

















Hypochondroplasia: This is distinct from
achondroplasia but is often confused with it as it
merely seems a milder version. It is not very
evident at birth but becomes noticeable as the
child develops. The hands and feet are small but
the skull is not affected. The spine has some of
the same abnormalities as achondroplasia but
individuals are less likely to suffer problems.

Multiple Epiphyseal Dysplasia: The growing points
of the long bones are affected in this condition
providing variable growth restrictions but sparing
the spine. The most severe symptom of this
condition is degeneration of the weight bearing
joints which may require corrective surgery. In one
particular type there may be problems with the
skin, hair, gums and a tendency to develop
cataracts.

Spondylo Epiphyseal Dysplasia: This is a condition
where the growing ends of the bones and spine
especially are affected. The two most common are
SED Congentia which is apparent at birth and SED
Tarda which has a later onset and is only seen in
males. In SED Congentia the knees and hips are
prone to deformity, the neck is short and the
vertebrae weak at the base of the skull which may
require fusion. In SED Tarda the main abnormality
is in the spine which becomes very shortened and
stiff. There is often mild curvature of the spine and
hands may reach down to the knees.

Pseudoachondroplasia: This condition is similar to
achondroplasia but facial features are unaffected
and it is not readily recognisable at birth. Although
spinal problems are rare, the loose joints
experienced by some may result in wear and tear
later on in life.

Pituitary: This is caused by hormone deficiency
from the pituitary glands. This can be detected in
children at about two years old and the earlier
treatment is commenced the more likely the
individual is to reach their full potential adult
stature. It is the rate of growth rather than the
short stature itself that is the important criteria.
Treatment will involve regular injections of the
lacking hormone.

There are another ninety conditions. For more
information on conditions of short stature visit our
website www.sspa.org.au/conditions.htm

Support

The S.S.P.A. offers the following advice and

assistance for children, teenagers and young

adults

® Assistance with education and career
opportunities, e.g. Careers and Vocational
Guidance Fund.

@ Advice re: clothing, shoes, car pedals and
Government assistance.

@ Advice re: pre-school, school and university
choices.

® Medical information e.g. short stature
symposiums, recommendations to seek
assistance from members of our Professional
Advisory Board.

® Personal development e.g. Convention and
short stature symposiums; basketball and
other sporting activities.

Support for parents

® Personal counselling and support for new
parents e.g. New-parent representatives.

® Medical information http://www.sspa.org.au/
advisoryboard.htm

® Adoption advice.

Short Statured People of
Australia:
Western Australia Branch

(S.S.P.A. WA)

Group Contact: 9295 0636
Web: http://www.wa.sspa.org.au

Short Statured People of Australia
Web: http://www.sspa.org.au
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Mental Health Week

Date: 5th to the 11th October 2008

Org: WAAMH

Are you going to take the ‘Stress Less Challenge’
during Mental Health Week? “How’s your Mental
Health? Think about it. Talk about it ...Now!” This
week aims to increase community awareness and
education about mental health issues; decrease
the stigma, discrimination and prejudice still faced
by people with mental health issue and make it
easier for people to both recognise when they
have a mental health problem and to seek
assistance when they need it.

Contact: WAAMH

Web: http://www.waamh.org.au/
mentalHealthWeek.cfm

(08) 9420 7277
communications@waambh.org.au

Phone:
Email:

"Structuring Success”

Date: 9-10 October 2008
Org: The Autism Association WA

The Autism Association of Western Australia is
proud to announce that we are bringing one of the
world's leading experts on Autism, Professor Gary
Mesibov, to Australia to deliver a two day
MASTERCLASS on the TEACCH approach to
educating and supporting individuals with an
Autism Spectrum Disorder.

Professor Mesibov is Director of Division TEACCH
in the United States, an internationally acclaimed
program dedicated to education and research in

the field of Autism.

Web: http://www.autism.org.au/Teech%
20headera.htm

Contact: Rosemary Miles on 08 9489 8938

Email: rosemarym@autism.org.au

Coming Events

WA Health Conference 2008 -

Our Health, Our Future

Date: 15th - 17th October 2008

Org: Department of Health

Venue: Perth Convention Exhibition Centre

WA Health Conference 2008 - Our Health, Our
Future will be the third annual event and revolves
around our six strategic directions - healthy
workforce, healthy hospitals, healthy partnerships,
healthy communities, healthy resources and healthy
leadership.

Email: wahealthconference@health.wa.gov.au
Web: www.wahealthconference.health.wa.gov.au

Palliative Care Course

Date: 15th and 22nd October
Org: The Cancer Council WA

This two day course is designed for Patient Care
Aides and Assistants in Nursing who work with
individuals with a life limiting iliness.

Phone: (08)9382 3774

Email:  pdadministration@cancerwa.asn.au
Web: http://www.cancerwa.asn.au
Carers Week 2008

Date: 19th to 25th October

Org: Carers WA

The primary objective of Carers Week is to reach
and support hidden carers. It aims to: Heighten
awareness of carers in the community, Celebrate
the work of carers and encourage carers to
recognise themselves as carers, Promote an
awareness of other carer services such as
Commonwealth Carer Respite and Carelink Centres,

Contact: Andrea Pienaar

Phone: 1300 CARERS (1300 227 377)
Web: www.carerswa.asn.au
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Public Forum - Rare Conditions

and Emergency Departments

Date: Thursday 23 October 2008
Org: Health Consumers Council

Time: 9:15am to 1:00pm

Venue: Grace Vaughan House, 227 Stubbs
Terrace, Shenton Park, WA 6008

Cost: Free

Have your say at this public forum on rare
conditions and emergency departments.

RSVP: Rosemary on (08) 9221 3422 or email
rosemary.caithness@hconc.org.au

Free Lupus Forum

Date: Saturday 25th October

Org:  The Lupus Group of WA

Time: 9am to 4pm

Venue: The Bruce Hunt Lecture Theatre, Royal
Perth Hospital (Wellington Street entrance)

The Lupus Forum will include a wide range of
topics covering the past, present and future of
Lupus from diagnosis. medications, research and
coping with a genetic disease. This event is free!
Speakers include: Ms Durack (Psychologist) -
Coping with chronic disease for patients, carers
and family members, Dr Hollingsworth
(Immunologist) - History of the disease and Lupus
today, Dr Ulgiati (Medical Research) - Research
today and in future, Dr Chan (Rheumatologist) -
Medications today and in future, Dr Foster (GP) -
Living with Lupus and managing the symptoms.

Bookings essential. Call 9224 3144 or
email admin@lupuswa.com.au

Make a Difference for

Muscular Dystrophy

Dates: October 28th - November 12th 2008
Org: Muscular Dystrophy

That’s right we are trekking through Nepal in
October! People need to register and become a
trekker and then have to fundraise a minimum of
$5000 each. Why not sponsor a trekker!

Phone: (08) 9382 2700
Email: mda@cyllene.uwa.edu.au
Web: www.mdawa.asn.au

World Diabetes Day

Org: Diabetes WA

Date: 14 November 2008

Primary global awareness of the diabetes world. It
was introduced in response to concern over the
escalating incidence of diabetes around the world.

Contact: 9325 7699
Web: www.diabeteswa.com.au

Relationships, Sexuality &

Disability Awareness Day

Date: 20 November 2008

Org: secca

Increasing knowledge and capacity to access
services for people with disabilities. This event
targets service providers, agencies, carers, families
and health professionals in the disability field in
relation to sexuality, sexual health and relationships.

Contact: (08) 9420 7226
Website: www.secca.org.au

Retinitis Pigmentosa

Street Appeal
Date: 21 November 2008
Org: WA Retinitis Pigmentosa Foundation

Street Appeal to collection funds to support research
into Retinitis Pigmentosa.

Contact: (08) 9227 7585
Website: www.retinitispigmentosa.com.au

Carers Symposium & Expo 2008

Date: 24th & 25th November 2008

Org: Carers WA

Two day Carers Symposium & Expo which explores
how carers are being HEARD, INCLUDED &
SUPPORTED. The Expo is designed to showcase and
display three key areas for carers, taking a break,
links to services and support for carers.

Contact: Emma Toovey on (08) 9389 1488
Do you have an event coming up?
" Promote your it here and on our
website at no cost! Contact Kris on
«® (08) 9389 6722 or e-mail
info@geneticsupportcouncil.org.au
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Grant Support - Free reviews
of funding submissions for
community organisations

Granted is a not-for-profit organisation that
provides advice to community sector organisations
that are developing funding applications. They
focus on assisting organisations that aim to make
a positive social or environmental impact but
which have limited resources to seek funding. The
service is free, independent and confidential.

Web: www.granted.org.au

Accessible Events - A Guide
for Organisers

This is a useful resource for anyone planning a
consumer participation event. The guide was
developed by Meeting Events Australia and the
Human Rights and Equal Opportunity Commission.
It discusses the legal responsibilities organisers
have for making sure that their event is accessible
for people with disabilities and gives practical
suggestions on how to do this from start to finish.

Web: http://www.meetingsevents.com.au/
research

Auslan Signbank

Signbank is an interactive dictionary of Auslan
(Australian Sign Language). Auslan is the language
of the deaf community of Australia. Whoever you
are; a deaf person, deaf student, sign language
interpreter, student of Auslan, or a parent of a
deaf child, we invite you all to explore our visual
language.

Web: http://www.auslan.org.au

Resources

The Cochrane Library

Healthcare consumers and patients need high-
quality evidence about the effectiveness of
treatments. This empowers them, with their
healthcare practitioners, to make the best
possible decisions. The Cochrane Library provides
fast access to the most reliable evidence. The
Cochrane Library contains other databases of
reviews and controlled trials, provides quality-
assessed review evidence on diagnostic tests,
health technology assessments, economic
evaluations, and methods studies from the world’s
medical literature, all accessible using a single
search. The information is written for Patients/
Consumers in ‘Plain Language Summaries’ are
written specifically for consumers and patients to
highlight information and research findings on the
effectiveness of a treatment in a Cochrane review.

Web: www.cochrane.org.au

Bioethics Research

Southern Cross Bioethics Institute is an
independent, non-sectarian, autonomous
institution committed to research into important
bioethical issues affecting the whole community -
locally, nationally and internationally.

Web: www.bioethics.org.au

Need IT assistance?

This directory contains a list of WA ICT companies
that provide products and services in hardware,
software, call centre services, data management,
telecommunications, internet, multi-media and
professional training and consultancies.

Web: www.ictwa.com.au/home.asp?cmd=
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Lifeline Service Finder

The Lifeline National Service Finder lists details of
around 20,000 services and service providers
around the country. You can search the database
using keywords for the type of service and location
required. Alternatively you can direct your search
by typing in your postcode. This service is a
resource available to both health professionals
and the public. Search for agencies, services and
programs close to home, using this confidential
search engine. The Lifeline National Service Finder
has been developed with the support of the
Australian Government Department of Health and
Ageing.

Web: http://www.justlook.org.au/

Brain Tumour Support Online
Resource Centre

The James Crofts Hope Foundation is committed
to providing assistance to people diagnosed with
brain tumours and for their families, advancement
of treatments, and research of these conditions.
Their aim is to establish a world-class brain
tumour research facility in Perth. The Foundation
established this online resource where patients
and families can source information regarding
options for treatment and other services.

Phone: (08) 9445 7661
Email: info@jamescroftshopefoundation.org.au
Web: www.jamescroftshopefoundation.org.au

Support for teen Diabetics

'myD’ (my diabetes) is a site that has been
developed specifically for people aged 16 to 25
years living with diabetes. The site provides
general information on living with diabetes and
covers ‘everyday’ topics like school, work, travel,
driving and general health. The site also provides
information and links to other sites of interest,
places to go for more information, and there is a
section for you to tell your story and talk about
how you live with diabetes, here and now.

Web: http://www.ndss.com.au/myD

KidsHealth For Kids

KidsHealth has info about health problems like
cancer, asthma, coeliac, cleft palate, guillain-barré
syndrome, spina bifida, muscular dystrophy, and
more. Articles are written by a Medical Review
Board. The subject areas include: Allergies and
Immune System, Asthma, Birth Defects & Genetic
Problems, Bladder, Kidneys & Urinary Tract,
Blood, Bones, Muscles & Joints, Brain & Nervous
System, Cancer, Diabetes, Glands and Hormones,
Heart & Lungs, Infections, Learning & Emotional
Problems, Sight, Speech & Hearing, Skin,
Stomach, Intestines & Liver and Teeth & Mouth,

Web: http://kidshealth.org/kid/health_problems/
index.html

Australian Government
Lobbyists Register

The Register is a public document that contains
information about lobbyists who make
representations to Government on behalf of their
clients. Any lobbyist who wishes to contact a
Government representative for the purpose of
lobbying activities must be registered and must
agree to comply with the requirements of the
Lobbying Code of Conduct.

Web: http://lobbyists.pmc.gov.au/

lobbyistsregister/

Guidelines for Clinical

Practice 2008

Family Planning Association of WA Inc (FPWA)

Has produced these guidelines for those working
in the field of reproductive and sexual health. Each
topic can be used as an easy reference point. New
and updated topics covered in this edition include
ovarian cancer, HIV and pregnancy and
menopause.

http://fpwa.org.au/resources/
clinic_guidelinesO8_orderform.pdf

Web:
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

Local Government and
Regional Development
Grants Directory

Funder:
Closing Date:

Various
Various

Grants for communities and local governments in
regional and metropolitan Western Australia.

The Grants Directory is a compilation of grants
available to communities and local governments
in regional and metropolitan Western Australia.
The Directory contains programs provided by the
Western Australian Government as well as private
sector organisations.

Download the Grants Directory 2008 (PDF 1.6Mb)
Web: http://grantsdirectory.digrd.wa.gov.au/
Publications/GRDirectory.pdf

For assistance with Applying for Grants

The Department's Guide to Submission Writing
(PDF 125Kb) contains practical information and
examples on writing a submission.

Web: http://grantsdirectory.digrd.wa.gov.au/
Publications/GuideSubmissionWriting.pdf

Community Funding idea

Funder:
Closing Date:

Rotary
Various

Rotary clubs will often have several thousand
dollars that can be put to quick use for a worthy
cause nominated by a member. There are
thousands of Rotary members across Australia
and most of them are heavily involved in
community life so there's a good chance one of
them is a member of your community group - or
knows someone who is.

Rotary in Australia: http://www.rotary.org.au

Australian Lions Foundation
Various

Funder:
Closing Date:

Lions groups often provide a similar service to
Rotary and so they may be worth approaching as
well.

Web: http://www.lionsclubs.org.au

City of Mandurah Western

Australia
Funder: City of Mandurah
Closing Date: Ongoing

Aim: To offer public liability and other insurances
to community groups at a significantly lower rate.

Municipal Insurance Broking Services have joined
forces with Western Australian Local Government
Association and the City of Mandurah to provide
discounted public liability insurance cover for
many local groups which have not been able to
afford it in the past. Public liability and other
insurances are being offered to community groups
at a significantly lower rate, with time payment
available through premium funding. This new
scheme will relieve some of the financial pressure
which community groups are currently facing.

To download Affordable Public Liability Insurance
for Community Groups document (PDF document
31Kb) go to the City of Mandurah website
http://www.mandurah.wa.gov.au

Click on the menu item Forms / Council meetings
click on forms and information sheets and click on
general the document is item 17
affordable_public_liability_
insurance_for_community_groups.pdf

Contact
Phone:

City of Mandurah
(08) 9483 8888



The St.George Foundation

Funder:
Closing Date:
Funding:

St. George Foundation
Ongoing
Max: $5,000

Aim: To provide financial support to charities
throughout Australia to help them assist children
and young people up to 18 years of age with
special needs.

The St.George Foundation provides financial
support to charities throughout Australia to help
them assist children and young people up to 18
years of age with special needs. The Foundation
supports innovative projects that enable
disadvantaged and disabled children to reach
their potential.

To be eligible for funding, an organisation will:

@ assist children under the age of 18 years

® focus its efforts on Australian children

® be a registered Australian charity endorsed
as a deductible gift recipient (but not another
ancillary fund). Deductible Gift Recipients
must be listed with the Australian Taxation
Office under Item 1 of the Table in Section
30-15 of the Income Tax Assessment Act,
1936.

The Foundation cannot give funding to
individuals or organisations that are not eligible
recipients.

Funding is not usually given for: Office
equipment, Sponsorship or fundraising appeals,
Motor vehicles, Scholarships, Building projects or
modifications, Religious purposes, General
operations or running costs, Hospitals, Projects
outside Australia, Organisations with a high net
asset worth

Contact St.George Bank
Phone: (02) 9236 3534
Fax: (02) 9236 1576

Email: stgeorgefoundation@stgeorge.com.au
Web: http://www.stgeorgefoundation.com.au/
stgeorgefoundation/gift.asp

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

Extending the Capacity of

Not-For-Profit Organisations

LotteryWest
Ongoing

Funder:
Closing Date:

Aim: To support initiatives that support community
service organisations or sector-wide groups to
improve their capacity through organisational
development and training activities. Increasing the
management and leadership skills of staff,
committee and board members, and volunteers.

Grants may support:

® The development of strategic, management,
communications, technology and/or fundraising
plans

@ Volunteer training, management training

® The development of best practice, quality
assurance strategies

® Projects that assist not-for-profit organisations
develop partnerships with the business sector

® Information technology planning

® The development of operational and induction
manuals and purchasing of training resources

® Conference attendance by people from the not-
for-profit sector. The organisation running the
conference needs to apply for the grant, rather
than the organisations wanting to send people
to the conference.

® A management committee member, a volunteer
or staff member to further their management
and leadership skills.

Priority for the Extending the Capacity of Not-for-

Profit Organisations Grants is given to:

® Not-for-profit community groups and
organisations that support networking forums
for specific interest groups, including peak or
sectorwide organisations.

® Local government authorities with priority given
to their community service activities such as
youth, volunteer, seniors, children's or other
community service programs.

Contact (08) 9340 5270

Website: www.lottery.wa.gov.au

Email: grants@Ilotterywest.wa.gov.au
Freecall: 1800 655 270

TTY: (08) 9340 5236
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®s LInk 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.

Isodicentric Chromosome 15

A Melbourne family with a 2 year old son are
seeking contact with others affected

by Isodicentric Chromosome 15. For initial
enquires please contact Zornitza Stark,
Clinical Genetics Fellow via email to
Zornitza.Stark@ghsv.org.au.

Wilson’s disease

Rose would like to speak with others affected
by Wilson’s disease. To contact Rose,

phone 9879 4887 or mobile 0400 205535 or
email musicsoothes@msn.com .

Lissencephaly

A family from Western Australia who have a
child severely affected with Lissencephaly
would like to make contact with other families
in a similar situation. Please contact Kristina at
the Genetic Support Council of WA via email
info@geneticsupportcouncil.org.au or phone
08 9389 6722

Osler Weber Rendu
Syndrome

Narelle is seeking contact with anyone affected
by the condition Osler Weber Rendu

Syndrome. Please contact Narelle via email
rel@rapserv.com.au.

Noonan Syndrome

John is seeking contact with anyone affected by
Noonan Syndrome. Please contact John via
email johnnok2@bigpond.com

Monomelic Amyotrophy

A person from Western Australia who is living
with monomelic amyotrophy would like to make
contact with others living with this condition.
Synonyms include: Benign Focal Amyotrophy,
Hirayama syndrome, O'Sullivan-McLeod
syndrome, Sobue disease and Single limb
atrophy. Please contact Kristina at the Genetic
Support Council of WA on 08 9389 6722 or
email info@geneticsupportcouncil.org.au

Lowe Syndrome

A family from Western Australia who is living
with Lowe Syndrome would like to make
contact with others living with this condition.
Synonyms of Lowe Syndrome include: Cerebro-
Oculorenal Dystrophy, LS, Lowe's Disease,
Lowe-Bickel Syndrome, Lowe-Terry-MacLachlan
Syndrome, OCRL, OCRL 1, Oculocerebrorenal
Dystrophy, Oculocerebrorenal Syndrome and
Renal-Oculocerebrodystrophy
oculocerebrorenal syndrome
oculocerebrorenal syndrome of Lowe

Please contact Kristina at the Genetic Support
Council of WA on 08 9389 6722 or email
info@geneticsupportcouncil.org.au.
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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

GSC Members

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



Our Location and Mailing Address:
Oasis Lotteries House

Unit 9, 37 Hampden Road
Nedlands WA 6009

Address:

Phone:

Email:

Web:

Office hours:

Staff:

ontact Us

Genetic Support Council WA Inc. (GSCWA)

Oasis Lotteries House
Unit 9, 37 Hampden Road
Nedlands WA 6009

(08) 9389 6722

info@geneticsupportcouncil.org.au

www.geneticsupportcouncil.org.au

9am to 4pm Monday to Friday.

Sharon Van der Laan, Executive Director
Kristina Johns, Resource Officer

Alison Morse, Promotions & Admin Officer
Joan Ryder, Book Keeper

The GSCWA Board of Management

CHAIR

Mitch Messer
Director
Thinking Beyond

TREASURER Teresa Alvaro
Kerrie Duff President
Senior Policy Officer Thalassaemia Association of WA Inc.
People with Disabilities WA
Irene Gray
DEPUTY CHAIR President
Steve Sandilands WA Tourette Syndrome Organisation
President

BOARD MEMBERS

Professor Charles Watson
Executive Dean

Health Sciences Curtin University

Cornelia DeLange Syndrome Support Group Susan Herrmann

Representative
Health Consumers’ Council WA Inc.

Amanda Samanek
Coordinator Education
Office of Population Health Genomics

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.




