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Simone Elizabeth Kennedy 
January 23, 1962  -  July 30, 2006 

This newsletter is dedicated to Simone Kennedy. 
 

Simone Kennedy passed away peacefully on July 30, 

2006 at the young age of 44 years.  She was the 

wife of Kevin and mother of Andrew, Emma 

and Renée.   Andrew is her  „Angel‟ (18 

years). 
 

Simone was the eldest daughter of 

Helen and Peter Linkson.  Simone 

was very close to both her parents 

as she was to her sisters Danielle 

and Janine and her brother Mark.   
 

Simone was first diagnosed with 

Breast Cancer in January 1999 

and metastatic breast cancer in 

late 2000.  Simone continued to 

fight her cancer for more than 

7½ years, bravely undergoing 

chemotherapy, radiotherapy, hor-

mone therapy and a myriad of 

other interventions on many occa-

sions – always approaching her 

plight with a positive attitude, with 

dignity and with a determination that 

we all admired. 
 

Simone was instrumental in the formation of 

the Angelman Syndrome Association in 1993, 

making a central contribution to the first meeting of 

14 Angelman families in Kogarah NSW in early 

1993.  From this first meeting, Simone continued her 

work in organising the first conference in October 

1993 and the formation of the Angelman Syndrome 

Association soon after. 
 

Simone was Secretary of the Association in 1993 and 

1994, then President of the Association for the next 9 

years – from 1995 to 2003, and Secretary again since 

that time.  Simone was also played an active role in 

the formation of the International Angelman Syn-

drome Organisation (IASO), and was then elected 

President of the IASO at their 1st International Conf- 

rence in Tamperé Finland in 2000 for a three year term 

from 2000-2002. 
 

Throughout these many years, Simone thrived on help-

ing out other families, spending time talking to 

families with newly diagnosed children, 

talking to families undergoing difficult 

times, organising or helping to organ-

ise conferences and seminar days, 

organising outings and picnics, 

speaking at conferences, speaking 

to trainee doctors about AS, being 

involved in fundraising of all 

types, being actively involved in 

the administrative work of run-

ning the Association, spending 

endless hours involved in email 

meetings both Nationally and 

Internationally with IASO, and 

the list goes on… 
 

Simone also worked to bridge the 

distance barrier, encouraging com-

munication, sharing and a sense of 

collegiality between the groups in 

each state.  Through her work in this 

regard she was able to forge strong friend-

ships with so many members all over Austra-

lia - friendships which have lasted and blossomed 

over these many years.  One of these many special 

friendships was with Jenny Sims in South Australia 

who lost her own battle with breast cancer on March 

15, 2002.  Simone was deeply saddened by Jenny‟s 

death.  Many in the Association were like family to 

her. 

 

Simone always recognised the work and support of all 

of those involved with the Association in so many 

ways, the contributions made by the State VP‟s and 

Committee members, and especially the tireless work 

and commitment of both Dr Ellie Smith and Dr Robert 

Leitner.  Simone would also want to acknowledge the  
Cont. page 2 
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Hello to everyone and welcome to this edition of our 

newsletter.  
 

This newsletter brings sad news to you all of Simone 

Kennedy‟s passing, on 30th July 2006, from cancer. 
 

Simone was one of the founding members of the An-

gelman Syndrome Association (ASA) in 1993 and 

held the positions of Secretary, then President for an 

amazing 9 year period, after which she again held the 

position of Secretary. She was also the President of 

the International Angelman Syndrome Organisation 

(IASO) for a term.  
 

Despite her illness Simone was always committed 

and dedicated to the needs of AS families and with 

her leadership the Association grew and developed 

into what we have today.  
 

On a personal 

note, I went to 

high school with 

Simone and lost 

touch with her as 

we went our sepa-

rate ways. We 

were reunited 

some 19 years later 

when in 1998, I 

contacted Simone, 

who was then the  

President of the ASA. We now had yet another com-

mon bond – a child with AS.  
 

Simone was always generous, giving her time, 

knowledge & assistance whenever needed. She will 

be greatly missed by all of us.  
 

On behalf of our Association I extend to her family; 

Kevin, Andrew, Emma & Renée, and her parents, 

Helen & Peter our heartfelt sympathy, support and 

prayers. 

 

Warm Regards 

Anne Funke  

I first met Simone in October, 1993 at the 1st Na-

tional Angelman Syndrome Association Conference.  

From that day on, Simone and I were very close 

friends.  It was a friendship that you just picked up 

where you left off and it was like you had never been 

apart.  We were always on the phone planning when 

we would next see each other, or where we were go-

ing to go on our next holiday together, whether with 

our husbands (Kevin and Robert) or on our own.  Our 

last holiday together was in the CBD of Sydney for 

our anniversaries (Rob and I, 25 years and Simone 

and Kevin, 20 years).  We stayed on the 64th Floor of 

a Motel overlooking Darling Harbour. What a view!!!  

Simone and I travelled over to Finland for the 1st 

World Conference of Angelman Syndrome together.  

It was a trip that I will never forget.  The wines every 

night, snacks throughout the day (and night), posing 

for photos, trying to wash our clothes in the bathroom 

sink...I‟m so glad we went. 
 

I will really miss 

my dear friend, as 

I am sure we all 

will.  

Love to Kevin,  

Andrew, Emma 

a n d  R e n é e .  

Helen, Peter and 

Family. 
 

Heather Church 

From the Editor - 
Hi Everyone.  I am so sorry that this edition of the newslet-

ter has taken so long, but with the loss of my dear friend 

Simone, trying to get over my operation, organizing my two 

sons weddings and also because I had nothing to put in it, it 

has been a very trying last few months.  Things are starting 

to improve now, so hopefully they will continue. 

Please send any stories, jokes, photo‟s, info. to me at email-

robhedge@ozemail.com.au (please mark it “Newsletter”) 

or  send to 18 Baker St, Lilydale  Vic.  3140 

Thank you.   Take care.                      Heather Church (Vic.) 

Cont. from page 1 

continual assistance, support, love and prayers of her own family, parents, sisters 

and brother since Andrew‟s birth, during the formation of the Angelman Syn-

drome Association (family) and throughout her long illness.  Nothing meant 

more to her than family. 

 

Simone was a great teacher, a devoted daughter, wife and mother, and a wonderful friend to 

many.  She spent her life helping others in need with no thought for herself.  She now has peace 

in God‟s loving care and is sadly missed by all of us.  The work that she has done for Angelman 

Syndrome is one of her many legacies. 

President’s Say A Personal Message 
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Due to the delay of this issue of the newsletter, 
a few events have been and gone.  They were 
as follows -   
 

The West Australian group had a 
picnic on the 12th November. 
Story will follow in next issue. 

 

The Angelman Syndrome Coffee 
Morning was held on the 17th Nov. 
Read all about it next issue. 
 

The Angelman Syndrome AGM was 
held on 21st November. 
New Committee will be printed in next 
issue. 

 

The Angelman Syndrome Christmas 
Party was held on 3rd December. 
All the news will be in next issue. 
 

We all deeply regret that the above 
events were not available to you, but under 
the circumstances, it was unavoidable. Sorry. 

A Personal Message from ACT 
 

Did Andrew Know? 
 

I met Simone Kennedy in 1993.  She had Andrew, an An-

gelman boy, 2¼ years older than our newly diagnosed son 

Callum.  That year Simone and Kevin had driven the 

foundation of the Angelman Syndrome Association of 

Australia.  Simone had been the president of our Associa-

tion for 10 years. 
 

Her skill, compassion and drive had strengthened and 

bonded the Angelman community in Australia. 
 

Thursday, August 3 2006 was the day we all feared would 

come.  St John Bosco Catholic Church in Engadine was 

filled to overflowing for the funeral of Simone.  We knew 

it would be.  Kerry and I had risen early in Canberra to 

make the drive to Sydney.  At 8.30am while fizzing down 

the Monaro highway on the edge of Canberra, we realised 

with horror we had forgotten to tell Lynn Cousins, the 

mother of William aged 13, the only other Angel in Can-

berra.  We stopped on the side of the highway to ring 

Lynn.  She was in the middle of the hectic morning sched-

ule.  She wanted to attend but hesitated. “We will be there 

in 10 minutes” I said.  Fifteen minutes later we were driv-

ing with Lynn to Sydney. 
 

We arrived at the church at 12.20pm – it was already half 

full.  By 1.00pm the church was chockers with people 

spilling outside. 
 

Simone had a deep and abiding faith.  You can tell how 

someone rates at a Catholic funeral by the number of 

priests on the altar.  Simone scored 6. 
 

As an Angelman dad my focus was on Andrew.  Kevin 

and the children Emma, Renée and Andrew arrived.  

Their arrival was heralded by the sweet, seemingly happy 

sounds of Andrew recently turned 18.  He was clearly 

excited by the crowd and seeing so many familiar faces 

from his and Simone‟s life together.  I thought maybe he 

does not realise that mummy has died. 
 

Throughout the service, Andrew hugged and embraced 

and bubbled.  Simone‟s sister, Danielle, gave an affection-

ate, touching and at times funny tribute.  Simone was 

“little miss perfect” and “goody two shoes” but a loyal 

and loving sister.  On the screen we saw photos flashed of 

Simone‟s rich and happy life.  A very close friend of 

Kevin and Simone‟s, Sister Margaret read out Kevin‟s 

words of remembrance.  Simone did not fear death, but 

she would miss Kevin and the children terribly. 
 

Simone had told Kerry that she was lucky.  She had 

plenty of warning that her life may be cut short.  Since 

being diagnosed with breast cancer in 1999, she had 

pressed on with a full and rich life, bravely and with grace 

and good humour, during the highs and lows of recovery, 

remission and regression. 

In July of 2000 we had been privileged to attend the Inter-

national Angelman Syndrome Organisation conference in 

Finland, with Simone in the saddle as the World Presi-

dent. 
 

Simone‟s coffin was led from the church by her Lenten 

group and her colleagues from St John Bosco Primary 

School where she had continued to teach until April. 
 

As the funeral left the church, students of St John Bosco 

College, where Kevin teaches, formed a guard of honour 

down the road for 250 metres. 
 

We drove to the pretty, atmospheric Woronora lawn 

cemetery for the burial.  Andrew was seated under the 

canopy at the edge of the grave next to Simone‟s mum 

and dad, Helen and Peter.  As the last rites were read and 

Simone‟s coffin was lowered, I think something clicked 

with Andrew.  His happy, bubbling seemed to change to a 

plaintive but gentle wail.  I think he knew that mummy 

was gone.  Tears welled in my eyes.  I spoke to Kevin at 

the graveside, “Thanks for coming”.  When I asked 

whether Andrew understood he replied that he thought 

Andrew knew something had changed.  He had become 

more huggy.  I am sure he understands. 
 

On our drive back to Canberra the 8 CD stacker played a 

selection of tunes ……”Someday I‟ll be walking with the 

Lord” ….. “Hallelejah” ….  “I‟m so glad that you‟re my 

Dad” … 
 

 

Keith Bradley 

Father of Callum Bradley aged 16½ years 

Apologies 



How will my child or family member be looked after and where will they live when I am no longer able to care for them?  

Many parents and families of people with a disability ask themselves these questions, particularly as they get older. 
 

The Australian Government understands these concerns and has introduced an initiative to assist people to make 

private financial provisions for the current or future accommodation and care of their son, daughter or immediate 

family member with a severe disability. 
 

From 20 September 2006, parents and immediate family members will be able to place up to $500 000 (combined total 

amount) into a trust for the future care and accommodation of the person with a severe disability.  They can do this with-

out being affected by social security or Veterans‟ Affairs means tests and gifting rules. 
 

This means that the trust will not affect the income support payment (such as Disability Support Pension) of the person 

with a severe disability.  It will also not affect the parent or immediate family member‟s Centrelink or Department of Vet-

erans‟ Affairs pension or income support supplement if they are of age pension age. 
 

For further information, call Centrelink on 13 2300 or visit your local Centrelink Customer Service Centre. 
 

A sample trust deed and booklet explaining the various trust requirements can be ordered by phoning the Department of 

Families, Community Services and Indigenous Affairs on 1800 050 009 and quoting the product number FaCSIA0161. 
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La Trobe University, School of Occupational 
Therapy is conducting a study to investigate fac-
tors that affect the health of Victorian mother’s 
of a child with a disability.  
 

Participants will complete a mailed survey in 
their own home. The results will assist profes-
sionals and administrators to understand the de-
mands placed on mothers, as well as providing 
evidence for services/policy that support fami-
lies. 
 

You are invited to participate if you are the 
mother of a school aged child who has a disabil-
ity.  
 

Participation is confidential and mothers will not 
be identified in any reports from the study.  
 

If you would like further information, please con-
tact Helen Bourke-Taylor (Lecturer) 9479 5830 
or email   H.Bourke-Taylor@latrobe.edu.au. 

Survey Study in Victoria 

From the Treasurer 
Due to problems with the accounting 

package on the computer, there 

was a delay in processing the In-

voices. Please find your Invoice for 

Membership for the 2006/2007 financial 

year attached with this newsletter. Could you please 

ensure these are paid as soon as possible.        

                               

Robert Church, Treasurer. 

Diary Dates: 
 

Angelman New Zealand 1st Conference 
Fri. 9th March - Sun. 11th March, 2007 

Contact David Spraggs -  

Ph: (07) 8627167   ecsec@e3.net.nz 
 

The 8th National conference  
October, 2007 in Queensland 

 

The Angelman 
  

Syndrome Association 
  

would like to wish all 
  

families a  

 

“Merry Christmas” 
 

and a  
 

“Happy New Year” 

 

If you are going  
 

away on holidays,  
 

please drive safe. 

All Correspondence to: 

Angelman Syndrome Association 

PO BOX 554 

SUTHERLAND NSW 2232 

Email: kevink@angelmansyndrome.org 
 

Newsletter articles to - 

robhedge@ozemail.com.au 

News from Centrelink — Planning for the Future 

mailto:H.Bourke-Taylor@latrobe.edu.au
mailto:ecsec@e3.net.nz

