
 

 
 

 
POLICY WORKSHOPS REPORT  
ALZHEIMER’S AUSTRALIA NATIONAL CONFERENCE  
SYDNEY 11-13 MAY 2005 
 
 
Background 
 
People with dementia and family carers attending the National Conference were 
invited to participate in separate policy workshops. Alzheimer’s Australia staff 
facilitated these workshops. 
 
The purpose was to seek initial consumer advice on: 
 
• the arrangements for the National Consumer Summit to be held on  

4-6 October at Parliament House, Canberra; and 
 

• the questions and issues that should be the focus of the Summit.  
 
This report summarises the views of workshop participants about: 
 
• what the program for the Consumer Summit should be; 
• how Summit participants should be selected; 
• whether people with early stage dementia and carers needed to have 

separate working groups at the Summit; 
• whether the proposed working groups and key questions covered the issues 

that should be discussed; 
• how the Summit should be evaluated. 
 
Workshop 1 included 40 carers and Workshop 2 comprised 7 people with early 
stage dementia. Reports from each workshop are included separately for each of 
the above issues. 
 
The draft Summit program has been revised to reflect the views expressed at the 
Conference Policy Workshops and is attached at A.  
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The Summit Program 
 
This discussion included: 
• the number of sessions; 
• the time available for each session; and 
• the roles of participants and external ‘experts’. 
 
Workshop 1 participants strongly supported the use of external facilitators to 
support the proposed working groups. The general approach in the draft program 
was supported. 
 
Participants in Workshop 2 agreed with the approach outlined in the draft 
program. 
 
The following points were made during the discussion in Workshop 1: 
 
• the working groups would be the powerhouse of the meeting; 

 
• focus in the ‘Australian views’ session should be on 

– reflecting views that were gathered widely 
– covering themes not states 
– including the issues of special needs groups 
– telling personal stories that distilled the issues to be discussed 
– providing a good cross-section of the stresses experienced Australia-wide; 
 

• important to identify ‘what would have been important to alleviate’; 
 

• to use time effectively, any data should be provided within a handout; 
 

• respite provision needed highlighting as most important in keeping carers 
caring; 
 

• each working group would need to have a ‘guide’ to keep the group on track 
and report back at the plenary session 
– ‘guides’ should be identified before the summit and provided with training; 
 

• ‘facilitators’ were necessary to support each group as it was difficult to both 
facilitate and participate in discussion; 
 

• it would be important to be crystal clear about what consumers wanted, for 
example, by identifying which program needed change and in which way 
– needed to identify the ‘how’ rather than just the principles; 
 

• participants supported the provision of some briefing material on each topic 
before the Summit. 
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How to select Summit participants 
 
The following points were made during the discussion in Workshop 1: 
 
• needed to include  

– both current and former carers 
– people who understood the issues of those with special needs  
   eg regional carers as well as those in the cities 
– carers on consumer advisory committees and those who were not; 
 

• important to include former carers as they had experienced the whole 
process; 
 

• needed to ask individual participants about their interests/skills/experience to 
get a strong and balanced mix in each working group 
– a complex questionnaire was unnecessary; 
 

• although unable to represent everyone’s experience, some participants would 
be bringing the ideas of others in their region to the Summit collected, for 
example, through the pre-Summit consultation meetings etc. 

 
 
Participants in Workshop 2 did not discuss this question. 
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Need for separate Working Groups 
 
There was some discussion about whether separate or combined working groups 
were preferred by people with dementia and carers. 
 
The following points were made during the Workshop 1 discussion: 
 
• there was support for say 5 groups of carers each with a minimum of 5 

people, plus additional separate groups for people with dementia; 
 

• important to ensure that the views of people with dementia were heard as 
they tended to remain silent within mixed groups; 
 

• the inclusion of people with early stage dementia was essential to raising 
awareness and providing a strong message to politicians and government 
– hard to change attitudes without them; 
 

• there was room in the Summit program for both individual stories and the 
videos; 
 

• having people with dementia present was more empowering than just 
representing their views. 

 
 
The following points were made during the Workshop 2 discussion: 
 
• separate groups for people with early stage dementia and carers were best; 

 
• 7 people per group was a good number, while 3 per group was too small so 

the groups should discuss about 3 of the 5 topics each; 
 

• some participants thought that discussing 5 topics was too much in  
1 1/2 hours; 
 

• participants might prefer to choose the topics that they discussed, but as this 
might not be practical, best if AA suggested what each group should discuss. 
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Coverage of key issues and questions by the Working Groups 
 
The discussions focused on the five proposed working groups below and the list 
of possible key questions (set out in Attachment B): 
 
• Financial support for people with dementia and carers;  
• Community care services; 
• Residential care; 
• Doctors, diagnosis and assessment; 
• Strategies to empower consumers. 
 
There was agreement that each group would include discussion of special needs 
such as those related to:  
• people with younger onset dementia; 
• people from culturally and linguistically diverse backgrounds; 
• people living in rural and remote locations; 
• indigenous people with dementia. 
 
The following points were made during the discussion in Workshop 1: 
 
• structural change in acute care was important and overdue 

- discuss in a separate working group or include under ‘Doctors,  
  diagnosis and assessment’; 
 

• the biggest issue for nurses was insufficient knowledge to look after people 
with dementia when they were sick; 
 

• perhaps male carers needed different types of support to the traditional 
approaches? 

 
 
Financial support for people with dementia and carers;  
• better information was needed to assist people after diagnosis; 

 
• people with younger onset dementia needed different information and support 

to remain employed as long as possible; 
 

• carers should be encouraged to stay in the workforce for as long as 
practicable; 
 

• finding out about the impact of residential care costs was difficult; 
 

• emotional support was also important. 
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Community care services 
• there was an issue with services that only supported carers or people with 

dementia without considering the needs of both; 
 

• needed information about eligibility for and access to programs like EACH; 
 

• needed to challenge the frameworks under which services were provided 
- ACAT assessments did not reflect the quantum of community  
  services needed and available; 
 

• participants needed to be briefed about Commonwealth/State roles in 
provision of information and services; 
 

• the impact of risk management on service provision needed to be addressed 
(insurance issue or litigation avoidance). 

 
 
Residential care 
• needed to include training and in-service education; 

 
• for many people with dementia residential care was unavoidable; 

 
• there was a real need for flexible models for younger people, not just those 

with younger onset dementia; 
 

• there was no recognition of the impact of costs on carers who were trying to 
work 
- $2000 per month was unsustainable; 
 

• important for people to know the level of dementia training in a facility; 
 

• knowing the concessional bed ratios was important as in some regions some 
people would never get a bed; 
 

• more flexible access to bilingual staff/services crucial as unable to travel three 
hours to visit; 
 

• residential respite care had many problems including big waiting lists for 
ACAT assessment and places;  
 

• the ability of ACATs to support residential care entry when community care no 
longer met needs. 
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Doctors, diagnosis and assessment 
• diagnosis was vital 

– consumers needed information about what to do and strong support; 
 

• lottery to have both a good GP and a good specialist; 
 

• GPs needed better training 
– some refused to diagnose dementia 
– there was a lack of knowledge about services 
– some did not understand about carer issues;  
 

• many GPs needed to spend more time with people with dementia and their 
carers; 
 

• awareness was important for the entire medical profession including nurses 
and paramedics; 
 

• access to doctors was problematic 
– limited access in some rural areas  
– GPs did not provide continuity of care in health industry clinics in  
   some metropolitan areas 
– some GPs did not visit nursing homes 
– could a list of dementia-educated GPs be made available? 
 

• there were difficulties when carers did not have the same GP as the person 
with dementia due to privacy and other considerations; 
 

• there were special issues when the person with dementia presented well to 
the GP. 

 
 
Strategies to empower consumers 
• carer support groups were very valuable in supporting consumers and 

building confidence; 
 

• there was work to do in the residential care environment to promote the value 
of input from families and carers 
– the ‘health hierarchy’ knew better 
– carers were not stirrers and wanted recognition of their wealth  
   of experience; 
 

• getting a diagnosis reduced access to services. 
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The following points were made during the discussion in Workshop 2: 
 
Financial support for people with dementia and carers;  
• Centrelink assistance was problematic 

– not enough information about your entitlements 
– environments and attitudes difficult and embarassing 
– felt demeaned as had always worked 
– degrading to be asked if you would get better 
– difficult to keep repeating your story to different staff 
– there was a big difference between what was provided and day care costs; 
 

• Centrelink experience could be improved by 
– better staff education 
– one to one case management 
– more privacy and confidentiality 
– better information about the process; 
 

• financial questions were particularly difficult for people with younger onset 
dementia who might be forced into leaving work or giving up business 
– carer also torn between giving up work (and income) and wanting to  
   spend quality time together 
– if a carer did not stop working, at some point would have to pay a carer 
– difficult as the person with dementia did not want to use up all the  
   family resources; 
 

• not all support needed was financial 
– lost a lot of your life after a diagnosis such as losing your friends when  
   you gave up driving. 
 
 

Community care services 
• people needed better information about the services available at the time of 

diagnosis 
– people with dementia wanted to know about their opportunities 
– some GPs had no knowledge in this area; 
 

• services were needed across the metropolitan areas as well as in country 
areas 
– distance to services was a problem for many people;  
 

• community services needed to meet the needs and preferences of younger 
people 
– for example art, music and aromatherapy in respite services rather than  
   old movies and bingo. 
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Residential care 
• people wanted to be supported in their communities for as long as possible 

while recognising that for some residential care would be the right long-term 
option; 
 

• people needed support to make the best decision about the move into 
residential care for the carer as well as the person with dementia; 
 

• needed better residential options for quality dementia care so that people had 
choice when the time came to move out of their home; 
 

• residential care could be improved to meet the needs of people by providing 
– respect and dignity as well as care  
– own space in an environment that promoted ability to function 
– gardens to please the senses and food that met individual habits  
   and preferences 
– transition to full-time care through sensitive phasing in by visiting for a  
   day, weekend etc 
 

• the language of residential care needed improvement 
– people wanted to live in households not wards or units. 
 
 

Doctors, diagnosis and assessment 
• agreed that topic should be widened to include the whole medical profession; 

 
• wanted better service from GPS 

– accurate diagnosis was sometimes too late and took too long 
– needed earlier access to medications 
– wanted referrals to information and community services etc 
– did not want to be told ‘too young’ or ‘dementia a natural part of ageing’; 
 

• GPs needed better education to improve their interaction with people with 
dementia; suggestions included 
– AA hosting a dementia conference for GPs and  
– everyone with an interest talking to their own GPs about dementia issues; 
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Strategies to empower consumers 
• Alzheimer’s Australia could communicate better with all in the community; 

 
• needed to address the negative images and stereotypes of Alzheimer’s 

disease and dementia by marketing the condition differently and talking 
positively about what people living with dementia wanted 
– use positive messages and positive/popular images ; 
 

• important to focus on the entire journey – the journey of life – as many 
equated dementia with late stage residents in a nursing home; 
 

• needed better community education so that people with dementia were 
treated as normal people, eg through popular ‘soapies’; 
 

• there was discrimination particularly for people with younger onset dementia 
who found it difficult to get access to existing services and services that met 
their needs; 
 

• one style of service did not suit everyone as it was important for people with 
dementia to be supported by services that provided contact with people at a 
similar stage and of a similar age or with similar interests. 
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 Summit Evaluation 
 
Workshop 1 participants supported an independent evaluation including focus 
groups and a brief evaluation report. Participants in Workshop 2 did not discuss 
this question. 
 
The following points were made during the discussion in Workshop 1: 
 
• we would know that the Summit was successful from the Government 

response such as 
– the extent to which they continued to talk to AA 
– the funding provided; 
 

• success would be a Commonwealth/State/Territory Summit on dementia 
involving the Prime Minister, Premiers and Chief Ministers; 
 

• the Focus Groups should include politicians; 
 

• another sign of success would be that the dialogue between consumers and 
government continued and gained a life of its own. 
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Attachment A 

DRAFT PROGRAM  
MAKING A DIFFERENCE 

NATIONAL CONSUMER SUMMIT 
CANBERRA 4-6 OCTOBER 2005 

 
4 October   

5.00 pm 
– 6.00 pm 

 Reception at Government House/Parliament House for participants  

   
5 October   

 8.15 am  Participants picked up from Rydges Capital Hill (hotel) 

 8.30 am  Coffee – Main Committee Room, Parliament House 

 9.00 am  Welcome by Senator Marise Payne and Sharon Grierson MP,  
Convenors of Parliamentary Friends of Dementia 

 9.10 am  Consumer viewpoints from around Australia 
(Possibly 5 or 6 speakers from across Australia) 

10.00 am 
 

 Minister responds with the Government view on  
Making Dementia a National Health Priority (TBC) 
 

10.15 am  Opposition Spokesperson 

10.30 am  Coffee 

11.00 am  Working Groups. 
• Working Group 1: Financial Support for People with Dementia and 

Carers  - information, cost of care, income support  
• Working Group 2: Community Care Services – respite, home care, 

nursing, care packages  
• Working Group 3: Residential Care – assessment, quality of care, 

dementia specific care  
• Working Group 4: Medical professionals, Diagnosis and Assessment – 

diagnosis, ongoing management of dementia care, training for medical 
professionals, Medicare payments  

• Working Group 5: Strategies to Empower Consumers – awareness, 
information, media skills, legal issues, human rights, networking 
nationally  

• Working Group 6: Acute Care – improving the acute care environment 
for people with dementia. 

 
People with dementia will have two groups to consider the issues 
combining Working Groups 1 –3 and Working Groups 4-6.   
 
Participants to have the opportunity before the Summit to express 
preferences for Working Groups. Each group will have  
• an expert to assist as necessary 
• an AA Executive Director or their nominee who can write up the views 

expressed by the group 
• a consumer to be spokesperson for the group back to plenary. 
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Attachment A 

 
   

All groups to consider the needs of special groups including younger 
onset, CALD, Indigenous people, rural/remote and those living alone. 
 

  Objectives of the Working Groups are to 
• Prepare a contribution to the Communiqué  
• Promote interaction between participants 
• Develop views to put to the Minister the next day 
• Define the agenda for work after the Summit 

 
12.30 pm  Lunch 

  2.00 pm  Plenary Session – Report of Working Groups by a consumer from each 
group with questions from the floor/comment by experts.  The objective is 
to discuss what will be reported to the Minister and included in the draft 
Communiqué 
• Working Group 1:  

Financial Support for People with Dementia and Carers 
• Working Group 2: Community Care Services 
• Working Group 3: Residential Care 
• Working Group 4: Medical Professionals, Diagnosis and Assessment 
• Working Group 5: Strategies to Empower Consumers 
• Working Group 6: Acute care 
 

3.30 pm  Afternoon tea 

4.00 pm 
 

 Research – Making a Difference for the Future 
Professor Henry Brodaty 

4.30 pm  Questions 
 

5.00 pm  Close 

5.15 pm 
 -6.15 pm 

 Drinks with Members and Senators 
 
Dinner – private arrangements or at Rydges Capital Hill 

   
6 October   

8.15 am  Participants picked up from Rydges Capital Hill 

8.30 am  Coffee 

9.00 am   Discuss and finalise the draft Communiqué 
 

10.30 am  Coffee 

11.00 am 
 
 

11.45 am 

 The Way Ahead 
Presentation of the communiqué to the Minister (and Shadow Minister) 
 
Next steps 
 

12.15 pm  Close 
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Attachment B 

 
 
Possible Working Groups for National Consumer Summit 
 
 
Working Group 1: Financial Support for People with Dementia and Carers  
 
• What issues are faced by people with dementia and their families and carers 

in respect of income support and the cost of care? 
• How well do Centrelink payments and services meet the needs of people with 

dementia and their family carers? 
 
 
Working Group 2: Community Care Services 
• What difficulties have you experienced in accessing the type and amount of 

care when and where you want it? 
• Are there community services that you would like to use that are unavailable 

in your area? 
• How well have respite care services met your needs? 
 
 
Working Group 3: Residential Care 
• What do you want in residential care? 
• How hard is it to find out whether a residential aged care home provides 

quality dementia-specific care? 
• Do we need different models of residential care? 
 
 
Working Group 4: Doctors, Diagnosis and Assessment 
• What were your experiences around the diagnosis of dementia (the positives 

and the negatives)? 
• Is the current emphasis on early diagnosis appropriate? 
• What do you see as the role of the GP? 
• What should be done to improve GP services to people with dementia and 

their carers? 
 
 
Working Group 5: Strategies to Empower Consumers  
• What messages should be contained in awareness campaigns? 
• What do consumers need to be more effective self-advocates? 
• Do you have access to the information that you might need, including legal 

issues that you may face? 
• What is critical to a trusting relationship with a service provider? 

Dementia Helpline  1800 639 331 


	 what the program for the Consumer Summit should be;
	Research – Making a Difference for the Future
	The Way Ahead

