
 2 

 

 

 

Assessment and Better Care Outcomes 

August 2007 

Dementia Focus Group Report 



 2 

Contents 

 

 

 

 

Background 3 

  

Objective 4 

  

Participants 5 

  

Results  

- General Practitioner Focus Group 6 

- Practice Nurse Focus Group 22 

  

Recommendations 35 

  

Appendix  

- Interview Schedule 36 



 3 

Background 

 

The present study is part of a plan to enhance the assessment and care of people with 

dementia and their families and focuses on the current and proposed practice in 

dementia assessment, diagnosis and management in General Practice. Previous 

research shows that General Practitioners (GPs) are important in the diagnosis and 

management of patients with dementia, as many older people attend their general 

practitioner regularly. 

 

In 2007 four focus groups were conducted (two in Newcastle and two in Sydney) with 

GPs and practice nurses. The groups focused on current practice in dementia care, 

looking at barriers and enablers for best practice. The focus groups are also linked to 

the Australian Government‟s 2005 Budget Initiative Helping Australians with 

dementia, and their carers – making dementia a National Health Priority (the 

Dementia Initiative). This has funded a Dementia Collaborative Research Centre 

which is linking grants to a series of other primary care dementia initiatives, including 

work done under contract by Urbis Keys Young, who assisted with the running of the 

groups. Ethics approval to undertake the focus groups was granted by the Human 

Research Ethics Committee at the University of Newcastle.The focus groups were 

recorded, transcribed and analysed and the results are presented here. 
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Objective 

 

To determine, through the use of focus groups, current and proposed practice in 

dementia assessment, diagnosis and management in general practice. 
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Participants 

 

Four focus groups were held (two in Newcastle, two in Sydney). 

  

General practitioners and practice nurses received an invitation to participate through 

responding to an advertisement that was disseminated through their professional 

networks and faxed directly to individual practices. 

 

Overall, 10 practice nurses and 12 GPs consented to take part in the focus groups. 
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General Practitioner Focus Group  

 

1. Presentation, assessment and diagnosis 

 

Most GPs estimate between 3-5%. This is with the exception of GPs who tend to 

specialise in aged care who report as high as 50%. 

 

An annual 75+ Health Assessment is believed to be a good tool for identifying 

dementia early in patients: 

 

I‟m doing that [75+ Health Assessment] at the age of 75, you often will find that 

people will have a score of 28 and so you sort of say OK well let‟s the age health 

check again next year and so you‟re aware of the gradual cognitive decline and 

eventually they reach the magic 24 mark and sort of say yes they‟ve got dementia in a 

sense of perhaps being eligible for medication and you have to do a little bit more.  

Earlier on you, going ahead a little bit, but in terms of getting them to have Powers of 

Attorney and such you try and grab them before they‟ve gone down to 24 so that they 

can do a Power of Attorney before they are fully demented. …generally you pick it 

up early.  (R11, GP) 

 

GPs acknowledge that early assessment and diagnosis can be difficult as patients can 

be „good presenters‟, particularly females: 

 

Oh really quite extraordinary so sometimes you know it‟s very difficult to assess that, 

those were good presenters.  There‟s a lot of ladies who present very well particularly 

in the ladies I think.  (R16, GP) 

 

Good presenters could be unmasked by „glitches‟ and „little slips‟: 

 

I‟ve got patients who‟ve come in and present reasonably well but if you spend the 

time talking to them sooner or later something happens. You ask what do you think of 

the prime minister. Oh good old Gough, he‟s in there still fighting.(R13, GP) 

 

One GP identified another group of anxious presenters: 
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I find I probably got far more people coming thinking they‟re in dementia worried 

and these people are only about sixty and so on and really they‟re just under stress 

and so on. (R12, GP) 

 

Many patients and their families do not see the benefits of early diagnosis. One of the 

biggest barriers to early diagnosis of dementia was the patient not presenting due to 

fear by patients of the implications of such a diagnosis in terms of stigma and loss of 

„freedom‟ : 

 

It‟s interesting I‟ve what I‟ve found over the years is um ah one of the biggest 

barriers to diagnosing dementia is the fact that patients do not want to present for fear 

of dementia because there is a stigma to it unfortunately.  Plus there‟s a whole lot of 

negatives, very important negatives um that come in with dementia.  Patients sort of 

say oh I should hide this. I know I‟m not thinking as well or I‟m forgetting things but 

they know that if they come to the doctor and present then the doctor might say sorry 

chum your driving days are over. Or we have to start looking at limiting your 

freedom in other ways, so I find that a lot of patients tend to present later because 

they want to cover it up and relatives do that too. They make excuses.  … so there‟s 

that general social denial because I suppose it really reinforces the fact that somebody 

is getting older, mentally, as well as physically and I think that‟s one of the biggest 

barriers that I find. (R13, GP) 

 

While patient‟s relatives are identified as collaborating to „cover it up‟ it is also the 

case that family is often instrumental in precipitating an early diagnosis: 

  

I‟m not picking up that many very early dementias.  The early dementia‟s nearly 

always come about because some family member contacts me or rings me 

confidentially and says look I‟m worried about ah my husband‟s memory and quite 

often I get the husband ringing …saying I‟m worrying about my wife‟s memory. 

(R12, GP) 

 

It is also the case that the family „presenting‟ is indicative of a later diagnosis as 

behavioural problems have worsened. (R18, GP) 
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GPs themselves can be unconvinced of the value of early diagnosis if the patient 

appears to be „managing well‟: 

 

I have a lot of very elderly patients possibly some of them do have early dementia 

which I haven‟t detected but they still seem able to function very well so um apart 

from doing an MMSE um perhaps annually, um there, there is undiagnosed or um 

still managing well and um dementia is not a problem to them.(R15, GP) 

 

As noted the 75+ health assessment was generally supported as the best tool to 

identify early dementia and it was suggested that the age be lowered to 70. GPs, 

however, reported feeling awkward in broaching the MMSE component of the Health 

Assessment as it could incur resentment from patients. They reported being creative 

and tactful in their approach: 

  

I say oh I‟m very interested in memory assessments. I wonder whether you‟d be 

prepared to do a mini mental, what they call a mini mental, I‟m sort of looking at it to 

see how effective it is and I often get them in at that sort of stage to be able to do it 

without making them feel resentful that I mean it‟s a bit of a white lie. (R16, GP) 

 

 

Family Contact 

GPs reported that it was reasonably common for family to make contact with the GP 

with concerns. In such instances it was most likely to be the patient‟s spouse, 

especially wives. Most GPs reported handling such instances carefully, mindful of the 

patient‟s confidentiality. (Though it was possible to „totally ignore‟ confidentiality) 

(R17, GP). The GP might „take notice,‟ but indicate it would be a breach of 

confidentiality to get back to the relative without the patient‟s permission.  

Alternatively, the GP might breach confidentiality quite often, even initiating an 

inquiry: 

 

If breaching confidentiality means saying to a child look, I don‟t think your mother‟s 

safe. You know, do you think you could have a look around the house and you know 

check up and see that everything‟s OK or that the fridge isn‟t full of bad food or, you 

know.  I don‟t know whether that‟s right or wrong though. (R21, GP) 
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The best approach seemed to be to invite the concerned family member to accompany 

the patient to their next consultation: 

 

Well what I usually do, well say a son or wife rings up about a family member I will 

usually keep it confidential to myself. Either store it away in my memory bank or 

write myself a few little notes and then I‟ll say, rather than just say oh send that in I‟ll 

have a look.  I usually say look tell, tell your dad that you think he needs a check up 

and make sure you come in with them.  And that way you‟ve got the family member 

there if dad has any or mum has any confidential problems with it then she can say at 

the time cause I will always ask are you happy for your son to remain here or 

accepted it. Then that gives them the option so there‟s no come back then and that‟s 

the way I deal with it. (R13, GP) 

 

Sometimes this can result in a complicated situation in which the family member 

literally talks behind the back of the patient: 

 

Another scenario that often happens is where the relative will be in the room with the 

patient talking to you but half the history is sort of concealed from the patient because 

the relative is standing behind mouthing things or shaking their head when the 

patient‟s giving an answer so it‟s sort of like you‟re having like two consultations 

within the one and um I guess my approach to that is to try and get as much out in the 

open as possible so it doesn‟t get too complicated. (R20, GP) 

 

The GP may question a patient who refuses a relative‟s accompaniment: 

 

You do have the difficulty when they get to the consulting room door and the patient 

says I don‟t want you to come in here.  I mean you have to deal with that and I think 

you‟ve got to say to the patient: well why is that? (R16, GP) 

 

It is not always self-evident that the caller is a concerned relative. Issues of property 

and inheritance can, on occasion, be of more concern than the patient‟s welfare for 

some relatives. The GP can make a judgement based on their evaluation of the 

patient‟s best interests: 
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it‟s difficult when you take sides like that but I, and I‟ve been wrong with diagnoses 

of dementia.  But in a situation like this where it‟s in the best interests of from the 

financial point of view, then, then I have to take sides and in that situation I‟m where 

the person I believe is in the wrong I‟m not, I‟m confidential by keeping her out of 

the picture. (R14, GP) 

  

  Triggers 

*Consecutive missed appointments 

*Losing scripts 

*Difficulties with medications 

*Forget where car is parked 

*Car accident 

*Dishevelled appearance 

*Confused about money 

*Falls 

For GPs who do home visits, the patient‟s home environment could be a trigger: 

  

particularly with the isolated person it‟s pretty easy to pick up you know that their 

hygiene‟s gone and that something‟s going on. And the toilet‟s not flushed, that‟s a 

common one, you know. (R16, GP) 

 

Age of the patient (over 75) is the main trigger to consider undertaking an assessment.  

 

Other Health Professionals 

* Memory clinic (linked to drug prescription) 

* Geriatricians 

* Neurologists 

* Geriatric Assessment Team 

 

Assessment Tools 

All of the focus group respondents were critical of the MMSE. It was criticised for 

being a crude instrument insensitive to individual differences: 
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And you can have an intelligent person who you know is dementing and yet they can 

still score 29 on the standard MMSE. (R15, GP) 

 

And biased in terms of gender and generation: 

 

A lot of women are hopeless at mental arithmetic. So she failed that straight away. 

And then you ask some, I‟ve even asked young people you know, who‟s the Premier 

of New South Wales. (R12, GP) 

 

Often it is the PN who administers the MMSE and one GP argued that PNs were 

disinterested and inept: 

 

I think the nurses don‟t actually do it terribly well because it‟s just a tick box thing. 

(R22, GP) 

 

GPs reported that patients „practiced‟ for the MMSE. 

 

A „home visit‟ by the GP could form part of a functional assessment: 

 

It may be different when they go and actually do their own in their own home 

because the biggest clue is not what the Mini Mental score is, when you go out to the 

patient‟s home and see how they‟re coping and see if there‟s disorganisation of the 

home and ask you know sort of let them make you a cup of tea and watch … . (R22, 

GP) 

 

MBS Items 

*Team care arrangements (723) 

*GP management plans (721)  

*Health Assessment 

*Consultation 

*Long consultation 

 

Best practice guidelines 

Most participants reported being unfamiliar with best practice guidelines, though they 

supported them for the following main reasons. 
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Simplicity: 

 

Just a straight sheet in front of you just you can tick them off in your mind yes I‟ve 

done that, done that, done that, done that. (R13, GP) 

 

Legal safeguard: 

 

And I‟d like if for legal documents I think that if I could say “well she satisfied this 

criteria”. (R14, GP) 

 

One GP confided the impact of exposure to the guidelines on his own clinical 

practice. In the process he highlighted the advantage of following the guidelines in 

terms of efficiency: 

 

I found that you know it takes a couple of goes before I start to realise that, you 

know, this is the best and efficient way of practicing to actually putting in more 

services and it doesn‟t necessarily take too much time. (R20, GP) 

 

There was wariness regarding a „one size fits all‟ model (R21, GP) and that often 

patient concerns about their memory were „door handle problems‟: patients came for 

another issue and mentioned memory problems on leaving: 

 

It‟s a heck of a lot easier to follow the guidelines if you‟ve brought them back for a 

long appointment and that‟s specifically what they‟re there for. (R21, GP) 

  

2. Management of dementia in General Practice 

 

Diagnosis  

GPs are the frontline in differential diagnosis, needing to distinguish dementia from 

delirium and drug problems and especially depression. (R19, GP) It is the GPs „job to 

recognise when we need extra help and referral is appropriate with regard to 

diagnosis.‟ (R20, GP). A succinct definition of the GP‟s role in diagnosis was 

provided by one participant. The GP is „the primary gate keeper‟: 
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His role is to sit there and organise the investigations; all specialist referrals and the 

GPs role is then to put the whole lot together seeing the patient as a whole. That‟s 

basically he‟s the primary gatekeeper. (R13, GP) 

 

Disclosing 

GPs agreed that they made a „judgement‟ about disclosing a diagnosis of dementia to 

a patient in their practice and were, overall, committed to maintaining a patient‟s 

status quo as far as possible: 

 

I think that the as long as they don‟t break their routines and they‟re not driving and 

they‟re not a threat to anyone else or themselves then we‟ll tolerate their dementia in 

a practice without making it very obvious to them. (R14, GP)  

 

Many GPs see little advantage in disclosing a diagnosis of an incurabe condition for 

which they had no answers: „I‟m trying to find the point where the disclosure will 

actually benefit them. Um I don‟t know‟. (R21, GP) For some GPs disclosing.to a 

patient in a later stage of dementia could even be preferable as often the patient was 

unresponsive while „people in early stages know what, what they‟re heading for.‟ 

(R17, GP) Other GPs recognised the value of early diagnosis as giving the patient 

time to make necessary arrangements. 

 

 Communicating 

GPs avoid the use of the word dementia because of a perceived stigma attached to it: 

 

I say slight cognitive impairment. I‟ve never used the word dementia. (R14, GP) 

 

The term dementia was not believed to be „helpful‟ (R17, GP). Other terms, like 

„memory impairment‟, were believed to normalise the diagnosis for the patient. 

 

Memory impairment can be explained and you can explain to them you know 

everyone‟s got a bit of it … (R16, GP) 
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GPs preferred a specific diagnosis to be made by a specialist which they then 

supported. 

 

I think if a patient comes back … with the diagnosis dementia it‟s up to the general 

practitioner to ring up the specialist and say what type of dementia. … You‟re the 

specialist you‟re telling me what I‟m going to say to the relatives and that‟s what I 

say, Dr so and so said and I agree that he has Alzheimer‟s or she has Alzheimer‟s 

dementia or vascular dementia … that sort of thing and then we give the prognosis. 

(R14, GP) 

 

Carer 

GPs view the primary carer as the „most important‟ person in the life of a person with 

dementia and seek to identify them immediately. 

 

The GPs response depends on whether or not the carer is also their patient. If they are 

a patient they can be encouraged to make an appointment for themselves and the GPs 

is aware of their situation and can talk about issues of  depression and possible 

anxiety. The carer‟s own health is known by the GP to be at risk. 

 

Cause in the long run the carer is going to suffer more than the patient.(R13, GP) 

 

What I tend to do is to think respite all the time.  As soon as I see, as soon as a carer 

brings in their demented spouse … and I look at the carer first. I see the emotions, I 

see she‟s teary, I see she‟s near the end of her tether, and I think then you have to 

think to yourself well have we thought about respite … brighten up, gives them time 

to get away and have a holiday. (R15, GP) 

 

Carer‟s need to take care of themselves and respite is beneficial for the carer‟s health. 

However, carers may not avail themselves of it: 

 

Respite can be hard. I find with a lot of the demented people are resistant to it and the 

carer‟s guilty about it, but I agree it‟s important. (R12, GP)   
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Addressing the carer‟s health can even constitute a „conflict of interest‟ for the GP 

who, in the absence of adequate services, relies on the carer to take on the burden of 

care for the person with dementia (R22, GP).  

 

At the same time that the primary carer is essential to the wellbeing of the person with 

dementia „bad carers‟ can lead to a „rapid advancement of dementia‟ (R16, GP). 

There are few, if any, checks or safeguards on professional carers. 

 

There are now hundreds of people out there who are responding to ads by all sorts of 

people that they need somebody to look after their mother or their father. (R16, GP) 

 

Drug treatment 

The GPs role is believed to be quite circumscribed: 

 

PBS restrictions are that GPs role is to refer to somebody who can prescribe drugs. 

That‟s it. (R11, GP) 

 

Some GPs prefer to not have the responsibility of prescribing. They have a 

supervisory role (side effects and interactions): 

 

My feeling is that it‟s our job as geriatric doctors to make sure you have the minimal 

medication so we‟re not getting complications, interactions from these tablets. (R14, 

GP) 

 

For some the role is one primarily of using medication for behaviour management. 

GPs who try to take patients off drugs can encounter strong resistance from the 

patient‟s family. 

Well it‟s seen, it‟s seen by the relatives as though you‟ve given up. That you‟re just, 

it‟s, it‟s like withdrawing chemotherapy in the case of a cancer patient. (R13, GP) 

 

Driving 

The issue of driving is a recurring problem for GPs. GPs spontaneously mentioned 

policing elderly driving as a main issue in their practice at the outset of the focus 
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groups. GPs report that patients can become very angry and resentful towards their 

GP often leading to estrangement: 

 

then he wanted to be assessed for driving and ah really I had to send him off the Ryde 

School for assessment but he was very resentful (R16, GP) 

 

the driving test, when you see someone for thirty years they come in and you know 

for their dementia review, you fail them, if you‟re brave and they will not see you 

again. (R12, GP) 

 

I think it should be taken out of our hands somehow because it creates this … a lot of 

anger and patients will certainly take their business elsewhere if you even hint that 

you might think that they‟re unfit to drive. (R15, GP) 

 

It is not unusual for the GP to hear of older patients being involved in driving 

accidents. GPs struggle with the ethical issue of duty of care in these instances and of 

their own culpability. 

 

Not very nice if you have to go into a coroner‟s court and you actually passed a 

person for driving and he went out and killed somebody on the road, you know I 

mean it‟s just, it‟s just not worth it. You might lose a patient but you might save 

somebody else‟s life. (R16, GP) 

 

The GPs‟ duty of care is to society as a whole: 

 

Yeah the guidelines are quite specific. You have a duty of care to society as a whole 

and if you pass a patient fit to drive you take not only moral but legal responsibility 

for that and if you look further um the, the traffic authorities have always said ah we 

have given this ruling to your medical indemnity and you will find that if you pass a 

patient and he‟s not fit that will basically in some cases give them an out. (R13, GP) 

 

 

 

 

 



 17 

Mediation 

GPs reported that being placed in the role of mediator in a family conflict was 

„uncomfortable.‟ Mediation was experienced as „uncomfortable‟ by many GPs and 

extremely difficult. 

 

That has to be the hardest bit.  The mediation. You know you really need the wisdom 

of Solomon to, to try to work that one around to everybody‟s concerns. (R21, GP) 

 

The GP, though often playing the role of a mediator, was not an „expert‟ and not 

„impartial‟ due to the special relationship they often had with a  patient or the 

contacting relative. (R17, GP). One GP even reported taking a „side‟. (R14, GP) 

Another GP believed that their role in mediation was to investigate. 

 

The GPs role was described as being „Aunty Sally‟: 

 

we‟re the ones that ah usually made the diagnosis and are usually responsible for 

managing that patient as a whole and that involves inter-reaction between that patient, 

carers and relatives.  So I think unfortunately maybe uncomfortable but I think we 

often do have to end up as the Aunty Sally in the middle. (R13, GP) 

 

Counselling 

Counselling the carer was equated with counselling the patient. 

 

„Makes a big difference‟ to the patient‟s wellbeing if they are reassured that their GP 

is there for them to explain and support. Simple, supportive psychotherapy is believed 

to be very important: 

 

You know we all assume that people are cognitively wiped out um with, but there‟s 

this you know could be several years where they‟re actual cognition is reasonably 

intact. Um and during that period supportive psychotherapy is I think extremely 

important and we can do that probably better than psychologists can. (R22, GP) 
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Referrals 

*Social worker 

*ACAT 

*Psychogeriatrician 

*Neurologist 

 

Skill shortage: 

 

the authorities and the community are faced with a tremendous resource problems 

because we do at the moment need to refer to geriatricians and they‟re short on in 

supply and we do need people that are skilled and we, we‟re short of the people that 

have got the skill to, to do the multidisciplinary things. (R16, GP) 

 

GPs reported that there was a long wait for services. ACAT‟s waiting list was 

believed to average three months.  

 

3. Barriers to dementia care in General Practice 

 

Time: 

I have trouble doing Health Assessments, getting round to doing Health 

Assessments on all my over 75s. No way do I do one every year on the over 

75s because I‟m too busy to do that. To do it properly. (R15, GP) 

 

 

Relationship to GP 

Familiarity can lead to contempt: 

That if you‟re familiar with a patient and they come in regularly for their blood 

pressure … check and their tablets and they‟re been doing it month in and month out, 

year in and year out unless you are alert to it they can be deteriorating and you don‟t 

actually realise it. (R12, GP) 

 

 

The patient can be like family, which puts pressure on the GP: 
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some of the patients there I have been looking after them 35, 37 years out there and it 

becomes very hard when they‟re like family to have to ah explain what‟s going on 

and cancel their, well not cancel their license but sort of say look I think the time has 

come to hand it in etc it does it puts a lot of pressure back on the GP I think, I can tell 

you that. (R13, GP) 

 

There are dangers and benefits related to familiarity: 

 

Well that‟s the danger isn‟t it that you become so familiar that they become part of 

the furniture and you, and you‟ve got to be pretty astute sometimes but on the other 

hand and I found that I do tend to because of that long relationship you know 

generally what‟s going to happen over thirty years to a patient with particular 

problems and you can pick up at an early stage if they‟re starting to accelerate. (R13, 

GP) 

 

Linked to time pressures: 

 

And particularly if you are running a bit like late now lets face it when somebody 

comes in that you know … oh this will be easy you know I‟ll catch up. You‟ve just 

got to be careful … (R16, GP) 

 

Impediments 

*Dementia specific beds 

*People who are skilled in handling elderly people. 

*Under-resourced 

*Lack of funds 

*Staff shortage (Backpackers/Poor pay) 

Lack of funds. As I said it‟s the Central Coast case one and a half nursing sisters for 

70 plus patients. This was ten years ago it‟s probably worse now. (R13, GP) 

 

*Upskill GPs 

*Bureaucratic impediments: Criteria for funding accreditation described as a 

Pandora‟s Box: 
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You‟ve opened a real Pandora‟s box …because this is, this is the crux of the problem 

with general practice at the moment. We found that the criteria for funding for 

accreditation in the retirement village and six of the hostels have caused such a 

squeeze on staff such as AINs now are giving medications so there‟s a big problem 

GPs have to take up that side of it because we now know that we either say we accept 

the deterioration of standard of care for the older folk which I‟m starting to do 

because the … DONs in that particular two places I know have said to those in self 

care we do not have legal obligation to come down to you when you press that 

buzzer.  When they were told when they went into that institution all you have to do 

is press the buzzer and someone will come down.  They said straight to their face 

legally we have no reason to have to go down there. You are in self care, manage 

your self. Suddenly it‟s up to the GPs to say either we get angry with what‟s 

happening and the patient suffers further or we take the slack up and what I‟ve 

decided to do is just take up the slack because the bloody government‟s not going to 

change. They‟re not going to add more funding, they‟re just making it difficult.  I‟ve 

seen so much good, so many good staff leave their positions in tears, because of 

these, because of the people from the health department are come and question them 

in regard to accreditation.  They have destroyed them. (R14, GP) 

 

*Continuity of Care: 

 

they [agency nurses] might be in this nursing home one night and another one another 

night and they‟ve got no continuing interest in the place and so continuity of care is 

one of the biggest problems here. Providing continuity of care and providing the 

resources that enable continuity of care. (R16, GP) 

 

Resourcing problems in aged care impact on general practice: 

 

It makes our job a lot harder. (R14, GP) 

 

Ethical Issue of accept or act: 

 

 becomes it‟s an ethical problem. Do we accept the status quo and say let them go, let 

the patients suffer, or do the older GPs like ourselves say no we‟ll have to take up the 

slack and I don‟t think that‟s right. (R14, GP) 

 



 21 

Political Issue: 

 

So it‟s a political issue.  Don‟t blame the nursing home. They‟ve been forced into the 

issue to get their subsidy and that‟s it. (R16, GP) 

 

Government policy informed by the assumptions of economic rationalism can 

actually shift the burden from paid institutionalised care to „unpaid work‟ for the GP 

in order to save money in the pubic sector (R12, GP). 

 

Time and cost are other issues and for the GP it is simply financially unviable: 

 

In other words I‟m losing over $100 by seeing an aged patient in a nursing home. 

(R13, GP) 

 

This emphasis on profitability and efficiency can compromise medical care: 

 

there are patients who are on Rispidal or on Epilim whatever it may be because 

they‟re a behaviour management problem which you feel could be managed better if 

the staff had the time to actually not have to rush round. Not feed them quickly. Not 

try and force them into the shower. Not try and do this concern or keep them separate 

so that therefore compromises their medical care. (R12, GP) 

 

4. System incentives/enablers 

*Money 

*Cost prohibitive for young doctors: 

 

But that‟s the problem you won‟t get young doctor. Young doctors can not afford to 

go into aged care. Financially it would be disastrous for them to do it.(R13, GP) 

 

*A per capita payment 

*Better compensation for travel time 

*Specialise – doctors who deal just with aged care 
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Practice Nurse Focus Group 

 

1. Presentation, assessment and diagnosis 

 

Most PNs reported a very small estimate of the proportion of patients who would have 

dementia: less than three percent. PNs who dealt largely with patients over 75 through 

the annual health assessment reported a much higher proportion: 10-15%.  

 

Overall it was believed that people present early on in the onset of dementia. In the 

practice setting, for example: 

 

Well I‟ve had a few patients come to the practice where they‟ve said they‟re not able 

to do things like they normally can. They‟re not coping with doing their banking and 

simple sort of things and so they‟ve come to the doctor quite distressed.  (R1, PN)  

 

Respondents considered the 75+ Health Assessment to be an excellent tool for 

identifying the early onset of dementia: 

 

It‟s pretty early on.  The signs of showing, um because we, we‟ve got a very good 

system now with the health care assessments of the over 75s is that we try to get them 

in every twelve months and we can compare from year to year how they‟re going, 

and one of the questions in it how do you, you know, your memory is, you know. 

(R2, PN) 

 

Some of the participants regularly did Home Visits to administer the 75+ Health 

Assessment and reported that assessing the home was itself an important aspect of the 

health assessment: 

 

As soon as you start walking in that door you‟ve already, well in the driveway, you 

are starting to assess that patient.  And also if they‟re living with somebody, one of 

my first indications is that that person will look into eye contact with whoever the 

carer or whoever the person is in the room before they will actually answer a 

question, they‟re wanting that reassurance.  I don‟t know if you find that within the 

actual practice itself but when you‟re seeing somebody in their environment at home, 

sometimes you can pick up those sorts of sensitivities that might not be an indication 
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in the surgery but in their own home ah and also the manner in which they‟ve dressed 

themselves. Sometimes you can be very much aware of their presentation. (R4, PN) 

 

I think it‟s really essential for over 75 health assessments to be done part in the home 

and part in the surgery. (R3, PN) 

 

Patient resistance to home visits was largely attributed to a reluctance to have a 

stranger in their home. Home visiting PNs had developed a protocol to address 

patients concerns which relied largely on the patient‟s positive relationship to their 

GP: 

 

Having that personal touch in handwriting on a letter that comes to them with a 

stamped addressed envelope with the doctor‟s address stamped on the back of it, I 

don‟t find I get terribly many knock backs and I‟m actually a stranger to that person 

but they‟re trust in their GP is so enormous that they will, they will do that the way 

it‟s actually presented. (R4, PN) 

 

Family contact 

Patients‟ families occasionally made contact with the PN with concerns. PNs were 

careful to indicate that in these instances the „consent‟ of the patient was necessary to 

proceed and that the patient had the „choice‟. Effort was made to respect patient 

confidentiality in these instances, although patients did not, in general, insist on it: 

 

I don‟t think I‟ve ever had anybody who said don‟t go away to a family member or 

the husband and wife. (R3, PN) 

 

Contact from the family, in particular spousal complaints, could be considered a 

trigger for the PN to think about undertaking an assessment, even when there had 

been no previous symptoms: 

 

I just remember one -- one health care assessment I did … the wife was um struggling 

with was her husband‟s irritability and mood changes and his aggressiveness, she was 

finding it very difficult and um didn‟t occur to me, you know, that this could be the 

beginning of something and I‟ve only been in general practice for two years so I 

haven‟t had a lot of experience but I think a more experienced person might have 
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thought um this could be the beginning of something in the husband.  I didn‟t actually 

do his health care assessment. I did the wife‟s and it turned out twelve months later 

that he did have early dementia and she was struggling at home trying to deal with 

him and she was depressed as it turns out.  (R2, PN) 

 

PNs doing home visits mentioned that it was not uncommon for the patient‟s 

spouse/relative to take the assessor aside where they „hear the whole story in the 

privacy of a bathroom or up the hall.‟ PN‟s referred to this moment as „The Tour‟ and 

„The Walk‟. Such comments are marked down on the assessment for the GP to attend 

to. A patient‟s family could also „cover‟ for them because they want to keep them at 

home.  

 

Triggers 

In the practice environment patients in the over 75 age group who injure themselves, 

look dishevelled, emit an odour (urine) and forget appointments may trigger the PN to 

consider undertaking an assessment. 

 

The „nurse instinct‟ or  „gut feeling‟ of the PN may also be a trigger and can be 

recorded as a factor for the GP to consider: 

 

I think that‟s essential [a spare comment sheet] because I think your comments and 

your feeling as an assessor, your gut feeling, particularly when you‟ve done years of 

work in this area, your gut feelings are pretty right. (R4, PN) 

 

PN assessment and referral 

Some space on the assessment sheet for the PN to record additional comments was 

considered „essential.‟ The PNs role is to assess not diagnose and additional 

comments aid the GP in the diagnosis: 

 

Well that‟s the way I‟ve always -- done the assessments and it is up to us to write 

down what the patients are saying, what we are picking up and then for the GP to do 

the diagnosis. (R3, PN) 
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However, patients are entitled to a copy of the assessment and the PN should 

therefore be „very sensitive how you write what you actually write on your report‟. 

(R4, PN)  

 

 It is up to the GP to refer for the assessment, not the PN. The process can be lengthy 

(an ACAT assessment can take four months) and difficulties liaising with the GP can 

further delay progress: 

 

The only one time I take over a bit in that, I usually leave it up to the GP to refer to 

the ACAT team to refer to the Memory Clinic. I might put in there query Memory 

Clinic, is when I think a patient and I‟ve probably only done it half a dozen times in 

the last -- twelve months since they‟ve had a Pilot Program with the SAFTE Team. 

That is when, but I do have to get the GPs permission but quite often I can‟t get on to 

the GP either they‟re out doing house calls or they‟re whatever, but most of the GPs 

that I work with give me confidence enough for me to leave a message to say „I‟ve 

just seen, you know, Mrs Smith and I am ringing up the safety team this afternoon. If 

you have a problem with that, get back to me and I‟m referring them to the SAFTE 

team for this, this, and this reason.‟  And that can sometimes be because I think there 

has been a dramatic change since I last saw them. (R3, PN) 

  

Assessment instruments 

The main instruments used in the assessment are: 

 The MMSE 

 The Clockface 

 Department of Veteran Affairs (DVA) Memory Quiz (a smaller version of the 

MMSE) 

 

The estimate of dementia in general practice is based largely on the MMSE, which all 

the respondents believed to be unreliable and a poor indicator of dementia, especially 

early onset: 

 

we very rarely get someone who actually fails the mini mental.  You‟ve got to be 

pretty far gone before you fail that mini mental (R2, PN) 
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The PN often lacks training in administering the MMSE and it was reported that it 

was likely to be administered and scored incorrectly: 

 

I probably did 20 before I realised I wasn‟t, I was marking them incorrectly because I 

didn‟t see this little bit here that‟s, you know, the exact one. (R9, PN)  

 

Patients were reported as being offended by the MMSE and even „physically sick‟ 

when they knew it was to be administered.  

 

The clockface is believed to be a more valid indicator of dementia and can contradict 

the results of the MMSE. 

 

Guidelines to best practice 

PNs were unaware of best practice guidelines in relation to the diagnosis of dementia 

in general practice. They indicated that they would welcome the structure and 

efficiency of PN guidelines: 

 

Yes because then you know if you‟re actually on track. …plus um time is of the 

essence in general practice and so it‟s helpful to know that you go from A to B C 

rather than go run around in circles. (R2, PN) 

 

2. Management of dementia in General Practice 

 

PNs elaborated their role in managing dementia in general practice in relation to the 

various categories in the interview schedule: 

 

Diagnosis (differential) 

The agreed role of the PN centred on talking to the GP in relation to their concerns 

and suggestions. The PN brings their observations to the awareness and attention of 

the GP: 

 

I think it‟s important to express your concerns when you actually do see them in a 

home environment. I think the refreshing part for me as a RN that just sees them from 

in a year, year spaces, is that I might notice something whereas when they are 
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continually seeing the doctor he might not pick up on some things whereas when you 

just see them from one year to the next you do, they do present as if they have 

changed a lot.  (R4, PN) 

  

Disclosing and communicating diagnosis 

The PN has no role in disclosing the diagnosis and a limited capacity in 

communicating the diagnosis. They may, for example, respond to spousal enquiries. 

Occasionally the patient may discuss their diagnosis with the PN and request further 

information and clarification. Others, particularly men, are reported to minimise or 

reject their diagnosis: 

 

also there‟s ones that, especially the men that kind of say „Oh I‟ve been diagnosed 

with, you know, with memory loss, this is absolute rubbish. You know, I don‟t, I 

don‟t believe I‟m any worse than anybody else at the golf club‟ or what not. (R3, PN) 

 

The most common reaction amongst patients is silence: 

  

No, I don‟t think they are particularly forward in coming and discussing. They might 

mention that they are forgetting little things but the big picture most of them are quite 

quiet about it. (R4, PN) 

 

Relating to carer 

For the carer to voice concerns to the PN was viewed as indicative of an impending 

crisis: 

  

The carer might approach us, or would approach me or the other nurse to say how 

difficult they‟re finding it at home and how there‟s no support services for them or 

anything like that, or they‟ve got less support services than they need.  They need a 

break, they need to get away, they love their partner but they‟re driving them crazy.  

So carers actually need a lot of support.  And they‟ll take so much but when they start 

coming to you and voicing it it means that they‟re at the end of their tether. (R8, PN) 

 

There may be an expanded role for the PN in the provision of carer information and 

referral: 
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It‟s up to the GP to give it [carer information and referral] to the patient or the wife 

um when they go in for the completion of the assessment because um um the GP 

needs to know what‟s been given to the patient. … I do discuss it with them and tell 

them I‟ll leave the information in the assessment for them so I think that‟s important, 

but I don‟t think there‟s enough being done for carers. (R3, PN) 

 

The PN may find referring patients‟ carers to basic entitlements to be a „sensitive 

topic‟ (R4, PN) and that the carer is resistant to access benefits: „And I‟ve got patients 

that won‟t do it because ah their pride gets in the way.‟ (R3, PN). Most PNs felt that 

they did not involve themselves in carer referral because they lacked a clear working 

definition of what a carer is. 

 

Drug treatment 

Primarily PNs intervened to order and systematise drug treatment. Webster kits were 

viewed as very beneficial for ameliorating general confusion and one PN reported that 

she had designed and printed medication wallet cards for the patients she visited:  

 

Same size as their Medicare card, different colours each year, stamped every year and 

updated every year. So that patient regardless to their state of dementia actually has a 

wallet medication card in their wallet and I find that that‟s wonderful. (R4, PN) 

 

Again the advantages of a home visit were enumerated in relation to the management 

of drug treatment: 

 

I find as well in the home is that what they are showing you and what they are taking 

at home sometimes varies to what the doctor thinks they are taking in the 

surgery.(R4, PN) 

 

In the home PNs have observed erroneous pharmacy labelling, tablet expiration and 

the use of over-the-counter treatments. Their role is to document and report such 

observations back to the GP. 
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Driving   

Driving was an incendiary issue among PNs and some reported having approached 

the GPs in their practice to intervene to stop some elderly patients driving. Patients 

who report self-limiting their driving, „only to the shops‟ (R2, PN) or in more extreme 

cases have been involved, or very nearly, in a car accident act as an automatic trigger 

for PNs: 

 

I think it‟s an automatic trigger with me now especially with men, um when their 

wives or the husband says oh look I don‟t drive any where near as far and the wife 

said yes he‟s just absolutely you know cut down. (R3, PN) 

 

The question of driving is a Pandora‟s Box: 

 

That‟s not on the, a question that‟s on the Veteran Affairs format. I was asked by one 

of the doctors to put that on and I‟ve found that it‟s a very good, useful piece of 

information because that opens a Pandora‟s Box when you ask them that question. 

(R4, PN) 

 

For male patients, in particular, possession of a driver‟s license was entwined with 

issues of masculine identity and autonomy and „men don‟t want to give up their 

license for anything‟ (R3, PN). The strength of a patient‟s attachment to their driver‟s 

license creates tension for families and GPs who are reluctant to engage in open 

conflict on this issue at the same time that they are acutely aware of the safety 

implications for the individual and the wider community: 

 

some sort of testing has got to be done because I think there are people out there that 

shouldn‟t have it and I agree it shouldn‟t be the GP. It shouldn‟t be family because 

those people with dementia need the GP. They need the family. They don‟t want, 

because you know, they don‟t want to look like baddies: The baddies.  (R3, PN) 

    

Mediation 

The PN may be called upon to provide back-up to a patient‟s support people: 

 

the daughter is virtually waiting at the door with wonderful arms pleased to see you 

there because she knows you are going to back her up…(R4, PN) 
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In such instances the PN may draw on her expertise: 

 

I say it in a way that comes from me, not the daughter, um the daughter might have 

mentioned things on the phone to me and I will only repeat them to the patient if I 

find, if that is in you know my area of expertise or what I feel is right … .(R3, PN) 

 

Ultimately the PN is not responsible for the patient and describes her role as a limited 

one: 

 

My view is …with early dementia the role of the health care assessment is to remind 

them about the dangers of climbing ladders and in the end it‟s up to them whether 

they get on the ladder or not. I mean you can‟t say, you can‟t say you must not climb 

ladders any more.  I mean they‟re a grown up you know. They haven‟t completely 

lost their mind. (R2, PN) 

 

Counselling 

PNs reported no formal role in counselling the patient. Often discussion ensued  

informally while the patient was seeing the PN on a separate matter, like doing their 

blood pressure: 

 

Yeah they often ask for advice, or you know your views on something and how can I 

help mum or dad, um are there any other you know system that might work for me 

that have worked for somebody else that you are aware of you know, um yeah we do 

it without realising. (R7, PN)   

 

The fact that there was already a nurse shortage and that the available nurses were 

already overworked combined to make PNs dubious regarding an increased role for 

PNs in dementia management in general practice: 

 

It‟s very, very high maintenance [dementia management] and that‟s why I guess that 

the cost factor is there as well, the burn out factor is there as well. (R4, PN) 
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3. Barriers to dementia care in General Practice 

 

PNs identified some barriers to early detection of dementia in general practice. 

 

Patient resistance and cover-up 

Patients can refuse to have an assessment done. Patient can also be quite adept at 

covering up problems and relatives can collude in this. 

 

Time 

To talk and listen and give more information: 

 

Yes on our part as well as the patient‟s part if we haven‟t got our hands on the 

information we can‟t give it. And then there‟s the time to actually get ourselves up to 

speed on what‟s out there. (R2, PN) 

 

Surgery visit 

The individual presenting in the surgery provides a partial and limited view: 

 

I don‟t know if you find that within the actual practice itself but when you‟re seeing 

somebody in their environment at home, sometimes you can pick up those sorts of 

sensitivities that might not be an indication in the surgery but in their own home ah 

and also the manner in which they‟ve dressed themselves. Sometimes you can be 

very much aware of their presentation. (R4, PN) 

 

They‟re you know living two lives one when they walk out the door and one when 

they‟re inside. (R3, PN) 

 

Communicating problems 

Much of the PNs role is in patient assessment and recommendations to the GP. It can 

be extremely frustrating for the PN, therefore, when the GP appears to ignore the 

PN‟s recommendations for referral and follow-up. 
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[T]he communication is probably not good with health assessments because we don‟t 

know we are just presuming that the doctors have followed up, um, and sometimes 

they don‟t.  Like I write on my assessments if they need hand rails or something and 

can write please refer to the ACAT OT. Well I‟ve gone back, I‟ve been seeing one 

doctor‟s patient and I‟ve only seen ten but I‟ve got three of those patients that have 

said „I‟ve never had that occupations therapist in to put that hand rail in.‟ And so and 

I don‟t -- I don‟t know that that GP just has totally ignored that so I don‟t know and I 

went back and I said „I‟m not doing these assessments unless you‟re going to work 

with me.‟ (R3, PN) 

 

The PN may even, in such instances, encounter professional jealousy. 

 

[S]ome are a bit hesitant when you approach them with information and whether it‟s  

because you‟ve picked something up and -- they haven‟t (R7, PN)  

 

Responsibility 

It is not the PNs role to go over the GP‟s head on matters of referral and follow-up 

and the PN struggles with an issue of responsibility when her recommendations are 

not addressed:  

 

He [GP]  actually has a signed form before I‟ll do a health assessment that he will 

follow my recommendation through before I will do a health assessment and then that 

covers me as an assessor. … also bear in mind the patient and the relatives are quite 

capable of getting an ACAT assessment done without actually a GPs referral as well.  

So there is some responsibility once again you can tell a patient to put rails in …you 

can tell them you can make a recommendation, um but who, whose responsibility 

then does it come back on to? (R4, PN) 

 

GP Infallibility 

Patients and their families are believed to rely too much, in some instances, on their 

GP. As noted above they have power and control over their own health. Their self-

efficacy, however, is believed to be curtailed by a belief in GP omnipotence: 

 

A lot of patients in that age group don‟t. They‟re, you know, their GPs are gods. (R4, 

PN) 
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Bureaucratic impediments and service availability 

In some instances patients need a GP referral to access government funded resources 

and services. On other occasions PNs are limited in their capacity to advise patients of 

possible options because they simply lack knowledge of reliable, specialised 

contractors: Home-modification is a case in point. Funding is often short-term and not 

continuous, so that service referrals are often not kept up-to-date. 

 

Attitudinal 

The evidence of an expected dementia epidemic and its impact on an already 

overburdened health care system have lead some to place it in the too hard basket.  

 

Resource shortage 

The government was criticised for not doing enough in the provision of dementia 

specific resources. 

 

try to get someone into a dementia specific nursing home, it‟s difficult. Or just 

dementia specific respite it‟s difficult too. (R3, PN) 

 

4. System incentives/enablers 

 

For PNs interest in the area of dementia assessment, diagnosis and management could 

be stimulated in the following ways: 

 Profitable 

 Management plan 

 An item number would give GP incentive to expand PN role 

 Better time management/planning 

 

[Y]ou could plan your day better too if you knew that you had fifteen minutes of 

allocated time to sort this particular issue out and that there was a billable item 

number at the end of it. (R2, PN) 

 

PNs discussed the limitations and advantages of the current format of information and 

resources and how they might be improved in the future.  
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 Localised referral 

To be useful any information or resources (leaflets, pamphlets, internet) formatted for 

dissemination to PNs needs to, where possible, contain a local component and provide 

referrals to local services and providers. 

 

 Workshops 

PNs valued the opportunity to attend workshops related to dementia care. Such 

workshops are best provided through the local division of general practice, after-

hours, and need to be „specific and more detailed‟ (R1, PN). The workshop model 

was criticised for seeking to impart too much information too quickly and 

overwhelming participants. 

 

[T]hat is a problem yeah where they try to cram too much into one night. (R1, PN) 

 

 Peer-based mentoring 

The preferred model of learning was peer-based mentoring in which a trained 

practice-nurse actually sets up a working clinic in the practice with PN staff. 

 

But to actually go through it step by step with someone, side by side, run the clinic or 

whatever you are trying to do, and um and then you are able to do it on your own next 

time. (R2, PN) 

 

5. Systemic changes and reform 

PNs referred to a number of areas which if reformed and better supported would 

enable the primary health care sector to respond more effectively to the assessment, 

diagnosis and management of dementia in general practice. 

 

 Increased funding 

 Increased staff 

 More dementia specific homes 

 Improved Carer support 

 Shared responsibility 
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Recommendations 

 

General Practitioner 

 Lower health Assessment Age to 70 

 Refer over 70 patient to a driving panel 

 Counsel the carer 

 Subcontract the 75 Plus Health Assessment (PN) 

 

Practice Nurse 

 Split 75 Plus Health Assessment between Home and Surgery 

 Personal touch 

 Gap at the end of assessment sheets to record additional comments 

 Practice nurse version of best practice guidelines in dementia care 

 Formal definition of a „carer‟ and provision of a list of local referrals (include 

contractors) 

 Printed medication cards 

 Driver‟s license approval moved to autonomous regulatory agent 

 An item number for practice nurses for dementia care 

 An item number for a GP management plan 

 Practice-based peer mentoring 

 Dedicated „trained‟ staff member (e.g. Diabetes model) 

 Expand inter-professional involvement (e.g. Social workers) 
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Appendix: Interview Schedule 

  

Interview Schedule for GPs 

 

1. Presentation, assessment and diagnosis 

1.1. Approximately what proportion of your patients would have dementia? 

1.2. What is your experience of when people present – early on or later in the 

onset of dementia? 

1.3. How common is it for patient‟s family to make contact with you with 

concerns? How do you manage the confidentiality issues is this contact? 

Could you give us an example of when this has happened? 

1.4. When there has been no previous symptoms, what are the triggers for you to 

think about undertaking an assessment? 

1.5. Who is involved in the early stages of the assessment apart from the GP eg. 

the practice nurse? Do you refer for the assessment – if so to whom? 

1.6. What tools/instruments do you currently use for assessment/diagnosis? 

1.7. In the practice setting, what MBS items do you use?   

1.8. Are you familiar with best practice guidelines in relation to the diagnosis of 

dementia in general practice? Would you follow these guidelines? 

 

2. Management of dementia in General Practice 

2.1. What do you think the GPs role is in managing: 

 Diagnosis (Differential)? 

 Disclosing diagnosis (ethics)?  

 Communicating diagnosis? 

 Relating to carer? 

 Drug treatment? 

 Driving? 

 Mediation? (e.g between family members) 

 Counselling? 

 Referrals?  

- Would you refer a patient on to another service? If so, where? 

(Memory specialists? Legal advice? Dementia services?) 
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2.2  What is best practice in management of dementia in GP? 

 

3. Barriers to dementia care in General Practice 

3.1. What are the barriers to early detection of dementia in your view? (e.g Time?) 

3.2. What are the barriers to management of dementia in your view? 

3.3. Do you think the relationship between the GP and the patient affects the 

detection and management of dementia in general practice? Help or hinder? 

3.4. In your experience do GPs and PNs communicate effectively in relation to the 

diagnosis and management of dementia in general practice?  

3.5. Are there other factors making dementia care more difficult than it need be 

for general practice? What would redress this? 

 

4. System incentives/enablers 

4.1. What do you think will engage GPs‟ / Practice Nurses‟ interests in this area? 

4.2. What format of information or resources are you most easily able to absorb 

and integrate into your assessment, diagnosis and care of people with 

dementia? 

 

5. Demographic change 

5.1. Are you concerned about the impact of the predicted dementia epidemic on 

your general practice? 

5.2. What systemic changes will be required to support and enable the primary 

health sector to respond to the increasing prevalence?  

 


