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WELCOME  
from the Chair and CEO

You inform and inspire 
everything we do
Welcome to the first edition of Member 
Matters – Dementia Australia’s national 
magazine for members. 

Thank you to everyone who responded 
to our reader survey in our previous 

edition. Your feedback reinforced the importance you  
place on our magazine, which was wonderful to hear.  
We genuinely enjoy putting this magazine together and  
are delighted to learn you enjoy it. 

In February I had the privilege of addressing the Royal 
Commission into Aged Care Quality and Safety on behalf  
of Dementia Australia and people living with dementia, their 
families and carers. As part of this process we have called  
for mandatory dementia education for aged care workers, 
and highlighted the vital need for a minimum level of 
dementia-specific training to become a national prerequisite 
to work in aged care across all parts of the system. 

I’d like to again thank the Dementia Advocates that 
provided us with input to the terms of reference and which, 
in turn, influenced our thinking as we developed our strong 
case for change. It is our hope and expectation that the 
relevant bodies learn from the valuable testimonies shared 
over the coming months as this is a once-in-a-generation 
opportunity to transform the industry and make a profound 
and lasting difference to the lives of all people impacted  
by dementia. 

We welcome this spotlight on aged care, and dementia, 
and as your peak body, our purpose is to advocate for  
the autonomy, independence and human rights of people 
living with dementia. We regularly engage parliamentary 
representatives to share the latest prevalence rates, news 
and updates on dementia in Australia and we look forward 
to hearing from all political parties in the lead-up to the 
coming Federal election and how they plan to elevate the 
issues relating to dementia.

Throughout the Federal election campaign we’ll be calling 
for improved access to timely diagnosis and ongoing 
support as well as increasing quality of dementia care and 
a reduction in discrimination. To support our campaign you 
can visit our Federal election webpage to access resources 
to inform, inspire and empower you to take our important 
messages to your local MP. You can help us to reach more 
MPs through direct action. Every individual can make a 
difference to improve the lives of people of all ages living 
with all forms of dementia, their families and carers.

We hope you enjoy this edition of Member Matters.

Maree McCabe 
Chief Executive Officer, Dementia Australia 

Dementia must be a priority 
now and into the future
It’s hard to believe that we’re well  
into 2019. The year has already 
brought with it much to be proud  
of, to look forward to, and to  
work towards.

Earlier this year we commended author and dedicated 
Dementia Advocate, Tom Valenta OAM, for his inclusion  
in the Australia Day Honours, receiving the Medal of  
the Order of Australia in the General Division for his 
distinguished service to the community through  
charitable organisations, including Dementia Australia. 

We also commended founding Board member, former 
President of Alzheimer’s Australia WA and a founding 
member of the Dementia Australia Research Foundation, 
Lynette Chester AM, who received a Member in the 
General Division of the Order of Australia for her significant 
service to community health, particularly to people living 
with dementia and their families. 

In February, Dementia Australia CEO Maree McCabe 
addressed the Royal Commission into Aged Care Quality 
and Safety. Fundamentally we want to ensure dementia  
is core business for the industry – not just in principle but 
in practice. To this end, we renewed our call for dementia 
to be a priority for the health and aged care industries,  
a Federal election priority and an ongoing budget priority. 

Our three priority areas remain – improving access  
to timely diagnosis and ongoing support; increasing 
quality of dementia care, and we made specific calls  
for mandatory training as part of this at the Commission 
hearing; and reducing discrimination. We are hopeful  
this Royal Commission will deliver recommendations 
focused on these areas, and that these are acted upon  
by Government and the industry. We will have a role to 
play in making sure the momentum towards change is  
not lost and I am looking forward to the future where  
there will be better outcomes for all people of all ages 
living with all forms of dementia, their families and carers. 

Finally, I’d like to finish on another congratulations.  
Ita Buttrose, past national President and current 
Ambassador, was recently announced as the new  
Chair of the Australian Broadcasting Corporation.  
While she is most well known for her distinguished and 
inspiring career, Ita continues to be a passionate and 
tireless advocate for people living with dementia. 

On behalf of the Board and Dementia Australia we  
wish Ita well in her new role. We also thank Ita, Tom  
and Lynette, and the countless others who, although  
not as well-known, are deserving of praise for their  
continued support.

Professor Graeme Samuel AC 
Chair, Dementia Australia
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Thank you for 
your feedback 
Thank you to everyone who took 
the time and effort to respond to 
our reader survey in the 2018 
Summer edition. We had an 
overwhelmingly high response 
and were delighted to learn  
the information we share is so 
relevant and important to you.

The survey found that of most interest were articles about 
updates in research and policy, as well as personal stories 
about Dementia Advocates.

Your feedback was most encouraging and was certainly 
taken on board to help shape our new look and feel,  
as well as our content. It also reinforced the importance 
and value you place on our magazine, which was really 
wonderful to hear. We genuinely enjoy researching and 
putting this magazine together and are delighted to learn 
that you enjoy reading it so much. 

Dancing with Denise
Dementia is a cause close to comedian Denise Scott’s 
heart, having cared for her mother Marg – an experience 
Denise described as “truly life changing”. 

While swapping comedy for choreography to appear in 
this season’s Dancing with the Stars, Denise selected 
Dementia Australia as her chosen charity. Her goal is  
to help raise awareness and funds to make a difference  
to the lives of people affected by dementia.

Following her elimination from the series in early March, 
Denise’s commitment was recognised by the Dementia 
Australia team at Parkville and they were delighted to 
congratulate her in person. 

Dementia Australia was honoured to be Denise’s chosen 
charity and we thank her for sharing her experience and 
using her profile to help raise the profile of dementia. 

New name!
Thank you also to the creative thinkers and writers who 
put forward suggestions to help us find a new name for 
the magazine. Again, we were overwhelmed by the 
number of submissions. We are thrilled to unveil Member 
Matters as the new name, and feel this is a true reflection 
of the purpose and importance of the magazine as well as 
the special relationship we share with our valued members. 
Thank you for your contribution to this process. 

National consultations 
spotlight quality care
From March to May Dementia Australia has been 
facilitating national consultations with a diverse group of 
people living with dementia and carers on what quality 
dementia care looks like in the context of the Single  
Aged Care Quality Standards, which come into effect  
on 1 July 2019. 

Currently there are no standards specific to the care of  
a person living with dementia. The consultations are the 
first stage of a larger consultative project that Dementia 
Australia is leading to create baseline and gold standards 
for quality dementia care by 2023. Dementia Australia 
wants to advocate for these to be embedded into care 
practices across Australia. This can be achieved by 
working with people who are experts in the field – those 
who have a lived experience living with, or caring for 
someone with dementia.

Consultations have been happening across every state 
and territory including cities, regional and rural areas and 
engaging a diverse representation of people with a lived 
experience of dementia. Dementia Australia received an 
overwhelming amount of interest for these consultations 
with 170 people registering to participate. 

The national consultations will inform a draft communique  
to aid discussions at a Consumer Summit. The aim of the 
Summit is to have the draft communique ratified by the 
participants indicating a consensus for a benchmark of 
what quality dementia care should include at a baseline 
level and what aged care services should aspire to. This will 
then inform the next stages of the project, including a 
Stakeholder Roundtable, followed by a Dementia 
Symposium later in 2019 or early 2020.

If you would like to be kept informed of the project and 
outcomes of the Consumer Summit and subsequent 
communique, email advocates@dementia.org.au  

Left Comedian Denise Scott is welcomed and 
congratulated by Dementia Australia staff and 
Dementia Advocates at Parkville, Melbourne
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Book a visit to the 
Dementia Australia library 
The Dementia Australia library provides access to a vast 
range of dementia-related information for people living  
with dementia, family, carers, friends and people working 
in dementia care and allied health.

The library team loves speaking with people and helping 
them find the information they need. Sometimes a simple 
inquiry can lead to knowledge and a path that can change 
the course of a person’s dementia journey in unexpected 
ways. This was the case for Lisa, a NSW-based carer who 
regularly visits the Dementia Australia library in Sydney. 

“When I first visited the library, based on the challenges  
I was experiencing at the time, the librarian directed me  
to resources and information that I had no idea existed,” 
Lisa said. 

“This knowledge changed the course of my family’s  
dementia journey. Since then, I have devoured the resources 
available and recently become a volunteer at the library.  
I have watched in wonder as the librarian sensitively does 
what is known in librarian circles as a ‘reference interview’  
as she skilfully directs clients to the most helpful resources 
they may well not have thought of nor known to ask for.

“I encourage anyone who has not yet tapped into this 
amazing resource to make a visit to the Dementia Australia 
library, either in person or online. 

“The Dementia Australia library has been an invaluable 
source of guidance and wisdom, and has made a big 
difference to my family and our dementia journey, in more 
ways than one.” 

The resources in the Dementia Australia library include 
books, journals, ebooks, audiobooks and videos. Topics 
include dementia care practice, memoir, fiction, resources 
for children, clinical information about different types of 
dementia and practical information for care-giving. 

The Dementia Australia library is a national service and  
can deliver print or digital content anywhere in Australia.  
Please visit our webpage at dementia.org.au/library,  
call 1800 100 500 or email library@dementia.org.au 

Federal election update
 
 
 
 

With the Federal election set to take place on 18 May, 
Dementia Australia is calling on all sides of politics to 
commit to the provision of quality support and care for 
people living with dementia. 

Details of what we're asking candidates to commit to are 
set out on the Dementia Australia website dementia.org.au 
and we'll be providing regular updates and information via 
our website and social media channels.

How to be heard
Here are some ways you can have your say in the lead-up 
to the Federal election:

• organise a meeting with your local candidates

•  make a phone call, write an email or send a letter  
to your respective candidates

•  engage candidates in conversation at an event, or  
while they are out and about in the local community

• contact candidates via social media e.g. Facebook,   
 Twitter, LinkedIn

•  call or SMS your local talkback radio station to give  
your opinion on the importance of the government 
committing to quality dementia care and support

• and, above all, make sure you are enrolled to vote!

We have also developed some tips to help you play an 
active role in engaging with your local candidates to ask 
what they will do to support people impacted by dementia, 
if they are elected.

Be prepared to share your personal experiences with 
dementia – this will help demonstrate the importance of 
the issue.

If you have any questions, or have a great idea on how to 
engage with a candidate but need a little help, please get 
in touch with the Dementia Australia team at 
DementiaAustraliaMedia@dementia.org.au

We also have a dedicated page on our website filled with 
tips and resources that will help you make sure your voice 
is heard. Visit dementia.org.au/engaging-your-local-
candidate-this-election for more information. 
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Calls for dementia-specific 
training for aged care 
workers 
On Tuesday 19 February, Dementia Australia had the 
opportunity to speak directly to the Royal Commission  
into Aged Care Quality and Safety, and called for 
mandatory dementia education for aged care workers. 

During her address to the commission, Dementia Australia 
Chief Executive Officer Maree McCabe reinforced that 
dementia education must be a priority for aged care 
providers. 

“With more than 50 per cent of people in residential aged 
care living with a diagnosis of dementia, it is essential that 
a minimum level of dementia-specific training becomes a 
national prerequisite to work in aged care across all parts 
of the system,” Ms McCabe said.

“The staffing resources in terms of numbers and skills mix 
needs to be sufficient to meet the complex care needs of 
people living with dementia. 

“Governments, providers, health professionals and 
consumers must work together to develop agreed and 
clearly articulated dementia quality care standards, 
enshrined in regulation, to ensure that dementia is core 
business in the aged care industry. 

“A commitment to provide consumers with the tools they 
need to facilitate transparent, equitable access to services 
and choice is paramount in this process. 

“Although we hear many reports of quality service delivery 
and support in residential aged care settings, we also  
hear from consumers with far less positive experiences 
that span physical, psychological and sexual abuse; 
inappropriate use of restraints; unreported assaults,  
and people in extreme pain at end-of-life not having 
access to palliative care.”

“These stories paint a disturbing picture of an aged care 
system under strain and, in many cases, ill-equipped to 
support residents with dementia, especially in instances 
where behavioural and psychological symptoms of 
dementia may be present.”

“Aged care is complex and this Royal Commission is a 
once-in-a-generation opportunity to transform the industry 
to make a profound and lasting difference to the lives of  
all people impacted by dementia.” 

“This focus on dementia through the  
Royal Commission will inform a compelling 
future that supports people with dementia, 
their families and carers.” 
“I thank Commissioners Briggs and Tracey for including 
Dementia Australia in this Royal Commission.” 

A diamond in the Royal 
Commission 
The Royal Commission into Aged Care Quality and  
Safety held its first public hearings in Adelaide in February. 
Among the witnesses to be heard was carer and Dementia 
Advocate Barrie Anderson.

Barrie appeared on behalf of his beloved wife of 64 years, 
Grace, who was diagnosed with dementia in 2002.  
As an advocate for Grace, Barrie generously shared with 
the commission his experience of caring for Grace from 
pre-diagnosis to today where Grace is living with dignity 
thanks to Barrie’s unwavering love and determination. 

During his testimony, Barrie cited staffing levels in 
residential aged care as a critical area that needed 
attention and highlighted the need for specialist training  
for aged care workers. He suggested staff recognise  
and honour 'the small dignities', such as a person’s 
personal space and privacy, reminding the commission 
that 'their room is their world'. 

Royal Commission into  
Aged Care Quality and Safety
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Barrie’s testimony was honest, heartfelt 
and enlightening, and all the while his 
devotion to Grace shone through. 
Most poignant were Barrie’s thoughts about the 
importance and benefits of music. In a moving 
recollection, Barrie described the difference music makes 
to Grace when he plays it or sings, and the invaluable 
“eureka” moments they share as her eyes light up and 
they reminisce about times gone by. In sharing these 
special moments, Barrie highlighted the need to place  
a greater emphasis on the therapeutic benefits of music. 

Equally moving was Barrie’s account of his “pocket full  
of diamonds” – stones that he carries in his pocket and 
gives to Grace as part of a unique way to engage in a 
two-way conversation, enabling Grace to tell Barrie that 
she loves him too. 

In closing, Barrie expressed 
a desire for people to 
recognise that Grace has  
a rich past and an evolving 
future. 

We thank Barrie for having 
the courage and conviction 
to share his experience. 
Barrie has related his 
experiences to the 
commission to help shape  
a better and safer industry 
for the members of our 
community who deserve  
it the most – individuals 
such as his beloved Grace.

We are so very privileged 
to have Barrie as a Dementia Advocate. 

Above Barrie and Grace 
Anderson

2018
• 16 September – Royal Commission into Aged Care  
 Quality and Safety announced by Prime Minister  
 Scott Morrison.

• 24 September – Following feedback from 72   
 Advocates, Dementia Australia provided   
 recommendations for the Terms of Reference.

• 27 September – Dementia Australia Advocates  
 Paul Williams and Bobby Redman attended a royal  
 commission roundtable in Sydney, with the Minister  
 for Senior Australians and Aged Care, Ken Wyatt.

• 9 October – The commissioners were announced.

2019
• 18 January – Preliminary hearing relating to the   
 operation of the Royal Commission.

• 11-13, 18-22 February – Hearing into key features of  
 the aged care, quality, safety and complaints system,  
 and how that system works in practice and at a   
 general level. Evidence given by Dementia Australia  
 CEO Maree McCabe on 19 February.

•  March – Community forums in Bankstown (1 March),  
Bendigo (5 March) and Wollongong (13 March),  
and hearings focused on aged care in the home 
(18-22 March).

•  May – Hearings in the weeks of 6 and 13 May.

•  June – Hearings expected in the weeks of 17  
and 24 June.

•  July – Hearings expected in the weeks of 8,  
15 and 29 July.

•  August – Hearings expected in the week of  
5 August. 

•  September – Hearings expected in the week  
of 9 September.

•  October – Hearings expected in the weeks of  
8 and 14 October, interim report to be provided  
by the Commissioners to the Federal Government  
(31 October).

•  November – Hearings expected in the weeks  
of 4 and 11 November. 

•  December – Hearings expected in the week  
of 9 December.

2020
• 30 April – Final report to be provided by the   
 Commissioners to the Federal Government.

Timeline of events
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Inspiring change
The Royal Commission held its second round of public 
hearings in mid-March with a focus on home care. 
Delivered appropriately, home care should maximise 
independence and enable people to remain in their  
homes for longer. 

However, as the demand for these services rise and  
wait times increase, there have been reports of  
delivery falling short of client needs. These factors can 
contribute to compromised care and premature entry  
into residential care. 

Aspiring to make all these changes is carer and Dementia 
Advocate Lynda Henderson. Lynda has been caring for 
her friend, Veda Meneghetti, who was diagnosed with 
frontotemporal dementia in 2012 at the age of 61. 

For six years, the former senior manager at TAFE and  
the rock musician have faced the challenges that come 
with Veda’s diagnosis, while drawing on their skills and 
shared passion for change to educate and support  
others traveling the same road. 

Lynda shared their journey with the Commission in  
March and spoke of the difficulty of coming to terms  
with a life-changing diagnosis so young; making plans  
for home care instead of plans for retirement; adjusting  
to the initial delivery of home care which provided more 
angst than support; coping with changes in Veda’s 
condition, and the pain of living with anticipated grief  
as Veda’s condition progresses. 

Lynda also shared one of the most difficult periods  
she experienced as a carer – the six-month wait for  
the delivery of higher-needs home care. During this  
time Veda suffered immense fear and anxiety as well  
as sleeplessness. She required round-the-clock care.  
Lynda became the sole carer for Veda and described 
seeing her friend go through such a traumatic period, 
without assistance, as devastating. It also took a toll  
on Lynda. 

This critical moment in the hearing was lifted when  
Lynda shared a video she and Veda had made in 2015, 
which beautifully captured the strength in community  
and connectedness when individuals are seen beyond 
their diagnoses. 

Lynda’s testimony was honest, powerful and went a  
long way to not only tell but also show the importance  
of community support, and the impact home care has  
on the thousands of Australians reliant on its timely  
and appropriate delivery. 

We sincerely thank Lynda for sharing her experience 
as a carer and for her truly inspiring work as a 
Dementia Advocate. 

Above Dementia Advocate Lynda Henderson  
and Veda Meneghetti
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Lack of visibility in home 
care and dementia  
a major concern 
The spotlight on home care at the Royal Commission  
into Aged Care Quality and Safety will instil confidence  
in all people impacted by dementia that their voices are 
being heard. 

Dementia Australia CEO Maree McCabe said the lack  
of visibility and accountability around the home care 
system has been a concern reported by advocates and 
clients for many years. 

“The lack of appropriate dementia knowledge and skills  
in the home care workforce, the lack of transparency and 
accountability with the system of home care packages – 
both in their allocation and management – and the high 
turnover of the mostly casual workforce are the issues 
raised,” Ms McCabe said. 

“There is a distinct gap in data around how many people 
receiving care, or on waiting lists, are living with dementia.”

Ms McCabe said evidence provided by workers during the 
course of the Royal Commission suggested that anywhere 
from one quarter to one half of clients receiving home care 
have dementia, but many do not receive a dementia 
supplement, nor is their diagnosis necessarily recorded. 

“With more people choosing to stay in their homes longer, 
the workforce needs to be appropriately trained to support 
people in the early stages of dementia as well as when 
symptoms progress.

“Around 70 per cent of the 447,000 Australians living with 
dementia live in the community and tend to have much 
higher care needs than those who do not have dementia. 

“Any organisation that takes on the  
care of a person living with dementia 
must commit to training its staff to  
ensure it is delivering quality dementia 
care in the home.” 
Dementia Australia, through the Centre for Dementia 
Learning and its work as part of Dementia Training 
Australia, is one of the leading national providers of 
dementia education and consultancy to the sector. 

“Dementia Australia is currently working in partnership  
with the National Ageing Research Institute on a project  
to develop a dementia training program that is structured 
to better meet the needs of the community and the aged  
care workforce,” Ms McCabe said.  

Remaining resilient through 
the Royal Commission into 
aged care
Throughout the hearings of the Royal Commission into 
Aged Care Quality and Safety, confronting stories have 
been shared. These stories are likely to continue over the 
coming months and may trigger strong feelings, especially 
by those who have had negative interactions with aged 
care services. 

It’s common to experience a range of intense and sometimes 
confusing emotions, such as numbness, emptiness, anxiety, 
fear, sadness, guilt, regret, anger and relief. 

At Dementia Australia, we recognise many of our members 
may be experiencing these emotions. Access EAP, one  
of Australia's leading providers of counselling services,  
has prepared some tips on how to remain resilient through  
this period.

• Acknowledge your emotions and share them with  
people you trust. 

• Keep in touch with your friends, family and colleagues. 

• Physical exercise is helpful, in addition to eating regular, 
healthy meals. 

• Use deep breathing and relaxation techniques if you feel 
tense and anxious or to assist with sleep disturbances. 

For further information about dementia and support 
services in your area, call the National Dementia Helpline  
on 1800 100 500. 
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Additional home care packages 
provide some relief to waiting lists
As the prevalence of dementia continues to increase,  
so does the need for high-level home care packages. 
There are more than 100,000 people waiting to access 
home care packages and we know from people living  
with dementia and their families and carers that the wait  
for services can be difficult.

In early January, the Federal Government announced an 
additional 10,000 high-level home care packages with 
more packages announced the following month, across  
all levels of home care packages. 

While Dementia Australia welcomed the additional support, 
we urged providers to ensure staff delivering these 
packages were appropriately educated and skilled in 
dementia care. We also called for ongoing investment  
in training at a systemic level as well as the streamlining  
of My Aged Care to ensure people with a cognitive 
impairment have easy access to home care packages.  
We know there is much more to be done and look forward 
to seeing these forms of support improve the lives of many 
older Australians. 

Phased approach of Specialist 
Dementia Care Program
People impacted by dementia have long raised concerns 
with Dementia Australia about the inconsistent support  
for people exhibiting changed behaviours who may be a 
risk to themselves or others. This includes the ‘front-line’ 
use of pharmacological interventions over other forms  
of support. Dementia Australia has long called for better 
understanding and management of certain triggers so  
care givers can use alternative care treatments.

In early February, we welcomed the Federal Government’s 
announcement of the phased approach to provide a 
Specialist Dementia Care Program that targets a 
vulnerable group of people with very high behavioural 
support needs. At the same time, we reinforced the need 
for a commitment across the sector to increase the ability 
for staff to know how to support people with changed 
behaviours. We also promoted the importance of dementia 
specialist training and education more generally. We look 
forward to contributing to the further development and 
introduction of the program. 

More information about the Specialist Dementia Care 
Program can be found at https://agedcare.health.gov.
au/programs/specialist-dementia-care-program  

Over the past few months Dementia Australia has prepared and provided input on a range  
of submissions and programs and on matters of importance for members. More details of 
submissions, including where to find specific submission papers, are listed below. 
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The Minister for Ageing and Senior 
Australians launches the Aged 
Care Diversity Framework action 
plans for more inclusive care 
In mid-February, Dementia Australia welcomed the  
Aged Care Diversity Framework action plans, launched  
by The Hon. Ken Wyatt AM MP, Minister for Senior 
Australians and Aged Care. 

The plans follow the ongoing work of the Aged Care 
Sector Committee Sub-Group – which comprises 10 
diverse representatives from organisations including:  
the National LGBTI Health Alliance, National Aboriginal 
Community Controlled Health Organisations and the 
Federation of Ethnic Communities’ Councils of Australia.

Sub-group committee members have been working 
extensively with the sector to address the barriers to 
accessing aged care, so all of Australia’s diverse 
communities have equitable access to high quality  
and respectful aged care services.

The product of these sector consultations is the newly 
launched Diversity Framework, which provides an 
overarching guide to improving inclusivity across the  
aged care system. The framework includes three Diversity 
Action Plans, which drill into the unique aged care 
challenges faced by Aboriginal and Torres Strait Islander 
people (ATSI), Culturally and Linguistically Diverse people 

(CALD) and Lesbian, Gay, Bisexual, Transgender and 
Intersex people (LGBTI). Future action plans are also being 
considered as the need arises. 

Each action plan provides specific guidance aimed to 
support government, aged care providers and consumers' 
families and carers, to design, implement and access 
inclusive services that meet the needs of all Australians. 

With more than 50 per cent of aged care residents 
currently living with dementia, we expect these 
recommendations to drive improved outcomes for people 
of diverse needs and characteristics living with dementia. 
This includes access to more choice when it comes to 
aged care services and services that support and respect 
the needs of all. 

These plans are a step in the right direction towards 
building an aged care system which is inclusive and 
delivers quality and respectful services to all Australians  
– no matter their background or life experience. 

The Aged Care Diversity Framework can be found here: 
https://agedcare.health.gov.au/sites/default/files/
documents/04_2018/aged_care_diversity_framework.
pdf 
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New research to support  
the expression of sexuality  
in residential aged care 
With the Royal Commission into Aged Care Quality and 
Safety fully under way, the opportunities to highlight good 
quality care have become just as important as identifying 
areas of much-needed change. Research is key to this 
process and the Dementia Australia Research Foundation, 
through its annual funding program, has supported many 
innovative projects that focus on improving the care of 
people with dementia and their families, friends and carers.

This year, Bond University Associate Professor Cindy Jones 
is continuing her many years of experience researching, 
educating and training frontline staff to improve knowledge 
and attitudes towards late life sexuality with her $75,000 
Dementia Australia Research Foundation Project Grant. 

Fundamental to being human, no matter one’s age, is the 
expression of sexuality. Dementia causes many changes in 
people’s lives, including changes to intimate relationships, 
sex and expression of sexuality. Associate Professor Jones 
will use the funding to assist residential aged care 
environments to support people living with dementia to 
express their sexual preferences, needs and desires. 

“The ability to express sexuality is important to physical 
and sexual health, quality of life and psychosocial 
wellbeing. Discussions with key stakeholders and a review 
of literature on the subject have highlighted the limited 
work undertaken to examine the preferences of people 
living with dementia for their expression of sexuality as part 
of health and social care,” Associate Professor Jones said. 

The objectives of the research project are twofold.  
First, to develop a valid tool to assess preferences for  
the expression of sexuality that is relevant and important  
to people living with dementia and second, to use this  
tool to inform and improve care practices. Ultimately,  
the study aims to enhance quality of care and care 
satisfaction (including support received for sexual 
expression) for people living with dementia. 

Due to ageism and the stigma of dementia, healthcare 
professionals are often either unaware of or do not take 
into consideration sexual feelings and desires. 
Understanding and honouring preferences for the 
expression of sexuality is fundamental in improving 
physical and sexual health, quality of life and wellbeing  
for older adults, particularly people living with dementia.

“The funding will strive towards a model of care to support 
people living with dementia in a neglected and stigmatised 
area, in long-term care settings that are both person-
centred and consumer-directed,” Associate Professor 
Jones said.

Knowledge gained from the tool 
will allow health professionals to 
extend care provision into a 
previously often dismissed area via 
developing or revising guidelines 
for practice, such as care plans 
and procedures for people living 
with dementia.

Associate Professor Jones previously received funding 
from the Foundation in 2013, which, in partnership with 
Dementia Training Australia, led to the development of 
‘Sexualities and Dementia: Education Resource for Health 
Professionals’. The resource provides vital education and 
training for health professionals and prepares them to 
deliver a better response to the expression of sexuality  
by people living with dementia in residential aged care.  

Daydream believer: A luxury for 
people living with dementia?
The brain is never truly resting. However, new research  
has shed light on the ways in which daydreaming is 
disrupted by dementia. The study, conducted by former 
Dementia Australia Research Foundation researchers  
Dr Claire O’Callaghan and Associate Professor Muireann 
Irish, intended to quantify the capacity for daydreaming  
in Alzheimer’s disease and behavioural variant 
frontotemporal dementia (bvFTD). The second aim of  
the research was to characterise disease-related 
alterations across functional brain networks.

Daydreaming is defined as the natural tendency for our 
thoughts to drift off task. Healthy people allow their  
brains to wander and daydream half their waking lives. 
The frequency with which we daydream suggests it is 
fundamental to the human experience. 

Associate Professor Irish revealed that damage to key 
structures of the brain’s default network blocks the ability 
to daydream for people living with frontotemporal 

dementia. Imagine what it would 
be like to remain anchored to the 
present moment with no option to 
mentally go forwards or backwards 
in time? Rather than being 
distracted by their thoughts or 
memories, as is often assumed  
of people living with dementia,  
they are actually completely 
tethered to the present.

Left Associate Professor  
Cindy Jones 

Above Associate Professor Muireann Irish
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RESEARCH

Are you looking to participate  
in dementia research? 
Successful research relies on the involvement 
of people with dementia, their carers and the 
general public. 

There are many different kinds of research studies. 
Some are conducted in a laboratory, while others  
are in hospitals or via online surveys. 

For a list of studies currently recruiting participants in 
your state or territory, please visit dementia.org.au/
research/participate/submitted-studies 

The results of the study suggest that under conditions  
of low cognitive demand – for example tasks that require 
minimal demand, participants with Alzheimer’s disease 
achieved a form of daydreaming despite their structural 
and functional brain changes. However, compared to 
control subjects, participants with bvFTD displayed 
significantly reduced mind wandering capacity, suggesting 
that they have difficulty disengaging from the immediate 
environment and display a predominantly stimulus-bound 
style of thought.

The study findings are significant as they reveal an area  
of cognitive dysfunction in people living with dementia that 
has received little attention in the past. This work is crucial 
in establishing first insights into how damage to functional 
brain networks impacts internally generated thought 
processes.  

New blood test to predict genetic 
Alzheimer’s disease 
Australian research teams from Neuroscience Research 
Australia (NeuRA), the Florey Institute of Neuroscience  
and Mental Health and Edith Cowen University, have 
collaborated with a global network of researchers on a 
study that has revealed evidence for a blood test that  
can predict familial Alzheimer’s disease 16 years before 
clinical symptoms appear.

Professor Peter Schofield AO, CEO of NeuRA, said the 
study had allowed researchers to track families with the 
rare inherited Alzheimer’s disease gene and had provided 
critical insights into the biomarkers for the disease.

“Being able to identify a particular signature in the blood  
is the first step in the early detection and treatment of this 
devastating disorder of the brain,” Professor Schofield said.

“We hope that a test could become part of a routine 
medical check-up in the future, providing a cost-effective 
and efficient early warning system for the disease.” 

The research centred around the protein NfL, which is  
a crucial building block of brain cells. This building block  
is released into the bloodstream when these cells start to 
die, whether that be due to Alzheimer’s disease, traumatic 
brain injury or other neurodegenerative diseases. 

This study therefore looked at levels of NfL in  
predicting neurodegeneration and clinical progression  
in pre-symptomatic Alzheimer’s disease, working on the 
assumption that increased levels of NfL in the blood may 
be linked to greater levels of damage to the brain. In turn, 
being able to detect such damage could be useful in 
identifying Alzheimer’s disease many years before the 
symptoms develop.

Professor Colin Masters AO from the Florey Institute,  
said an NfL blood test was shown to accurately predict 
when members of a family with inherited Alzheimer’s 
disease would begin to show symptoms.

“NfL levels rise whenever the brain is damaged and,  
as Alzheimer’s disease affects 30 per cent of people  
over the age of 80, we hope that NfL will become part  
of a GP’s standard battery, like annual cholesterol testing,” 
Professor Masters said.

Further work suggests both higher levels and a steeper 
increase of NfL in the blood might be linked to thinning  
of a region of the brain’s cortex known to be affected by 
Alzheimer’s disease, as well as faster decline in memory 
and cognition.

The study’s findings could be used by doctors in the  
future not only to detect Alzheimer’s disease early, but also 
to help anticipate when patients might start to show 
symptoms. Accurately detecting the early stages of the 
disease enables treatment and appropriate strategies  
to be initiated sooner. 

However, because the study focused on families with a 
predisposition to Alzheimer’s disease, it must be noted 
that the many other conditions that can also cause 
increased levels of NfL mean it is not clear how useful  
the measure would be among individuals living with 
multiple health problems.

“Next steps for the test include replicating the results in 
sporadic Alzheimer’s disease patients, who are older and 
often have other health issues,” Professor Schofield said. 
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DEMENTIA ADVOCATES

The Dementia Australia  
Advisory Committee 
Founded in 2013, the Dementia Australia Advisory 
Committee is a formal mechanism to ensure the insights 
and wisdom of people living with dementia are included  
in policy, program and service development. 

Committee members come from a wide range of 
professional backgrounds and use their skills, lived 
experience and connections as community leaders to 
represent people living with dementia. 

Above Dementia Australia Advisory Committee 
members (L-R) Val Schache, Dennis Frost, Eileen 
Taylor, Bobby Redman, Kevyn Morris, Sarah Ashton 
and Phil Hazell with assistance dog Sara

Committee member profile 
Sarah Ashton
Sarah Ashton is living with younger onset dementia and 
joined the committee after retiring from a 40-year career 
with NSW Health. 

“I joined the committee after I retired from work as I felt  
a responsibility to use my skills to give a voice to the  
issue of dementia and to represent people living with  
the condition who could no longer add their voice to  
the community’s conversation,” Sarah said. 

“The highlights of my involvement have 
been having my voice heard on dementia-
related subjects that are important to me, 
helping to change how the community 
thinks about people living with dementia, 
and meeting other members who share 
the same interest and passion for 
advocacy that I do.” 

Recently, Sarah and other committee members provided 
feedback on the development of the draft Dementia 
Australia Client Services survey, the Younger Onset 
Dementia Hub Project and have been involved in the 
planning of the 2019 Consumer Summit.

These achievements are in addition to other committee 
responsibilities, which include advising on the design, 
delivery and evaluation of Dementia Australia programs 
and services, advising on the development of Dementia 
Australia’s policy submissions, and consulting with the 
broader community of people living with dementia, then 
sharing these insights with Dementia Australia. 

The Dementia Australia Advisory Committee strengthens 
Dementia Australia and continues to bring about positive 
change for people living with dementia. 

For information about all committee members, please visit 
dementia.org.au/about-us/advisory-groups/dementia-
advisory-committee 

You can also contact the committee directly via email on 
DAAC@dementia.org.au 

Dementia Advocate Marina 
Germolus shares her story
It was 2012 when my son came to visit. He noticed 
something was wrong. He commented about my once 
incredible memory and now how I couldn’t remember 
what we talked about the week before. Together, we saw 
a doctor. Tests showed nothing was wrong. Four years 
later in 2016, an MRI revealed dementia. 

That was the beginning of my dementia journey. The first 
thing I did was visit my father, who lives in residential care 
in Sydney. He also has dementia. I told him about my 
diagnosis. He looked at me and said: “I am sorry” But of 
course, it was not his fault. 

I have an optimistic view on life, which has been brilliant. 
I’ve worked for both the Federal and State Governments 
my entire life and I’ve travelled Australia.

I’m retired now and I think part of the reason I have been 
doing so well is because of process and routine. It’s the 
ex-auditor in me! I get up, I make the bed, I have a 
shower, I get dressed and I have breakfast. It helps me  
to maintain my equilibrium. 

I have travelled just about every river cruise in Europe;  
I have even been to the North Pole. I recently went to 
Iceland with my son and his wife. I often get lost, but think 
to myself: “Enjoy the moment before you get found again. 
Someone will find you.” I talk to people while out and 
about and I feel lucky to have met with the people along 
the way – both before and after I was diagnosed.
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DEMENTIA ADVOCATES

Above Marina Germolus

Marina's artworks go together 
to represent a journey of one 
step at a time

Above 'Peace' is sitting among the trees and 
coming to acceptance 

Above 'Confusion' represents the confusion 
of walking into a room and not knowing why 
you went in there

The only thing is that dementia takes you to a place you 
didn’t expect to go. You walk out of the bedroom and  
into the kitchen with no recollection of why you’re there.  
I forget what I had for breakfast, but I remember what I  
did 35 years ago. 

My plans to retire in the mountains in Tasmania are no 
longer possible and that makes me feel disappointed. 

Soon I will move into a retirement village and I feel 
disappointed that I will eventually be dependent on 
someone else. I know I will reach a point of no return. 

But I’ll be 72 in April and I still believe I have a degree  
of longevity based on my genes. My mother, who also  
had dementia, died at 89 and my father is in his 90s. 

What worries me is what happens to the people who can’t 
afford to go to aged care because it is expensive. I think 
society can have a lack of respect for older people and  
all we have contributed throughout our lives.

At the end of the day, we all end up in the same place.  
In the meantime, be kind to your family and friends, 
respect the people around you. 

On this journey, humour is very important 
– it’s key to helping people realise things 
are okay. 
I believe it is important for people to know that dementia is 
a medical condition that develops for a number of reasons. 

I always say to have empathy, but not sympathy. Nobody 
wants to have sympathy, but to be empathetic makes the 
world of difference. 
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FUNDRAISING

The Memory Walk & Jog is a family and dog-friendly  
fun run, which raises vital funds for Dementia Australia.  
The 2019 Memory Walk & Jog season is already in full 
swing and, with nine locations across Australia, this is  
set to be our biggest year yet.

In 2019, we need to raise $1.5 million for Dementia 
Australia to provide services for the more than  
447,000 Australians living with dementia and the  
almost 1.5 million people involved in their care. 

So far, more than 3,750 people have walked, jogged  
or run as part of one of our events. Will you be next  
on the starting line? Register now, choose your distance  
and walk, jog or run to help Australia get active and  
beat dementia.

We’ve done our best to hold events in as many locations 
as possible, but if there isn’t one nearby, please consider 
holding a DIY (do-it-yourself) or MY (your own) Memory 
Walk & Jog so you don’t miss out on the fun and 
fundraising.

Register today at memorywalk.com.au or call our friendly 
Memory Walk & Jog team on 1300 636 679 

2019 events still to come
Sydney  Sunday 19 May

Brisbane Sunday 26 May

Sunshine Coast Sunday 9 June

Memory Walk & Jog
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Bondi2Berry – A Ride  
to Remember
Bondi2Berry is back this September, bigger and better 
than ever with the addition of Bondi2Brighton. 

Starting in Bondi, 100 riders will take on the Bondi2Berry 
challenge, with 30 riders continuing on to Melbourne.

Organisers Nick Young and Pierre Sullivan have raised 
more than $260,000 since Bondi2Berry began in 2016 
and this year have set an incredible fundraising target of 
$200,000. Nick and Pierre turned their passion for cycling 
into a quest to raise funds and increase community 
awareness about dementia following the loss of Nick’s  
two grandmothers to dementia, and the diagnosis of  
both Nick’s father and Pierre’s mother.

Dementia Australia thanks Nick and Pierre for putting 
together a fantastic event and for supporting Dementia 
Australia’s important work. 

Follow their progress on Facebook @Bondi2Berry  
or go to bondi2berry.com  

Above Nick Young and Pierre Sullivan's 
Bondi2Berry team

DIY Memory Walk & Jog
is the perfect way to get

together with friends, keep fit 
and have a great time while 
raising valuable funds and

awareness for
Dementia Australia. 

GET ACTIVE. 
BEAT DEMENTIA.

Host your own
Memory Walk

memorywalk.com.au or call 1300 636 679 

Host your own  
Memory Walk & Jog
Can’t make if to a Memory Walk and Jog event?  
Why not consider hosting one in your local area? 

Hosting your own Memory Walk & Jog is a fun and 
rewarding way to get together with friends, family  
or colleagues, raising valuable funds and increasing 
awareness for Dementia Australia. You can tailor your 
event to suit by choosing your event date, location, 
distance and any additional fundraising activities,  
making it as grand or as subtle as you like.

Go to www.memorywalk.com.au and click  
‘Host a Walk’ to find out more information. 
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DEMENTIA FRIENDS

A friend marks the spot
Recently, Priceline Pharmacies ran a competition to 
encourage pharmacy staff to consider ways to make their 
work space more dementia-friendly. The competition is 
one initiative undertaken by Priceline, as it edges closer  
to working towards becoming a Dementia-Friendly 
Organisation. 

The competition centred around steps to follow on a 
treasure map and asked staff to undertake tasks including 
completing an online training module, downloading the 
dementia-friendly guidelines, signing up to be a Dementia 
Friend and considering and implementing two practical 
initiatives to make their environment more dementia-friendly. 

Some of the changes made as a result of the competition 
included visual changes to medications to help people 
understand what times of the day to take their 
medications, and reducing signs which may be visually 
overwhelming in the clinic room. Instead, the room now 
boasts three hand-drawn and calming pictures. 

Competition winners were recognised by Dementia 
Australia CEO Maree McCabe at an event in March.

The Priceline Partnership
From Priceline National Dispensary Operations 
Manager Regina Cowie

“Priceline Pharmacy’s vision is to be the inspirational choice 
of beauty, health and wellbeing for women, and dementia 
is the leading cause of death for women so it’s a natural fit 
for us to work together. Dementia Australia is a key partner 
in our Priceline Sisterhood Foundation so it’s a perfect fit.

“To date, we have rolled out dementia training to more than 
500 staff across Australia, as well as EDIE™ – the Virtual 
Reality Experience allowing staff to walk in the shoes of 
someone with dementia. Staff now have a deeper 
understanding of the impact of dementia and a deeper 
sense of empathy for individuals living with this condition.” 

“With more than 85 per cent of our network signing up to 
be Dementia Friends and making significant changes to 
our retail space, we are proud of what we have achieved 
and excited about the future.”

The Priceline-Dementia  
Australia experience
From Dementia Australia Regional Director  
for Victoria and Tasmania, Marie Norman

“Becoming dementia-friendly means an organisation  
or business wants to make changes to its operations, 
procedures and environment to better meet the needs  
of people living with dementia. When a business is 
dementia-friendly, it becomes more accessible, leading to 
more positive customer experiences, and better outcomes 
for people living with dementia, their families and carers.” 

“This is especially important for health providers and 
services, including pharmacies. People living with 
dementia may need extra understanding and support 
when they are visiting the pharmacy. How staff respond 
can make a real difference for the person living with 
dementia.”

“This experience with Priceline has been really positive  
and if there are other organisations considering working 
towards being a Dementia Friendly Organisation,  
I would say – get in contact!” 

For more information about Dementia Friendly  
Organisations or the Dementia Friends program,  
please visit dementiafriendly.org.au 

Above Priceline Pharmacy winners from across Australia 
were congratulated by Dementia Australia CEO Maree 
McCabe (centre) in March, at a special thank you event 

Above Before (left) and after (right) changes were 
made to the Priceline Beaumaris Clinic Room
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SPOTLIGHT NEWS IN BRIEF

For more information about dementia, support 
and services, please call the National Dementia 
Helpline on 1800 100 500 or visit  
dementia.org.au/resources/help-sheets 

Helpful tips

EDIE launched in 
Singapore
In February, the Centre for Dementia Learning provided 
training to staff from Alzheimer’s Disease Association 
(ADA) Singapore to enable them to deliver the Educational 
Dementia Immersive Experience (EDIE™) workshop. 

EDIE is a mobile headset virtual reality experience that 
enables participants to see the world through the eyes of  
a person living with dementia. The immersive workshop 
enhances knowledge of dementia while exploring a 
supportive approach to living more confidently with 
dementia. 

ADA Singapore approached the Centre for Dementia 
Learning at Dementia Australia to introduce EDIE to 
improve dementia care education for carers and reduce 
public stigma. ADA estimates 82,000 people are currently 
living with dementia in Singapore. 

During the workshop in February, Dementia Australia 
facilitator Liz Keating delivered education to ADA 
Singapore staff. ADA Singapore is now conducting the 
Enabling EDIE workshops, with a goal to reach 1,000 
people in the next three years.

Singapore is now the second country outside Australia to 
be delivering the EDIE workshop, with Canada being the 
other. We are about to support the delivery of the program 
into the Czech Republic. 

The importance of self-care
A diagnosis of dementia can be confronting and 
life-changing for the person living with dementia  
as well as for their family and carers.

However, there is much that people living with 
dementia can do to ensure they remain independent 
for as long as possible and they, along with their 
families and carers, continue to enjoy life. 

While it’s advisable to be upbeat and positive about 
the future and remain focused on opportunities for 
quality of life, there are likely to be times when this  
is difficult. 

The physical and emotional demands of caring  
for someone with dementia can be high, and hard  
to balance with the needs of looking after family.  
As the amount of care needed increases, more  
time and energy will be needed from the carer. 

Managing stress is vital for carers as it improves their 
emotional wellbeing, and ultimately, their ability to care 
for a person living with dementia. Finding time for 
themselves is very important for their mental health, 
as is having a support network of their own.

For those living with dementia, experiencing the 
changes caused by it may bring about a range of 
different emotions.

Learning about dementia is always a good starting 
point for families, carers and people living with 
dementia. Learning more about dementia either 
through research or attending information sessions 
will help to provide you with an understanding of what 
you or your loved ones are experiencing and equip 
you with the tools to adjust to these situations.

The most important self-care tip for 
people living with dementia and their 
loved ones is to maintain good health. 
This can be achieved through regular exercise and  
by eating a balanced diet. Many people find it helpful 
to incorporate regular meditation or relaxation 
activities into their day.

It’s also important to remember that you’re not alone. 
There is a large number of support groups throughout 
Australia. Many people find comfort and practical 
assistance by attending these meetings and talking 
with people who share similar experiences.  
It’s also important to build a support network of family 
and friends, so you can ask for help when you need it. 

Above Dementia Australia Facilitator Liz Keating with 
Alzheimer's Disease Association staff
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DEMENTIA LIBRARY

My Book about Brains, Change and Dementia: What is dementia and  
what does it do?  
Lynda Moore and illustrated by George Haddon (2018)

This picture book breaks down misconceptions about dementia and speaks directly to younger 
children about the realities of the disease, using age-appropriate language in an engaging and 
informative way. It reassures parents of the value of open and honest conversation about the 
challenges raised by dementia and offers advice and support in the opening 'Guide for grown-ups'.
Available in print copy and eBook.

Loving Someone Who Has Dementia: How to find hope while coping  
with stress and grief
Pauline Boss (2011)

This book outlines seven guidelines to stay resilient while caring for someone who has dementia. 
It discusses changed relationships and offers approaches to understand and cope with the 
emotional strain of caregiving. Boss's book builds on research and clinical experience, yet the 
material is presented as a conversation.  
Available in print copy and eBook.

Creating Moments of Joy: Along the Alzheimer's Journey
Jolene Brackey (2007)

When a person has short-term memory loss, life is made up of moments. We are not able to 
create a perfectly wonderful day, but it is absolutely attainable to create perfectly wonderful 
moments – moments that put smiles on faces, a twinkle in eyes, or trigger memories. 
Available in print copy and eBook.

A Caregiver's Guide to Dementia: Using activities and other strategies  
to prevent, reduce and manage behavioural symptoms
Laura N. Gitlin (2014)

The strategies featured in this guide have been used by the authors in their research and reflect 
approaches and techniques that families have found to be most helpful.  
Available in print copy.

Keeping Love Alive as Memories Fade: The 5 love languages and the 
Alzheimer's journey
Gary Chapman (2016)

At its heart, this book is about how love gently lifts a corner of dementia’s dark curtain to  
cultivate an emotional connection amid memory loss. This collaborative work by a healthcare 
professional, caregiver and relationship expert will provide an overview of the proposed love 
languages and dementia.  
Available in print copy, eBook and audiobook.

Many of our members have been enjoying one or more of the following books over  
the past year. What books have you read that you would recommend to others?

Contact Michelle or Stroma for access to our comprehensive collection of dementia resources

online dementia.org.au/library   email library@dementia.org.au   call 1800 100 500

What you are reading


