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Support Services 

The Support Services program has continued to grow both within
New South Wales and nationally. This places extra demands on
volunteers and staff. Funding from Government Departments is
much valued, but the lack of timeliness of funding decisions often
has a negative impact on our planning and delivery of services.

The extent to which we are able to develop partnerships with other
organisations has continued to grow. This had a positive impact on
the quantity and quality of programs that we are able to offer or
promote around New South Wales.

Dementia Helpline and Counselling Service
The Dementia Helpline is the first point of call for many carers,
people living with dementia and those concerned about memory
loss. The Dementia Helpline is a national service. Each state
Alzheimer’s Australia body meets the needs of its constituency. 
In New South Wales our challenges include the widely dispersed
and multicultural population. 

The Dementia Helpline has continued to grow both in caller response
and number of staff and volunteers. This year there were 6,100
calls to the Dementia Helpline. Figures for high peak period of
September and October 2003 during and after National Dementia
Awareness Week, show calls were 69% higher than the previous
year (1,114 calls in 2002 and 1,608 calls in 2003). There was also
an increase in the number of calls (881) during November 2003
following Hazel Hawke’s revelation that she has Alzheimer’s disease.
As a result of the funding received from the Hazel Hawke Alzheimer’s
Research and Care Fund, three extra staff days per week were
added to the Helpline.

Three new volunteers joined the Dementia Helpline. One of these 
is a Dementia Support worker in the community who is volunteering
as part of professional development for her job. 

The Chinese Helpline, which commenced in early 2003, has continued
with five volunteers on the roster. This innovative scheme has 
been very well received in the Chinese community. In May 2004 a
decision was made to increase the Chinese Helpline from one day 
a month to one morning each week.

Free professional counselling is available for people needing support
in dealing with issues relating to dementia. People with dementia
and those in a caring role often benefit from a confidential consultation
at strategic points in the progression of the condition. Counselling
Service time available for clients has increased over the last year
with 21/2 days per week now being offered including late sessions
for clients who work. 

Living with Memory Loss Program
Earlier diagnosis, intervention and treatment for people with dementia
is an increasing trend in Australia. The Living with Memory Loss
program is an education and support initiative that aims to maximise
the health and well-being of people living with early stage dementia
and their support persons. In a group format, participants have 
the opportunity to tell their story of memory loss; gain a greater
understanding about dementia; reflect on the impact of the
diagnosis on themselves and their family; and learn the importance
of better communication and problem solving skills, as well as 
of self care.

The Living with Memory Loss program serviced 287 people with
dementia and 358 carers. Rural and regional programs accounted
for 46% of our service. 

Partnerships with Area Health Services (ten across the state) allowed
this Australian government funded program to be run by an increasing
number of local services. In addition to workplace training, these
partnerships included standard setting and clinical supervision.

An added value was the addition of six monthly follow up meetings
of the groups and the introduction of self support groups. This was
initiated at the request of both people with dementia and carers
who had undertaken the carer program.

Another innovation was a monthly activity and leisure session at
our North Ryde headquarters. This program was a trial site for the
research program conducted by Dr Mike Bird from the Centre for
Mental Health Research at the Australian National University. The
results to date show a significant decline in symptoms of depression
for the people with dementia. For carers they show a significant
decline in stress caused by the presence of challenging behaviours
and a significant increase in the proportion of participants who
have made plans for the future. These findings were important as
they provide evidence to support increased funding for early stage
dementia programs.

Support Groups
Across New South Wales at monthly support group meetings,
those looking after people with dementia come together to assist
one another through mutual problem solving and learning new
ideas and skills. Each group generally has its own leader and
program. In some areas, there are groups exclusively for multicultural
carers, male carers, and adult children of people with dementia 
as well as teleconference groups for current and former carers. 

Our aim is to provide quality resources and innovative services;
demonstrate leadership across the range of projects and
activities we undertake; and support the development of an
effective and viable organisation. We work with and for people
living with dementia; carers of people living with dementia; 
and service providers of people living with dementia and 
their carers.
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The Wingecarribee DAS produced and distributed a local Dementia
Services Map. This DAS also coordinated a focus group discussion
with service providers and carers to assist in the identification of
needs and gaps. Community education and awareness was an
identified issue and an awareness program commenced with sessions
for both carers and respite workers, as well as the development of
an ‘early stage’ dementia kit for local GPs to distribute upon diagnosis.

Mobile Respite Team
The Bega Valley Mobile Respite Team is an innovative short term
service for carers of people living with dementia who exhibit
challenging behaviours. It enables the carer to receive specialist
information, support and education about living with and caring 
for a person with dementia at home. The Mobile Respite Team is
funded by the federal Department of Health and Ageing, via the
National Respite for Carers Program.

The Mobile Respite Team continued to provide an intervention
service to approximately six families per week. The monthly carers
support group continued to grow in numbers and recently began 
a transition program for ‘graduate carers’. Specialist advice and
supervision continued through our Group Development Unit for our
leaders of these groups ensuring current best practice. This year
the Mobile Respite Team launched a new initiative for family carers
by the way of ‘gentle tactics’ workshops made possible through
funding via the CDSE scheme.

Dementia Education and Support Program (DESP) 
- Rural Workers
Alzheimer’s Australia NSW provides funding for four Dementia
Education and Support Program (DESP) regional positions located
in Armidale, Orange, Wollongong and Wagga Wagga.

The role of the DESP regional positions is to provide short term
counselling for carers and people living with dementia; participate
in dementia specific carer support groups; and promote local
community awareness of dementia, available services and encourage
early referral for investigation of memory loss.

In the past year the Armidale (New England) rural worker organised 
a family carers course running for eight sessions in Tenterfield. 
This was a joint initiative of New England Area Health and Adult
Community Education. In the Orange and Cabonne Shires (Mid-
West) counselling continues to be the main need, with 274 family
carers receiving services in the past year. The Wagga Wagga (Greater
Murray) region organised a Memory Expo. In Warilla (Illawarra)
carer support groups were facilitated monthly at Coledale, Warilla
and Wollongong and counselling was also available at these locations.

Hunter Network
The Hunter Network of Alzheimer’s Australia NSW continues to
operate an active schedule of community information sessions,
with support from the Department of Veterans’ Affairs. The
volunteers in the Network also provide part-time staffing for our
small, temporary office, which is kindly made available by the
Hunter Area Health Service at a less than commercial rent.

The commitment of the Hunter Network volunteers is nothing short 
of magnificent. They are all current or recent family carers of a
person with dementia. They have developed a strong presence
throughout the Hunter Valley and are in the process of further
developing both political and departmental relationships to progress
the goals of Alzheimer’s Australia NSW.

The support of the Rotary Club of Newcastle in driving a three-year
capital appeal for a family dementia resource centre has been
another great success. The appeal target of $250,000 has almost
been met. Although around 25% of these funds were generated by
Hunter Network members, the commitment of the Rotary Club of
Newcastle supported by other Rotary Clubs in the District has been
most outstanding.

NESB Dementia Network
Dementia issues for non-English speaking communities on the
whole continue to be more difficult than for English speaking
people. Alzheimer’s Australia NSW has been providing a meeting
space and to a small extent a resource base for a mixed group of
services offering support to people living with dementia and their
family carers from non-English speaking backgrounds. More
resources are urgently required, primarily in the form of a multi-
cultural dementia project officer to further the goals of this group. 

There is also a National Cross Cultural Dementia Network, auspiced
by Alzheimer's Australia, which is starting to provide a useful focus
on targeted key initiatives such as a culturally neutral dementia
screening tool, further translation of useful materials, cross-cultural
consultation processes and dementia training for telephone interpreters.

Safely Home Program
Safely Home was launched during Missing Persons Week, August
2003 in partnership with the NSW Police Missing Persons Unit. This
joint project provides rapid and accurate identification and return of
a wandering person with dementia to their home. The Rotary Club
of North Sydney Sunrise raised funds to launch Safely Home. In the
first twelve months there were 160 registrations for the program.
We have now extended it to be available to those with an intellectual
disability who may wander and not be able to find their way home.

This year we conducted phase one of an ethics approved Quality
Support Groups Research Project. A survey was conducted with a
response rate of 88%, which guarantees strong project validity. It
found there are 159 active and known support groups across New
South Wales with 86.3% professional leadership. These leaders are
employed by auspicing bodies such as Area Health Services and
the Department of Ageing, Disability and Home Care (DADHC).
Volunteers lead the remaining groups. The project examined the
purposes of the support group program. A major project report will
identify options for offering more choice, added value and improvement
in this critical service for carers of people with dementia in the
middle and later stages. This intelligence will also allow us to
develop and define measurable initiatives that will allow support
groups to know that they really are making a difference to the lives 
of their members.

In addition to this innovative research, the unit also advised and led
regional workshops, for example in New England and Hunter Area
Health Services, on group leadership skills for regional group leaders.
Clinical supervision to group leaders was also another critical service
offered to assist service improvements.

Library & Information Service
The major focus of the last twelve months has been on improving
services, in particular for staff and members. As a result, the Library
& Information Service undertook two surveys that focused on
evaluating its current services, resources and staff. The results of
the survey indicated that the Library & Information Service provides
a quality service, the library’s staff performance is of a high standard
and those who use the service have a high level of customer
satisfaction. One area for improvement was access to resources.

In order to improve access, a new library management system
which includes an online library catalogue with member only
features, was implemented in 2004. Though still in development,
the new online catalogue will improve access to the library’s
collection by allowing members and the public to search freely 
on the internet.

The physical space of the library has undergone changes to improve
ease of access to the collection, including new signage, layout
changes, inclusion of a display area and a new computer for use 
by members to research or search the library catalogue.

The provision of a quality reference service to members and staff 
is a key feature of the Library & Information Service. Through the
year, approximately 700 reference questions were completed and
where appropriate were referred to other services or provided
alternative information pathways to fulfil the information request. 

In order to facilitate greater access to quality selected dementia
material by the community, the Library & Information Service had
major involvement in the Public Libraries Project, funded through
Community Development Expenditure Scheme (CDSE) grants. In
2003/2004, 33 public libraries throughout New South Wales were
provided with a pack of resources selected, purchased and
distributed by the Library & Information Service. 

Dementia Advisory Services
Dementia Advisory Services (DAS) are available to people living
with dementia and their carers, service providers and other
community members in 23 locations across New South Wales.
Alzheimer’s Australia NSW receives funding from DADHC for four
Dementia Advisory Services. Their role is to provide access to
information and resources; provide assistance with referrals;
promote community awareness; facilitate access to carer and
professional education; work with service providers to strengthen
links; and assist taskforces to identify local needs and to develop
implementation plans.

Over the past year the Bega and Eurobodalla Shires DAS set up
working parties addressing specific service gaps and participated in
planning and development processes which led to the foundation
of a dementia network. The purpose of the network is to enable
services specific to dementia provision to share in open communication
and work together to develop clear links in the stages of care. In
partnership with Bega Community Health Centre, this service also
facilitated two Living with Memory Loss programs and held National
Dementia Awareness Week events. 

The region covered by the Mid-North Coast DAS largely focused on
mapping dementia services across the area and working to strengthen
networks between health and community services. Work progressed
on identifying service gaps and working with key government
agencies to meet identified needs. This DAS chaired the two Home
and Community Care regional forums held this year, one also
doubling as the DADHC annual consultative planning forum. 

Community awareness and education were identified as important
for St George and Sutherland region DAS. By conducting a number
of presentations to various community centres and service groups,
it provided messages about the impact of dementia and created
interest in dementia care, as well as alerting the community to the
dementia services available. Early diagnosis was also recognised as
critical and GPs throughout the region were identified and targeted
with a kit of comprehensive information.

Support Services 
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Education and Training

Carer Education Program
Carer Education is a flexible program that provides a range of education
options addressing the specific needs of carers and families of
people living with dementia across New South Wales. It aimed to
improve the general well-being of carers and increase their own
sense of knowledge and coping in their role as a support person or
carer of a person with dementia. The program provided education,
information, referrals, support and skills development. Carers were
connected into the range of support services and information available
to them through Alzheimer’s Australia and other organisations. 

During the year the Carer Education Program presented 156
education sessions or courses totalling more than 468 hours. More
than 2,512 attendances were counted. This represented a dramatic
increase of 60% in attendances from last year. Sessions varied from
one hour through half day options to three day structured courses,
with evening options also available in some locations. A strong trend
was a greater number of carers and family members attending the
longer and more in-depth education sessions than in previous years.

Our trainers travelled far and wide. Courses and sessions were
provided in a number of rural, regional or isolated locations in New
South Wales including Ballina, Batemans Bay, Bowral, Casino, Coffs
Harbour, Davistown, Inverell, Jesmond, Kincumber, Merimbula,
Molong, Narrabri, Narrandera, Newcastle, Nyngan, Orange, San
Remo, Sanctuary Point, Springwood, Tamworth, Terrigal, Wagga
Wagga and Wollongong. 

The two major sources of funding for the Carer Education Program
were the NSW Department of Ageing, Disability and Home Care
(DADHC), which provided ongoing funding, and the Australian
Government through the Department of Health and Aged Care
which specifically funded the Carer Education and Workforce Training
(CEWT) Program from 2001-2004. Additional one-off funding for
smaller projects and pilots was also utilised. 

Calendar Courses for Carers and Families
Regular calendar courses were held at our headquarters at North
Ryde covering The Nature of Dementia, The Impact on the Person
and their Carer, Effective Communication, Activities for Living and
Pleasure, Understanding and Developing Effective Responses to
Challenging Behaviours, Community Services and Planning Ahead.
Shorter evening courses at North Ryde reproduced this program
and we found many family groups and other relatives were able to
attend these sessions together. This greatly assists the family to
work together to support the person with dementia and become
more aware of and plan ahead for the different issues that may arise.

In 2004 we recommenced our Hot Topics series for carers. To date
we have provided Dementia Research: Drugs, Prevention and
Heredity by Dr Sue Kurrle. This topic was delivered specifically to
address the needs of carers and families after many enquiries. 

Tailored presentations were provided for carers and families from 
a range of language and cultural groups including Maltese Welfare,
Jewish Care, St George Migrant Resource Centre, Australian
Chinese Community Association and the Hamrun Club. 

Two pilot projects provided a modified version of the three day
CEWT Carer Course for Italian speaking and Cantonese speaking
carers. Each course included translated materials and the use of
qualified interpreters. Pivotal to the project’s success was the
development of partnerships with local service providers including
Hills Community Care, Chinese Australian Services Society Cooperative
(CASS), Australian Chinese Community Association (ACCA), Griffith
Neighbourhood House Community Centre and multicultural carers
support group and Griffith Dementia Advisory Service. 

The course for Italian speaking carers was provided in Dural.
Following this course some of the carers accessed community
services for the very first time. A planned Italian course in Griffith
did not proceed due to lack of registrations. Two courses for
Cantonese speaking carers were held in Chatswood and Campsie
with feedback from carers being overwhelmingly positive.
Evaluation reports are being written and these pilots are being
adapted to develop ongoing programs for these and other non-
English speaking communities across Australia.

The Carer Relaxation Program
The Carer Relaxation Program was an innovative pilot course of six
weeks for carers who wanted to learn practical ways to decrease
stress in their daily lives. This project was primarily funded by two
grants from United Way. Nineteen people attended two courses 
run at North Ryde, with each carer agreeing to participate in the
evaluation processes. The project included a literature review,
identification and use of stress measurement scales, stress
management awareness, and the teaching of practical techniques
such as breathing, progressive muscle relaxation, visualisation,
music, massage and laughter. The aim of the program was for the
carers to identify one or more stress management techniques that
suited them and work to integrate these into their daily lives. Final
results are still to be collected and analysed. 

Our aim is to improve the knowledge, skills and understanding
of those supporting people living with dementia and thereby
improve their quality of life. The past year was one of
tremendous growth and results. All outputs increased and the
reach into rural areas was more frequent. Staff continued to
plan and deliver high quality training and education options to
meet the needs of dementia care workers, health professionals,
carers, families and the general community. Our commitment to
national collaboration continued. This resulted in the development
of national education programs, the commencement of a national
assessment moderation process and the exchange of ideas,
resources and training programs.



Understanding the Brain and Behaviour 
During the year we worked on a remake of the video, Understanding
the Brain and Behaviour, which explains the link between damage
to specific areas of the brain and behavioural changes in people
with dementia. This excellent teaching resource is for use with
carers and families, dementia care workers, health professionals
and support groups. Funded by the Australian Government, it
utilised the expertise of Dr Helen Creasey, Geriatrician and Neurologist
from the Centre for Education and Research on Ageing. 

Dementia Training for Public Contact Staff 
This project involved working with several large organisations to
assist them to develop and conduct dementia awareness training
for staff who have contact with the public, with a view to reducing
potential difficulties. The Centre for Education and Research on
Ageing was the lead agency with Alzheimer’s Australia NSW as a
partner. One-off project funding was provided by DADHC.

Target groups for the project included large public contact
organisations such as retail, transport, police, councils, banks,
housing and pharmacies. Excellent positive outcomes were
achieved with the police, pharmacies and one local council. For 
the NSW Police Service a range of training options and packages
were developed. A range of different dementia training options
were produced for Gosford Council counter staff, and the
Pharmaceutical Society of Australia created a number of written
resources that were distributed to approximately 2,000 pharmacies
across Australia. The project also developed the document
Providing Dementia Awareness Training for Public Contact Staff:
Guidelines for Organisations. An article on the project was published
in June 2004 in the American Journal of Alzheimer’s Disease and
Other Dementias.

Joint Remote Access Project 
This joint initiative in collaboration with Alzheimer’s Australia Vic
enabled an excellent exchange of expertise and ideas as trainers
from each state worked together to develop and deliver a pilot
project to remote locations. It delivered the nationally recognised
Dementia Care Competency, Experiencing Dementia and a
mentoring program and included face to face training, simulation
exercises, distance learning, web based project rooms and
teleconferencing modes. The target groups were Personal Care
Assistants or Assistants In Nursing from smaller, remote or less
viable residential care facilities located near Deniliquin and Mildura.
Funded as a one-off project by the Australian Government through
the Department of Health and Ageing, this pilot was modified and
successfully submitted for new project funding under the
Commonwealth Support for Aged Care Workers program. 

Comparison of Major Program Delivery
This graph shows comparison of the number of direct training
hours. It covers Carer Education, Fee for Service including calendar
courses, and the two CEWT courses for workers and carers. The
decrease in carer education hours in 2001-2002 relates to a staff
vacancy. The CEWT program did not commence until March 2001. 
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Carer Education and Workforce Training Project (CEWT)
The CEWT project is a national dementia initiative which seeks to
increase the knowledge and skills of respite care workers and family
carers, and to increase access to respite care services, in particular
for those with challenging behaviours. It is our largest and most
complex training and education project, providing the four day
nationally recognised Dementia Competency Course for dementia
respite workers and a modified three day course for family carers.
The workers’ course has prescribed standards including nationally
consistent curriculum and assessments and is now a compulsory
component of the Certificate 3 Aged Care/Community Care qualification.

In the past year, eighteen CEWT respite worker courses were
delivered with 209 workers attending. Of those courses, two (11%)
were for groups from culturally and linguistically diverse backgrounds
or Aboriginal and Torres Strait Islander communities. Ten (55.5%)
courses were delivered in rural areas. All New South Wales Area
Health Service regions received at least one course. The pool of
sessional trainers significantly increased our rural delivery capacity. 

Three day structured carer courses were also held across New
South Wales. These courses particularly focused on the needs of
carers where the person with dementia is still living at home and
where they may be having difficulty accessing respite care due to
behavioural changes. During the year twelve CEWT carer courses
were delivered to 253 carers in Casino, North Ryde, Coffs Harbour,
Dural, Bowral, Tamworth, Chatswood and Campsie. Wherever
possible carers and workers were trained in similar time frames to
promote partnerships and break down the barriers to respite care. 

Results of an independent evaluation of the project were extremely
positive in terms of dramatically increased knowledge and skills of
both respite care workers and carers.

Fee for Service and Calendar Training
The Fee for Service training program provides a range of dementia
education and training options for dementia care workers and
health professionals. During 2003/2004, the Fee for Service program
provided 612 hours of training over 160 separate sessions. There
were 3,789 individual attendances, an increase of more than 40%
during the previous year. This program has built a reputation for
quality and the dramatic increase in demand, attendances and
income is a clear reflection of success. In 2003/2004 the fee for
service training, calendar courses and training consultancy services
generated an income of $152,613. This represents a massive 123%
increase over the previous year. 

The program provided a range of courses varying in length, complexity
and location, allowing for individuals or organisations to tailor
learning for their own needs. Our annual calendar included courses
on Essentials in Dementia Care, Activities for Meaning and Pleasure,
Challenging and Resistive Behaviours, Intellectual Disability and
Intimacy and Sexuality. New innovative courses were introduced on
Palliative Care in Dementia, and the Hand in Hand workshops which
looked at developing effective partnerships between dementia
workers and family carers. A limited number of calendar courses
were tested in rural areas to extend our reach and service across
New South Wales, with a successful outcome.

The evening seminar series New Frontiers in Dementia included
another innovation This is My Life, a facilitated discussion session
from people living with early dementia. Feedback was overwhelmingly
positive and helped to address myths about people living with
dementia and focus workers back on the individual, reinforcing the
need for person-centred care. 

Emerging demand during 2003/2004 was for Community Awareness
sessions promoting the organisation’s services, an overview of
dementia especially for volunteers, and the Memory and Ageing
presentation which explains the difference between normal age-
related memory changes and dementia. 

The Dementia Educator
The Dementia Educator quarterly newsletter continued to have 
a distribution of approximately 950 per edition. A benefit of
professional and organisational membership, by subscription and
free for support group leaders providing dementia education to
family carers, this newsletter focused on providing practical training
resources and information and addressed specific themes with
each edition. 

Experiencing Dementia Project
The Experiencing Dementia project was a series of ten workshops
delivered to community, health and residential care staff. Based 
on a simulation exercise, the aim of the workshop was to increase
participants’ empathy for people with dementia and connect that to
positive attitudinal shifts and more sensitive care practices. Funded
on a one-off basis by the Department of Ageing, Disability and
Home Care, this project extended over two financial years and was
completed in July 2003. An independent evaluation provided
excellent feedback.

Quotes from Education and Training Sessions
“I have greater understanding of the changes caused by
dementia. I have learnt new communication skills and accept
that dementia is a physical illness. It was an amazing amount
of information in four nights."

" (This course) made me want to try to put myself into my Dad's
shoes and try to see the world the way he does - and can - see
it, and to try to change my behaviour to make his life easier."

" This new knowledge about dementia and its symptoms,
treatment (and) the services available is very empowering. I'm
not so overwhelmed with the challenges that lie ahead. I can
enjoy each day more knowing that I have all the important
information at hand when it is needed." 

“(This course) reinforced the importance of the rights of the
individual. Opened my eyes to a whole range of possible
triggers to resistance to care.” 

Education and Training
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Policy and Advocacy

National Policy
In order to achieve national health priority status, all State, Territory
and Commonwealth Health Ministers must agree. Alzheimer’s
Australia NSW led the process by proposing to the NSW Health
Minister that this be on the agenda for the Australian Health Ministers’
Council. This Council agreed to receive further advice and the NSW
Government was charged with the responsibility of developing a
discussion paper for the Australian Health Ministers’ consideration.

The launch of the Federal Parliamentary Friends of Dementia group
during National Dementia Awareness Week, September 2003, was
an important milestone for the organisation. Its co-convenors,
Senator Marise Payne (Liberal, NSW) and Sharon Grierson (ALP,
Newcastle) have both been involved at national and state level in
further developing opportunities for dementia to have an increased
profile in the political process. 

The NSW Minister for Ageing, the Hon Carmel Tebbutt MLC,
indicated that the NSW Parliament will be developing a similar
Friends of Dementia group. Alzheimer’s Australia NSW has been
actively engaged with the NSW Government and the Opposition to
assist in the development of this important bi-partisan initiative.

The relationship, or lack thereof, between acute care, community
care and residential aged care has been the subject of considerable
discussion within Alzheimer’s Australia NSW and elsewhere. 

Representations to government, particularly through the Inquiry into
Aged Care Pricing conducted by Professor Warren Hogan, led to
some positive focus on the needs of people with dementia in residential
care. In March 2004 a public forum was held to discuss the potential
for the re-introduction of accommodation bonds for nursing
homes. Members’ views were canvassed via an Asking for Action.
They clearly favoured broad social provision for aged care costs
rather than further developing individual user pays mechanisms.

However, the NSW State Government continues to blame the
Commonwealth Government for a significant number of so-called
‘bed blockers’ - older people assessed as suitable for residential
aged care but unable to be found a placement. While there are a
number of useful pilot projects jointly funded by the Australian and
NSW Governments addressing the needs of this vulnerable group,
Alzheimer’s Australia is keen to see much stronger collaboration
across sectors and between governments to ensure that people
with dementia with health care needs do not continue to fall through
bureaucratic or jurisdictional cracks.

State Policy
The review of the NSW Nursing Homes Act, which the Government
initiated in May 2000, has still not been resolved by the State
Government. Alzheimer’s Australia NSW reminded the current
Minister, the Hon Morris Iemma MP, of a public commitment by 
his predecessor, the Hon Craig Knowles MP, not to repeal this Act.
It is still the view of our organisation that the NSW Act provides
additional consumer protection above that available through the
Commonwealth Aged Care Act 1997. The time taken to resolve this
question is excessive in anybody’s terms and has caused significant
concern among consumers and potential consumers of aged care
services in New South Wales.

The regionalisation process undertaken by the Department of
Ageing, Disability and Home Care (DADHC) created a new set of
issues for Alzheimer’s Australia NSW and for many other statewide
and peak organisations. We have been ‘regionalised’ to have our
primary departmental relationship with the DADHC Metro North
Office in Hornsby. We are also encouraged to develop relationships
and consultation mechanisms with each of the eight DADHC
regions. In this process, the central office focus on the State
Government Dementia Plan Future Directions in Dementia Care and
Support 2001-2006 has been effectively lost. At year end it was
understood that the Office for Ageing within DADHC’s central
office would be, once again, taking over responsibility for driving
the dementia plan. Alzheimer’s Australia NSW warmly welcomes
this development.

The question of legal and medical capacity of people living with
dementia was explored in some detail both as part of our very well
attended dementia symposium, Ethics and the Journey of Dementia
and also during Law Week and at a day-long consultation organised
by the NSW Attorney General’s Department. Our contribution was
to balance the debate around the needs of people with dementia
and people with intellectual impairment, noting that many of this
constituency of people with long term intellectual disabilities will
also go on to develop dementing illnesses as they age.

The organisation has developed a proposal for recurrent Government
funding for a senior policy officer position. As dementia grows in
both public awareness and political importance there will increasingly
be a demand on the organisation to provide quality policy advice.
Our intention is to back this up with a much more developed set of
consultation processes with the various parts of our constituency.

The organisation has achieved significant progress in the
development of its policy and advocacy role over the last year.
The main vehicle for this has been the remarkably strong
response to the Access Economics Report The Dementia
Epidemic: Economic Impact and Positive Solutions for Australia,
which was launched in May 2003. A number of briefings have
been provided to senior representatives of government, industry
and the community sector. One outcome has been a united call
for dementia to become a national health priority, supported by
the Australian Medical Association, Carers Australia and the
National Aged Care Alliance, among others.

16
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Awareness and
Communication 

Media
Our media profile continued to grow throughout the year. We
consistently targeted media with information about dementia, our
work and the services we provide. On an almost weekly basis we
were required to provide comment for the media on dementia
issues, research and new developments, enabling us to further
promote ourselves as the first port of call for people with dementia. 

Our greatest media opportunities arose during National Dementia
Awareness Week (over 200 media items) and through Hazel
Hawke’s disclosure that she has Alzheimer’s disease (over 600
media items). As a result of this, and the other coverage we
proactively sought, our media exposure was extensive. On
television we featured on Enough Rope (ABC TV), Sunrise (Seven
Network), Today, Business Sunday and Mornings with Kerri-Anne
(Nine Network) and news stories on all of the five major channels 
in Sydney. Our corporate video She Misses Him was also given
peak time screenings on the Seven Network. We participated in
numerous radio interviews on 702 ABC Sydney, Radio National,
Radio 2UE and Radio 2GB and on community, regional and rural
radio stations. 

We had feature stories in the Sydney Morning Herald, Daily
Telegraph, Australian Financial Review, The Australian, Sun Herald
and numerous suburban and rural newspapers; a major article in
The Bulletin, Sunday Life, two in Woman’s Day and stories in other
weekly magazines; and features in the Australian Senior and Age
Pension News for Seniors and other specialist publications. 

Hazel Hawke Alzheimer’s Research and Care Fund 
The revelation that Hazel Hawke AO, has Alzheimer's disease made
an enormous difference to raising awareness and reducing the
stigma of dementia. We were extremely grateful that Hazel and her
family decided to speak publicly about her condition. She told her
story on ABC TV's Australian Story in November. The documentary,
The Big A, went on to win the TV Week Logie Award for the Most
Outstanding Public Affairs Report. It was Hazel’s hope that by
speaking out she would promote openness, awareness and support
for all people living with dementia. The extensive Australia wide
media coverage that followed her announcement was outstanding
and enhanced the reputation of and support for the organisation.
The establishment of the Hazel Hawke Alzheimer’s Research and
Care Fund, a partnership between Alzheimer’s Australia and Hazel
Hawke’s family, is important for all people with dementia and their
families in Australia and will advance our cause.

National Website 
The new national website, made possible through the generous
support of the Macquarie Bank Foundation, and additional support
through the Australian Government, continued to grow. Within 
the area relevant to New South Wales, this year we added new
sections for publications; the Library & Information Service; and
Real Experiences featuring stories and poetry by people living with
dementia. Nationally there were 687,404 page impressions (this is
the actual number of pages visited and does not count repeat visits
in the same 'session') and 82,373 user sessions.

Awareness of dementia and Alzheimer’s Australia NSW continued
to grow. Through our media and promotion campaigns our
objective is to decrease the stigma and to improve understanding
of the condition, to increase respect and dignity for all people
living with dementia and to make Alzheimer’s Australia the peak
body for dementia. Our other main aim is to increase recognition
by government with the hope that it leads to an improvement of
dementia services and an increase in funding for services and
research. Community Awareness was greatly boosted during
the year by the National Dementia Awareness Week campaign
and by Hazel Hawke’s disclosure that she has Alzheimer’s disease.

Advertising 
Two television advertisements were produced and screened during
the past year. For National Dementia Awareness Week, Taxi Films
generously produced a poignant advertisement and Mitchell &
Partners Media Buyers negotiated a cost effective national advertising
campaign. Through the generous support of the Department of
Ageing, Disability and Home Care we were also able to run a radio
advertising campaign during National Dementia Awareness Week.
In conjunction with the Month of Memories campaign in October,
the Photo Imaging Council Australia and the advertising design
company Stand Alone Design produced an attention grabbing
television commercial based on the connection between photographs
and memories. 

Publications and Promotional Material
Four editions of intouch and Fundraising News were published
during the year. All of our promotional material and stationery
continued to be upgraded and redesigned. New promotional
material produced and distributed during the year included a
Strategic Plan 2003-2005; Safely Home posters, brochures and
folders; brochures for the 2005 Alzheimer’s Australia National
Conference; brochures for the Dementia Advisory Service, Bega
Valley and Eurobodalla Shires Dementia Advisory Service and the
Wingecarribee Shire Dementia Advisory Service; brochures for 
the Chinese Helpline; Telstra Corporate Battle of the Bands event
program; posters for the Photographs & Memories promotion;
reprints of Statewide Dementia Support Services brochure; roll 
up displays to be used at promotional expos, shows and stands;
and other giveaway material. 

National Dementia Awareness Week
National Dementia Awareness Week, 15-21 September 2003, 
was a great success. The aim of the awareness campaign was to
reinforce the message that ‘a memory should last forever’ and that
dementia is not a normal part of ageing. Our messages also focused
on early diagnosis and encouraging people to talk to their GP or to
Alzheimer’s Australia if they had any concerns about their memory.
Through publicity, advertising and a program of special events we
were able to achieve our objective. Research following National
Dementia Awareness Week indicated that awareness of Alzheimer’s
Australia NSW increased by a further 21% across the state.

During the week, special events were held across New South
Wales. Education Services hosted 17 events including Memory 
and Ageing Expos, family carer training workshops and community
information sessions from Narrabri to Bega, Nyngan to Sydney. 
In Newcastle, the Hunter Network held a memorial church service.
Across the state 24 support groups held information sessions, talks,
community displays, carers’ events and information distribution. The
objective of these events was to raise awareness of dementia at a
local community level. It was largely volunteers who planned and
hosted these events with support from Alzheimer’s Australia NSW. 

Our Dementia Symposium, Ethics and the Journey of Dementia,
held as the lead educational event for National Dementia Awareness
Week in New South Wales, attracted 275 participants, largely
dementia care professionals. It incorporated presentations and
workshops focused on the ethical dilemmas faced by those living
with dementia, their carers and families, and professional care staff 
in caring for people struggling with dementia. 

Another highlight of National Dementia Awareness Week was the
epic 300km charity run from Sydney to Canberra by 63-year-old
Kay Worrall – known as Granny Kay. She left from our headquarters
at the launch of National Dementia Awareness Week, which was
also our 21st birthday celebration. Granny Kay ran 40kms a day and
finished on the steps of Parliament House in time for World Alzheimer’s
Day on 21 September 2003.

In New South Wales National Dementia Awareness Week was
generously supported by the NSW Government through the
Department of Ageing, Disability and Home Care. Nationally it was
supported by the Australian Government, Pfizer, Janssen-Cilag,
Mitchell & Partners Media Buyers, Photographic Imaging Council
Australia, Photo Marketing Association and Stand Alone Design. 

Top photograph courtesy of ABC TV.
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National Fundraising Campaigns 
Payroll Giving, facilitated through the Australian Charities Fund,
resulted in Alzheimer’s Australia being selected as one of the preferred
charities for AGL, OneSteel, IAG/NRMA, Dunn & Bradstreet and Orica. 

Hazel Hawke’s revelation that she has Alzheimer’s disease precipitated
a national fundraising campaign. Since its establishment in November
2003, the Hazel Hawke Alzheimer’s Research and Care Fund has
received well in excess of $300,000. Alzheimer’s Australia NSW has
benefited from this with a grant for the Dementia Helpline. 

During October, in partnership with Photo Imaging Council Australia
(PICA) we again initiated and managed Month of Memories. The
campaign, which involved photographic outlets across Australia
selling special photo frames to the public, raised $176,000 for the
organisation nationally, up from $74,000 the previous year. Our
sincere thanks to the PICA committee members Paul Curtis, Stan
Kessanis, Alison Lyons and Peter Rose.

Another national fundraiser by Creative Memories resulted in receipt
of a cheque for $20,000 from the efforts of their many consultants. 

Special Events 
This year saw us take ownership of our own major event, the Telstra
Corporate Battle of the Bands at the Sydney Entertainment Centre
on 1 May 2004. With the help of our committee we staged an
event that was applauded by all who attended and raised a net
amount of $125,000. The winning corporate band Pulp It Up KC
from Kimberly-Clark Australia won the right to represent Australia at
the FORTUNE Battle of the Corporate Bands staged at the Rock and
Roll Hall of Fame and Museum in Cleveland, Ohio. Special thanks
must go to the Lowy Family for their magnificent generosity on 
the night and to the participating bands: Telstra, AMP, Brambles,
Johnson & Johnson, Kimberly-Clark Australia, Macquarie Bank and
Prebon Yamane. Also to our committee, Paul Highams of Brunel
Worldwide Chauffeur Drive, Nima Yassini of Glass Onion, Prue
MacSween and Kelly Hawthorn of MacSween Communications
and Andy Lopez of Out There Productions. We also thank Sophie
Pieters-Hawke, Hazel Hawke’s granddaughter for being our special
guest on the night.

Coinciding with National Dementia Awareness Week 2003, another
highlight event was Granny Kay’s 300ks. Running from Sydney to
Canberra in just seven days, she raised almost $12,000 for Alzheimer’s
Australia NSW and the Alzheimer’s and Ageing Research Foundation. 

For the second year running we were a beneficiary of the ASX -
Reuters Charity Foundation Golf Day and Dinner and received $28,000.

In August Belle Femme Hairdressing in Castle Hill staged a Hair and
Fashion show for us and raised almost $4,000. For the second year,
the accounting firm de vries Tayeh held a Melbourne Cup Calcutta
in aid of Alzheimer’s Australia NSW and raised $2,000. Once again
the Rotary Club of North Sydney Sunrise made us a beneficiary of
their Swimathon in November. The $1,200 raised will continue to
fund the Safely Home program. We greatly appreciate this ongoing
commitment from these individuals, companies and organisations.

Membership
Membership has grown slightly over the past twelve months. A
rejuvenated program of benefits and recognition is to be launched
later this year. However, the generosity of our Membership, and the
community, towards this organisation continues with Direct Mail
Appeals achieving an all time high of $202,000.

Donations
We received a donation from the Thyne Reid Foundation of $125,000,
with a further $125,000 to be received in December 2004. This will
go towards a Premises Fund aimed at solving our shortage of space.

Through the generosity of a significant number of registered clubs
in NSW, we received $40,000 via the Community Development
Support Expenditure program. Across the state, 33 libraries were
supplied with new and updated dementia related resources. This
has been especially beneficial to regional New South Wales. 

In Memoriam donations, in which people donate to us in lieu of
flowers, raised $55,000 showing a significant increase, and unsolicited
donations achieved $143,000. What is most humbling is that
people can still find it in their hearts to give to others even at a time
of their own personal hardship. 

People making the most personal of donations by leaving a bequest
to the organisation have contributed over $200,000 during the past
year. For these donations, and all of the others, we are eternally
grateful and we will continue to ensure that this collective
generosity is put to maximum use.

Fundraising

Our goal over the past year was to expand fundraising income.
We achieved this with the stand out being the significant
increase in support from the corporate sector. We signed a
three year national partnership with Kimberly-Clark Australia
that will make funding available for new national projects and
will see their workforce engaging with us through additional
fundraising and volunteering.
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Organisational Development

Management Review
The kind donation of a pro bono Management Review by McKinsey
and Company provided the Board and senior management with 
an important opportunity to consider how the organisation should
be structured for growth over the next three years. The current
structure no longer meets the organisation’s needs as we have
grown enormously since it was implemented some years ago.

Human Resources
To develop the Human Resources function of the organisation a
part-time Human Resources Consultant was appointed in April 2004.
The brief was to review the employment contracts for all categories
of staff to ensure they are in accord with the latest developments in
Human Resources best practice and to comply with relevant award
and statutory responsibilities; update the employee handbook to
bring it in line with current legislation and modern workplace practices;
review the pay scales of all staff to ensure that staff have a transparent
structure of pay scales based on experience and qualifications; and
provide training to managers and coordinators in developing their
skills in performance management.

Data Management 
In the past year we have reduced duplication of data management
and improved the availability of information. A new software package,
thank-Q, was introduced, with subsequent developments that have
enhanced usability for our fundraising program. The fundraising
staff and the Chief Executive received extensive training on thank-Q
to ensure its capabilities were fully utilised. This software will be
introduced to other parts of the organisation progressively over the
next twelve months.

Information Project Team
To improve the flow of information throughout the organisation and
increase efficiencies, a project team was set up and met bi-monthly.
It examined the management and stock control of paper based
resources; the development of an intranet; authoring assistance for
the national website; and conducted an audit of internal emails.

National Resources Committee
Alzheimer’s Australia NSW has two representatives on the National
Resources Committee whose main function is to coordinate the
production and distribution of national material. Two key projects
the committee focused on in the past year were the national review
of the Help Sheets and Update Sheets and the creation of a briefing
document for the production of a new video on dementia. 

Continuing Education
All staff took part in a range of skill enhancing workplace training
programs. 

The senior management team were again involved in team coaching
sessions to enhance the inter-relationships of the members and to
develop the effectiveness of the bi-monthly management meetings
for the benefit of the organisation.

Internal Communication 
We continued to develop an environment of open communication
between staff, volunteers, Board members and members. Various
systems are in place to support information flow such as bi-
monthly staff/volunteers meetings, the weekly Revelations staff
newsletter, fortnightly Managers’ Communications meetings with
minutes distributed to all staff and regular team meetings within
various departments. 

Communication to our members is provided through the quarterly
newsletter intouch, which includes Fundraising News.

Dementia Service Providers Group
An informal network of community-based Dementia Service Providers
meets bi-monthly at the North Ryde offices. Our commitment to
providing a venue and usually also staff input into this group’s
meetings are helping us to stay on the pulse of key consumer and
provider concerns.

Our aim over the past year has been to continue to build an
effective and viable organisation. We have streamlined and
improved our internal communication and procedural systems.
We are continuing to improve our data knowledge and
management systems with the introduction of new software
and technology to develop a more integrated organisation.


