























Issues to be discussed include:

The Confident Consumer - examining the current
Federal review of the Australian consumer policy
framework by the Productivity Commission;

The Complex Consumer - examining the impact of
behavioural economics on understanding
consumer decision-making;

The Virtual Consumer - examining ecommerce
and the future of the Internet in Australia; and
The Sustainable Consumer - examining the
interface between sustainability policies and
consumer policy.

The program includes special presentations by
international speakers from the European Union,
University of Kent, United Kingdom Treasury,
Consumers International as well as many of the
leading lights of Australian consumer policy and
protection.

Web: www.ncc2008.com
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L HeartKids
' Heart to Heart Gala Ball

Heart defects are the most common birth abnormality

Date: Saturday 8 March 2008

Time: 7pm fora 7:30 start

Venue: Hyatt Regency Grand Ballroom
Tickets:$160

PMH Intensive Care Unit and children’s Cardiac

Centre will benefit from the proceeds of this event.

Contact: Fran 0409 290 504
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Do you have an event coming up?
Promote it here and on our
website at no cost! Contact Kris on

by The Coslioc Society of Western Australia, Inc

15 - 16 March 2008

Date:
Venue: Perth Convention Exhibition Centre
Mounts Bay Road, Perth

Discover the key ingredients to gluten free and
allergy aware lifestyles at the inaugural Gluten Free
Food & Allergy Expo in Western Australia.

Taste - Australia's leading suppliers, retailers and
distributors will showcase their latest product
range.

Educate - Four seminars will be held daily featuring
leading speakers on both gluten free and allergy
aware living.

Cook - There will be eight different presentations
over the two days showing how to cook with flair in
your own home.

Inspire - Talk to the experts and find out more
about safer, clearer food choices and a gluten free
lifestyle.

Web: www.glutenfreeinwa.com.au

3rd International Congress on

Women’s Mental Health

Date: 16-20 March 2008
Venue: Melbourne Convention Centre

Building on the success of the previous Congresses
held in Berlin and Washington this one in
Melbourne will aim to attract over 1,000
psychiatrists, psychologists, mental health workers,
carers, consumers, researchers, policy makers and
bureaucrats from across the globe. Under the
sponsorship of the International Association for
Women’s Mental Health and other Associations,
and hosted by the Alfred Psychiatry Research
Centre, this conference will focus on the
psychosocial, biological and clinical sciences of
women’s mental health from individual, family,
society, community and global perspectives.

o (08) 9389 6722 or e-mail Web: www.iawmhcongress2008.com.au
info@geneticsupportcouncil.org.au
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New depression fact sheets

MMHA and beyondblue
fact sheets on depression
_available now in Arabic,
- Assyrian, Bosnian,

- Khmer, Simplified
Chinese, Traditional
Chinese, Croatian, Dari,
- Farsi/Persian, Greek,

. Italian, Japanese,

- Korean, Lao,

= Macedonian, Polish,
Punjabi, Russian,
Serbian, Somalian,
Spanish, Tamil, Thai, Turkish and Vietnamese.

Web:  www.beyondblue.org.au/index.aspx?
link_id=102.

Multicultural Disability -

seeking your help

The Multicultural Disability Advocacy Association
(MDAA), Information and Cultural Exchange (ICE)
and MHCS are working with people from the
Afghani, Sudanese and Iragi communities to
produce an information kit and DVD about
children living with a disability, their families and
the services that are available to them.

They need you to help them contact children living
with a disability and their families from these
community groups.

Those behind this project are also keen to hear
from anyone who can share their experiences of
working with children with a disability and their
families from these community groups.

Contact: Theresa Clark - (02) 9891 6400
Email: theresa.clark@mdaa.org.au

Help for Women

Gosnells Women'’s Health Service promotes the
health and well being of all women regardless of
age, religion, race or lifestyle with confidential and
affordable services in a holistic environment.

Counselling and Self Esteem Courses are
available. Counselling is offered to those having
difficulty coping with a long term health condition.
Topics covered in the Self Esteem Course include:
Expectations, self-confidence, self-talk, self-
praising, assertiveness, communication, problem
solving, conflict resolution and goal setting.

Phone: (08) 9490 2258
Email: info@gwhs.com.au
Web: www.gwhs.com.au

Dementia Prevalence &
Incidence Among Australians

Dementia Prevalence &
Incidence Among Australians
Who Do not Speak English At
Home by Access Economics
for Alzheimer’s Australia

A study into the prevalence
and incident of dementia
amongst Australians from
CALD backgrounds. This study
was designed to assist in
understanding the need for services capable of
meeting the special requirements for people with
dementia from this group. This study concludes
that regional and local services need to be
responsive to the particular profiles of their non-
English speaking populations and must also
acknowledge the various cultural customs,
traditions and values of these groups.

Web: www.alzheimers.org.au/upload/
NoEnglishAtHomeExecSummaryl.pdf
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Chronic Disease Directory

This Chronic Disease
Directory has been

& developed by the Canning
Division of General Practice
with funding from the
Australian Government
Department of Health and
Ageing. The Directory is a
resource to assist GPs,
practice staff, allied health
and other professionals in referring patients with
chronic conditions to relevant health programs
and services available in the Perth metropolitan
area.
Web:

http://www.canningdivision.com.au/
CDGP%20Documents/Chronic%
20Disease%20Directory.pdf

Assistive Technology Report

A new report exploring the potential for assistive
technology to enhance the lives and
independence of people with learning disability.

The report, “Gadgets, Gizmos and Gaining
Independence”, is the outcome of a two-year
research project funded by the Department of
Health and conducted by the Housing and Support
Partnership on behalf of Advance.

Web: http://www.advanceuk.org/pages/
process_content.asp?top=1097&

sub=122&idno=642

Men's Health Australia

Men's Health Australia is Australia's primary
source of information about the psychological and
social wellbeing of men and boys. It has been
developed in partnership with the Men's Health
Information & Resource Centre (MHIRC) at the
University of Western Sydney, the South Australian
Men's Health Alliance (SAMHA) and the
Australasian Men's Health Forum (AMHF).

Web: http://www.menshealthaustralia.net

About Genes, DNA, Cells and
Genetic Inheritance

They are talked about so often, but not always well
understood. Yet they have huge impacts on the
person we are and our health status. This page
provides links to explanations of these crucial
aspects of our human condition, and to resources
that explain how inherited genetic diseases are
transmitted from one generation to the next. The
sites range from information for readers with little
science or medical knowledge, through to online
medical textbooks.

Web: http://www.nzord.org.nz/internal.asp?
CategorylD=100005&SubCatID=100039
StemGen

A web module of the HumGen website
(www.humgen.umontreal.ca) which provides
access to the ethical, legal, and social issues
particular to stem cell research and related
therapies.

The database includes a SEARCH PORTAL which
provides comprehensive information regarding
current laws, policies, regulations and guidelines
adopted by national, regional or international
organizations. A unique feature of StemGen is the
50 country compendium organized in the form of
a STEM CELL WORLD MAP which compiles the
laws and policies by region and country. StemGen
also includes a search engine which lists
SELECTIVE LITERATURE (ELSI) on the topic of stem
cells and other therapies.

Web: http://www.stemgen.org

Need a meeting place?

Local Government halls to hire

Web: http://www.dIgrd.wa.gov.au/LocalGovt/

LocalGovtContacts/LocalGovtList.asp

Information accessed through the World
1 Wide Web is of varying levels of quality
and accuracy. The material supplied is for
@ information purposes only & is not to be
used for diagnosis or treatment.
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\$/ Grants

Health & Wellbeing

Research Grants

LotteryWest
Ongoing

Funder:
Closing Date:

Research Grants support research projects that
investigate social issues impacting on the
wellbeing of the Western Australian community.

Research Grants aim to:

® Provide an opportunity for community
organisations to undertake social research

®© Encourage collaboration between community
organisations

® Promote a coordinated approach between
researchers, service providers, policy makers
and the local community.

Priority is given to proposals that:

® Have been developed in response to issues
identified by the community

@ Involve strong collaboration between
community organisations

® Are based on sound research methodology

@ Involve recognised and qualified researchers
and

@ Involve other funding support and resources

We encourage the findings of the research to be
published or distributed to the community that
identified the issue being researched. The
research must be available to other interested
community groups

Contact

Telephone: (08) 9340 5270

Fax: (08) 9340 5274

TTY: (08) 9340 5236

Web: http://www.lotterywest.wa.gov.au/

asp/index.asp?pgid=424

Access to Major Research
Facilities Programme

Funder: The Australian Nuclear Science
and Technology Organisation
Closing Date:  Ongoing

Aim: To support access by Australian researchers
from industry, private and public research
organisations and universities to major
international research facilities not available in
Australia or to attend overseas strategic planning
meetings to secure access to a major research
facility.

The primary purpose of the programme is to
support travel where time has been granted on an
overseas major facility following a peer reviewed
process.

Collaboration visits will not be supported unless
time has already been granted at an eligible
facility. Further information on the support
available under the different elements of the
Government?s International Science Linkages
Programme can be obtained at https://
sciencegrants.dest.gov.au/isl/Pages/Home.aspx

Contact: Lauren Mackaway

Phone: (02)9717 7276

Email: Lauren.Mackaway@ansto.gov.au
Web: http://www.ansto.gov.au/

AMRFP.html


http://www.ansto.gov.au/AMRFP.html
http://www.lotterywest.wa.gov.au/asp/index.asp?pgid=424

Disability EqQuipment Grants

Funder:
Closing Date:

Lotterywest
Ongoing

The Lotterywest Disability Equipment Grants
program is managed by the Independent Living
Centre (ILC) http://www.ilc.com.au

The ILC web site provides you with all the
information to enable you find out more about
Disability Equipment Grants, including who is
eligible for a grant, what type of equipment may be
supported and the assessment process.

Contact

For Disability Equipment Grants information and
application form, link directly to the Lotterywest
Disability Equipment Grants in the Programs and
Services section of the ILC web site: http://
www.ilc.com.au/index.php?c=6

Strengthening Community

Service Delivery

Funder:
Closing Date:

Community Health Services
Ongoing

Strengthening Community Service Delivery grants
have been developed to add value to the various
not-for-profit community services available to the
Western Australian Community. They recognise
the critical role played by community services in
helping to improve the quality of life for our
citizens.

Priority for these grants is given to:

® Organisations that provide support to
disadvantaged people or groups

® Proposals that will provide a broad community
benefit

Lotterywest may support health-related services
which are an initiative of the community, rather
than a core government service.

Contact
Web: http://www.lotterywest.wa.gov.au/

asp/index.asp?pgid=431

Active Participation Grant

LotteryWest
Ongoing

Funder:
Closing Date:

Lotterywest will consider Active Participation
proposals that respond to the needs of people
who are not fully participating in community life
and that engage and involve the target group in
recreation as a way of building their community
involvement.

Particular encouragement is given to projects that
aim to increase community participation by people
with a disability.

This grant area aims to respond to a wide variety

of needs and circumstances by supporting:

@ Initiatives such as weekend or holiday
projects, workshops, 'come and try' and small
group activities designed to build skills and
confidence to encourage and facilitate future
recreation participation within the broader
community.

® Projects that aim to facilitate long-term change
that will benefit people facing barriers to
participation as well as their communities.
Projects must be time limited - that is having a
beginning and end date. Support may be
provided over a period of time up to a
maximum of three years, depending on the
nature of the project.

Contact
Web: http://www.lotterywest.wa.gov.au/

asp/index.asp?pgid=397

GSCWA can assist with grant applications and
resources for your group!


http://www.ilc.com.au/index.php?c=6
http://www.lotterywest.wa.gov.au/asp/index.asp?pgid=397
http://www.lotterywest.wa.gov.au/asp/index.asp?pgid=431
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©s8 LiInk Line

Genetic support groups are an important
resource for families or people in a similar
situation.

The Link Line provides a supportive and
confidential means of connecting individuals
and families for whom no known genetic
support group exists.

If any individual is seeking contact with others
in these circumstances, The Link Line is
available to you for this purpose.

To date, there appears to be no specific
support group for the following conditions/
syndromes.

Progressive

Supranuclear Palsy

A family from Western Australia who are living
with Progressive Supranuclear Palsy would like
to make contact with other families in a similar
situation.

Contact: Advocate, Disability First Stop
Email: christina@pwdwa.org

Elhers Danlos Syndrome
Type VIl (8) (periodontal
friability)

A family form Western Australia who are living
with Elhers Danlos Syndrome Type VIII (8),
which presents with periodontal friability would

like to make contact with other families in a
simular situation.

Contact: Alison, Genetic Support Council
Phone: (08) 9389 6722
Email: Alison@geneticsupportcouncil.org.au

Heart Tempo Support Group is a Heart
and Diabetes support group that meets
on the third Friday of each month at
Bayswater Waves. This group is made
up of people affected by a heart
condition or diabetes.

Contact: Ken Waters
Phone: (08) 9276 5940
Email: Ken.h20@bigpond.net.au

The Suicide Helpline Call Back Service (SHL
CBS) is a nationwide outbound telephone
counselling service provided by Crisis Support
Services. The service offers specialised support
to people who are at risk of suicide, people
caring for someone who is suicidal or people
bereaved by suicide. SHL CBS offers six
sessions of telephone counselling, which run
for approximately 50 minutes each, over a
period of up to six months. The service gives
people the opportunity to receive supportive
counselling, information and referrals to
specialist services for on-going support.

The service also caters for people from CALD
backgrounds through its links with the
Translating and Interpreting Service (TIS). SHL
CBS is completely confidential and non-
judgemental.

Contact
Phone: 1300 659 467.



\0/O

> GSC Members

&~

Full Members

Acoustic Neuroma Association of Australia
Alzheimer’s Association of WA

Angelman Syndrome Association
Arthrogryposis Support Group

Australian Cystinosis Support group
Australian Huntington Disease Association
Australian Pituitary Foundation WA Branch
Australian Tuberous Sclerosis Society Inc.
Australasian CHARGE Syndrome Association
CleftPALS Inc

Coeliac Society of WA

Cornelia De Lange Syndrome Support Group
Cushing's Disease Support Group

Cystic Fibrosis WA

Diabetes Australia - Western Australia

Down Syndrome Association of WA

Dyslexia SPELD Foundation WA Inc

Epilepsy Association of WA

Even-Keel Bi-Polar Support Association (Inc)
Fragile X Support Group WA (Inc)
Haemophilia Foundation WA Inc.

Heart Kids WA

Klinefelters Support Group

Learning and Attention Disorders Society of WA (LADS)

LQTS Support Group WA

Lupus Group of WA

Lymphoedema Association of WA

Mental lliness Fellowship WA

Motor Neurone Disease Association of WA

Mucopolysaccharide & Related Diseases Society

(MPS)

Muscular Dystrophy Association of WA
Neurofibromatosis Association of WA.
Parents of Children with Disabilities
Periodic Paralysis Society of Australia
PXE Support WA

Raynaud’s Syndrome Support Group
Rett Syndrome Association of WA
Senses Foundation Inc.

Short Statured People’s Association WA Branch

SIDS and Kids Western Australia

Sjogren’s Syndrome Support Group

Spina Bifida Association of WA

Thalassaemia Association of WA

Turner Syndrome Association of Australia (WA Branch)
Support Organisation for Trisomy and Related Disorders
of WA (SOFTWA)

Western Australian Retinitis Pigmentosa Foundation
WA Tourette Syndrome Organisation (WATSO)

Corporate Associate Members

ARAFMI Western Australia

Association of Genetic Support of Australasia
Australian Kidney Foundation

Carers Association of WA Inc

Ectodermal Dysplasia Support Group - OzED
Health Consumers Council WA

Lone Parent Family Support Service (LPFSS)
Office of Population Health Genomics

The Chromosome18 Registry & Research Society
The Kalparrin Centre

The Neurological Council of WA Inc

Western Australian Deaf Society Inc.

Individual Associate Members

Anja Hermann

Darren Webb

Kristina Johns

Linda Bovill

Mark Bovill

Professor Charles Watson
Terry Keating

Membership Forms are available on the Web!
http://geneticsupportcouncil.org.au
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GENETIC SUPPORT COUNCIL WA

Our Location and Mailing Address:
Oasis Lotteries House

Unit 9, 37 Hampden Road
Nedlands WA 6009

Contact Us

Genetic Support Council WA Inc. (GSCWA)
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The GSCWA Board of Management
CHAIR BOARD MEMBERS
Mitch Messer Professor Charles Watson Amanda Samanek
Executive Director Executive Dean Coordinator Education
Cystic Fibrosis WA Inc. Health Sciences Curtin  University Office of Population Health Genomics

TREASURER

Kerrie Duff

Project Officer
Disability First Stop

DEPUTY CHAIR

Steve Sandilands

President

Cornelia DeLange Syndrome Support Group

Teresa Alvaro
President
Thalassaemia Association of WA Inc.

Irene Gray
President
WA Tourette Syndrome Organisation

Susan Herrmann
Representative
Health Consumers’ Council WA Inc.

Meredith Doyle
President
Huntington’s Disease Association of WA

Kerry Gavey
Coordinator
Klinefelters Support Group

» > The views and opinions expressed in this newsletter are those of the individual authors and not necessarily
those of the GSCWA. The material supplied is for information purposes only, and is not to be used for

diagnosis or treatment.




