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I am both humbled and delighted to 
be joining the board of Alzheimer’s 
Australia NSW as your new chairman. 
This is indeed an exciting time for 
us, and I’m full of optimism for our 
continued success in driving policy 
change and service improvements 
for people living with a diagnosis of 
dementia, their families and their carers 

in NSW. I wish to express my gratitude and respect for our 
past chairman, Jerry Ellis AO, and board members past and 
present for their outstanding contribution to the organisation, 
which is in great shape.

Over the years, I have had a strong interest in health 
issues for Australians, both young and old, and a passion 
for helping disadvantaged people. Like so many others, we 
have had dementia in our family and have felt its devastating 
effects firsthand. 

I believe it is critical that we continue our push for improved 
awareness and access to appropriate services. Not only is 
dementia a whole-of-government issue, but it is a  
whole-of-society issue. Dementia touches every corner of 
Australia, yet I am also amazed at the grace and resilience of 
our consumers and their carers in dealing with life’s challenges. 
The compassion and professionalism of the organisation and 
its staff is well recognised and enriches the lives of those that it 
touches. I look forward to working with John Watkins AM and 
the entire team at Alzheimer’s Australia NSW, and I invite you 
to let us know where we can do better.

BRIEF BIOGRAPHY OF PAUL ROBERTSON 
Paul is a former executive director of Macquarie Bank 
with extensive experience in banking, finance and risk 
management. Paul’s other current directorships and 
interests include: 
Chairman, St Vincent’s Health Australia Limited and 
Chair of Trustees of St Vincent’s Hospital, Sydney: 
One of the 20 largest private companies in Australia, this 
is the nation’s largest not-for-profit health and aged-care 
provider with 17,000 staff and $2 billion turnover.
Chairman, Social Ventures Australia: This organisation 
helps to create better education and employment 
outcomes for disadvantaged Australians by bringing the 
best of business to the social sector. 
Founder and Director, Financial Markets Foundation 
for Children: This foundation raises funds for the health 
and welfare of children in Australia. It is chaired by the 
RBA governor and directors, including the CEOs of four 
major Australian banks.
Director, Telco Together Foundation: This is a 
telecommunications industry foundation seeking to make 
a difference in disadvantaged communities.
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CEO’S MESSAGE

GOING PLACES

Transport plays an important 
role in helping people 
to stay connected, and 
at Alzheimer’s Australia 
NSW we understand the 
significant impact living 
with dementia can have on 
access to transport.

The latest dementia 
prevalence rates show that the number of people 
with dementia across NSW is now an estimated 
115,000. This number is projected to increase 
to more than 128,500 by 2020 and 272,000 by 
2050 if no cure is found. These figures tell us that 
dementia is an issue that will continue to increase 
exponentially and highlights the fact that good 
transport options will only become more crucial.

Alzheimer’s Australia NSW is committed to 
ensuring the transport needs of people living with 
dementia are met. If you have been diagnosed with 
the early stages of dementia we encourage you, 
your families and carers to plan ahead and consider 
your needs regarding mobility and transport.

In 2016, we will also continue to advocate for 
a dementia strategy across NSW that will see 
improved support for people who are living with 
dementia, including initiatives in health, housing and 
other services.

We will strive to ensure that people living with 
dementia continue to be enabled and empowered. 
We will engage with the NSW Government to 
ensure comprehensive action continues to be 
taken to provide the best possible care and fight 
this disease. 

This year, we also welcome a new chairman, 
Paul Robertson AM, who brings a wealth of talent 
and experience to the role. Paul replaces Jerry Ellis 
AO, whom I would like to thank for the significant 
contribution he has made to Alzheimer’s Australia 
NSW over the past three years. I wish him all the 
best for the future.

The Hon. John Watkins AM
CEO, Alzheimer’s Australia NSW
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MY MEMORY WALK

On 30 April, Chris Barton 
will walk from Wollongong 
to Sydney (approximately 
80km) through some rugged 
coastal terrain to raise funds 
through My Memory Walk & 
Jog, a new fundraising initiative 
involving personal challenges for 
those unable to attend specific 
events. Personal challenges, sponsored 
by family and friends, can be created to 
complete a certain distance.

Chris says he will be completing the arduous 
walk all in one day because he is passionate 
about raising money to fight dementia, as he has been 
affected by Alzheimer’s disease.

“This terrible disease has sadly affected two of  
my family members: my nanna, who has now passed 
away, and my auntie Marylyn, who is currently 
going through it,” he says. “I wanted to attempt 
a My Memory Walk that replicates the difficulties 
that someone who has Alzheimer’s disease has to 
go through on a daily basis, including the feelings of 
isolation and personal challenge.

“The walk I have designed is not part of an organised 
group, but rather a personal, solo journey with the help 
of a small support crew to guide me, walk with me and 
help me if and when needed.

“I also wanted to attempt this journey in the hope 
that both my personal and business networks would 
get behind me and understand how important this 
is to me so that I can raise important funds to fight 
Alzheimer’s disease.”
For more information visit:  
https://reg.memorywalk.com.au/my/

DIY MEMORY WALK & JOG
If you don’t have a Memory Walk & Jog near 
you but want to get involved, you can host your 
own event. Alzheimer’s Australia NSW’s DIY 
team will provide you with all the materials and 
support you need to create a successful and fun 
event for your community.

You can set up an online fundraising page 
and share it with your community, friends and 
family via email, Facebook or Twitter so they 
can donate directly to you.
To find out more, visit:  
https://reg.memorywalk.com.au/diy/

The Hon. John Watkins, The Hon. Leslie Williams, The 

Hon. John Ajaka and Regional Manager Gary Thomas.

“ILLAWARRA MEMORY 
WALK & JOG RAISED MORE 

THAN $37,000, WHICH WILL GO 
TOWARDS VITAL SUPPORT FOR 
PEOPLE LIVING WITH DEMENTIA 
IN THE ILLAWARRA REGION.

The Alzheimer’s Australia NSW Memory Walk & Jog 
is back, bigger and better than ever in 2016! More 
than 1300 participants took part in the Illawarra event 
– the first of six to be held across NSW – on Sunday 
28 February at Stuart Park in North Wollongong. This 
event raised more than $37,000, which will go towards 
vital support for the more than 8000 people living with 
dementia in the Illawarra region.

Actress and Alzheimer’s Australia NSW Ambassador 
Doris Younane and Channel 7 reporter Sean Berry hosted 
the event. Participants could chose between a 2km walk,  
a 6.5km walk or a 7.5km run.

“It was a lot of fun joining in and walking or running  
for a good cause and to raise awareness about 
dementia,” Doris says.

Memory Walk & Jog came to Tench Reserve in Penrith 
for the first time on 13 March. The entire western Sydney 
community embraced the event and raised $30,000 to 
help beat dementia.

Registration is still open to take part in the four 
upcoming Memory Walk & Jog events: Port Macquarie 
on 3 April, Sydney on 1 May, Albury Wodonga on 22 May 
and the Hunter on 29 May. 
To register or for more information, visit:  
www.memorywalk.com.au/find-a-walk/nsw/events

MEMORY 
WALK & JOG

Chris Barton will walk from Wollongong to Sydney.

WANTED: PARTICIPANTS 
FOR RESEARCH PROJECT

MEMORY VAN 
SPONSORED  
BY NRMA
Throughout February, the 
Alzheimer’s Australia NSW Memory 
Van hit the road in northern NSW 
thanks to NRMA, whose support 
enabled us to conduct this vital tour. 
The van visited locations including 
Armidale, Inverell, Tweed Heads, 
Banora Point, Brunswick Heads, 
Tenterfield, Casino, Warialda, 
Lismore, Ballina and Alstonville, Glen 
Innes and Ocean Shores.

The Memory Van is a mobile 
information service packed with helpful 
resources about memory concerns 
and maintaining good brain health. This 
service is useful for people who want 
information and advice about dementia, 
or for people who are interested in 
learning about Alzheimer’s Australia 
NSW’s support and education services.
For more information, please contact 
Paddye Parnell:   
T: (02) 8875 4609  
E: Paddye.Parnell@alzheimers.org.au

KIDS4DEMENTIA 
The stars of the Kids4Dementia 
video series, in which children 
and grandchildren of people living 
with dementia speak about their 
experiences, were treated to an 
afternoon tea at NSW Government 
House. They and their families were 
hosted by the Governor of NSW, His 
Excellency General The Honourable 
David Hurley AC DSC (Ret’d), who is 
the Patron of Alzheimer’s Australia 
NSW, and his wife, Linda Hurley. The 
Kids4Dementia series was launched 
during Dementia Awareness Month 
this past September. 
To view, visit:  
www.dementiadaily.org.au/
videos

Connecting with others with a diagnosis 
of younger onset dementia (YOD), 
their family and supporters has made 
a significant difference to those who 
attend the YOD Cafe at Tuggerah on the 
Central Coast. 

“We have met wonderful people who 
are in the same situation, and being 
only new to the Central Coast, we have 

YOUNGER ONSET 
DEMENTIA CAFE  
CENTRAL COAST

For more information about the 
project and to register, please visit: 
https://www.surveymonkey.com/r/
lwwdexpressionofinterest 

If you have any questions, you can 
contact Marija Stupar, Research and 
Policy Officer, at marija.stupar@
alzheimers.org.au or (02) 8875 4621.  

People living with dementia 
throughout New South Wales are 
invited to participate in a research 
project conducted by Alzheimer’s 
Australia NSW. 

The project aims to gain an 
understanding of what it means 
to live well with dementia, to find 
out what service providers could 
be doing to improve quality of life 
for people with dementia, and to 
identify strategies and good practice 
to ensure people with dementia get 

the most out of support services so 
they can lead the best life possible. 

The research findings and 
recommendations will be reported in an 
Alzheimer’s Australia NSW discussion 
paper, as well as journal articles and 
conference presentations. The work will 
also be incorporated into the ongoing 
policy and advocacy activities of 
Alzheimer’s Australia NSW. 

You can help us by completing a 
brief survey about your experiences  
and opinions. 

Alzheimer’s Australia NSW’s upgraded 
Port Macquarie Dementia and Memory 
Community Centre (DMCC) was 
officially opened in February. A big 
“Thank you” to The Hon. John Ajaka 
MLC and The Hon. Leslie Williams 
MP who helped us officially open the 
centre and to St Agnes’ Parish for their 
support. The relocation and upgrading 
of the DMCC was funded by a NSW 
Government grant.

PORT MACQUARIE DEMENTIA AND 
MEMORY COMMUNITY CENTRE

made such great friends and now 
interact with others,” says one of the 
participants.

The monthly cafe group is where 
people meet to share their stories, 
have a laugh, make connections and 
learn information. The benefit is that 
true friendships develop, and people 
are meeting regularly outside the cafe.  

The café is facilitated by Justine 
Sneddon, Alzheimer’s Australia NSW 
Younger Onset Dementia Key Worker, 
and meets monthly on the third 
Thursday of the month at The Edge 
Cafe, 4/6 Reliance Drive, Tuggerah. To 
find out more, please contact Justine 
on 0438 715 518.

It is one of a number of cafes and 
social gatherings run throughout NSW 
to connect people with dementia, their 
families and carers. 
To learn more, please see the 
Community Events Calendar  
on page 17.
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ON THE  
MOVE
RELIABLE AND SAFE TRANSPORTATION 
MEANS INDIVIDUALS WITH DEMENTIA 
AND THEIR CARERS CAN STAY 
CONNECTED. BUT AS THE DISEASE 
PROGRESSES, IT BECOMES HARDER TO 
RELY ON DRIVING AS THE SOLE MEANS 
OF TRANSPORT, MAKING ALTERNATIVES 
MORE IMPORTANT THAN EVER. 

F
or people living with dementia and their carers, access 
to reliable and safe transport helps to maintain social 
connections and a reasonable quality of life. 

The issue of driving can become complex and 
emotionally fraught for all involved. A need exists to ensure 
the person with dementia remains independent and able to 
drive for as long as it is safe. However, it is also essential 
that appropriate support and information on alternative 
transportation options are available to make the difficult 
transition to non-driver as smooth as possible.

The Australian Institute of Health and Welfare estimates 
that 80 per cent of people living with dementia in the 
community (approximately 200,000 people in Australia)  
need assistance with private transport. The potential impact 
of unmet needs for transport are social isolation, feelings of 
frustration and reliance on carers for basic needs.

Some symptoms of dementia, such as memory loss, 
difficulty performing certain tasks and language problems, 
make it difficult to organise transport. Dr Helen Feist, Acting 
Director of the Australian Population and Migration Research 
Centre at the University of Adelaide, says improved mobility 
provides older people with a sense of independence and 
control over their lives. 

“It gives them autonomy, as well as feelings of active 
citizenship and belonging,” she says. “These issues are 

critical to people’s wellbeing in later life. As Australia’s 
population ages, the ability to engage independently with 
the community through adequate and reliable transport is 
becoming more imperative.”

The transport needs of people with dementia vary with 
the stage and type of dementia. Individuals diagnosed in the 
early stages are generally capable of maintaining their regular 
activities for a limited period; many continue to drive and are 
capable of using public transport for some time. However, 
Alzheimer’s Australia NSW CEO, The Hon. John Watkins AM, 
says that as the condition progresses, carers tend to carry the 
main responsibility for meeting transport needs. “And this can 
be a daily stress for them,” he says.

In research conducted by Alzheimer’s Australia NSW, people 
with dementia and carers said that transport needs to:
• Involve people trained in dementia awareness  

and management;
• Provide escorts, especially for people who do not travel 

with a carer;
• Provide ‘door-to-door’ or ‘door-through-door’ service, 

rather than ‘curb-to-curb’;
• Involve no waiting;
• Be flexible; and
• Be available at short notice.

ALTERNATIVES
Public transport is a great alternative to driving. But if that’s 
not an option, there are two other main alternatives: the 
Taxi Transport Subsidy Scheme (TTSS) and the Community 
Transport Organisation (CTO).

PUBLIC TRANSPORT – OPAL GOLD CARD
The Gold Senior/Pensioner Opal 
card has now replaced paper tickets 
for all forms of public transport in 
NSW. It is capped at $2.50 per day 
regardless of distance travelled. It 
applies to all Sydney trains, TrainLink 
intercity services, buses, transport 
to the Blue Mountains, Central Coast, Hunter and 
Illawarra regions, all Sydney ferries and the Stockton ferry in 
Newcastle, and all light rails.

The Gold Senior/Pensioner Opal card is available for NSW 
seniors, pensioner concession cardholders, and NSW war 
widows and widowers.
For more information visit: http://www.transport.
nsw.gov.au/content/opal-card

TAXI TRANSPORT SUBSIDY SCHEME
The Taxi Transport Subsidy Scheme (TTSS) provides 
subsidised travel for approved participants to travel by 
taxi at half fare with up to a maximum subsidy of $30 per 
trip. This is available to people who are unable to travel on 
public transport without the assistance of another person. 
Each application is reviewed by Transport for NSW’s 
independent medical assessor. Aged, invalid, blind or other 
pensions do not automatically qualify for participation in the 
TTSS, and participation is not means-tested.

The NSW Government has implemented an incentive 
payment for drivers of wheelchair accessible taxis to 
improve the accessibility, reliability and response times  
for TTSS participants who require a wheelchair at all times 
for travel.
For more information visit: http://www.transport.
nsw.gov.au/customers/taxis/ttss

COMMUNITY TRANSPORT ORGANISATION
Across NSW, community transport groups provide 
assistance for people to continue living an independent 
life. Community transport groups provide not-for-profit 
passenger transport services that cater to the needs 
of individuals and their carers who cannot make use of 
existing private or mainstream public transport, or where 
public transport services are not available.
For more information visit: http://www.cto.org.au/

Other alternatives are covered in Staying on the Move 
with Dementia, available at NRMA offices, by phone at 
131122 or online at: www.mynrma.com.au/living-well-
navigator/getting-around/staying-on-the-move-with-
dementia.htm

DRIVING
At some point, all people with dementia must stop 
driving. This point will vary depending on the symptoms 
experienced and how rapidly they progress. Any driver 
diagnosed with dementia has a legal obligation to report 
to Roads and Maritime Services (RMS) in NSW. This does 
not automatically mean that their licence will be taken 
away, but they will need their doctor to complete a Medical 
Report Form. They might also be required to have a 
practical driving assessment conducted by an occupational 
therapist. If they continue to drive despite a doctor’s advice 
and are involved in a crash, they could be prosecuted and 
their car insurance might be invalidated.

Trevor Crosby, 67, was diagnosed with dementia two 
years ago. In December, he successfully passed a driving 
assessment conducted at the request of his neurologist. 
The test involved a series of reaction, retention and  
road-rules scenarios. Trevor will take a similar driving test 
every six months.

“I would recommend not to resist doing the tests once 
your specialist or GP recommend them,” Trevor says. “I 
can’t imagine the terrifying effects one would experience if 
they were involved in any sort of accident. Play it safe and 
act on qualified advice as soon as it is suggested.”

Bernard Carlon, Executive Director for Road Safety at 
Transport for NSW (RTA), says driving is a complex task 
that requires attention, memory, judgement and the  
ability to plan. 

“Dementia, particularly when it advances, can diminish 
the skills needed to drive to the point where it becomes 
unsafe,” Bernard says. “If you have been diagnosed with 
the early stages of dementia, we encourage you, your 
family or carers to plan ahead and consider your mobility 
and transport needs.”

For more information, visit the Centre for Road 
Safety website: http://roadsafety.transport.nsw.gov.
au/stayingsafe/ontheroad-65plus/dementia.html
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The National Dementia Helpline is available 9am to 
5pm, Monday to Friday.
T: 1800 100 500
E: helpline.nsw@alzheimers.org.au

MAINTAINING MOBILITY 
PROFESSOR HENRY BRODATY AO AND PROFESSOR 
PERMINDER SACHDEV AM, CO-DIRECTORS,  
CENTRE FOR HEALTHY BRAIN AGEING (CHEBA)

For most people, mobility is key to maintaining a good 
quality of life. Mobility equals freedom, flexibility and 
independence. What if you could not go shopping, see 
your doctor, visit family or meet with friends? For many 
people, driving is the preferred transport option.

But what if you have a medical condition that  
interferes with your ability to drive? National medical 
guidelines1 state that a person is not fit to hold an 
unconditional licence if the person has a diagnosis of 
dementia. This does not always mean giving up driving 
immediately, but eventually they will have to stop driving 
because dementia involves a gradual decline in cognitive 
and physical ability. 

Once dementia is diagnosed, the driver must notify 
Roads and Maritime Services (RMS) within two weeks in 
NSW. Otherwise the insurer might not provide cover and 
the driver might be liable for any accidents. There is no 
need to notify the insurer of the condition if the person 
is legally able to drive and has met their responsibility of 
notifying the licensing authority. If in doubt, it is best to 
check with the insurance company. 

Early diagnosis can smooth the transition to not 
driving. Community mobility assessment and planning 
includes family support, accessing public transport and 
use of the Taxi Transport Subsidy Scheme (TTSS)2. 
Resources are available to support retirement from 
driving through Alzheimer’s Australia3,4.

Losing the ability to drive is traumatic for anyone  
and can lead to enormous family tension. A planned 
approach can lessen the impact.

Special thanks to Beth Cheal, Rehab on the  
Road, for her advice and recommendations. 
Find out more about CHeBA at www.cheba.unsw.
ed.au. Professor Brodaty is an honorary medical 
advisor to Alzheimer’s Australia NSW.

1 Austroads Assessing Fitness to Drive 2013 
https://www.onlinepublications.austroads.com.au/downloads/
AP-G56-13 (pp 71 & 136)

2 Taxi Transport Subsidy Scheme (TTSS) 
http://www.transport.nsw.gov.au/customers/taxis/ttss

3 Alzheimer’s Australia 
https://fightdementia.org.au or 1800 100 500

4 Staying on the Move with Dementia, Alzheimer’s Australia
NSW. https://nsw.fightdementia.org.au/nsw/about-dementia-
and-memory-loss/dementia-and-driving

APPS
Accessibility apps are designed to provide better  
services and information for people with a disability to 
confidently use public transport in NSW. Three apps 
are available to download on the iTunes and Google 
Play platforms, and several other accessibility apps 
are currently in development and will progressively be 
released, the NSW government says. 

 abil.io (example below) helps users with limited 
mobility access public transport. Users can plan their 
trip in real time and be provided with comfortable 
walking distances that avoid significant uphill or 
downhill slopes and stairs. Information is also provided 
on internal routing in stations, proximity to accessible 
parking and ground services. Trip plans are automatically 
updated if services are delayed or cancelled, so users 
can easily navigate around any issues.

Metarove is a public transport trip-planning app for 
people with limited mobility or who use a mobility aid 
such as a wheelchair, scooter or crutches. The app uses 
real-time information to provide routes that cater to the 
individual user’s accessibility needs. When accessible 
routes are required, it filters out buses, trains, stations 
and stops that are flagged as not wheelchair friendly.  
It even alerts customers if a selected station 
has a short platform and advises which 
carriages to board. The app can also be 
customised based on personal walking 
speed and maximum distance to travel.

Stop Announcer is for people with vision 
impairment who need help navigating 
on public transport. It features a clear, 
high-contrast display and is designed 
to work with the Android accessibility 
feature TalkBack to provide prompt, 
easily audible announcements as 
users arrive at bus stops, train 
stations, ferry wharves and  
light rail stops.

For more information visit:  
www.transportnsw.info/apps

Planning for Transport in Self-Directed Care is a new 
information booklet about transport options included  
under new self-directed care models through the  
Federal Government’s National Disability Insurance 
Scheme, home care packages and the State Government 
program Living Life My Way. Not only does it set out 
transportation options available for people with dementia, 
but it also aims to help people understand the value of 
transportation in maintaining connections and social 
engagements for those affected by a dementia diagnosis.

“It is important to ensure that people with dementia  
are valued and respected community members, 
experiencing a fulfilling range of life opportunities and 
choices,” says Minister for Ageing and Minister for 
Disability Services The Hon. John Ajaka, MLC. 

The resources are a reminder for people to think more 
about transport when considering care, says Alzheimer’s 
Australia NSW CEO The Hon. John Watkins AM. 

“To ensure mobility and social participation, you  
need to make sure you explore and plan your transport 
options following a diagnosis of dementia,” John says. 
“People tend to think about personal care and domestic 
care that can help them, but we don’t want them to  
forget the benefits they’ll get from transport. This 
information equips people with dementia and their  
carers to make more informed choices and use  
package funding wisely.”
For a copy of Planning for Transport in Self-Directed 
Care phone the National Dementia Helpline on  
1800 100 500 or visit www.fightdementia.org.au

INDIVIDUALISED FUNDING 
AND TRANSPORT

ACCESSIBILITY TRANSPORT 
ADVISORY COMMITTEE
Barry Freeman represents Alzheimer’s Australia  
NSW on Transport for NSW’s Accessible Transport 
Advisory Committee (ATAC), which is a forum for 
identifying and considering opportunities and barriers  
in the current transport system.

Barry worked as a chemical engineer and in the  
private sector prior to his wife, Joanie, being diagnosed 
with Alzheimer’s disease.

“I needed to care for her full-time. Our experience 
with dementia has involved me as a full-time carer for 
four years until there became the need for residential 
care because of Joanie’s deteriorating health as well 
as my own, to a degree,” Barry says. “I’m still involved 
with her most days of the week to give her outings and 
physical exercise to ensure that she has the best quality 
of life that I can give her.”

Barry says transport is critical for those with 
dementia, and certainly their carers, as there are many 
needs for travel within the caring role.

“Examples are medical appointments, respite from 
home care, and just the enjoyment of going somewhere 
for a movie, a show, the beach or the country. It all is 
necessary to maintain some quality of life,” he says. 
“The ATAC committee meetings are very interesting 
in terms of understanding what Transport for NSW 
is doing with various forms of transportation. It also 
gives various interest groups a real opportunity to input 
their concerns and needs about the relevant planning 
that goes on in the development of new and existing 
transport initiatives.

“The committee has the opportunity to really 
influence the final outcomes of these projects. I know 
that Transport for NSW values the input they get from 
ATAC, and I’m sure we make a difference for those with 
challenging situations in their lives, ensuring their needs 
are more effectively understood and catered for.”

“THE POTENTIAL 
IMPACT OF 

UNMET NEEDS FOR 
TRANSPORT ARE 
SOCIAL ISOLATION, 
FEELINGS OF 
FRUSTRATION AND 
RELIANCE ON CARERS 
FOR BASIC NEEDS.
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RESEARCH

TESTING THE WATERS
COULD A URINE TEST ASSIST IN DIAGNOSING DEMENTIA? 
AMERICAN SCIENTISTS ARE WORKING ON IT.

There have been some promising 
advancements in the area of 
dementia diagnosis over the past few 
years, but now American scientists 
have added another interesting 
prospect to the mix: a urine test. 

In one study published in the 
journal Scientific Reports, scientists 

found that a specific odour signature 
appears in the urine of mice before 
the onset of Alzheimer’s disease 
brain pathology, suggesting that it 
might be possible to diagnose the 
disease through urine. 

To get to this conclusion, the 
scientists collected urine from 

mice that were modified to develop 
biomarkers associated with human 
Alzheimer’s disease (such as toxic 
amyloid proteins), as well as mice 
that were considered cognitively 
healthy (i.e. the control group). 

The urine was then analysed 
using a chemical-based lab test 
known as an odour cross-habituation 
assay. Results suggested that the 
urine of the mouse group with 
Alzheimer’s disease produced 
specific urinary odour profiles that 
could be distinguished from those of 
cognitively healthy mice. 

“While this research is at the 
proof-of-concept stage, the 
identification of distinctive odour 
signatures might someday point 
the way to human biomarkers that 
identify Alzheimer’s at early stages,” 
says study leader Dr Daniel Wesson, 
a neuroscientist at Case Western 
Reserve University School of 
Medicine in the US. 

Identification of an early biomarker 
for Alzheimer’s disease could 
potentially allow doctors to diagnose 
the disease before the onset of brain 
deterioration, which would also pave 
the way for impending treatments to 
slow progression of the disease. 

Scientists now hope to continue 
developing this test to further 
identify and characterise the odour 
signatures in humans.

GIVING THE BRAIN  
A BOOST
NEW EVIDENCE HAS 
SHOWN THE POWER 
OF BRAIN PROTEINS IN 
MEMORY PERFORMANCE.

Much of the research to date 
focuses on biomarkers in the brain 
that cause Alzheimer’s disease. 
However, in a research paper 
published in the journal Molecular 
Psychiatry, new evidence has 
emerged that showcases a protein 
in the brain that might actually boost 
brain power. 

Scientists from the Centre for 
Neurosciences of Heidelberg 
University found during their mouse 
experiments that a protein known as 
Dnmt3a2 can enhance memory and 
learning performance. 

The research team originally 
noticed that this protein might 
play an important role in brain 
health because they noticed that 
the amount reduced with age. 
But when scientists injected older 
mice with a virus that produces 
this specific protein, they found 
that memory capacity improved. 
They even found that memory 
improved in younger mice when 
they undertook the same process, 
highlighting its importance. 

While this is an exciting outcome, 
it is important to remember that this 
research has yet to provide evidence 
the same result would occur if you 
injected mice – or people – with 
Alzheimer’s disease with the same 
virus. They plan on conducting more 
research to confirm their results. 

Researchers have found that 
blocking a specific receptor in 
the brain thought responsible for 
inflammation could halt some of the 
memory and behaviour deficits seen 
in those with Alzheimer’s disease. 

In this study, published in the 
journal Brain, researchers specifically 
looked at microglial cells, which 
constitute about 10 to 15 per cent 
of total brain cells. While the role 
of microglial cells in Alzheimer’s 
disease onset and development is 
still up for debate, it is suggested 
that reducing their numbers could 
slow down disease progression. 

During this study, the researchers 
at the University of Southampton, 
UK, used tissue samples from post 
mortem brains with and without 
Alzheimer’s disease. They found 
that the number of microglia were 
higher in the brains of those with 
Alzheimer’s disease, and the activity 
of the molecules regulating the 
numbers of microglia also correlated 
with the severity of the disease. 

So what does this all mean? 
Well, based on these results, 
the researchers hypothesised 
that blocking excess microglial 
cells in the brains of those with 
Alzheimer’s disease might slow 

down and even stop the disease 
from progressing. 

To confirm their hypothesis, 
researchers tested mice genetically 
modified to develop Alzheimer’s 
disease. They gave some of the mice 
an oral dose of an inhibitor called 
CSF1R that blocks microglia from 
developing. They found that this 
inhibitor could in fact prevent the rise 
in microglial activation and partially 
prevent the pathological progression 
of Alzheimer’s disease, which was 
seen in untreated mice. 

In addition, the inhibitor prevented 
the loss of communication points 
between the nerve cells in the brain 
associated with Alzheimer’s disease, 
and the treated mice demonstrated 
fewer memory and behavioural 
problems when compared with the 
untreated mice. 

Dr Diego Gomez-Nicola, lead 
researcher on the study, said that 
these findings are as close to 
evidence as they can get to show that 
this particular pathway is active in the 
development of Alzheimer’s disease. 

“The next step is to work closely 
with our partners in the industry to 
find a safe and suitable drug that 
can be tested to see if it works on 
humans,” he says.

REDUCING BRAIN INFLAMATION 
COULD HALT PROGRESS OF 
ALZHEIMER’S SYMPTOMS 

RESEARCHERS STUDYING THE EFFECTS OF 
MICROGLIAL CELLS SUGGEST THAT REDUCING THEIR 
NUMBER MIGHT SLOW DISEASE PROGRESSION. 

“A PROTEIN KNOWN 
AS DNMT3A2 CAN 

ENHANCE MEMORY 
AND LEARNING 
PERFORMANCE. 
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RESEARCH COMMUNITY SPOTLIGHT

A PLACE FOR EVERYONE
PORT MACQUARIE IS LEADING THE WAY TOWARDS 
BECOMING THE FIRST DEMENTIA-FRIENDLY 
COMMUNITY IN NEW SOUTH WALES.

A new standard of support for people living 
with dementia in retirement villages will be 
set as the result of a joint project between 
Alzheimer’s Australia NSW and the Property 
Council of Australia.

With the number of Australians living in 
retirement villages expected to more than 
double in the next decade, a new specialist 
guide, The Dementia Guide for the Australian 
Retirement Village Industry, will help 
operators make responsible decisions about 
support and care levels provided across 
Australia’s 2200 retirement communities.

The guide gives expert guidance to owners 
about services and design features including 
health and wellbeing staff, in-house home 
care, carer support and respite, technology 
for monitoring and community connection, 
assisted living and serviced apartments 
that help people with dementia to live 
independently for longer, and advice on when 
specialist residential care is necessary.

The Property Council Executive Director 
for Retirement Living, Mary Wood, says 
the guide will make a difference to the 
lives of residents in Australia’s burgeoning 
retirement living communities.

“This initiative is about creating more 
dementia-friendly communities that 
understand, respect and support people 

living with dementia, and enable them to 
feel confident and contribute to community 
life,” she says. “The publication of this 
simple and practical guide will give every 
retirement village owner the ability to 
either provide appropriate support or help 
a person accept they need more intensive 
services in a residential care facility in a 
sensitive and appropriate way.” 

Alzheimer’s Australia NSW General 
Manager – Policy, Research and 
Information, Brendan Moore, says 
dementia is going to become more 
prevalent in our communities, as the 
number of people diagnosed will only grow. 

“We are really pleased to have produced 
this guide in partnership with the Property 
Council, and we are confident it will help 
retirement village operators respond better 
to this growing challenge,” Brendan says. 
“There will be greater clarity for residents 
and prospective residents around the level 
and types of support they can expect to 
receive in their village. Older Australians are 
looking for this type of support, including 
people with dementia.”

The Dementia Guide for the Australian 
Retirement Village Industry is available at 
www.retirementliving.org.au/research 

RAISING THE BAR FOR 
RETIREMENT VILLAGES
AS THE NUMBER OF INDIVIDUALS LIVING IN RETIREMENT VILLAGES 
GROWS, A NEW GUIDE AIMS TO SET HIGH STANDARDS FOR OPERATORS.

Q My wife who has 
dementia seems 

to have gone downhill 
quite quickly. She’s very 
confused and disoriented. 
What should I do?
Sometimes a rapid 
deterioration in a person’s 
functioning indicates an 
acute medical condition, 
such as an infection. It is 
important to seek medical 
advice as soon as possible 
because the problem can 
often be easily treated. 
Sometimes it can be hard 
for someone with dementia 
to let you know the exact 
problem, but a visit to their 
GP should be the first step.

Q Mum has been 
 diagnosed with 

Alzheimer’s disease and 
she is living interstate. 
I am really worried 
about her and what I 
should do. Can you give 
me any advice?
A diagnosis of dementia 
does not automatically mean 
that a person is incapable 
of caring for themselves. 
Helping someone to stay in 
the familiar surroundings of 
their own home for as long 
as possible is the ultimate 
goal. To be able to support 
your mum and help her to 
be independent, it would 
be helpful to access our 
help sheets here: www.
fightdementia.org.au
 
To talk about your feelings 
and how dementia affects 
you, call our National 
Dementia Helpline on  
1800 100 500. 

A&Q
Throughout 2015, eight businesses 
in Port Macquarie, NSW, were 
recognised as working towards being  
dementia-friendly:
• Coast Front Realty
• St Agnes’ Parish
• Silver Service Hire Cars
• Settlement City
• MBC Recruitment
• Top Spot Café and Cakes, 

Laurieton
• Café Buzz, Port Macquarie
• The Fat Fish Beachfront Bistro, 

Bonny Hills
The Port Macquarie Dementia 
Community Support Alliance has also 
approved action plans for Holdsworth 
Community Centre, Gaden Community 
Café and Woollahra Community/
Woollahra Council in Sydney. 

Numerous businesses in the Port 
Macquarie-Hastings area continue to 
register their interest in the  
dementia-friendly communities 
initiative, with local business plans 
currently under review by the local 
Dementia Community Support Alliance.

Other communities within NSW 
are now seeing the achievements 
being made in the Port Macquarie-
Hastings area, and they are looking to 
Alzheimer’s Australia NSW for guidance 
and support in their own dementia-
friendly community endeavours.

Dementia Mates, a part of the 
dementia-friendly community initiative, 

fosters a relationship between 
volunteers and people living with 
dementia, and it is continuing to gain 
traction within the community. To 
date, the volunteer social engagement 
program has recruited numerous 
volunteers who have since started 
some beneficial friendships with 
people living with dementia. The 
project aims to reduce social isolation, 
and it will ensure people living with 
dementia in the community continue 
to enjoy social interactions and 
engagement with activities.

Port Macquarie has also been 
fortunate to be one of only two areas 
involved in the pilot program of a 
primary school dementia program. 
Kids4Dementia will be piloted in Term 
1 of 2016 at two Catholic Year 4 and 
Year 5 primary school classes in Port 
Macquarie. 

Local MP Leslie Williams and 
Alzheimer’s Australia NSW Regional 
Manager – North Coast Gary Thomas 
established the Port Macquarie 
Dementia-Friendly Community project 
in 2012. A steering committee has 
been involved in developing and driving 

the Dementia-Friendly Community 
project since 2012 with a committed 
Port Macquarie Dementia-Friendly 
Community project officer in place 
during 2015. 

If you would like more information on how your business could work 
towards being dementia-friendly, please contact Kara Nicholson, 
Dementia-Friendly Community project officer, on 02 6584 7444 or via 
email at kara.nicholson@alzheimers.org.au

“THIS INITIATIVE  
IS ABOUT CREATING 

DEMENTIA-FRIENDLY 
COMMUNITIES THAT 
UNDERSTAND, RESPECT 
AND SUPPORT PEOPLE 
LIVING WITH DEMENTIA.



 AUTUMN 2016 IN TOUCH 1514 IN TOUCH AUTUMN 2016

POLICY UPDATE DEMENTIA ADVOCATES

CHANGES TO COMPLAINTS 
MANAGEMENT
ALZHEIMER’S AUSTRALIA AND OTHER ORGANISATIONS 
HAVE SUCCESSFULLY LOBBIED FOR CHANGES TO HOW 
COMPLAINTS ABOUT AGED-CARE SERVICES ARE HANDLED. 

WALKING THE WALK AND 
TALKING THE TALK
ALICIA AND HER HUSBAND, DAVID, HAD A BUSY LIFE AS PARENTS AND 
BUSINESS OWNERS. BUT AFTER DAVID WAS DIAGNOSED WITH ALZHEIMER’S, 
ALICIA DECIDED TO BECOME A DEMENTIA ADVOCATE AS WELL. 

If you would like to be a Dementia Advocate please contact Jo-Ann Brown or visit  
the Fight Dementia website. T: (02) 8875 4636 | E: jo-ann.brown@alzheimers.org.au 
W: nsw.fightdementia.org.au/nsw/support-us/dementia-advocates-program

BECOME AN 
ADVOCATE

 

NATIONAL DEMENTIA HELPLINE
Alzheimer’s Australia NSW provides assistance and advice. The National 
Dementia Helpline is an Australian Government initiative. T: 1800 100 500

From 1 January 2016 the Aged Care 
Commissioner, Rae Lamb, will be 
directly responsible for managing 
complaints about the care and 
services provided to people 
receiving Australian Government 
subsidised aged care in their 
homes and in aged-care facilities. 
The official title is the Aged Care 
Complaints Commissioner.

Alzheimer’s Australia NSW is 
encouraged by this development, 
as it separates complaints 
receiving, handling and resolution 
from the Department of Health, 
which funds the services, and from 
the Australian Aged Care Quality 

Agency, which monitors service 
delivery standards. This change 
was lobbied for by a range of 
organisations for many years.

The Aged Care Commissioner 
states, “It means people can have 
confidence in the independence of 
the complaints process because 
decisions will be made by me and 
on my behalf as an independent 
statutory office holder who is 
outside the department.”

For more information about the 
changes visit:  
www.agedcarecommissioner.gov.au  
or call 1800 500 294 (free call).

NSW TRUSTEE 
AND GUARDIAN

The NSW Trustee and 
Guardian performs a variety 
of services including drafting 
of wills, power of attorney 
and enduring guardianship, 
estate administration, trust 
management, and private or 
direct financial management. 
Like many government 
agencies, it seeks to improve 
the sustainability and efficiency 
of its operations by capitalising 
on web-based platforms, 
shared services arrangements 
and clients able to make contact 
with teams of staff in client 
services teams.

Beginning in early 2016, changes 
to the services will include:
• Access to trustee and 

guardian services through 
Services NSW locations;

• Access to a team of staff 
rather than reliance on 
one person to handle 
your situation, which can 
be an issue if they are 
not available when you 
need them;

• Increased use of online 
services to save time and 
reduce turnaround times;

• Greater autonomy for 
clients requiring financial 
management; and

• A new proposed fee 
structure that is simpler and 
more transparent.

If you are a client of the NSW 
Trustee and Guardian, you 
are encouraged to provide it 
with feedback, particularly 
if you notice changes in the 
quality, responsiveness, level 
of service and outcomes you 
have been getting. 

Feedback can be directed to 
2017andBeyond@tag.nsw.gov.au

David and I have been married for almost 
46 years. We have four sons and were 
successful businesspeople within the 
Parkes and Forbes communities. We 
had busy lives and were always highly 
motivated people. I would describe David 
as a free spirit – he’d get an idea and then 
just go out and do it.

In his late 50s, David started having 
difficulty processing conversations, and 
he would just get up from the dinner table 
and start doing the dishes. We realised 
that for him, that was his way to stay in 
control of the situation.

David mentioned it to his GP who said, 
“Well, you’re doing a lot, running three 
businesses. You can’t be expected to 
remember everything.”

He was withdrawing from the 
businesses a little and having some 
difficulties ordering stock. Later, when an 
aged-care team assessed him and said 
David had Alzheimer’s disease, classified 
as younger onset, it was very hard, as he 
was only 61. He went into care last year 
when he was 66.

It was just devastating. You have 
this vision of being able to go on a few 
holidays, not getting up early in the 
morning, being able to enjoy life a bit. 
But we’ve been robbed of that; we feel 
David’s been stolen from us.

David was always an easygoing 
person, but he does have some 
behavioural issues. There were 
incidents where David hit staff. It 
wasn’t malicious, but when you’ve 
always been independent and now you 
have two people helping you shower, it 
can be very confronting.

I visit him every day. Most of the time 
he doesn’t know who I am. In May last 
year, his two brothers came to see him 
and his face lit up like a neon sign. He 
didn’t know their names but he knew 
they belonged to him.

We know we’re not the only family 
affected, and the reason I became a 
Dementia Advocate was to try and help 
people have a better understanding of 
the effects of dementia. It’s important 
for people who have walked the walk to 
tell their story and let others know what 
may be ahead. There’s lots of information 
available, but it’s a big learning curve 
for anyone. For me, it would have been 
helpful if I’d known some of the things  
I know now, so I try to help pass that on 
to others who are going through similar 
experiences in any way I can.

Q Why did you become a 
Dementia Advocate?

My Dad was diagnosed with 
dementia nine years ago. It was 
very difficult for my family to 
deal with my Dad’s personality 
changes; we were facing the 
unknown. I became a Dementia 
Advocate so that I could share 
my family’s journey, help others, 
and raise awareness of this 
disease and how it affects so 
many people and their families.

Q   What is one thing that 
 is important for all 

carers to hear?
You are not alone. Being a carer 
can become overwhelming: you 
feel exhausted, frustrated, and at 
times you feel absolutely helpless. 
But please know these feelings 
are normal. The day-to-day caring 
of a person with dementia can 
be draining not only mentally, but 
also physically. Please take care of 
yourself so that you can take care 
of your loved one.

Q What would you say 
to someone who was 

considering becoming a 
Dementia Advocate?
If you are considering 
becoming a Dementia 
Advocate, please do. By 
sharing your story with others 
you are helping them and you 
are letting them know that they 
are not alone on this journey. 

A&Q  
ANGELA 
PELLEGRINO- 
LAVALLE

“IT’S IMPORTANT 
FOR PEOPLE WHO 

HAVE WALKED THE WALK 
TO TELL THEIR STORY 
AND LET OTHERS KNOW 
WHAT MAY BE AHEAD.



The Alzheimer’s Australia NSW Memory Van raises awareness of the importance of 
brain health and provides information on dementia for people living with dementia 
and their families, service providers and the community. MEMORY VAN
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CALENDAR

COMMUNITY EVENTS
 BOOKINGS ESSENTIAL FOR ALL CAFES AND SUPPORT 
GROUPS. PLEASE CALL THE NUMBER PROVIDED.

ALZHEIMER’S AUSTRALIA 
NSW COURSES
 THE ALZHEIMER’S AUSTRALIA EDUCATION PROGRAM OFFERS 
COURSES FOR CARE WORKERS, FAMILY CARERS AND VOLUNTEERS.

EDUCATION

CAFÉ CONNECT
Raymond Terrace  
(Cups n Saucers  
Café 5/43 William 
Street, Raymond 
Terrace)
10am – 11.30am  
8 April, 13 May, 10 June

Miriam Low  
(02) 4962 7000

Nelson Bay  
(Little Nel Café at  
The Nelson Resort)  
9.30am – 11.30am  
14 April, 12 May,  
9 June

Miriam Low  
(02) 4962 7000

Coffs Harbour  
20 April, 18 May,  
15 June 
Marg Coutts  
(02) 6651 7101

Newcastle  
(Birdy’s 169 Maitland 
Road, Tighes Hill)  
10am – 11.30am  
18 April, 16 May,  
20 June 
Stuart Torrance  
(02) 4962 7000

Maitland (East’s Leisure  
& Golf Club, Tenambit 
Street, East Maitland)  
11am – 12.30pm  
21 April, 19 May, 16 June  
Stuart Torrance  
(02) 4962 7000

Toronto (Workers Club, 9 
James Street, Toronto)
10am – 11.30am
24 March, 28 April, 26 May, 
23 June  
(02) 4962 7000

Warners Bay  
(Warners at the Bay,  
320 Hillsborough Road, 
Warners Bay)  
10am – 11.30am  
6 April, 4 May, 1 June 

(02) 4962 7000

Sutherland Shire  
(Camelia Gardens Tea 
House, President Avenue 
Caringbah)
9.30am – 11am  
25 April, 24 May, 28 June
Julie Sinnis (02) 9531 1928
Bundanoon  
10.30am – 12pm  
7 April, 5 May, 2 June 
Jane Bushell (02) 4869 5651 
Bowral  
10.30am – 12pm  
21 April, 19 May, 16 June 
Jane Bushell  
(02) 4869 5651

CARERS CAFE 
CONNECT (FOR 
CARERS ONLY)

Queanbeyan Carer 
Support Group  
(Country Heir Cafe, 
Queanbeyan) 
10am – 12pm
30 March, 27 April, 25 May, 
29 June 
Libby Smith (02) 6241 0881

Young Carer Support 
Group 
(Hennessey Recreation 
Therapy Centre) 
2 – 3.30pm  
5 April, 3 May, 7 June  
Libby Smith (02) 6241 0881

Hamilton  
(Hunter Dementia and 
Memory Resource Centre 
2 Percy Street, Hamilton)  
10 – 11.30am  
14 April, 12 May, 9 June  

(02) 4962 7000

YOUNGER ONSET 
DEMENTIA CAFE 
CONNECT (UNDER 
65) PERSONS WITH 
DEMENTIA AND 
THEIR SUPPORTER 
Tuggerah (Edge Cafe)
9.30am – 11am  
21 April, 19 May, 16 June 
Justine Sneddon  
0438 715 518

Newcastle (Younger Onset 
Dementia specific)  
(Cafe Inu, Carrington)
10am – 12pm  
6 April, 4 May, 1 June 
Clare Coyle or Deb Veness 
(02) 4962 7000

YOUNGER ONSET 
DEMENTIA SUPPORT 
GROUPS (UNDER 65)
Milton  
10am – 12pm  
March 23, April 20,  
25 May, 22 June
Sandra Kay  
(02) 8875 4694

Fairy Meadow  
(29 McGrath Street)  
5 May, 7 July 

Kate Troy (02) 4224 8602
North Ryde 
Younger Onset Dementia 
(Afternoon) Carer Support 
Group  
2pm – 4pm  
5 April, 3 May, 7 June 
Lyndell Huskins  
(02) 8875 4615

North Ryde
Younger Oonset Dementia 
(Evening) Carer Support 
Group 
6.30pm – 8.30pm 
12 April, 10 May, 14 June 
Lyndell Huskins  
(02) 8875 4615

COFFEE AND CHAT 
Yass (Kaffeine Cafe)  
10am – 12pm  
21 March, 18 April, 16 May,  
20 June  
Libby Smith  
(02) 6241 0881

Harden (Jackson’s Bakery)
10am – 12pm  
4 May, 6 July  
Libby Smith  
(02) 6241 0881

Merimbula (Dolphin Room, 
Club Sapphire)  
10am – 12pm  
12 April, 10 May, 14 June

Barbra Williams  
(02) 6492 6158

Bega (Thornleigh  
on Newtown)  
10am – 11.30am  
6 April, 4 May, 1 June 
Barbra Williams  
(02) 6492 6158

Cooma (Werri-Nina Centre) 
10.30am – 12.30pm  
22 March, 26 April, 24 May,  
28 June 
Verity Jackson (02) 6452 3961

Batemans Bay (Batemans 
Bay Community Centre)
10.30am – 12pm  
6 April, 4 May, 1 June
Gaye Finch (02) 4474 3843

Crookwell and District
10.30am – 12pm  
20 April, 18 May, 15 June 
Jane Bushell  
(02) 4869 5651
Port Macquarie  
24 March, 28 April,  
26 May, 23 June
Kath Storey (02) 6584 7444

Port Macquarie Dinner Group  
12 April, 14 June
Kath Storey (02) 6584 7444
Laurieton  
22 April, 27 May, 24 June  
Kath Storey (02) 6584 7444
Laurieton Lunch Group
8 April, 10 June
Kath Storey (02) 6584 7444

SENIORS WEEK EVENT

Brewarrina
(Brewarrina Sub Branch RSL 
Club, Bourke St, Brewarrina)
10am – 2pm 4 April 

Information stand and Your 
Brain Matters presentation

DEMENTIA CARERS 
GROUP
Corrimal (Corrimal 
Community Centre) 
10am – 12.30pm 
13 April, 11 May, 8 June 
Val Fell (02) 4229 5926

For more information  
or to register, please contact:
T: (02) 8875 4640
E: nsw.education@alzheimers.org.au

CARE WORKER COURSES 
– FEES APPLY 
Meaningful Engagement in Activities
North Ryde: 22 March 
Young: 5 May  
 
Experiencing Dementia and 
Challenging Perceptions of Behaviour 
Associated with Dementia
North Ryde: 20 April
Ballina: 28 June
 
Discover the Person, Not the Disease
North Ryde:  18 May 

Experiencing Dementia and 
Communication with a Person Living 
with Dementia
Coffs Harbour:  25 May
 
Understanding Dementia and 
Communicating with a Person Living 
With Dementia
Taree: 7 June 

A Positive Approach to Understanding 
Dementia, Effective Communication 
and Behaviour Changes
Forster: 16 March
Muswellbrook: 10 May

FAMILY CARER EDUCATION
One-day Carer Education 
Central Coast: 18 May
Newcastle: 22 March
Taree: 21 June
Tea Gardens: 24 May
 
Two-Day Carer Education
Camden: 14, 21 March
Port Macquarie: 8, 22 June

 
Three-day Carer Education
North Ryde:  10, 17, 24 March 
 
Four-evening Carer Education
North Ryde: 10, 17, 24, 31 May
Sylvania: 20, 27 June and 4, 11 July

Family and Friends
North Ryde: 19 April
Coffs Harbour: 20 April

Effective Communication and 
Responding to Changed Behaviour
Tahmoor: 27 April
 
Understanding and Responding to 
Changed Behaviour
Young: 4 May

Webinars
Family and Friends:        16 March, 20 June
Communication: 26 April
Behaviours: 26 May

VOLUNTEER COURSES
Interacting with a Person  
with Dementia
North Ryde: 4 May
Ballina: 28 June
Newcastle: 13 April
Tea Gardens: 20 April

Young: 4 May

LIVING WITH 
DEMENTIA
As part of a recent Living with 
Dementia course, Jan, who is 
living with dementia, wrote  
a poem for the group.

We came together with high hopes
To learn how best for us to cope.
We’re all different yet the same
But this is not just a game.
Our partners need to learn as well
So our lives won’t be such hell.
Some days it’s a struggle to survive
But with their help we can surprise.
If you look beyond what you see
You will find I’m still just me.
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IN MEMORIAMFUNDRAISING

JOIN THE FIGHT
Do you want to be part of the fight against dementia? 
Here are a few of the ways you can get involved:
• Register for Memory Walk & Jog;
• Hold a fundraising event of your own; 
• Become a regular giver as a Dementia Fighter;
• Donate through your workplace; or
• Volunteer.
To learn more, contact Alzheimer’s Australia NSW 
Fundraising. T: 1300 636 679 
E: nsw.fundraising@alzheimers.org.au

ADVENTUROUS SPIRITS
LOOKING FOR A DIFFERENT AND EXCITING WAY TO RAISE FUNDS FOR DEMENTIA 
RESEARCH? FOLLOW ONE MAN AS HE SAILS AROUND THE WORLD, OR PUT 
ON YOUR HIKING SHOES AND SUMMIT THE HIGHEST PEAK IN AFRICA.

WE OFFER OUR CONDOLENCES TO THE FAMILIES WHO HAVE LOST 
THEIR LOVED ONES. WE ALSO THANK THEIR FRIENDS AND FAMILIES 
WHO HAVE DONATED TO ALZHEIMER’S AUSTRALIA NSW.

A 
Patricia Aitchison

B 

Eva Beckingsale

David Boyd

C 

William ‘Bill’ Joseph Callanan

Maria Cappadona

Costas Christodoulou

Fotis Constantinidis

Mary Rebecca ‘Ruby’ Cooke

Nerida Anne Cornell

Vincenzo Giovanni Crecca

Audrey Sybil Cuerel

Carmela Cutrupi

D 

John Davis

Brian Dent

Giuseppe Di Giovanni

E 

Charles Edward Ellis

Laura Ellul

Betty Mary Evans

F 

June Elaine Faulder

Valda ‘Val’ Ferris

Angelo Sergio Fraccaro

James Henry Fullick

 

G 

Rosa Gagliano

Maria Giusa

H 

John Milton Hanns

Concepcion Herrero

K 

Anna Kapoukranidis

Pamela Kinsley

Norah Kruger

L 

Andre Lapacek

Gwendoline Leonard

James Lightbody

John Logan

M 

Salvatore Macaluso

Margaret Rose Madden

Clifford Walter Maher

Ian Stuart Denis Maquire

Wendy McCormick

Audrey McKendry

Josephine Miles

Keith Raymond Milton

Maria Monaco

Denis Anthony Morrissey

N 

Sou Ying Ng

O 

Brian Ohlmus

P 

Constantina Papadimatos

Gwen Perkins

Ray Petersen

Remigio Petrocco

Mary Placko

Antonino Puglia

R 

Giovanni Rescigno

Kath Rowell

Kathleen Jean Ryan

S 
Alice Simmons

Betty Smith

Joseph ‘Peter’ Milo Smith

Vrege Soghomonian

Nora Margaret Spencer

Paul Spina

Chris Stavropoulos

Anna Stempinska

Francesco Stillone

Francesco Stroscio

Keith Supple

Tom Swart

T 
Margaret Helen Thomas
Ursula Thorne

Kenneth James Troup
Marie Tulip

V 
Lambert Vandenburg

W 
Mavis Mary Waterson

Helen Watkins

Ken Webber

Gwendoline ‘Gwen’ Frances West

Edith West

Beatrice Wood

Mervyn John Wright

Y
Derrick Younger

Alzheimer’s Australia NSW 
would like to acknowledge 
and thank the families and 
executors of the recently 
received bequests from which 
people with dementia, carers 
and their families have received 
lasting benefit. 

Mt Kilimanjaro, located in Tanzania, is the highest peak 
in Africa and the highest freestanding mountain in the world 
at 5895 metres. To climb Mt Kilimanjaro is a great challenge, 
but entirely feasible for the hill-walker.

Alzheimer’s Australia NSW has teamed up with highly 
respected tour operator Adventure Alternative, who have 
put together a seven-day itinerary that offers the opportunity 
to experience five different habitats from bottom to top. 
The ascent, accompanied by experienced guides and two 
members of the Alzheimer’s Australia NSW fundraising 
team, will be undeniably unique. In a matter of days, 
climbers move from the equator to what feels like the Arctic, 
through grasslands, tropical rainforest, alpine meadows, 
moorlands and desert uplands, and finally to snow and ice.

Climbing Mt Kilimanjaro with Alzheimer’s Australia 
NSW will not only be an experience and an achievement 
that participants can be immensely proud of, but also 
an opportunity 
to make a real 
difference. The 
trip stands out 
from many due 
to the fact that 
participants will 
be exclusively 
climbing for 
Alzheimer’s 
Australia NSW, 
meaning everyone 
in the group will be 
fighting for the same cause.

“Taking on the challenge of climbing Mt Kilimanjaro is a 
great way to tick something off your bucket list and also 
do something great for charity,” says Alzheimer’s Australia 
NSW CEO The Hon. John Watkins AM 
 
For more information or to book your place, please 
contact Community Fundraising Executive Emma 
Jackson-South: 02 8875 4625 or  
emma.jackson-south@alzheimers.org.au

AROUND THE WORLD IN 245 DAYS
Imagine sailing around the world. Now imagine doing it 
alone and at the age of 79!

In May 2016, Andy Larson will leave Sydney in an attempt 
to circumnavigate the globe, non-stop, solo and unassisted in 
his 36-foot sloop Rafiki.

His planned 42,000km, 245-day journey will take him via 
the Northwest Passage from Alaska through the Arctic to 
Greenland, then across the Atlantic Ocean and south around 
Africa before returning to Australia. By the end of his global trek, 
Andy will be within a few weeks of his 80th birthday, making 
him the oldest sailor ever to complete such a trip.

“I am taking on this challenge to raise much-needed 
funds and awareness for Alzheimer’s Australia NSW, while 
hopefully inspiring seniors to live their dreams,” Andy says. 
“I have recently published a book on my sailing experiences 
titled The Voyages of Rafiki. It’s my seventh book, and I 
intend to have a book and a video documentary about the 
voyage ready for publication when I return to Sydney.”

Following his departure, Andy will be posting daily 
position reports and writing about his experiences on his 
blog: www.rson.ca
To donate, visit: https://www.justgiving.com/Andy-Larson

KILIMANJARO CHALLENGE
Alzheimer’s Australia NSW is looking for participants  who 
want to take part in an exhilarating experience: climbing 
Mount Kilimanjaro. This is an exciting opportunity to 
combine a one-of-a-kind experience with supporting a 
great cause.
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BOOKS  
Mindfulness for Carers: How to 
manage the demands of caregiving 
while finding a place for yourself
Dr Cheryl Rezek shows how simple 
mindfulness techniques can help 
caregivers manage the stress, 
anxiety, depression and burnout 
that too often accompany the care 
of people with special needs. The 
enjoyable mindfulness exercises 
will help caregivers regain control 
and maintain a positive outlook.

10 Helpful Hints for Dementia 
Design at Home
This book builds on the person-centred 
approach to dementia care and gives 
practitioners and carers a new way of 
looking at the disease. The workbook is 
full of exercises and activities to try, all 
designed to help the reader engage and 
connect with a person with dementia. 
Key topics explored in the workbook 
include: understanding how it feels to live 
with dementia; recognising the issues 
and feelings involved; and questioning 
one’s own approach to care to encourage 
compassionate, person-centred care. 
Throughout the workbook are helpful 
vignettes featuring two fictional characters 

living with dementia who provide 
examples of good and realistic practices.

FILMS
Glen Campbell: I’ll be me
In 2011, musician Glen Campbell set out 
on a tour across America. He thought it 
would last five weeks; instead, it went 
for 151 spectacular sold-out shows over 
a year and a half. What made this tour 
extraordinary was that he was just  
diagnosed with Alzheimer’s disease. 
Glen was told to hang up his guitar. 
Instead, he and his wife went public 
with his diagnosis and announced they 
would set out on a ‘Goodbye Tour’. The 
film documents this journey as he and 
his family try to navigate the unpredicta-
ble nature of Glen’s progressing disease 
using love, laughter and music as medi-
cine. Special appearances from Bruce 
Springsteen, The Edge, Paul McCartney, 
Blake Shelton, Keith Urban, Brad Paisley, 
Steve Martin and Chad Smith, among 
many others.

The Sandwich Generation
In this emotionally charged account 
of family care giving, filmmaker 
Julie Winokur and her husband, 
photojournalist Ed Kashi, show their 

personal lives with unflinching candour. 
Julie and Ed uprooted their two children 
and their business to move 4828km 
to care for Ed’s father, Herbie, 83, 
who has dementia. Julie and Ed face 
difficult choices and overwhelming 
responsibilities as they charge head-on 
through their ‘sandwich years’. It’s a 
story of love, family and the sacrifices of 
those who are caught in the middle.

REVIEWS

LIBRARY RESOURCES
THE ALZHEIMER’S AUSTRALIA NSW LIBRARY OFFERS FREE LOANS OF BOOKS, 
DVDS AND OTHER RESOURCES TO MEMBERS THROUGHOUT THE STATE. 
HERE ARE REVIEWS OF SOME OF THE ITEMS AVAILABLE AT THE MOMENT. 

LOANING ITEMS
These items and more are 
available to members of 
Alzheimer’s Australia NSW, and 
can be found at local resources 
centres and offices. Resources 
can also be posted to you if you 
are unable to get to a library site. 
Find a list of offices and resources 
centres on the Alzheimer’s 
Australia NSW website, and 
contact the library to borrow 
items. 
T: (02) 9888 4218 
E: nsw.library@alzheimers.org.au 
W: nsw.fightdementia.org.au/nsw/
about-us/contact-us
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