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COMMUNIQUÉ
National Consumer Summit on Dementia

Involving more than 50 people – both people with early stage dementia and family carers and representing every State and Territory - the National Consumer Summit on Dementia has identified a seven point action plan that will improve services for people with dementia, will help the community to better understand the public and personal dimensions of dementia and will inform future research on dementia.
Underpinning these priority actions are the following fundamental principles:
· People with dementia and carers need support that will help them to maintain their quality of life. Respect, compassion and humanity are fundamental. People with dementia and carers are people first and foremost, and their essential human dignity must be respected and valued at all times.
· People with dementia need to be supported in their homes.  Identified by all in attendance as the primary need, people with dementia must have easy access to support that is focussed on assisting them to stay in their homes as long as possible.
· People with dementia and carers need to be recognised as partners in decision making about care options.  Care must be person-centred, planned and involve people with dementia (as far as is possible) along with their carers and family.
· People with dementia and carers need access to contemporary quality care provided by trained, accredited and appropriately remunerated workers.  Whether in community, residential or acute settings, people with dementia and their carers want staff who are providing them with care and support to be appropriately trained and have an understanding of contemporary dementia care.
· People with dementia and carers need to see a national symbol for cognitive impairment so that people with dementia are treated appropriately particularly in the delivery of service. 

These underpinning principles apply equally to all people living with dementia – people with dementia and families and carers who are from cultural and linguistically diverse backgrounds; people who are living alone; people with younger onset dementia; people with disability, people from Indigenous backgrounds and people from rural and remote communities.
People with dementia and carers have said….
We know that the numbers of people with dementia will grow from 200,000 to over 730,000 by 2050. 
  We know that dementia will be the number one cause of disability burden by 2016.
 

We want all Governments to act now in a coordinated way in furthering our response to this growing epidemic. Like it or not dementia will impact every aspect of our community either directly or indirectly as this epidemic continues to grow. 

A Seven Point Action Plan for Change

Action Point 1:
Improve the assessment and diagnosis of dementia
Action Point 2:
Improve the responsiveness of acute care so it better meets the needs of people with dementia

Action Point 3:
Ensure easy access to quality community care services

Action Point 4:
Provide more flexible responses to supported accommodation in the home and in residential care facilities

Action Point 5:
Increase the recognition and understanding of the financial cost and legal implications of dementia

Action Point 6:
Promote and ensure greater public awareness and understanding about dementia and risk reduction
Action Point 7:
Increase investment in dementia research
Action Point 1:  Improve the assessment and diagnosis of dementia
We must increase the understanding and knowledge of all health and allied health professionals about dementia. General Practitioners must know, and be able to recognise, the early signs of dementia so that people can be assessed and diagnosed in a timely manner and effectively provided with appropriate advice, support and interventions. 
We recommend that:

· All health and allied health professionals including pharmacists have as part of their undergraduate qualification, comprehensive mandatory training in dementia.

· All General Practitioners be encouraged and supported to ‘up-skill’ their knowledge and understanding of dementia.

· All General Practitioners have access to the current research into dementia interventions and information about care options.

To support these recommendations we propose that three national projects be initiated:

i. A National GP Dementia Practice Project to identify and respond to the needs of GPs in the effective diagnosis and management of dementia. As part of this process consideration should be given to the need for GPs for education and training and the use of Medicare items and GP budgets to fund these processes. A key outcome of the project should be nationally recognised practice guidelines for the most common types of dementia.
ii. A Dementia Medical Workforce Project to increase the supply of medical specialists and appropriate allied health professionals to provide better access to specialist care.  Strategies to inform consumers about the availability of specialists are also needed.
iii. Specialised centres for the assessment and diagnosis of dementia (for example Cognitive Dementia and Memory Service) available nationally so as to ensure that individuals have access to the best available services from the outset. As part of this approach, consideration must be given as to how best to service rural and remote communities (for example the use of mobile memory clinics and pharmacy display stands).
Action Point 2:  Improve the responsiveness of acute care so it better meets the needs of people with dementia

We need people working in and managing acute care to understand the needs of people with dementia. We need protocols to be established that will inform all who work in acute care so that they can better support and inform people with dementia and their carers. We need acute care to be adequately resourced to respond to our needs.

We recommend that:

· Training in dementia awareness is required for all staff as part of in-service curriculum. 

· Acute health services have incorporated into their accreditation standards an assessment of their capacity to effectively respond to the needs of people with dementia.

· Dementia protocols be developed and implemented for all inpatient admissions (including accident and emergency departments and psychiatric departments), for in-hospital and out-patient care and most importantly upon discharge. All documentation be flagged with a recognised symbol for cognitive impairment.

· Acute health models be evaluated as to their effectiveness in supporting people with dementia and that good practices inform current and future service delivery.

· Strategies be developed to better support carers while supporting a person with dementia in an acute health setting. 
Action Point 3: Ensure easy access to quality community care services

We need access to appropriate community care as an entitlement when assessed as eligible. Appropriate community care is essential for people with dementia living at home and for their carers.  We know that a failure to meet the needs of people living with dementia in the community will lead to inappropriate and untimely placement in residential care. 

The community care system is complex and people find it difficult to navigate. We need access to better information so we can make the decisions we need to make. We need access to a greater range of community care options to help us, and our families remain as independent as possible. 
We recommend that:

· Mechanisms be provided to make better information available and accessible at a local level to assist in providing advice on community resources, supports and services. Consideration should be given to establishing a centralised database as part of this process and the role that pharmacies can play in information dissemination.

· New care packages and care models be established that reflect the progression of dementia and not simply focus on people with low or high support requirements.

· Care packages be portable and more flexible so they respond to the changing needs and circumstances of the person with dementia and their family members.

· Strategies be developed to better support people who live alone with dementia and do not have access to a carer for support. 

· Information, advice and counselling services for people with dementia and their families and carers be expanded.

· The Living with Memory Loss program be expanded to reflect the rising incidence of dementia, for example, by provision of the program for culture/language specific groups and by provision of further facilitated networking post-program, including support groups for people with dementia.

· More flexible responses be developed for people with younger onset dementia so that they do not encounter inappropriate age barriers in accessing services.

· Services be enhanced to respond to the growing number of young people who are carers for their family members with dementia.

Action Point 4:  Provide more flexible responses to supported accommodation in the home and in residential care facilities

We need access to effective support in our own homes and in residential care facilities. We need access to quality care. We need a shared approach between the person with dementia (so far as they are able), their family carer and their accommodation support provider in the way that care is provided.  A ‘shared care’ approach will ensure that the unique needs and preferences of individuals are recognised, will give respect to the knowledge and insight of the carer and will enable a tailored support response to be developed. 

We need accommodation support that is:

· Flexible and reliable;

· Provided by trained and skilled staff;

· Appropriate to individual needs, eg. different age groups, different cultures, different types of dementia, different presentations; and

· Available for an appropriate duration.
We recommend that:

· Minimum qualifications (for example Certificate 3) must be mandatory and supported by appropriate remuneration for all people working in dementia care.

· Greater focus be given to the recruitment, retention and training of staff in the dementia care sector so as to ensure the development of expertise and continuity of care.

· New design standards be developed for residential facilities that account for the needs of people with dementia. As part of this process current facilities must be upgraded to meet these standards.

· New models of support be developed including:

i. A greater range of in-home support options

ii. Respite care services that respond to the needs of people with dementia and their carers

iii. Support models and services in all States and Territories that meet the needs of those with severe behavioural and psychological symptoms of dementia
iv. An increased number of specialised dementia care facilities. 
v. Specific care and services to address the needs of those with younger onset dementia and those living alone.

vi. Appropriate supported accommodation models for Indigenous people, people from culturally and linguistically diverse backgrounds and people living in rural and remote communities.

Action Point 5:  Increase the recognition and understanding of the financial cost and legal implications of dementia

We need access to supports that will enable both carers and people with dementia to retain employment for as long as possible.  We need access to better information on the benefits that are available to support people with dementia and their carers. We need more appropriate benefit options that adequately reflect the cost of care. We need more effective means of providing financial support to people with dementia and their families. We need to ensure that adequate safeguards and protections are in place to support people with dementia and their carers. 

We recommend that:
· Access to benefit information from Centrelink is improved so that it simple and easy to understand.

· Access to appropriate financial planning advice is made available so as to enable us to plan for our futures as best as is possible.

· Support from Centrelink is enhanced by establishing the role of a dementia adviser within each office. The role of the dementia adviser would not only be to assist people with dementia and their families but it would also support staff in the office in responding to the needs of people with dementia.

· Centrelink records be notated with a standardised symbol indicating that the individual either has dementia or cares for a person with dementia for easy identification enabling appropriate service delivery.

· A review of Department of Family and Community Services policy is undertaken in respect of people with dementia and their family carers to ensure the adequacy of the Carer Allowance. 

· Determination of the Carer Payment be based on an individual’s income and not their assets.

· Benefit payments be adjusted to recognise the real cost of the provision of support to a person with dementia and encompass greater assistance in the area of aids and equipment, recognition of travel costs and subsidies for medication. Medications recognised by the Therapeutic Goods Administration as providing benefit to people with dementia should be placed on the Pharmaceutical Benefits Scheme in a timely manner. 

· Uniformity between States and Territories be achieved to ensure consistency in legal provisions affecting people with dementia. These include, for example, advance care directives and enduring powers of attorney.

· An Ombudsman for Dementia be established to ensure that the rights of people with dementia are recognised and that they have access to the same safeguards and protections as the rest of the community.
Action Point 6:  Promote and ensure greater public awareness and understanding about dementia and risk reduction

We want our community to better understand dementia. We need to increase the public and community awareness about dementia not only for those diagnosed with dementia but also for those who will be diagnosed with dementia in the future. We must break down the stereotypes about dementia that result in discrimination and isolation of individuals within the community. 

We recommend that:
· The Australian Government take the lead in the adoption of a recognisable international symbol for people with cognitive impairment. 

· A national public awareness education campaign to promote an understanding of dementia be established. 

· Strategies are developed to increase the awareness and sensitivity of government agencies, the business sector and the wider community to the issues related to dementia.

· A ‘clearing house’  mechanism and national database be established that helps service providers, Alzheimer’s Australia, Governments and other organisations to share experiences in working effectively with people with dementia and carers.
Action Point 7:  Increase investment in dementia research
We welcome the commitment from the Minister for Ageing, at the Dementia Research Forum in Melbourne on 29 August 2005, to a greater consumer involvement in dementia research.  We also welcome the increased financial commitment of the Australian Government to dementia research in implementing Dementia as a National Health Priority.

Though these commitments are significant, more needs to be done to respond to this epidemic. We need a greater investment in dementia research in Australia – not just by governments but from the wider community and the corporate sector – if there is to be any possibility of more effective interventions being available as the baby boomers age and those with early stage dementia are more effectively diagnosed.
We recommend that:

· An investment of 1% of the total direct and indirect costs of dementia care is made each year for dementia research – this would equate to about $50 million per annum on current investments.

· A ministerial research advisory board be established including consumers so that they can have input into identifying research priorities and funding decisions as well as monitoring outcomes in dementia research. 

· In addition, three centres of excellence be established that focus on transitions during dementia, prevention and risk reduction, and cure.
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