December 2014

|

Issue 18

Welcome
Welcome to the December edition of
Alzheimer‘s Australia Vic Diversity
News.
This issue brings you a myriad of
news about Aboriginal, Culturally and
Linguistically Diverse, Lesbian, Gay,
Bisexual, Transgender, Intersex, and
the Homelessness activities.
In this issue, we acknowledge the
contribution of Tony Walsh and his
late partner Paul Wenn for their
invaluable contribution to Alzheimer‘s
Australia Vic, in particular the
Younger Onset Dementia program.
Tony and Paul have been
instrumental in advocating for people
living with younger onset dementia.
Tony Walsh was the Chair of the
Younger Onset Dementia Reference
Group until 2013.
In September, we celebrated
Dementia Awareness Month with
almost 35 activities within
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metropolitan and regional Victoria.
The theme this year was ―Creating a
dementia-friendly Australia‖ and
Steve Milton, Director Innovations in
Dementia UK delivered a public
lecture about Dementia-Friendly
Communities. A range of information
sessions, exhibitions, and a
community information event at
Flinders Street Station brought health
organisations and the general public
together for an awareness raising
campaign to acknowledge the
importance of validating the
experiences of people living with
dementia, their families, friends and
carers.
In 2015 Alzheimer‘s Australia Vic will
embark on projects to build the
capacity of the homelessness sector
to support people living with mild
cognitive impairment and dementia.
Planning for dementia workshop
sessions within metropolitan

Melbourne and Regional Victoria has
already commenced, and
organisations that service the
homeless/at risk of homelessness/
socially disadvantaged are
encouraged to contact me if you are
interested in participating.
Alzheimer‘s Australia Vic endeavours
to provide input and partner with
organisations and communities to
maximise access to dementia
information and support, as well as to
disseminate expert information about
all aspects of dementia.
I wish all readers a safe and relaxing
holiday season, and hope that 2015
will bring more opportunities for
sector collaborations in order to
inform and support people living with
dementia, their families, friends and
carers.
Claire Emmanuel | Diversity Officer

Tony Walsh and Paul Wenn: Why me?
The following article is an excerpt
from a presentation in 2013 at the
first National LGBTI Aged Care
Conference in Sydney, by Tony
Walsh, Former Chair of the
Alzheimer's Australia Vic Younger
Onset Dementia Reference Group.
In 2005 Tony‘s late partner, Paul
Wenn, was diagnosed with depression
causing memory loss, then Alzheimer's
disease in 2006, Parkinson's disease in
2007 and Lewy body dementia in 2011.
Tony and Paul made significant
contributions to Alzheimer‘s Australia
through raising awareness about the
disease and advocating for people with
dementia, their partners and carers.
I would like to build a little on Paul‘s
remarks when the original diagnosis
was made in 2006. We went out to
dinner and got on with life. We did - big
time. We had planned to travel when
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Paul Wenn and Tony Walsh,
March 2013
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Tony Walsh and Paul
Wenn: Why me?
Continued from Page 1
we both retired. I was already in that wonderful situation
and Paul had to give up work, so off we went and tried
cruising, which we found provided a secure luxury
environment.
We took 15 cruises and crossed the Pacific, the Atlantic
and the Mediterranean a number of times. We also
sailed from Beijing to Sydney and traversed the
Caledonian Canal in Scotland on the last of the coal
fired steam powered boats where our accommodation
was a seven foot by seven foot ply wood cabin. We
made the best of the time available and, in 2011 Paul
deteriorated on a cruise of the ‗Top End.‘ We got back
to Melbourne, but after a few days he was hospitalised.
Lewy bodies was diagnosed and he moved to the
secure unit he is in now.
I must say that I am very impressed with the facility. He
is happy there and I am satisfied that, given the
circumstances, this is the best place for him. Even if I
could assemble help to look after him at home, I think
because he is with others he is happier where he is, no
matter how they behave. Other people there make it
difficult - but he copes. This is the difficult bit - accepting
that his brain has changed and my norms are no longer
his.
Paul‘s GP at the facility made an interesting observation
I would like to share with you. He likened it to the
sanatorium wards of 60-70 years ago - at that time,
Tuberculosis (TB) was untreatable but the patients
were provided with good food, fresh air and a caring
environment. I think he is right! He also said if Paul was
in a place associated with a whizz bang Research
facility and, if I thought he had deteriorated he would be
quickly probed and photographed and they would tell
me - "yes the disease has progressed." But that would
do nothing for Paul as there is no cure! That‘s the
second point to remember. There is no cure.
It is that finality that I find very difficult to deal with and
the past 18 months have been the worst in my life, and
by far the worse of this journey. There is advice and
counselling readily available at the beginning of the
journey, but not in the middle. I cannot comment on the
end phase yet. I think the nursing homes may need to
play a part here. Dementia is different. I know of one
person who cared for a partner with terminal cancer to
the end with only respite periods in hospital. Of course
he said things were better for us than for me Tony
because his partner "kept his marbles". With dementia
not only do you lose the person physically when they go
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into care, but gradually you lose them mentally.
The third point I want you to remember is that - over
time you lose them completely, but they are still there.
One other observation I am beginning to understand
and would make from the standpoint of being there and
doing it, is that heterosexual couples seem to cope
better than particularly gay male couples when they are
separated by one partner dying or having to move into a
nursing home.
I think this may be because it is frequently the female
who is left - I think when the male is left from a
heterosexual relationship he has similar problems to
gays. This happens, I think, because females are told all
their lives that they live longer than males so they find it
easier to cope. Males I think are left asking the
questions: Why me?
In my case I am the one who is slightly older and had a
few pressures in life. I am the one who married, had
kids, divorced, emigrated, was lucky enough to form and
maintain a loving gay relationship and worked in highpressure environments. Yet I am the one who is
speaking to you today. "Why me?" is a big question.
When people with dementia progress and revert to their
earlier years it is now realised that in the main they
believe the world is as it was when they were 20 - 30
years old. I knew people reverted, but until now I
thought it was back to their childhood. This means that
those in the GLBTI cohort with a dementia diagnosis
including younger onset dementia will probably revert to
the period when they were thought of as criminals and
aggressive behaviour towards gay people was very
common. There is, therefore, a tendency to revert to
withdrawing into the closet and in some ways I have
experienced that with Paul. There are also issues with
fellow residents, even those who have changed their
minds over the years and became more liberal - these
people, particularly those with dementia, revert to how
they regarded homosexuals in their earlier years.
Efforts will need to be made to educate both the staff,
with so many newly arrived from other cultures, as well
as other residents (I wonder if this will be possible if they
have dementia).
Tony Walsh, Former Chair Alzheimer’s Australia Vic
Younger Onset Dementia Reference Group and recently
appointed Alzheimer’s Australia Vic Honorary Member
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How to be a dementia-friendly community
A dementia-friendly community is a place where people
living with dementia are supported to live a high quality
of life with meaning, purpose and value. For people with
younger onset dementia, this also means being given
the opportunity and support to stay at work or
volunteer.
This year,
Alzheimer‘s
Australia Vic
hosted Rachel
Litherland and
Steve Milton,
both directors
of Innovations
in Dementia in
the United
Kingdom, to
share their
experience of creating dementia-friendly communities.
Mr Milton‘s lecture can be viewed at the Alzheimer’s
Australia Vic You Tube channel.
During Dementia Awareness Month Alzheimer‘s
Australia Vic launched the following online resources.

information on making a community or business more
dementia friendly.
View the Business and Community Toolkits at:
https://fightdementia.org.au/about-us/dementiaawareness-month/toolkits
First Steps to a dementia-friendly Australia
First Steps to a dementia-friendly Australia is a
collection of examples from across Australia that
highlight what being dementia friendly means in practice
and shows that the small things can make a big
difference.
Find out more at:
fightdementia.org.au/about-us/dementia-awarenessmonth/resources
Consumers share some tips
In a video Glenda, Keith and Graeme, three Australians
living with dementia, share about the stigma
surrounding dementia still exists in the community.
Find out more at:
youtube.com/watch?
v=z150xZTng4&feature=youtu.be

Dementia-Friendly Toolkits
The Dementia-Friendly Toolkits aim to provide

CALD Community Education, Learning and
Development
The Community Education team at Alzheimer‘s Australia
Vic has been busy providing education to a range of CALD
community groups across Melbourne and regional Victoria
throughout 2014.
Dementia Awareness Month was a particularly busy time,
as well as the Victorian Seniors Festival in October.
During these two months alone we presented sessions to
the Turkish, Vietnamese, Cantonese, Mandarin and
Burmese communities, as well as to two mixed cultural
groups throughout Melbourne.
Our program 8 things you need to know about dementia,
which provides information about dementia as well as
addressing the importance of early diagnosis and the
services available proved to be the most requested
session.

Alzheimer’s Australia Vic Diversity News

People are also becoming increasingly interested in risk
reduction. . which our program Helping Reduce your Risk
of Dementia focuses on.
In addition, we are anticipating high demand in 2015 for a
new community program targeting CALD community
groups entitled 3 Ways to Relate to People with Dementia.
This program addresses the importance of maintaining a
friendship with and including the person with dementia.
Ways to communicate more appropriately, ways to
connect and ways to include the person living with
dementia are all covered.
If your club or community group is interested in accessing
any of these programs, please contact Laurel Gourlay at
Alzheimer‘s Australia Vic on 9816 5764. Interpreters are
provided onsite for non-English speaking communities. All
programs are subject to capacity.
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Volunteer Report on Australian Filipino Community
Services CALD Event
During national Dementia Awareness Month in
September, Alzheimer's Australia Vic participated in a
CALD event organised by the Australian Filipino
Community Services in the suburb of Sunshine. Entitled
In The Neighbourhood Friends Matter.

The experience of food,
song, and humour was a
powerful reminder of the
similarities that can also
exist between cultures,
and the stories that were
told highlighted the
common difficulties
dementia presents.

The event was an enriching experience, and
the hospitality extended by Alzheimer‘s Australia Vic was
generous. Many cultures were represented on the day,
which was evident by the colourful national dresses worn
by a number of the attendees.
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Dementia and homelessness
In November, Alzheimer‘s
Australia Vic invited Dr Alice
Rota Bartelink PhD from
Wintringham Australia to
present at the staff
professional development day
about people who are
homeless and socially
disadvantaged.
Wintringham Australia is a
specialised, not-for-profit
welfare company working with
elderly homeless men and
women in Melbourne.
Wintringham Australia was established in 1989 as a
response to the closure of night shelters and inability of
aged homeless people to gain access to mainstream aged
care services. In recognition of the high incidence of
premature ageing among their client population,
Wintringham Australia provides the full spectrum of aged
care services to people aged 50 years and older.
Dr Rota-Bartelink provided information about
Homelessness and Dementia: Overcoming Multiple
Physical, Mental and Social Health Impediments, and
The Wicking I & II Projects.
This is an excerpt from her presentation:
In October 2006 Wintringham was awarded a $900,000
J.O and J.R Wicking Trust Research grant administered by
ANZ Trustees to develop and trial a specialised model of
residential care to support older people living with an
alcohol related brain injury (ARBI), in particular older
homeless people living with highly complex behaviour. In
January 2012, the Wicking Trust funded a second Wicking
II Project to the value of $1.1M which is currently
underway in Dandenong, Victoria.
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Dr Rota-Bartelink provided a case study about a homeless
person with acquired brain injury and his behaviour
management and support needs. She provided a detailed
picture about the effect of excess alcohol consumption on
the body, the damage caused to the brain and the long
term effects in developing cognitive impairment. Dr RotaBartelink explained about the relationship between
homelessness and mental illness, and understanding
behaviours of unmet need.
Dr Rota-Bartelink enlisted
the long-term
consequences of dementia
in homeless people:











Premature ageing
Financial hardship
Estrangement from
family and friends
Isolation, self-neglect
and malnutrition
Traumatic injuries
and assaults
Reluctant to seek appropriate, timely medical care
and poor compliance
Ongoing addictions – alcohol, other drugs, gambling
Impaired sense of safety or trust
Imprisonment and institutionalisation
Guardianship and Administration Orders

For more information about The Wicking Projects,
please visit the website of Wintringham:
wintringham.org.au/research/thewickingproject
Above: One of the first Wicking Project Participants,
Nigel Tuplin Above left: “The Faceless Man” - a symbolic
representation of the Wicking Projects
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Aboriginal and Torres Strait Islander Communities
Alzheimer‘s Australia Vic delivers awareness raising
and information sessions across Victoria to all sectors of
the community and this is collaboratively delivered both
through internal and external partnerships. The result is
that dementia is now being steadily recognised as a
chronic health issue. There is ongoing work to be done
before equal recognition is achieved and dementia is
viewed as important as other chronic health conditions.

Government under the Chronic Disease Prevention and
Service Improvement Fund.

Collaboratively, through our partnership with VACCHO,
areas of priority have been identified. Alzheimer‘s
Australia Vic is involved in the ongoing training of
Aboriginal Health Workers across Victoria as well as
allied health workers and clinicians who also have a
direct or indirect role with Aboriginal health.

Aboriginal and Torres Strait Islander People and
Dementia: A Review Of The Research—A new
publication - Alzheimer‘s Australia Paper 41, October
2014 by Professor Leon Flicker and Kristen Holdsworth

Your Story Matters
Dementia is a major health issue in Aboriginal and
Torres Strait Islander populations with research
indicating a higher prevalence of the disease in rural
and remote communities. It affects the Aboriginal and
Torres Strait Islander communities earlier in life, with
73% of dementia cases occurring between the ages of
60 and 70, compared to 70+ years for the majority of
non-Indigenous Australians.

There are three videos, a booklet, poster and small DLsized card. All are available to download at the link
below:
yourbrainmatters.org.au/your-story-matters

NEW RELEASES

The aim of this publication is to:


Discuss the health and lifestyle risk factors
associated with dementia;



provide a comprehensive overview of research
into the prevalence of dementia in Aboriginal and
Torres Strait Islander communities;



make policy recommendations to work towards
tackling dementia in Aboriginal and Torres Strait
Islander communities.

You can download the Paper here:
fightdementia.org.au/sites/default/files/
Alzheimers_Australia_Numbered_Publication_41.pdf

Alzheimer‘s Australia has developed a resource
specifically for Aboriginal and Torres Strait Islander
Australians, Your Story Matters. The resource was
developed by and with Aboriginal and Torres Strait
Islander Australians in the Northern Territory and
encourages a holistic approach to health.
Your Story Matters is part of our evidence based
dementia risk reduction program, Your Brain Matters,
which is supported by funding from the Australian
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Alzheimer's Australia Vic
Family Services
98-104 Riversdale Road
Hawthorn 3122
Learning Services
155 Oak Street, Parkville 3052
Postal address:
Locked Bag 3001,
Hawthorn 3122
Phone: 9815 7800
Fax:
9815 7801
Email: alz@alzheimers.org.au

fightdementia.org.au/vic
yourbrainmatters.org.au
Regional Offices:
Albury, Ballarat, Bendigo, Drouin,
Geelong, Lakes Entrance,
Shepparton, Swan Hill, Mildura,
Cowes and Warrnambool.
Vision
A society committed to the
prevention of dementia, while
valuing and supporting people
living with dementia.
Mission
Providing leadership in dementia
policy, risk reduction and
services.

If you have any questions,
comments or want more
information about initiatives for
people with dementia, their
families and carers from
diverse backgrounds, or would
like to tell us about other
initiatives in this area contact:
Claire Emmanuel
Diversity Officer
Phone: 9816 5794
Mobile: 0417 128 235
Email: claire.emmanuel@
alzheimers.org.au
For up-to-date information
about dementia contact the
National Dementia Helpline
1800 100 500
or via Translating and
Interpreting Service on
131 450

Noticeboard
Save the date!
Alzheimer‘s Australia Vic, in collaboration with the City of Casey and Glen Eira City
Council, will provide two dementia workshops for the Homelessness sector.
Dementia awareness for staff supporting homeless people/at risk of
homelessness. For more information call Claire Emmanuel, Diversity Officer
Alzheimer‘s Australia Vic 9816 5794,email claire.emmanuel@alzheimers.org.au or visit
www.fightdementia.org.au/vic.
Tuesday 17 March 2015
9:30 – 11:00 am
Glen Eira CityCouncil
Caulfield Park Pavilion
Balaclava Road, Caulfield

Friday 20 March 2015
9:30 – 11:00 am
City of Casey
Civic Centre
Council Chambers
1 Magid Drive, Narre Warren

Wishing you and your family a Merry Christmas
and a happy and safe holiday from every one at
Alzheimer’s Australia Vic.
Our offices will remain open throughout December
and January except for the public holidays on
Christmas, Boxing and New Year’s Days.

Or click on the links below:
Facebook.com/
alzheimersaustraliavic

National Dementia Helpline
1800 100 500

Twitter.com/AlzheimersVic
Youtube.com/AlzheimersVic
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