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Key messages

• Patients with dementia and their carers 
d h l f i h lthneed help from primary care health 

services

• Many primary care workers do not know 
how to help people with dementiahow to help people with dementia 

P l d li ith d ti i th• People dealing with dementia in the 
community may find their best help comes 
from family and friendsfrom family and friends



Challenges for dementia services

• A dementia diagnosis can lead to support that 
improves quality of life for patient and carerimproves quality of life for patient and carer 

• Many patients hide their symptoms
• Many doctors do not investigate obvious• Many doctors do not investigate obvious 

symptoms
• A diagnosis is usually made when symptoms• A diagnosis is usually made when symptoms 

become a problem
• There is no one test that will always confirm aThere is no one test that will always confirm a 

dementia diagnosis
• Many primary care workers feel inadequately y p y q y

trained to diagnose or manage dementia cases  



Challenges for regional Queensland, Australia 
population 4,320,000 (NZ=4,270,000) 

Size 1,727,000sq km (6.5 x the size of NZ)

1 geriatrician

1700 KM

QLD

1700 KM

10 geriatricians



Our research

• The consumer experience
– 20 non-directed interviews with groups of people dealing 

with dementia, discussing their experiences
– A dementia  survey for GP patients aged over 30 years, 

testing the impact of Alzheimer’s Australia ‘Mind Yourtesting the impact of Alzheimer s Australia Mind Your 
Mind’ dementia risk reduction summary  

Th h lth f i l’ ti• The health professional’s perspective
– 2 surveys of primary care health professionals, asking 

about their knowledge and perceived role in dementia careabout their knowledge and perceived role in dementia care
– Results of an educational intervention to improve GP 

detection of dementia



Methods

• Interviews x 20 
Twenty family groups who are currently caring or have previously– Twenty family groups who are currently caring or have previously 
cared for a person with dementia, including the patient where 
appropriate. 

• Surveys x 3 (one page)• Surveys x 3 (one page) 
– Postal to GPs and practice nurses (survey 1)
– Attendees at dementia forums (survey 1)
– GPs and practice nurses in education trial  (survey 2)
– Patients >30 yrs in GP waiting rooms (survey 3)

• Trials x 2 using interventions of:• Trials x 2 using interventions of: 
– Education and audit feedback for GPs
– Dementia risk reduction information for consumers 



The consumer experienceThe consumer experience

Interviews, survey and trial of 
dementia risk reduction 

informationinformation



Our interview participants 

• The patients
– aged from 70-99 years
– 16 females, 4 males

8 li i t h 12 i– 8 living at home, 12 in care
– Interviews included all patients living at home 

• The interview groups• The interview groups
– patients, spouse, children, niece, children and 

children in law
• Interview group size

– ranged from 1 to 5  g



Interview results

• Appreciation of
– Timely diagnosis 13/20y g
– Adequate support 6/20
– Investigation and management of symptoms 13/20

• Frustration from• Frustration from
– Ignored symptoms 15/20
– Inadequate management 7/20

Ab f l f 3/20– Absent referral for support 3/20
– Delayed diagnosis (1-8 year) 15/20
– Wrong diagnosis 2/20g g
– Denied access to ‘memory’ medication 2/20
– Medication side effects, compliance issues 9/20
– Inadequate support for self caring patient 13/20Inadequate support for self caring patient 13/20



Our Consumer survey results
( 30 f )(over 30 years of age)

N=500



What consumers want
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What consumers miss out on
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Where consumers learn about dementia
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Results of other research outcomes for people 
with dementia    (Jean Georges IAGG2009)w de e (Je Geo ges GG 9)
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Consumer ‘Mind Your Mind’ 
d i i k d i i ldementia risk reduction trial

Patients aged >30 years
N=500





Would like to learn about risk reduction
by age groupy g g p
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Understanding of dementia risk factors
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Likelihood (RR) of knowing about risk reduction 
tasks when given ‘MYM’ intervention  (p<.004)
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The health professional perspectiveThe health professional perspective

Surveys and education trial (pilot)



Survey of health professionals
ParticipantsParticipants 

• Health professionals (total) n=114 
– 53% GPs 
– 33% nurse
– 13% allied health
– 1specialist

• Attendees at dementia forums n=59(52%)
• GP postal survey n=55(48%)



Health professional survey
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GP/nurse survey-role in dementia care
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GP/Nurse survey-dementia knowledge
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Trial to improve GP detection of dementiaTrial to improve GP detection of dementia

Pilot results N=18



Trial 2 (GP education and audit) 
Method

• 2 interventions
– Educational workshop on GP guidelines for– Educational workshop on GP guidelines for 

patients with dementia and their carers GPs 
assigned to one of 3 groups
Audit feed back of the number of dementia– Audit feed back of the number of dementia 
cases documented in their computer records, 
and the number they should have 
(5% patients over 65 years)– (5% patients over 65 years)

• 3 GP groups
– Control
– Education
– Education and audit feedback 



Analysis of results of GP trial
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Analysis of results of GP trial
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Summary –the consumer

• Consumers want to know if they have dementia 
• Consumers want an explanation for dementia symptoms• Consumers want an explanation for dementia symptoms
• Consumers want assistance negotiating pathways to care
• Consumers want to know about dementia risk reduction
• A one page ‘MYM’ information sheet can improve consumer 

knowledge of modifiable dementia risks
• Consumers dealing with dementia may consult with healthConsumers dealing with dementia may consult with health 

professionals who consider their dementia training inadequate
• Consumers dealing with dementia may find their best help 

comes from others dealing with dementiacomes from others dealing with dementia 
• Consumers dealing with dementia may need to ask their 

health professional for the services they need.



Summary-health professionals

• Many health professionals lack training 
and/or interest in managing dementiaand/or interest in managing dementia 
cases 

• Health professionals should referHealth professionals should refer 
dementia cases to appropriate agencies, 
especially if they do not wish to manage 
dementia cases

• Health professionals should respond to 
t f i ti ti fconsumer requests for investigations for 

dementia symptoms and provide or 
arrange appropriate supportarrange appropriate support



Key messages

• Patients with dementia and their carers need 
help from primary care health services

• Many primary care workers do not know how y p y
to help people with dementia 

• People dealing with dementia in the p g
community often find their best help comes 
from family and friends

• Health professionals need to work together to 
bridge knowledge and skill gaps



Thank you for your y f y
attention

QuestionsQuestions
Contact details:fiona millard@jcu edu auContact details:fiona.millard@jcu.edu.au


