis showed that audit
(p=0.017) but not education (p=0.79) significantly improved the proportion of dementia
diagnoses. Combining education and audit did not add treatment effect either in intention
to treat (p=0.65) or per protocol (p=0.16) analysis.

Table 34 - Data analyzed (to 2 significant figures)

GPs
Analysis
Groups

Intention
to treat1

2 Per

protocol

Randomized
Group

N3

Dementia cases
documented
0 months

Dementia cases
documented
6 months

Change in dementia
cases
0-6 months

Median4

%5

Median

%

Median

%

P
value

Control

11

<0.010

<0.010

<0.010

<0.010

<0.010

<0.010

Education

18

1.0

1.1

1.0

1.2

<0.010

<0.010

0.14

Audit

9

2.0

1.4

3.0

2.2

+1.0

+0.58

0.56

Education
+audit

18

4.5

1.9

6.0

2.3

+0.50

+0.15

0.65

Control

7

<0.010

<0.010

<0.010

<0.010

<0.010

<0.010

Education

8

1.0

0.70

1.5

1.8

+0.50

+0.091

0.79

Audit

8

1.5

1.3

2.5

2.1

+1.0

+0.46

0.017

Education
+audit

14

4.0

1.6

5.5

1.9

+1.0

+0.36

0.16

1 Intention

to treat = GPs as randomized N=56
protocol
= Compliant GPs with individual data N=37
3N
= Participating GPs
4 Median
= Median documented dementia cases per group of GPs
5%
= Median prevalence (dementia cases)/(patients seen ≥65yrs) per group of GPs
2 Per

139

In both the intention to treat and per-protocol analysis, the outcomes were not
significantly affected by greater or less than twenty years in practice (p=0.82, p=0.19
respectively). There was also no significant affect from being an International or Australian
medical graduate (p=0.75, p=0.60 respectively).
Due to the Blom transformation of the outcome variable beta coefficients cannot be
given a meaningful interpretation and hence, they are not given. Effect size and number
needed to treat was not calculated given the two factor design and the Blom
transformation. Table 34 presents the data used for analysis for completeness, indicating
the number of dementia diagnoses documented in each group as a discrete number
(median) and percentage (proportion of the population aged over 65 years seen in the six
month period).

7.7 Discussion
7.7.1 Summary
In this study the overall documentation of dementia increased but the intention to treat
analysis did not show any significant benefit from either education or audit separately or
together. In the smaller per protocol analysis, audit but not education seemed to increase
the documentation of dementia diagnoses.

7.7.2 Strengths and limitations
The number of GPs participating in the trial was suboptimal due to financial and logistical
constraints. Thus the results from 56 GPs had less power than the desired 0.80 that was
calculated as achievable with a sample size of 80 GPs. The under-powering of the study
may produce a type 2 error, where there is failure to reject the false null hypothesis. In
other words, the null hypothesis that education with or without audit does not work may
be shown to be false and be rejected in a higher powered study. Thus it is possible that
education with and without audit could significantly increase dementia documentation in a
study with more GPs and therefore higher power. Nevertheless, the project demonstrated
the complexity of research conducted in an under-resourced area, Regional Queensland.
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The results indicated trends that may usefully inform professional development programs,
suggesting audit feedback may be important to change practice.
The trial encountered difficulties in applying protocols to GP participants. Recruiting GPs
as participants in a randomized trial over a large area was problematic, limiting
opportunities for supervision and support. Nevertheless, a reasonable number of GPs
enrolled in the trial, nearly 10% of GPs working at the project sites. (Table 32) GP
participants increased their documentation of dementia diagnosis 43% from 1.6% to 2.2%
(Table 33) indicating that trial participation may have raised awareness of the benefits of
accurately recording dementia diagnoses.
The low recording rate of dementia diagnoses in community dwelling patients does not
bode well for their management. The progressive disabling nature of this condition for
which there is no cure should prompt more active case finding and documentation by
health professionals, allowing those affected by the condition to plan and optimize quality
of life while it is still possible. Awareness of the condition also promotes support that can
minimize crises events and extend the time living in the community.
The project did not identify whether those documented with a dementia diagnosis were
living at home or in residential care. Care facilities in Australia document dementia
diagnoses for their patients as part of their funding processes. Whether this diagnosis was
made by the GP or even transferred to the GP’s medical records is not clear. However,
although the domicile of patients was not identified, the intervention to improve dementia
documentation in GP medical records can be seen as a valuable step in managing these
patients.
GPs who had participated or had been influenced by the earlier pilot project may have
participated in the larger trial. Thus their results may reflect their previous involvement.
However, there was also no recording of dementia educational activities from other
sources during the trial. Factors which were not measured which may have influenced the
results include the pilot project completed four years prior to the larger trial, other dementia
educational activities, changing elderly practice populations and changing GP clinical
interests. We may assume that the influence of these activities on the current research
were minimal and may reflect usual factors influencing general practice.
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7.7.3 Outcomes
The GPs participating in this trial were typical of GPs practising in regional Queensland
by gender and practice experience, with a slightly stronger representation from
Internationally trained GPs when compared with given census figures,[169] (Table 32).
The six month trial was likely to capture most patients aged 65 years and over attending
the practice as people in this age group usually consult about four times a year with their
GP.[170] The large number of patient files providing data confirms a reasonable
population sample. (Table 33) A dementia prevalence of 5% for people aged 65 years and
over is likely to be conservative, with many cases undiagnosed in the community.
The context for the study in regional general practices allowed two standard educational
interventions of an educational workshop and clinical audit to be tested in this setting. This
contrasts with trials that are conducted in academic practice in well-resourced centres
where results may be robust but interventions difficult to implement outside city areas.
GPs may consider clinical work more important than research which may be perceived
as an unnecessary infringement on valuable time especially in regional areas with limited
health resources.[11] However, the incentives of accreditation points, local education and
a time-friendly audit led to an excellent completion rate in this study.
The trial assumed that other local dementia educational activities were unlikely and no
attempt was made to document external dementia education. The impact of interventions
on GP knowledge and attitudes to dementia was not measured but workshop evaluations
indicated that GPs were keen to learn and that their learning needs were well met.
Not all GPs were compliant to their allocated intervention. Some GPs checked their
documented dementia diagnoses despite being allocated to no audit. Others failed to
attend their allocated educational workshops. Two practices supplied pooled data for all
their GPs, not all of whom were compliant with intervention. Given that the study
individuals were GPs then having 37 out of 56 compliant and producing their own
individual data may be seen as an acceptable result. The lack of significant outcomes in
the intention to treat analysis may reflect this poor compliance. However, the per-protocol
analysis may not have been a representative group, with those participating in
interventions representing a motivated group who wanted to learn rather than ordinary
GPs. The thirteen GPs with two sets of pooled data could have been analysed as two
cases rather than thirteen. However, as each doctor contributed to the data collected, a
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decision was made to include six matching and seven matching sets of data (the 2
practices with pooled data) in the intention to treat analysis rather than two sets of data,
one from each practice. The cluster randomization meant that GPs in the same practice
would have been randomized to the same group.
We may question the relevance of measuring documentation of dementia diagnosis
without some method of confirming the accuracy of this diagnosis. At the time of the trial
in regional Queensland specialist dementia services were scarce. The diagnostic tool
used by many GPs was their own clinical judgement and this has been shown to have
reasonable accuracy.[157] By the end of the trial nearly two thirds of patients with a
documented dementia diagnosis were resident in nursing homes where independent
assessment of the diagnosis is required for government funding. This added further
support for the credibility of the GP dementia diagnosis.

7.7.4 Comparison with existing literature
The lack of strong evidence for interventions that change GP behaviour suggests
logistical problems implementing trials to test interventions and collect robust data.
However, a Cochrane review suggests clinical audits are likely to improve medical
practice[153]. The current research supported this finding with audit rather than education
improving the outcome. Jamvedt et al suggests that audit feedback has the greatest
impact when adherence to recommended practice is low.[153] This was the case with
dementia documentation in our study, a mere 1.57% compared with a possible 5%
prevalence.
Although clinicians may request education to improve their knowledge,[171] several
reviews suggest that education alone may be insufficient to change medical practice.[89,
147, 171, 172] The current trial supported this finding with education failing to increase
dementia documentation. Combining audit and education did not improve the outcome
compared with audit alone. In regional areas, clinical audit using existing computer data
is readily available, whereas educational opportunities may be restricted. Dementia
research in regional areas may find workable solutions for the increasing proportion of
elderly in these communities, a consequence of the migration of younger people to major
cities.
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Neither time in practice nor country of medical training had a significant impact on the
outcomes. This contrasts with the results of a recent National Maltese GP survey that
found increased competency in diagnosing, disclosing and treating dementia with years
in general practice[173]. The small size of our sample compared with the large Maltese
study may explain this difference.

7.7.5 Conclusions
This study raises concerns about the adequacy of educational workshops alone versus
audit activities for improving practice. Maybe GPs can’t improve their practice until they
have measured what needs to change. Further research applying education and audit to
other clinical areas could strengthen the case for wider use of audit to improve clinical
practice. A simple GP audit comparing documented dementia prevalence with a predicted
prevalence of 5% for patients aged 65 years and over may improve dementia
documentation.

7.8 Key points


GPs may fail to document dementia diagnoses, potentially hindering active
management and support for these patients.



Audit may increase GP documentation of dementia diagnoses.



Education failed to increase dementia documentation in this study.
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Chapter 8 - GENERAL DISCUSSION
8.1 Rationale
In this section the development and implementation of the research project is described,
outlining the acknowledged weaknesses, documenting the lessons learnt and proposing
remedies that with hindsight may have strengthened the results.
The discussions already included in each chapter of results have been combined into
an integrated statement, matching results with the research objectives set out in the
introduction.

8.2 Research lessons learned
8.2.1 Questionnaires
Although questionnaires were prepared with consultation from consumers and
colleagues, no specific validation processes were undertaken. Thus, the content reflected
queries from previous Master’s research, and brief piloting confirmed acceptability by the
target population, but formal testing was missing.
Testing could have been undertaken to see if questions produced a range of answers
and therefore produced meaningful results. Fortunately, the research outcomes suggest
that results did hold some meaning.
Groups of questions that might have yielded similar answers were not piloted to
determine the most suitable format for the question.
The questionnaires were not repeated in the same population to see if results remained
unchanged, test/retest reliability. This may have been difficult to implement in the
population studied, spread over a large geographical area. Answers may have changed
as participants built knowledge from reading and thinking about the questions.

145

8.2.2 Participants
The patients in the GP waiting room were likely to consist of a higher proportion of
frequent attenders than a representative sample of GP patients. A random selection of
patients from the practice register may have overcome this problem. However, the
logistics of implementing this in the time frame with student resources would have been
problematic.
Recruitment of ordinary GPs into a research project was always likely to be difficult.
Compliance issues arose due to personal timetables, clinical duties and time constraints.
However, the proportion of GPs completing the RCT confirms the value of offering an
incentive, professional development points towards re-accreditation.

8.2.3 Practice data
The project focused on collecting data from electronic records. In future this is likely to
be the standard method of research data collection in clinical practice. However, accurate
data requires accurate use of the software during consultations. As discussed, prescription
and billing data is likely to have highest accuracy. Promoting accurate use of software to
GP registrars in training may improve GP data in the future. Research in ordinary general
practice is essential when searching for evidence that can applied in this context.

8.2.4 Individual GP data
There were problems relating practice data to individual GP activities. Overall, the
number of dementia diagnoses was not large and a manual search of individual patient
records to determine which GP had recorded the diagnosis would have strengthened the
validity of the results. This however would raise issues of confidentiality and be difficult to
apply over large areas, unless practice staff were funded to undertake the task.
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8.2.5 Data reporting
The convention of reporting data in 2 significant figures was applied retrospectively. This
required additional work and re-analysis of results. The pilot GP RCT has not met this
convention as the computer holding the raw data had expired software that could not be
reactivated.

8.2.6 Learning by doing
There is no doubt that PhD research leads to improved understanding of research
processes and the inevitable shortcomings which become evident as the project proceeds
serve as lessons not to be repeated. Developing my own project and recruiting support
from colleagues who might otherwise have little interest in the subject has presented its
own challenges. However, the project has compelled me to search widely for relevant
research networks, funding resources and expert advice, establishing connections with a
range of people and organizations in both Australia and overseas. This in itself is a
successful outcome from the project, enabling collaborative in further research and
contribute to policy and teaching initiatives.

8.3 The research topic
Dementia is becoming an increasingly important research topic due to an ageing
population. The condition presents formidable projected increased costs to the health
system. Diagnosis, management and future prevention are topics ideally studied in a
primary care setting where evidence can be best applied for the greatest population
benefit. This contrasts with the tertiary care setting where most medical research is
currently undertaken, where fewer people are managed, problems may be well advanced
and solutions costly.
However, little dementia research is conducted in general practice although GPs are
the health professional in the best position to case find and assist in management,
especially when symptoms first present and interventions can have maximum impact. The
importance of the context of the research for the usefulness of the results cannot be
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overestimated. However, the difficulties of engaging GPs in research need to be
recognized. Barriers to GP participation in research may be minimized by keeping the
research simple.
Understanding both the patient and GP perspectives of dementia, both perceived and
real, may provide the platform for initiatives to reduce the impact of this challenging
condition. During the time that the current research has been undertaken, there has been
genuine interest in the topic from patients, health professionals and those in health policy.
The PhD research journey has linked the author with other networks allowing ongoing
conversations about health issues in an ageing population. This has created welcome
opportunities for the author to facilitate patient input and contribute evidence from a
primary care perspective to produce evidence that may benefit people living with
dementia, many of whom will not have the privilege of accessing specialist or tertiary care
due to their distances from these services.

8.4 Method
8.4.1 Participants
The research targeted GPs and their patients. Patients were willing participants in
research, eager to share their views and learn about dementia, something many had not
had the opportunity to do before although most had some experience of a person living
with dementia. The patient questionnaire was designed to extract information rather than
test knowledge and was well received by the participants. A representative sample of GP
adult patients were offered the questionnaires, however some questions were left
unanswered raising questions about the robustness of the responses that were received.
GPs on the other hand were less likely to complete a questionnaire, possibly consigning
it to the rubbish pile with the majority of their daily mail, unless they were personally
approached to respond. As well as GPs, other health professionals attending dementia
forums contributed data. They were a captive audience and not necessarily representative
of the health workforce. Questionnaires were easy to distribute in this setting. The
recruitment of GPs in a randomized controlled trial again required personal introductions,
with participation demonstrating the challenges of engaging GPs in research and
achieving compliance in rolling out the interventions.
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Although the largest samples of both patients and health professionals were from
Regional Queensland, the results showed no significant difference between sites. This
suggests that the issues relating to dementia discussed in this thesis are universal rather
than location dependent, and that patients and GPs have similar experiences regardless
of where they reside.

8.4.2 Data
Both objective and subjective data were collected to provide a broad coverage of both
the real and perceived concepts relating to dementia. Interviews and questionnaires
produced self-reported data which may at times be inaccurate, but this was balanced
against hard data extracted from medical records and from demographic data in
questionnaires.
Existing information in medical records provided useful descriptive information and
outcomes. Data were sourced from computer fields that were most likely to be complete
and accurate. These included prescription, billing and appointment domains of the
software, rather than from the medical record fields. Information typed by doctors in
medical record fields is difficult to search, with no guarantee that a search will produce
data that is representative or complete due to the many possible conventions for data
entry. Appointment, billing and prescription data were on the other hand likely to be
accurate. These fields provided the number of over 75 year health assessments billed,
patient consultation numbers during any given time period and diagnoses from ‘reason for
script’ and ‘diagnosis’ fields. The project demonstrated the benefits of a team lead by a
GP who was familiar with the ways participant GPs may use software, working with an IT
consultant who was skilled in software design. This enabled identification of computer data
that was most likely to provide reliable and true outcomes.
The inevitable upgrading of software created problems in using a specifically created
audit tool to extract data, Clinical Extractor. As a PhD student, there was insufficient
resources in time, expertise and finances to support the software maintenance required
to keep up with changing versions of electronic medical record software. GP audits using
well supported audit tools may not accurately reflect GP activities due to the varied
conventions used by GPs for data entry. The author has worked in over 20 practices in
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Australia and found no consistent approach by GP colleagues to the use correct data entry
conventions. Many GPs created a convention that suited their individual preferences in
managing their patients, with little attention to the possibility of using data for audit.
However, most were aware of the benefits of accurate billing and prescription data entry
where errors can impact on income and patient health respectively. Although the creation
of the data extraction tool and implementation of its use in the pilot project may be
considered good value for money at $30,000.00 (RACGP Informatics Grant) and an
interesting exercise for those involved, well-resourced commercial entities are probably
best placed to provide this service.
GPs in training would benefit from discussions about the value of accurate conventions
for data entry in medical records and the valuable resource this can provide for medical
research during their professional careers. In the apprenticeship model of GP training,
many GP trainers may not provide good models in this respect. Placing a value on
accurate data entry, either professional of monetary may promote higher standards of data
entry. These incentives are in place for GPs in UK and New Zealand.
Questionnaire data was limited by the need to keep the activity simple and brief in order
to recruit participants. Questions that provided a choice of answers were most likely to be
answered than those requiring free text responses. However, ‘choice’ answers did not
give opportunity for new information that was possible in free text. Although free text
answers were more difficult to analyze, consistent themes allowed recoding of new
variables for bivariate analysis using SPSS software.
Many participants welcomed the opportunity to complete their own responses using the
spaces left for free text. The limited space discouraged verbose answers and prompted
short, salient comments. This appealed to those who might otherwise have found this a
literary challenge and encouraged responses from all sectors of the community, an
opportunity for individual expression directed by a well-constructed question.
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8.5 Results
8.5.1 Literature review
The literature review identified papers that described community dementia knowledge,
synthesizing existing data to produce a picture of current understanding of the condition
including beliefs, perceived causes, symptoms, possible treatments and ways to reduce
risk. Dementia will have an increasing impact on communities as the population ages and
therefore understanding what people in the community think about the illness is a good
place for the research to start.
Knowledge about dementia reduces stigma toward the illness for both patient and health
professionals, encouraging help-seeking behaviors from a responsive health system. This
facilitates access to appropriate management that aims to promote quality of life for all
concerned. Acknowledgement of existing dementia beliefs is confirmation to the patient
that they will be respected and treated with dignity on their dementia journey.

8.5.2 Patient interviews and health professional questionnaire results
The research began with the results of qualitative interviews with patients who were
living with dementia or who had experience caring for a family member or acquaintance
with the condition. These were compared with the questionnaire responses from health
professionals who looked after dementia patients. This produced two perspectives of
dementia care and importantly included the voice of those personally affected by the
condition. The results showed that patients wanted confirmation of the diagnosis, access
to treatments and practical advice but health professionals were often lacking in
confidence and knowledge in all these areas.
The research of others indicates that the health outcomes of patients with dementia and
their carers may be improved by multi-faceted education that includes all members of the
health care team. The variability of the dementia syndrome and the complexity of support
and treatment programs benefits from passive flow of information between all team
members who share the goal of providing best care for these people.[12] However, the
needs of patients with dementia are broader than their presenting complaints and include
ongoing support for both patient and carer. Although patients dealing with dementia want
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their complaints to be taken seriously by their GP, they also expect their GP to listen to
them and consider their needs broadly. Dementia forms only a small proportion of the GP
workload but the role of the GP is pivotal in linking patients to appropriate health and
support agencies. Raising GP awareness of this role rather than increasing the depth of
knowledge about dementia is likely to best meet patient needs. The rapidly expanding
scientific knowledge surrounding dementia presents a formidable learning curve for most
GPs if they are to keep up with new evidence.

8.5.3 Opportunities for GPs to improve patient outcomes.
The opportunities for diagnosing, managing and reducing the risk of dementia in general
practice were explored using questionnaires and a patient RCT. GPs are presented daily
with patients who have modifiable dementia risk factors and some who have symptoms
which could be due to dementia.
Many people learned about dementia from acquaintances with little indication that their
understanding was based on scientific evidence. They expected their GP to help them
should they present with memory problems or dementia symptoms. This alerts us to the
need for raising community as well as GP awareness of the evidence supporting timely
dementia diagnosis as well as reducing dementia risk. Collaborative partnerships between
community and health professionals are likely to produce the best health outcomes.
Advice from someone who has already navigated the local dementia services can assist
new travelers and health professionals alike. Together, both could be better prepared
should they later encounter the problem.
Patients of all ages wanted to learn more about dementia risk reduction and expected
their GP to help them should a dementia diagnosis be made. However, few patients had
discussions with their GP about dementia.
The waiting room pamphlet proved effective in raising awareness of dementia risk
reduction strategies and could be used more widely in clarifying and de-stigmatizing this
condition. A literature search revealed no other randomized controlled trials testing GP
waiting room pamphlets, and yet most waiting rooms have an assortment of information,
perhaps not always relevant. Validation of the usefulness of the Alzheimer’s Australia’s
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well-resourced dementia risk reduction pamphlet may encourage wider distribution of the
information in GP surgeries.

8.5.4 The GP education and audit pilot
Piloting an RCT with education and audit feedback in general practice provided proof of
concept that GPs could be engaged in educational research and that the interventions
could be implemented to produce significant outcomes. The pilot trial with participants who
were well known to the researcher and supportive of the research enabled good
compliance and completion rates. In particular, the GPs welcomed an audit that did not
require additional tasks for them, education that was interesting and had been previously
validated and recognition with 30 category 1 professional development points. As a local
GP, the outcome was no surprise to the author. Compliant participation was a reflection
of the close knit supportive medical community in Mackay, an isolated regional town with
population of 120,000.
GPs are offered many educational opportunities in a wide range of subjects, but any
resulting practice changes or patient outcomes are seldom measured. The results of the
research indicate that GPs are likely to change their practice if they are made aware of
what could be changed, given reasons for doing this, and presented with simple processes
to make these changes. The results indicated that audit feedback could change practice
but education alone was unlikely to do so.

8.5.5 A larger GP RCT
This trial demonstrated the challenges of conducting research in usual general practice
with a large number of participants over a wide geographic area. GPs had different levels
of engagement with the research process and all knew the two possible interventions
having learned about them from the initial project information sheet, a requirement of
ethics approval.
Nevertheless, a compliant sample of 37 participants produced significant results
indicating that documentation of a dementia diagnosis might improve with audit feedback,
but not with education. The results demonstrate that computer data collected during usual
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medical consultations can provide a useful clinical audit that is readily available, with little
cost in dollars or time. The use of this data for audit feedback allows reflection on actual
practice activities, a task which may not be given priority in the busy consulting day.
However, the research results suggest that this is necessary if practice is to change and
should possibly be an integral part of all professional development.
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Chapter 9 - CONCLUSIONS AND RECOMMENDATIONS
The discussion has led to conclusions which may assist GPs in managing patients in
their own practices both to reduce their risk of dementia and to live with the best quality of
life possible should they be diagnosed with the condition. The conclusions include
recommendations for future research.

9.1 GP patients and dementia
9.1.1 Patients seeking help from their GP
Both the patient interview and questionnaire results indicate that a GP is the person
people would seek help from for dementia. Thus the actions of those with dementia and
the perceptions of people about who they would turn to if they thought they might be
developing dementia symptoms are the same.

9.1.2 Patients would like to be investigated and told if they have a
dementia diagnosis
The patient interview data described the difficulties encountered having dementia
symptoms recognized, investigated and explained. The patient questionnaires indicated
that most people would expect dementia to be treated like any other illness with
investigations and a diagnosis that is discussed with them.

9.1.3 Patients need to know where to go for help when faced with a
dementia diagnosis
The interviews confirmed what other research has found that many patients may
experience little active management after a dementia diagnosis. Although they may expect
their GP to help, it was people who had already embarked on the dementia journey who
offered the practical advice they needed.
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9.1.4 Patients may find the most benefit from acquaintances
In the interviews, patients related how they found help from discussions with other
people dealing with the dementia. This reinforces the value of community organizations
such as Alzheimer’s Associations where volunteers and community members share their
experiences in formal and informal networks.

9.1.5 Patients with dementia who are undiagnosed and their carers
may experience poorer quality of life
Failure to recognize dementia symptoms increases the stress of carers and the
likelihood of a crisis developing in managing the patient. The patient interviews related
delays in securing a diagnosis which was often made only after a problem developed that
elucidated symptoms as due to dementia.
The relief in securing a diagnosis to explain dementia symptoms indicates that for many,
stress and quality of life are likely to improve once a diagnosis is given. In Australia,
specially designed ‘care packages’ are available for people with a dementia diagnosis, in
recognition of the benefits obtained through support for these people.

9.2 GPs and dementia
9.2.1 Not all GPs wish to provide dementia services
Although looking after people with dementia may be seen as a core part of GP aged
care services, the GP questionnaires indicated that many GPs would prefer that someone
else undertook the task. There is no obligation for GPs to provide these services in
Australia due to the absence of patient registration and the freedom for GPs to select the
services that they feel best able to provide. Indeed, the low levels of dementia knowledge
that most GPs reported even after dementia training reflects the inadequacy of current
training for GPs in equipping them with the skills for the task.
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As many issues in dementia management relate to nursing and care issues, perhaps
specialist nursing services could provide the support networks that GPs feel is currently
lacking. Nursing services in residential facilities attract many ethnically diverse new
immigrants who undertake a short training to take the poorly paid work as a ticket of entry
onto a developed country. This is rarely seen as a long term career, and although many
of these people are indeed caring, cultural and language differences create barriers in
effectively managing dementia cases.

9.2.2 Many GPs are unaware of the benefits of dementia care
guidelines and timely diagnosis
Dementia is a rapidly expanding area of research and many GPs are unfamiliar with
care guidelines and the benefits of timely diagnosis. Guidelines themselves need frequent
revision as new evidence comes to hand. There may be benefit in giving priority to
promoting new evidence on dementia management practices to all primary health care
professionals with a view to sharing the GP work-load in managing elderly populations.

9.2.3 GPs may fail to investigate patients presenting with dementia
symptoms
Most GPs will have less than 10 people with dementia in their practice populations
unless they have large nursing home lists, in which case people with dementia are likely
to have been identified and receiving appropriate management from the residential
nursing team. Dementia is therefore not considered a priority condition for most GPs.
Due to the often slow and insidious progression of dementia symptoms, these may be
dismissed at the time as possibly transient. The prospect of pronouncing a diagnosis
which cannot be proven and the implications of future loss of privileges such as driving
and increasing dependency make the task formidable for most GPs, especially in the early
phases of the disease.
When there is no ready access to specialist geriatricians, as may be the case in
Regional Queensland, GPs may prefer to wait until the diagnosis is obvious, rather than
undertake the onerous task of giving bad news which may lack certainty.
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9.2.4 GPs may adopt a nihilistic approach to dementia management
and treatment
Many GPs are unaware of the value of active management of dementia cases.
Promoting the evidence that supports effective management regimes and treatments as
a strategy for avoiding crises and delaying residential care, may encourage GPs to adopt
active management for their dementia patients. However, the GPs are most likely to
implement active management plans when there is a team with similar vision who will
assist in carrying them out.

9.2.5 GPs may improve documentation of dementia diagnoses by
reflecting on clinical audit
The research showed that when GPs compared an audit of dementia diagnoses in
patients aged 65 years and over, with a predicted prevalence of 5% in this age group,
they significantly increased their documentation of dementia diagnoses. This is a simple
audit using electronic data which could be undertaken on most medical software
programs to improve dementia diagnosis documentation, the key to initiating effective
active management for these people.

9.3 Medical workforce and dementia
9.3.1 The Medical workforce has varied dementia interest and
knowledge
Questionnaires distributed to GPs and other health practitioners indicated that not all
are interested in managing dementia cases or keeping up to date with new dementia
evidence. However, with an aging workforce, many would may have a vested interest in
knowing how to ‘avoid dementia’. Thus the time is right to promote dementia risk reduction
strategies and evidence that may delay onset or slow progression of the disease.
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9.3.2 Dementia symptoms may not be recognized by doctors until a
crisis occurs
People with dementia may be good at covering up symptoms, especially if they fear loss
of privileges such as driving. In many areas of regional Queensland there is no public
transport or taxi services so the use of a car is essential to living in the area. In Australia
there is no requirement for cognitive testing of elderly drivers, unless the GP thinks there
may be a problem. There is no consistent approach to driving with dementia from
geriatricians, many of whom say the diagnosis excludes the right to drive. This opinion is
contrary to current evidence and Alzheimer’s Associations do not support this stand. All
accept that eventually as symptoms progress, driving will become unsafe and the right to
drive must be withdrawn. Until current evidence about dementia is accepted by all medical
practitioners, GPs will continue to overlook dementia symptoms until they can no longer
ignore them during a crisis.

9.3.3 Recording of a dementia diagnosis by GPs in medical records
is poor
Evidence based pathways for dementia management encourage documentation of the
diagnosis. However, documentation may impact on right to drive and testamentary
capacity. Currently, a person with a dementia diagnosis may have no input into their
treatment in an acute care setting and create large legal bills in family disputes over wills,
due to lack of awareness by professionals of the rights of people with dementia. No wonder
the diagnosis is not recorded by many health professionals due to the potential for further
chaos for the family over treatment by professionals and legal rights.

9.3.4 Older members of the workforce are less familiar with new
dementia treatments.
The new dementia treatments, acetylcholine-esterase inhibitors, were released in
Australia in the early 2000s but the benefits and conditions for prescribing were confusing
for GPs and not widely embraced by medical practitioners. The patient interviews showed
that the public eagerly anticipated a ‘wonder treatment’ but access to the medication was
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problematic. The inevitable decline in health resulting from dementia leaves many
practitioners wondering if any treatment would be worthwhile. Yet for those whose life is
affected by the disease, treatment may allow them to stay at home longer, be less afflicted
by behavioral problems, and generally improve quality of life, albeit for a short time. As
with any terminal illness, family members may want to try anything that might help.
Unfortunately this often results in the use of expensive ‘natural remedies’ when an
evidence based treatment, even on a ‘private script’ may be more effective. All members
of the health workforce should consider offering available treatment options.

9.3.5 Rural GPs have poor access to support from specialist
colleagues in managing dementia
The paucity of specialist services the further one lives from major cities is problematic
for many Australians and can adversely affect their health. However, GP services are
usually accessible and the GP can act as the advocate for the patient. Tele-health services
are developing in rural areas throughout Australia, allowing the GP to link with specialist
colleagues in major centers. However, geriatricians need to provide consistent advice
about dementia, and acknowledge the context in which the patient lives. Thus driving a
car on a country road is different from driving in a major city, and a meal out with friends
in the middle of the day may be a more reliable food source than sitting at home in isolation
with the cupboards full.

9.3.6 Specialist geriatricians are scarce in regional Queensland
Those geriatricians practicing in an area are likely to be more familiar with the problems
dementia patients encounter living in this environment. However, their workload can be
onerous. Specialist allied health and nursing services, aware of evidence based dementia
management strategies, can assist the GP in the absence of geriatrician services.
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9.4 Team work and dementia services
9.4.1 GPs should consider referral of dementia patients to other
agencies
In this electronic age, the use of chat shows and internet services has expanded access
to knowledge and services. When the GP has little interest in dementia or little time to
manage dementia cases, referral should be considered. The Alzheimer’s Associations,
accessible by phone or internet, are able to link people with support and management
options. Raising awareness for GPs of referral options for their dementia patients should
improve pathways to care. Most GPs prefer to keep referral pathways simple and dealing
with a single agency meets this preference.

9.4.2 Literature reviews confirm the value of team work in dementia
care
Access to responsive services can in itself lead to improved patient outcomes.[13]
Educational activities shared by all health professionals involved in dementia care leads
to improved patient outcomes.[12] Patient input into health professional education
improves their health outcomes.[45]

9.5 Education, audit and dementia
9.5.1 The intervention of education alone had no significant impact
on dementia documentation
Both the pilot RCT and larger RCT showed no significant impact from education on
documentation of dementia diagnosis. Perhaps the workshop contained too much
information in familiarizing participants with dementia guidelines, that the actual
importance of documenting the diagnosis was overlooked.
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9.5.2 Audit may produce an increase dementia documentation (per
protocol analysis)
Both the pilot and the larger RCT showed that audit on the number of documented
dementia diagnoses in patients aged 65 years and over compared with a predicted 5%
prevalence in this age group, significantly increased dementia documentation.

9.5.3 Medical record software can successfully map dementia
diagnoses in a GP practice
The availability of a simple, readily accessible search tool for use by GPs in their
practices may lead to widespread increases in dementia diagnosis documentation.
However, this will only benefit patients when the documentation of the diagnosis leads to
improved evidence based management and consistent evidence based interventions by
other professions/agencies (eg. Appropriate driving privileges and full use of any
testamentary capacity).

9.5.4 Reflection on audit of documented dementia cases
Audit feed-back could encourage continuing case finding activities, with the potential
for improved support and quality of life for more people with dementia and their carers.

9.5.5 Educational workshops
Educational workshops involving a range of health professionals demonstrated
learning was broadened and enhanced by interaction between participants.
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9.6 The future and dementia
9.6.1 Dementia research
There is a need for more rigorous dementia research conducted in general practice
with measurement of patient outcomes that may identify strategies to improve health
outcomes for these people in a community setting.

9.6.2 Initiatives for e-learning and video consultations should be
encouraged
Published research indicates that younger GPs are more likely to embrace virtual
learning and referral.[171] Thus initiatives for e-learning and video consultations should
be encouraged during the training of GPs, promoting educational opportunities and
services in difficult to reach localities.

9.6.3 Video-consultations
The advent of video-consultations and emerging infrastructure changes associatedwith
these initiatives may link remote areas to city services in Australia, creating new referral
opportunities.

9.6.4 Community dementia literacy
The few papers focusing on community dementia literacy highlight the need for further
research at a community level to identify the unmet needs of families prior to dementia
diagnosis.

9.6.5 Health professional dementia literacy
Increased dementia literacy in communities and amongst health professionals may
reduce community stigma and encourage active management from health professionals.
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Appendix E - GP dementia quiz

General Practitioners Caring for People with Dementia

The health and wellbeing of the patient with dementia living at home is profoundly
affected by the wellbeing of their carer. Therefore it is important that appropriate support
is provided to both carer and patient. The RACGP has developed Guidelines for the Care
of Patients with Dementia in General Practice that include both patient and carer. They
are available on the web at NSW Health and RACGP:
http://www.health.nsw.gov.au/pubs/c/pdf/care_dementia_guide.pdf
http://www.racgp.org.au/folder.asp?id=928
Educational Workshop
The workshop comprises:


a clinical quiz,



discussion of the quiz answers,



introduction to the guidelines,



use of the guidelines in answering the quiz questions,



brief workshop evaluation.

The workshop objectives are to introduce the guidelines and show how they can be
used easily to improve the care of patients with dementia and their carers.

The topics covered include those of the following from the RACGP Training
Program/curriculum book that are raised in the quiz and discussion:


Aged care – functional assessment and health promotion



Chronic illness – managing chronic illness and role of the carer
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Communication



Legal issues



Mental illness – dementia

There is also a clinical audit that can be done before and after the workshop if a more
thorough education package is required, with 50 QA and CPD points attached.
Contact: RACGP NSW Faculty, Projects Research and Development Unit,
PO Box 145, North Ryde, NSW 1670
Phone: 02 9886 4750

Fax: 02 9888 3154

Email: nsw.research@racgp.org.au

QUIZ: GENERAL PRACTICE CARE OF PATIENTS WITH DEMENTIA

The following questions relate to patients with dementia who are still living in the
community, not in hostels or nursing homes.

1. List some early pointers to dementia to be aware of when treating older patients:

2. Mr B. aged 72 lives with his wife. He attends somewhat irregularly for his
hypertension and peripheral vascular disease. He denies any memory loss or difficulties,
but his wife says he forgets the names of their grandchildren, leaves lights and gas on,
has lost interest in sex, and is often cranky. She is now becoming afraid to leave him
when she goes to bowls.
(a) List the differential diagnoses you would consider:
(b) What will you do at this consultation?
(c) What is your plan for the next month?
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3. Mrs F. aged 82 lives with her husband. She is very active with no obvious health
problems. She presents with concern about her memory and inability to control her
aggressive feelings when things go wrong. Her husband and family feel it is merely
"old age” and deny any difficulties. After full assessment over several consultations
the GP is sure she has early dementia.

(a) What tests of cognitive assessment might have been to make the diagnosis?
(b) What should the GP tell the family, and how?
(c) What areas of health promotion and prevention need to be considered?

4. Mrs D. aged 81 has COAD and early dementia which she admits, although denying
the seriousness of her problems. She lives alone, helped by a daughter who lives in the
next suburb. She complains to the GP that her daughter often becomes explosively angry
with her. The daughter is worried about her mother's ability to cope.

(a) What activities must be addressed in assessing functional status?
(b) What legal issues might need to be considered?
(c) What are the key issues requiring management?

5. List some practical strategies for carers to use in dealing with behavioural problems
in the patient:

6. List some advantages of early diagnosis:

7. List four types of dementia and give approximate percentage of all dementia for each:
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8.

Cholinesterase inhibitor drugs (donezepil, galantamine, rivastigmine) may be

prescribed for early dementia.

(a) What benefits may they confer?
(b) What are the most common side effects?
(c) For what types of dementia is there evidence of benefit?

9. For what type of dementia must neuroleptic drugs not be used?

QUIZ: GENERAL PRACTICE CARE OF PATIENTS WITH DEMENTIA ANSWERS
Answers are given as reference page numbers for “Guidelines for the Care of Patients
with Dementia in General Practice”, produced by RACGP NSW Faculty Projects,
Research and Development Unit. NSW Department of Health, 2003. Also at:
http://www.health.nsw.gov.au/pubs/c/pdf/care_dementia_guide.pdf
http://www.racgp.org.au/folder.asp?id=928
1. List some early pointers to dementia to be aware of when treating older patients: p.9
2. Mr B.
[(a) List the differential diagnoses you would consider:

p.13-17

(b) What will you do at this consultation? History, examination, get agreement for full
assessment.
(c) What is your plan for the next month? p.11-20
3. Mrs F.
(a) What tests of cognitive assessment might have been used in making the diagnosis?
p.12.and 35
(b) What should the GP tell the family, and how? p.19-20
207

(c) What areas of health promotion and prevention need to be considered? p.23-25
4. Mrs D.
(a) What activities must be addressed in assessing functional status?p.17-18,
Appendices C4, C5 p.68-69
(b) What legal issues might need to be considered for her?

p.44-47

(c) What are the main problems requiring management?
COAD, dementia, daughter’s emotional state and anger, functional status and coping
5. List some general practical strategies for carers to use in dealing with behavioural
problems in the patient:

p.22

6. List some advantages of early diagnosis:

p.29

7. List four types of dementia and give approximate %age of all dementia for each:
p.16-17, 38
8.

Cholinesterase inhibitor drugs (donezepil, galantamine, rivastigmine) may be

prescribed for early dementia.
(a) What benefits may they confer?
(b) What are the side effects?

p.41

p.41

(c) For what types of dementia is there evidence of benefit?

p.41

9. For what type of dementia must neuroleptic drugs not be used?

p.38-39
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Appendix F - Workshop pre-reading

What is Dementia? (DSM IV)
–

An acquired neurological disorder that is persistent and progressive, that
can affect memory, language, orientation, thinking, personality, emotions,
executive function and is severe enough to interfere with daily activities.

What is Dementia? (neuro-physiological model)
Loss of synapses
Loss of neurones
Brain inflammation
Oxidation in the brain
Neuro-fibrillary tangles (nerves disconnected)
Beta Amyloid and Tau protein (toxic deposits in the brain)
Apoptosis (brain cell suicide)

The role of General Practices


To diagnose people with Dementia as early as possible so that they can access
support and plan for their future



To support the carer, especially early in the disease when adjustments are being
made



To advise on reduction of risk factors EARLY IN LIFE while it makes a difference

Problems in dementia diagnosis


There is no test that is reliable for early detection



The gold standard for diagnosis is autopsy of the brain
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Patients with dementia may not show any problems in a routine consultation



The degree and progression of dementia symptoms do not match the changes in
the brain



Dementia possibly starts 20 years before signs appear

Prevention of dementia


Dementia is the 4th leading cause of death in Australia, 1000 new cases a week



If we can delay the onset of dementia by 5 years, we halve the cost of care



Dementia risk factors are similar to other chronic diseases eg heart attack,
diabetes and stroke



The biochemical changes start early in life and once started, do not stop.



Add dementia to the list of problems a person may develop if they are obese,
sedentary, have high BP, do not socialize
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DIFFERENTIAL DIAGNOSIS- the 3 ‘Ds’
( also the 5 ‘Ds’ include Drugs and Disease)
CHARACTERISTICS DELIRIUM

DEMENTIA

DEPRESSION

Onset

Abrupt

Gradual

Related to life changes

Course

Short

Long

Variable, fluctuates

Awareness

Poor

Clear

Clear

Thinking

Disorganised Impoverished

Intact, morbid

Attention

Impaired

Normal

Fluctuates

Memory

Recent and
immediate

Recent and
remote OK

Selective, patchy



Types of Dementia and prevalence
Type

Prevalence Features

Progression

AD

40-50%

Memory, loss ADL

Slow onset,
gradual

Mixed
AD/Vasc

15-20%

Memory, loss ADL

Gradual and steps

Lewy body

10-20%

Hallucinations, falls,
Fluctuating course
delusions, extra-pyramidal , collapse, rapid
symptoms, sensitive to
progression,
neuroleptics

Frontotemporal

5-10%

Behaviour, loss of
executive function

Dis-inhibited
behaviour,

Vasc

5-10%

Steps like mini strokes,
early urinary incontinence

Variable, patchy
cognitive decline

Others

5%

Various

Depends on cause

Reversible

5-20%

Depends on cause

Treat cause
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Appendix G - Clinical extractor software

Clinical Extractor 2009
Installation Guide
GP Dementia diagnosis project

The following instructions are for Medical Director 3 & Prac soft 3
This software will not interfere with your computer operations and has been trialed
during our pilot project in 2007/2008.

These instructions will allow you to create reports for a GP in your practice, describing
how they are diagnosing Dementia in their at risk population. The report produces data
for the chosen GP and for a given time interval.
The report includes:
The population over 65 and 75 years seen at the practice and by the GP
The number of patients with a diagnosis of dementia
The number of Mini mental state examinations (MMSE) performed
The number of Annual Health Assessments performed (AHA) –pracsoft
The number of patients seen who have attended more than 8 times in 2 yrs

Allow at least 30 min for the process.

This activity together with the dementia education workshop has been approved for 40
category 1 points towards GP accreditation (RACGP).
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The initial data extraction process will take approximately 5 minutes depending on the
size of your database.

At the end of the process, the program will generate a report for each GP selected for
the time period indicated. Each report will be saved to your desktop as an RTF document.
These files will be small in size and can be printed or emailed.

Finally, the extraction process will save a copy of the de-identified dataset to the desktop
as an MDB database file. This file is too large to be emailed but can be burned to a CD.
Saving this to a clearly labeled CD will allow you to generate reports for different time
periods without further data extraction.

This project has approval from the Ethical Committees of James Cook University
and Health District Ethics Committees Mackay & Townsville.

System Requirements
Clinical Software: Medical Director 3 and/or Pracsoft 3.
Operating System: Windows XP Professional, Windows Vista Business
Computer: Any computer connected to a server running MD3/PS3

Downloading the Software
1. Open a web browser and enter the following address into the address bar:
www.users.on.net/spagnolc then press Enter.
2. Click on the installation file called: Setup.exe, then click Run.
3. The software will begin downloading and after a few minutes the installation wizard
will launch.
4. If prompted by a security warning, click Run to continue.

15 min average
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Installing the Software
The extraction will not disrupt your system and can be done while consultations
are taking place.
1. Run the installation file from the Internet (as described above). The installation will
launch and start setting up the program components.
2. After a few moments the Clinical Extractor 2007 Setup Wizard window will be
displayed.
3. Click Next,
4. Click Next again,
5. Then click Typical.
6. Click Install.
7. The program installation will continue.
8. Click Finish.

5min

Running the Software
1. Double-click the Clinical Extractor 2007 icon which should now be on your desktop.
2. The program will automatically begin by searching your MD3 and Pracsoft 3
settings.
3. A display will appear listing GPs from your database.
4. Select the participating GPs from the list. Each name you select will remain
highlighted. To deselect, click again on the GP name.
5. Set the start and end date for the collection by clicking the Setup button, enter the
dates in the corresponding boxes.
6. The previous 6 months will produce baseline data and you can compare your
progress by repeating the audit in 6 months time.
7. Then click Save Changes.

2min

8. Click Run Extraction.

5min

9. File will be saved automatically under word document on the desk top.
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15 min per report per doctor
(We suggest you let the computer run and get on with your work)
Each report will take about 15 min
10. ‘Data extraction complete’ indicates the report is finished.

Troubleshooting
Be sure to save a copy of the report document files and dataset file prior to run
subsequent extractions (for a different period). All data will be overwritten each time you
run a new extraction.

For installation assistance and program support please phone MITS on (07) 4957 9539
during business hours or email spagnolc@tpg.com.au.
Please fax reports to MDGP, Attn Fiona 07 4953 4681
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Appendix H - Dementia: Who cares?
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Appendix J - Dementia diagnosis: a pilot randomized controlled trial
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Appendix L- Methodology patient interviews
Background
This study was designed to gather data relating to dementia that could elucidate
the decision making processes involved when family, carers and patients consider
admission to a care facility. Qualitative methods of open-ended interviewing with the
patients and their carers were used to identify problems in managing while living at
home and the outcome for those where admission had already taken place. The
perspective of a person suffering from dementia is difficult to assess, but provides the
opportunity for meaningful data that supports and adds to that collected from carers.[1]
The concept of ‘narrative’ as a research tool is gaining popularity, and is useful in
studying an illness such as dementia, where each person’s experience is unique.[2]
When planning the research I was a general practitioner in New Zealand, helping
to care for a mother in the early stages of dementia. The research was conducted in
Queensland, tropical Australia, where I was living as my mother reached the end of her
illness in New Zealand. The participants were given opportunity to discuss their care
needs, a topic of increasing concern world-wide particularly in developed countries such
as New Zealand and Australia where people can expect a standard of health care that
will allow them to grow old. Caring is provided informally and through public and private
health systems and study data relating to consumer access and costs is discussed with
published reports. The health systems in New Zealand and Australia are similar in that
the assets of the person needing care may be used to defray public expenses with slight
differences in division of costs between the public and private sector. The people share
the expectation that in some way they will be looked-after as they grow older but I found
them poorly prepared to part with hard earned savings. Although there are many
government pamphlets that explain assistance for the elderly, the stories of the people
using the health system have given me information which I would not otherwise have
gained. Their valuable insight and advice is included in the results to highlight what they
would do again and what they would avoid. This information could be useful to others
involved in dementia care both at home and in care facilities.
Ethical consent
Ethical consent processes in Australia and New Zealand differ. Well defined
processes are in place through the University of Otago for research students studying
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with the university, usually resident in New Zealand, but I encountered obstacles in
extending this consent to carry out the research in Australia. There are numerous ethics
committees throughout Queensland and Australia, each with a different mandate that
usually applies to employees or their own research students. I was an independent selfemployed general practitioner working in Regional Queensland, studying through a New
Zealand University. Otago University granted ethical consent conditional on Australian
ethical consent. After many months of letters and phone calls, the Royal Australian
College of General Practitioners Ethical Committee stayed together long enough to
provide a letter of consent and suggested I also get local consent. I submitted my
proposal to the ethical committee of the local Mackay Base Hospital, part of the
government public health system, Queensland Health. This resulted in a letter granting
ethical consent, but stating I could not assume that this gave me permission to proceed.
I concluded that I already had consent to proceed from Otago University so I
commenced my study. Informal discussions with frequently changing hospital staff in
touch with local ethical issues revealed that they had not previously received a
submission from a general practitioner and were unsure of the implications for them in
giving consent. After one year of pursuing ethical consent, I decided to start gathering
data. This highlights the problems of being a distance student in another country,
completing studies in a community that is not connected to the academic body
overseeing the study.

Local introductions
As a new comer to Mackay, I felt it was important that I introduce myself to those who
worked in the field of dementia and to share ideas about my thesis topic and data
collection. Through my work in general practice, I established that there were several
agencies providing dementia support in the community as well as care facilities with
dedicated dementia services. In particular, the aged care team [ACAT] provided
assessments of the elderly in their home environment, and the Blue Nurses provided
community support for dementia patients and their carers. I arranged a meeting with
each of these agencies to introduce my research proposal and invite discussion. The
introductions were received with interest and led to further interactions as my project
progressed. The stories recorded from patients and carers talked about people I had
met myself during the introductions. The agencies had already discussed with me their
role in dementia care and I was able to match this with what the people in my study said
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about the support they received. I was grateful to Joanna of the Blue Nurses team who
lent me the conference proceedings of the International Alzheimer’s Association held in
Australia in the year 2000. I successfully submitted abstracts to the next two annual
conferences, presenting the beginnings of my study at the New Zealand Christchurch
International Conference in 2001 and some study outcomes the following year at the
Barcelona International Conference.
As part of my general practice activities, I am on the pharmaceutical advisory
committee of a rest home with a specialized dementia unit that opened in 2000. In all
three of these settings, my own practice, community services and a residential dementia
unit, I had access to people with dementia, but there was an ethical dilemma of using
these institutions and agencies for case study material when they were service
providers, not research units. I was able to approach my own patients and asked
colleagues if they would do likewise. I had come to know some of the patients at the
dementia unit and attended the dementia support group to meet some of the carers.
This introduction on a more personal level gave me opportunity to discuss the project
with them. The agencies providing community services indicated that it would be
outside their role and duties to introduce me to potential participants for my study. I had
encountered this very ‘Australian’ strict adherence to rules and regulations in other
areas, so I was not surprised and did not pursue cases from this source. The Australian
population in general is used to complying with regulations, some of which seem to have
little useful purpose to a former New Zealander like myself. One of my Aboriginal
patients enlightened me by explaining that this reflects the history of ‘top down’ military
and penal institution beginnings. I saw evidence of this in the rules surrounding
admission, where a person admitted to a general hospital bed for acute care is funded
for thirty-five days then transferred if the acute phase is over to a care facility with
reduced funding or sent home if no placement is available. As a general practitioner,
some creativity is necessary to diagnose continuing acute problems so that an
inappropriate discharge can be delayed. I was used to a more flexible system during
twenty-six years of general practice in New Zealand, where ‘bottom up’ common sense
can prevail, reflecting the expediency of our colonial beginnings.
Participants
The population selected for study needs to be capable of providing data that can
give answers to the study questions. Many research projects obtain data from health
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professionals. They are readily identifiable and can relate to the research topic. This
can lead to a ‘top up’ ‘bottom down’ view where the data collected is decided by the
researchers and the resulting answers valuable to them but at times of less immediate
relevance to the people being studied.[3, 4] This sentiment is frequently voiced by
general practitioners, e.g. when they are given guidelines for practice constructed from
data gathered in universities, and difficult to apply in the community.[5] I decided to
conduct research that validated the work and ideas of carers and people with dementia,
by gathering my data directly from them. To meet this objective, I selected a cohort of
people already diagnosed with dementia, their family and carers.

Data sources and collection
I was interested in their stories with details of how they managed at home and
the problems they encountered. For those already admitted, I expected to learn about
what could be offered in a care facility that was not available at home and the factors
that influenced the decision for admission. I considered it important to invite people with
dementia to participate if willing and able, allowing them ownership of problems and the
right of reply, in keeping with the International Alzheimer Disease Charter. The carers
have a more perceptive story to tell, discussing reasons for care being necessary and
the obstacles to providing that at home, resulting in admission.
I proposed selecting twelve patients in a care facility and twelve still at home.
This would give a do-able sample with data that could represent their age group. A
random selection of dementia patients and carers would not necessarily provide the
information I was looking for, but people who were keen to participate would be more
ready to share their stories and talk.
Descriptive data about each patient and their carers was collected to determine
whether the group was a representative sample of the population in their age group and
whether the results could be transferable to give valid models for other dementia
patients and their carers.
Each interview yielded a wide range of rich qualitative data including
physiological and pharmacological processes, economic, ethical, philosophical,
contextual and organizational evidence. The gold standard of the randomized controlled
trial that underpins evidence-based medicine can be useful to validate interventions in
disease management and prevention. This method is difficult to apply to a disease
such as dementia where the diagnosis is frequently overlooked in the early stages,
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prevention is still a dream, and management usually leads to admission for terminal
care. Research to date has failed to find an intervention that will cure the commonest
dementia, Alzheimer’s disease, and a progressive declining course is still a certainty.
Qualitative data does produce information about the admission process for dementia,
both positive and negative, with potential to inform the health system, support agencies,
family and patients so they can be better prepared. In ancient times, Aristotle’s ethics
stressed the role of ‘situational appreciation’ in the assessment of a decision-making
situation. He discussed how rules and guidelines are necessary for groups, but match
poorly the needs of the individual.[6]
The unique and complex nature of the illness of dementia is poorly served by
applying recommendations from pooled data, in the same way as the average dress size
16 will poorly fit most women.[7]
The patients already admitted were a captured population and easy to identify. I
thought retrospective insight into reasons for admission could be enlightening. I chose
the most recently admitted patients to improve the accuracy of recall by carers of events
leading to admission, selecting them from the nursing home I worked in and from
patients suggested by my general practitioner colleagues and members of the dementia
support group.
Identifying dementia patients still living at home proved more difficult. The
diagnosis is often overlooked by the family doctor and frequently a crisis brings the
patient to medical attention.[8] I approached fellow general practitioners who had an
interest in geriatrics and also asked in my own group practice of eight doctors.
Gaining consent
I supplied informants with information and consent forms. Each admitted patient
had a general practitioner [GP] whom I approached first for permission to contact the
family or carer. I contacted them by visit or by phone and supplied an information
sheet, together with copies of the patient/care giver information and consent forms. Of
the eight general practitioners identified, seven agreed and one declined to participate,
with no reason offered. Each general practitioner was requested to complete a consent
form and patient information sheet that I either delivered personally or left with their
receptionist. This was then posted to me or collected when the receptionist confirmed
that it had been completed
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With the family doctor’s permission, I rang the patient or patient’s family `or carer,
to introduce myself and the project, offering to deliver personally a copy of the patient
/care giver information and consent form. Every contact accepted this offer, and I was
able to locate their home as well as meet personally. This gave opportunity for face to
face introductions without commitment. I arranged to ring back on an agreed day, within
a week, and with consent, agree a time for the interview to proceed. This provided an
opportunity for the contact to discuss the project with the wider family. I placed no
restriction on the number of family members participating in the interview and included
the patient with dementia when appropriate. Two families consulted with extended
family prior to giving consent. The largest family group interviewed was the patient,
spouse, two daughters and a son-in-law. The smallest was a single lady with early
dementia living alone. The larger family interview gave additional information about
family interaction, with different view-points and insights generating rich data about
coping and adaptive strategies and responsibilities. The only interview with a dementia
patient caring for themselves produced a contrasting picture of spontaneous narratives
about the past with the present mentioned largely on prompting and the future, a brief
comment. The interview demonstrated the patchy nature of dementia and the
cleverness of using coping strategies to counteract deficiencies, allowing enough
independence to continue at home. This contribution was valuable to the study,
presenting problems in coping from a patient’s perspective, a view that is not always
addressed when dealing with dementia.
The place of interview was chosen by the family, which in all cases was their own
home. In the case of the larger family group, the daughter’s home was chosen rather
than the parents’.
One family declined an interview, one doctor out of eleven declined to be
involved and one doctor did not respond to one written and three phoned requests for
permission to interview his patients. I asked the participating doctors if they had any
dementia patients in the community, gathering a further nine cases from this source. I
initially planned to conduct twelve interviews where care was still provided at home, but
after twelve months of asking colleagues, in the interest of getting the study started, I
settled for the eight cases with both doctor and family consent. The diagnosis of people
in the community was in some cases less secure and some families were more reticent
discussing the subject of dementia. One family asked me not to tape the interview as
they did not want a hard copy record of what they talked about.
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Sample
Thirty patients were identified who had been given a diagnosis of dementia by
eleven general practitioners. Their details were recorded in a computerized data base,
Filemaker Pro, and each assigned a number, 1-30, by which any hard copy data
including tape recordings were identified.
Of the thirty, twenty two were female and eight were male, and twenty were
selected for interview. Those excluded were 1 who died before interview, 2 with a GP
who did not wish to participate, 2 whose GP did not respond to an invitation to
participate, 4 whose next of kin lived more than a two-hour drive away, and 1 family
that declined to participate.
The interviews lasted between 45 and 120 minutes and were taped at the time
then transcribed in the following two days by myself, word for word, using Microsoft
Word software. When words were unclear, I either left a blank or typed the ‘sound’.
This did not detract from the data gathered. At one interview the tape was stopped at
family request after seven minutes. Three interviews were repeated after six months
when my computer laptop together with the tapes was stolen. Fortunately, the numerical
coding of tapes and data would have made identification of material difficult to a
stranger, as the personal details linking the numbers were stored on my main computer
in Filemaker Pro data base.
Prompt questions were used at the end of the interview if needed for
completeness. Otherwise a non-directed interview technique was chosen to give
families and carers opportunity to talk about what was important to them. Information
was extracted from the interviews, and in one case from the notes written immediately
after the interview, with family permission. When interviewing the patient, I invited them
to do a Mini Mental Score Examination [MMSE] and also a Clock Face Test for
dementia, so that I could relate the level of impairment to the material discussed in the
interview. Patients in care responded poorly to this request, and the results were
unlikely to reflect their true level of impairment. They had less need to respond to
requested tasks, and with lack of use, this skill was fast disappearing. The MMSE test is
the standard test used in Australia to diagnose dementia, although it can have a false
positive rate up to 86% in populations over 75 years of age.[9]
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Additional data was obtained from the general practitioner who supplied patient
details when available. This included results of any previous MMSE and reasons for
admission if applicable. For completeness, I obtained further information about the care
environment of the new dementia unit that was home to eleven of the twelve admitted
patients, and also provided respite care to many of those still at home. The architect
involved in the design and the nurse who assisted in the planning and implementation of
the unit contributed their observations of the effectiveness of their new environment.
The Interview
I felt it was important that participants relate their own story, giving emphasis to
what they felt was important.[10] I did not wish to control the discussion by asking
questions from my own family experience with dementia, which could bias the data to
concentrate on things I already knew about. I did however have a list of prompt
questions [see appendix] that I used at the end of the meeting, if this information had not
been forthcoming during the preceding discussion. This was particularly helpful for the
single lady living alone. By reading from a list, the questions appeared less personalized
and intrusive. Copies of the tapes and transcriptions were offered to the participants. I
allowed an hour for interview, arranged in advance with the family. The interviewees
were invited to stop the tape recorder if they wished to discuss matters which they did
not want recorded. Only one interview was substantially restricted with the tape stopped
in the first seven minutes. The family were guarded about their relative’s long standing
psychiatric problems and requested that no verbatim record be made during the
discussion. With their permission, I typed a summary of the interview from memory on
leaving their home. Other tapes were stopped briefly when expressing a personal
opinion, but this did not detract from data relating to the interview topic.
Analysis
The typed transcription identified by the patient number allocated at the onset of
the study, was the main source of data. At the outset, I proposed to use qualitative
methods, but from this some quantitative data has arisen. I used methods discussed by
Harry Wolcott,[11] Maykut and Morehouse,[12] conducting the interviews which are
themselves subjective and phenomenological, and were unstructured apart prompt
questions at the end of the interview if necessary. Using this initial step of ‘Epoche’,
[Ihde, 1977; Katz, 1987; Moustakas, 1990] where my own experiences are set to one
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side so that the interview is not constrained by my own prior judgments or ideas, each
patient story is contributed with minimal researcher bias. If there was any bias, it is the
positive effect on the flow of data created by me as the investigator, when I introduced
myself as someone who shared their experience of having a family member with
dementia. This has been described as a ‘connexional’ experience, that can be used
therapeutically as part of the ‘healing process of the family doctor consultation’,[13] but
was useful in this study as a tool to facilitate discussion and set the participants at ease.
The interviews were typed in Microsoft Word, each one as a separate file saved
under the patient number. The original question, ‘what are the triggering factors for
admission for people with dementia?’ was answered from the transcribed data, using
copy and paste functions to select statements that could then be sorted into groups and
themes. Any identifying data was removed by substituting a role, e.g. ‘the doctor’ or ‘the
daughter’ for the person’s name. Each data ‘segment’ was annotated with the file
number followed by either ‘A’ for admitted or ‘H’ for at home, so that I could readily
identify the source of the data and avoid repetition.
Using thematic analysis, the data segments were classified into themes and subthemes as they became apparent.[14, 15] The inductive approach of qualitative research
allowed hypotheses to arise from the data material, being either confirmed or modified
as the process of crystallization of the data proceeded. The constant comparative
methods of Glaser and Straus 1967, Lincoln and Guba 1985 produced themes that led
to the conclusion of this study. I applied the processes described by Crabtree and
Miller[3] to analyse the interviews, looking for common themes through the process of
immersion and crystallization and organizing them through repeated reflexivity, where
the emerging new ideas are continually tested against the presenting data and any prior
assumptions or hypothesis are introduced only where they are supported by or
diminished by the study findings.
Summary
The time consuming process of reflection and intuitive crystallization was
rewarded by unexpected outcomes that prompted me to collect additional information
from the care environment, nursing and architectural, to add rigor to my conclusions.
The final recommendations reflect the power of narrative in providing models for future
care.
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