
ANGELMAN SYNDROME ASSOCIATION 

Newsletter Charity No. CFN13843 ABN 42 169 355 488 No. 29  -  May, 2002 

 

Jennifer Anne Sims 
November 2, 1957 - March 15, 2002 

 

This newsletter is dedicated to Jennifer (Jenny) Sims. 

 

Jennifer Sims (Jenny) as most of us knew her, passed 

away peacefully on March 15, 2002.  She was the wife of 

Paul and mother of Ross and Erin (A.S.). 

Jenny was born on November 2
nd

 1957 at Kingswood 

Private Hospital , South Australia.  She was the third child 

and second daughter of Murray and Audrey Cugley. 

Jenny attended Westbourne Park Infant and Primary 

School until the family moved to 

Whyalla in 1966 where she continued 

her primary education at Fisk Street 

Primary School and then Memorial 

Oval primary School.  She attended 

Eyre High School and completed her 

Year Twelve exams. 

Jenny obtained work at the 

Commonwealth Bank where she met 

Paul who worked next door at the 

National Bank.  Paul and Jenny were 

married in Whyalla on October 6, 

1979. 

In 1982 Paul was transferred to 

Adelaide with the bank.  They rented 

a house for a short time and then 

found their current home in South 

Plympton.  In 1983 Jenny gave birth 

to her first child Ross and in 1987 she was blessed with a 

lovely redheaded baby girl, named Erin. 

As time progressed, Erin was diagnosed with 

„developmental delay‟ and eventually at 4 years of age, she 

was diagnosed with Angelman Syndrome.  In 1992 Jenny 

and Paul met Kerri Monaghan their first parent of another 

child with Angelman Syndrome.  In 1993 Jenny and Paul 

attended their first Angelman Syndrome Conference in 

Sydney where they began a partnership and friendship with 

many other AS families. 

In 1994 Jenny and Kerri helped to establish the 

Angelman Syndrome Association of South Australia.  They 

organised the Second National Angelman Syndrome 

Conference in 1995 in Adelaide.  In 1997 Jenny and Paul 

attended the Third National Conference in Brisbane and in 

1999 the Fourth National Conference in Melbourne.  Sadly, 

due to Jenny‟s chemotherapy and radiation treatment she 

was unable to attend the National Conference in Canberra 

last year.  She was very disappointed to miss her first 

national conference. 

In July 2000, Jenny and Paul travelled to Finland to 

represent the Angelman Syndrome Association of South 

Australia at the First International Angelman Syndrome 

Conference. 

Jenny volunteered at Ross‟s High School in the 

canteen once a month as well as one day a week at Erin‟s 

school (St. Anne‟s).  She was also treasurer of St Anne‟s 

Parents and Friends Association, the S.A. Angelman 

Syndrome Association as well as the National Angelman 

Syndrome Association. 

Jenny dedicated her life to the service of others and 

promoting and educating others about Angelman 

Syndrome. 

As recognition for service to 

the community, Jenny carried the 

Olympic Torch along Morphett 

Road, Adelaide.  This was a huge 

honour for Jenny and certainly one 

of the highlights of her life. 

Early last year Jenny was 

diagnosed with Breast Cancer.  She 

fought courageously all year 

without complaint as she endured a 

rigorous treatment of severe 

chemotherapy and radiation therapy.  

She remained positive and gained 

her strength from her family and 

close friends.  During this time, she 

continued to devote her life to our 

Association and Angelman 

Syndrome families. 

A couple of months ago, Jenny was told that the cancer 

had progressed to her liver.  Sadly, Jenny lost her battle 

with this terrible disease and now lies in peace. 

As a woman, mother and friend, Jenny was one of the 

most extraordinary people that I have met.  She always 

gave of herself with her cheery manner and welcoming 

smile.  She considered the needs of others before herself 

and was a generous, thoughtful, caring, sensitive and 

intelligent woman.  Jenny was a quiet achiever, often 

working behind the scenes tirelessly to promote Angelman 

Syndrome and improve the lives of AS individuals and 

their families. 

Jenny was a devoted mother, sister, daughter and a 

wonderful friend.  I miss her sense of humour, phone calls, 

emails and expertise.  It has been a privilege knowing and 

working with Jenny. 

On behalf of all the Angelman Syndrome families, we 

extend our deepest sympathy to Paul, Ross and Erin, 

Jenny‟s Mum and Dad, Audrey and Murray, her brother 

Graham, sister Lynette and their families. 

 

Jenny‟s memory will live on in our hearts forever. 

 

Simone Kennedy 



Jenny Sims– A Guiding Light for 

Angelman Syndrome in SA 
 

January 1992 was the first time I opened my door to greet 
Jenny and her lovely red headed daughter Erin.  Jenny sat 
down; we chatted briefly about the children, when Matthew 
made some typical AS gesture.  Jenny laughed stating that 
“Erin does the exact same thing”, at this time Erin made the 
same gesture, we then both laughed.  From this day on a 
partnership and friendship was formed which was to 
continue for another ten years. 

After our first meeting, Jenny and I kept in touch.  
Along came a few more parents to our small but growing 
group.  As our group grew Jenny and I quickly realized that 
our work was just beginning.  Jenny and I had each other to 

 

 
[Jenny, Paul, Ross and Erin – Christmas 2001] 

 
share experiences but little information was available at this 
time about our children‟s disability.  Jenny had the 
foresight and enthusiasm to convince me that we needed to 
form a South Australian Support Group, so that we were 
better equipped to be able to support other parents.  We 
were both determined for other parents not to go through 
what we had experienced – the lack of information and the 
lack of knowledge even our children‟s 
Doctors/Therapists/Health Care workers etc had about 
Angelman Syndrome. 

Jenny made an appointment with Richard Bruggeman, 
Head of IDSC (Intellectually Disabled Services Council).  
Jenny informed him as to whom we were, what we wanted 
to achieve and how we proposed to go about it.  Richard 
Bruggeman was very supportive, gave us lots of ideas, 
people to contact, and informed us on how their 
Government Organisation worked and what funding may 
be available from them to a group such as ours.  Jenny I 
believe, took this information in well, as at every 
opportunity in the future letters were sent to IDSC (via 
Richard Bruggeman personally) to seek funding for 
numerous reasons.  IDSC have been very good to our 
Association and have assisted us when they could.  I 
believe that Jenny‟s idea of visiting “the boss” helped 
enormously. 

We then set on a journey to educate not only Medical 
Professionals about AS, but also Health Care Professionals 
– Jenny wanted to spread the word.  Jenny truly believed 
that if these (so called) “Professionals” were to assist our 
children then they needed to be well informed about 
Angelman Syndrome – and who better to educate them but 
the parents! 

There were trips to Medical Libraries around Adelaide 
to source any information on AS available at that time.  We 
joined the ASF in the US, the equivalent English 
Association and even the local Prader-Willi Syndrome 
Association in our efforts to gain any information on AS 

that we could.  Now armed with information we set about 
educating South Australia about AS.  Information was sent 
to every Special School, Geneticist, Pediatrician, Health 
Care Organisation and local Council in the State.  1994 saw 
our first Education Seminar and a local pamphlet on AS 
was developed by Jenny. 

During 1994, after many visits to the Legal Aid 
Service, the ASA of SA Inc constitution was drafted.  
Jenny insisted on getting it right from the start.  We spent 
many hours correctly wording this document so that our 
Constitution covered everything we wanted to achieve as 
an Association and to be able to support our members.  
Positions were filled with Jenny taking on the role of 
Treasurer and I as Chairperson/Secretary.  

1994 was also the year that the Charity Basketball 
Challenge started.  This event involved the “Adelaide 
Crows” which in turn gained a lot of media attention.  This 
resulted in Radio interviews, articles in local papers and 
interviews on local Current Affairs TV programs.  This 
event became wonderful for public awareness on Angelman 
Syndrome.  The event lasting for another six years. 

I remember our first Radio Interview with a local (but 
little known) radio station, Radio 5RPH.  Jenny and I were 
both very nervous.  The host sat us down and explained 
what was necessary with speaking into the microphone etc 
and before we knew it the “live” interview had 
commenced.   Finally, the dreaded time had come for me to 

  

 
[Jenny, Simone and Kerri – 1st Conference Picnic Day 1993] 

 
speak, I stumbled over a few words, and Jenny spotting my 
nervousness continued what I was attempting to say in a 
confident manner.  Jenny was there to support me (as I was 
to discover later) as she always did throughout our 
friendship. 

I also remember our first speech.  We were both to 
present a topic at the 1st National Angelman Syndrome 
Association Conference in Sydney in 1993.  Jenny decided 
that it might be a good idea to videotape ourselves so that 
we could review the tape and improve our speech if needed.  
True to Jenny‟s style, she wanted to get it just right from 
the start.  Of course as it turned out Jenny did not need the 
practice, she was a born communicator and always gave a 
wonderful speech.  Most especially when giving a talk 
about Erin (her favourite topic) or Angelman Syndrome in 
general, I always marveled at Jenny‟s ability to remain so 
positive when talking about Erin, no matter what Erin got 
up to, or into! 

This brings back memories of another of our early 
speeches.  We were told that we were to talk to a group of 
Professional Carers that cared for people with teenagers 
with an intellectual disability.  Jenny again was kind 
enough to let me go first (due to my nervousness) and I 
proceeded to speak for 10 minutes from my carefully 
prepared written speech about Angelman Syndrome.  
During my speech Jenny was quick to assess our audience 
and realised that the group contained only 10% carers and 



the remaining 90% were teenagers and adults with an 
intellectual disability!  Only a few clapped after my speech 
then it was Jenny‟s turn.  Jenny read a few lines of her 
carefully prepared written speech and then promptly tossed 
it to the side.  Jenny then ad libed the remainder of her 
speech obviously reducing it to a more appropriate level, 
she told some stories, she got some laughs and dare I say at 
the end of her speech, a lot more applause than I!  The last 
laugh was that we were to find out later, a teenager with AS 
was in the audience that night who later joined our group.  
As it turned out we preaching to the converted! 

In 1994 at the National AGM it was decided that South 
Australia were to host the 2

nd
 National Angelman 

Syndrome Association Conference.  Jenny was in her 
glory!  As soon as we got the nod from the National 
Association, Jenny wanted to get started right away with 
the organising of the Conference.  The first thing we did 
was to attend the National Prader-Willi Syndrome 
Conference that was held at Hahndorf, SA that year.  
Again, true to Jenny‟s style, she thought it would be a good 
idea to go along and gain ideas on how to run a National 
Conference, which we did.  Jenny even sought funding for 
Dr & Mrs Angelman to attend the Conference (as 1995 
marked the 30

th
 Anniversary of the first three cases of AS).  

Jenny, again not wanting to exclude anyone from attending 
our Conference! 

1995 brought the joining of two families – the 
McGreehan‟s and Monaghan‟s.  Of course for me this 
involved a much-increased workload.  My family expanded 
from two children to six, two with AS.  Over a period of 
time I found the Secretary role too much, yet again, Jenny 
came to my aid and willingly took this position on, in 
addition to her Treasurer‟s role. 

For those who did not know Jenny, some of her other 
achievements over the years were: 
* Organised a weekend swimming program which Jenny 

actively participated in. 
* Gave many talks/presentations on AS to interested 

groups which raised funds for our local Association. 
* Organised periodic Seminar Days/Mini Conferences to 

educate Health Care Professionals etc on AS. 
* Was interviewed frequently on Radio 5RPH to raise the 

awareness on AS. 
* Handled all monies associated with the Charity 

Basketball Event. 
* Sought and gained funding for families to attend every 

National Conference to date. 
* Founder, Editor and Publisher of our local “Southern 

Angels” Newsletter. 
* Organised regular local family get-togethers, BBQ‟s etc 

and especially when a new child was diagnosed with AS, 
in an effort to make the new family feel welcome into 
our group. 

* Organised Carer Retreats every year for families to 
enjoy. 

* Organised the Resource Library which includes 
newsletters from other AS Groups, Local Disability 
Organisations, books, videos, audiotapes etc. 

* Organised Christmas Dinner get-togethers for parents of 
children with AS. 

* Organised and bought personalised Christmas presents 
for our AS children for the Christmas get-togethers. 

* Organising and compiled the agenda for committee 
meetings and AGM‟s. 

* Initiated and participated on the sub-committee to form a 
SA Information Package on AS 

 (this has now been handed over to become a National 
project). 

* Held regular fundraisers for our local Association i.e. 
cards, books, raffles etc. 

* Travelled country SA to give presentations to Women in 
Agriculture and Business who were 

 raising funds for our Association. 

* Olympic Torch carrier representing Angelman 
Syndrome. 

* Travelled to Finland to represent the ASA of SA Inc at 
the 1st International Angelman Syndrome Conference in 
July 2000. 

 

 
[Jenny in Finland with the Australian contingent – 

1st International Angelman Syndrome Conference 2000] 
 

* Extensive volunteer work and fundraising for the Special 
School which Erin and some 

 other children with AS attend. 
* Committee member for one of the local Respite agencies. 
* Last but not least the duties of Secretary/Treasurer. 
 
I have no doubt left out many of Jenny‟s achievements, for 
which I apologise.  It is truly difficult to accurately 
document and put into words the exceptional person Jenny 
was.  It was not only the bigger things that Jenny organised 
for us all to benefit from, but also the little things she did 
for each and everyone of us that made the difference.  For 
me, as my role lessened within the Association, Jenny 
would continue to send me a quick fax to let me know 
when a new child was diagnosed in our State, or basically 
when anything interesting would happen within the 
Association. 

Jenny recognised that even though I was not able to 
devote the time as I once had, that my interest was still 
there.  Jenny taught me a valuable lesson at a low 
(extremely busy) time in my life, Jenny said to me “you 
have to do what is best for your family, if you cannot cope, 
let others share the burden” - for your understanding 
Jenny, I thank you. 

Jenny‟s passing has been a devastating loss to us all.  
We have not only lost one of the driving forces to improve 
life for all AS children in our State, but also a true friend to 
all parents.  To us Jenny was the essence of compassion, a 
genuinely caring lady and committed to her cause.  Jenny 
touched each and every one of us, which has left a 
memorable impression that we will treasure forever. 

On behalf of all parents in SA, this is our chance to say 
thank you Jenny for all the wonderful times we shared.  
Thank you for your dedication and devotion that you 
unconditionally gave and most of all for sharing your life 
with us - you truly were our Angel! 

You were the thread that held the fabric together for 
our Association and we will endeavor to continue what you 
have created and work towards your ultimate goal of “a 
better future for our Angels”. 

I would like to end by giving thanks for the life of a 
woman I feel proud to be able to call my friend, you were 
extraordinary, irreplaceable and your memory will never be 
extinguished from our minds. 
 
Kerri Monaghan 
On behalf of Parents of Angelman Syndrome Assoc. of SA Inc 



Melatonin 

 
1 would like to summarise for you a review article on 
melatonin. The article, in the journal "Brain and 
Development", 2000, is entitled "The therapeutics of 
melatonin: a paediatric perspective" (volume 22; pages 
213-217; by Neil Gordon, UK). 

Melatonin is a hormone of the brain (a. 
neurohormone), secreted by the small pineal gland in the 
brain. It is produced during darkness. Other hormones are 
also produced during the night and thus our day-night 
rhythms are very important for our well being (scientific 
name is circadian rhythms). 

The metabolic steps in the production of melatonin are 
- an amino acid tryptophan serotonin --> acetyl serotonin --
-> melatonin. Newborn infants do not produce much 
melatonin, but the level increases from 3 months to one 
year of age and then remains stable till puberty, when it 
declines somewhat. A correlation between the rise in 
melatonin levels in darkness and the onset of sleep has been 
shown. There may also be a temperature effect involved, as 
the temperature is reduced at night. Properly timed 
administration of medicinal melatonin can result in the 
earlier onset of night time secretion of melatonin, 
analogous to resetting the circadian pacemaker. 

 
 

So much for the theory. In practice, it is hard for me to 
understand the different types of conditions which seem to 
benefit from the use of melatonin. One value of a review 
article like this is that it covers areas you (or 1) would not 
usually be looking at, and with 39 references, shows the 
wider scope of the issue of sleep disturbance. 

The conditions which are said to be improved by 
treatment with melatonin include:  

 
 Tinnitus (noises in the ear)  
 Termination of benzodiazepine treatment  
 Cancer  
 Control of gastric ulcers  
 Treatment of migraine and tension headaches  
 Prevention of cluster headaches  
 Visually impaired children 
 Children with epilepsy  
 Irregular sleep-wake patterns in children with 

learning disorders 
 
This is where the use of melatonin in Angelman syndrome 
(AS) applies. In one study of 13 children with AS, aged 2-
10 years, motor activity was constantly monitored in their 
home environment for 7 days prior to commencing 
melatonin and for 5 days during treatment. Throughout the 
study, blood samples were taken frequently to measure 
melatonin levels. The recordings of motor activity showed 
significant improvement in the children's sleep pattern as a 
result of treatment with both a decrease in motor activity 

and an increase in total sleep duration. This category also 
includes girls with Rett syndrome and children with autism. 
Much work has been done in these disorders also, showing 
advantage. There were apparently no adverse effects among 
the children in any of these studies. 

In conclusion, the review states that the aim of 
treatment is to establish healthy sleep patterns, whatever the 
cause of the disorder. The benefits of regular durable sleep 
to the patient and the carers are many - the psychological 
effects are obvious but there is also improvement in 
growth, mobility and cognitive ability. There are still many 
unanswered questions. Melatonin does not work for all 
children. The dose and timing of medication can vary and 
the need for and safety of long term treatment needs to be 
established. More well-constructed clinical trials are 
required and the indications for treatment with melatonin 
should be better defined. Nevertheless, the good news is 
that melatonin does seem to work for many children. If 
your AS child sleeps badly, a visit to your paediatrician to 
discuss melatonin therapy seems warranted. 
 
Summarised by Dr Ellie Smith, February 2002-05-04 
 

Victorian News 
 
The Victorian Branch held their Angel's picnic on Sunday 
3rd March at the Special Developmental School in Ballarat. 

We had a total of 32 parents, siblings, grandparents, 
aunts, uncles, friends and of course our little angels.  It was 
a bit chilly on the day with a few patches of rain, but all in 
all, a good time had by all. 

It as lovely to meet some new faces and catch up with 
the others that try and come each time. 

A special thank you must go to Yvonne and Terry Judd 
for organising the venue and the vice principal to come and 
unlock and lock up for us. He made us feel welcome. 

We have decided though, for our next picnic, 1 will try 
and organise some funding to pay for someone to come and 
entertain the children for a couple of hours, so the parents 
can enjoy a quiet moment together. 

Also on behalf of all the Victoria families, 1 would just 
like to send condolences to Paul, Ross and Erin Sims for 
the sad loss of Jenny. Jenny was a lovely person and will be 
sadly missed. 
 
Heather Church 
 

Coming Events 
 

 6
th

 National Conference – Sydney, October 2003 
 2

nd
 International AS Conference and AS 

Foundation Conference, Washington DC – July, 
2003 

 National Association AGM:  
Kennedy Household, October 17 2002 at 7.30pm. 
 

Editors Note 
 
Welcome to this sad edition of our newsletter. It is only 
fitting that we dedicate this newsletter to Jenny, in memory 
of all that she has been and done for ASA over the years. 
Thank you to those who have sent articles for this 
newsletter. If they have not been printed , they will be 
considered for the next one. Thank you to Wayne and 
Kathy Bayliss for hosting a lovely morning tea gettogether 
on 22/2/02 for families of children with AS from Sydney 
and surrounding areas. It is nice to meet with other families 
in a relaxed environment to discuss issues, concerns and 
share experiences.  

Anne Funke 



The Angelman Syndrome Clinic  

 

The Angelman Syndrome Clinic at St George Hospital, 

Kogarah has been in existence for 9 years now, and it is run 

primarily by Dr Robert Leitner and Dr Ellie Smith.  The 

clinic has assessed over a 100 children and adults with AS, 

ranging in age from around 8 months to 45 years.  The 

clinic has been involved in the study of various aspects of 

AS for most of that time and the results of these studies 

have been published in the medical literature, and presented 

at the AS conferences nationally and at the First 

International Conference on Angelman Syndrome in 

Finland.   

Over the last few years, we have been collecting 

information on the clients with AS who visit the clinic by 

means of a comprehensive questionnaire (The Angelman 

Syndrome Questionnaire Booklet).  The information in the 

questionnaires relates to all aspects of AS.  Thanks to all 

the families who have given information to the clinic about 

their children to increase our understanding of the natural 

history of AS.   

More recently, Dr Raymond Barry and Dr Suky Yim 

have also been working at the clinic.  Ray and Suky are 

both training to be Paediatricians, and both have a 

particular interest in working with children with 

developmental disabilities.  Suky has been involved in 

collecting information relating to epilepsy in AS and she 

has been taking a closer look at the EEG characteristics of 

clients with AS.  Ray has been finding out more about the 

behavioural characteristics with AS, which we hope will 

ultimately be able to answer some of the questions that are 

being asked by parents and carers.  They are both in the 

process of publishing their findings. 

I have invited Ray and Suky to write an article in a 

future newsletter to update you on their research.  Ray is 

still looking for families who would be interested in 

completing a behavioural questionnaire.  If you have not 

completed a behavioural questionnaire and would like to do 

so, please let me know (ph: 9587 2444; fax: 9588 3135; 

email: Leitnerr@sesahs.nsw.gov.au).  
 
Robert Leitner 
 
 

MEMBERSHIP FEES NOW 
OVERDUE 

 
Membership fees for 2002 are now OVERDUE.  As a 

result of Jenny‟s long illness there has been a delay in 

sending reminder notices.  Please forward membership fees 

with current details as soon as possible.  
 
 

Individual Options Program  (I.O.P.) 
 

I thought other parents may be interested in how we 

have used this program.  First of all , it is a Commonwealth 

and State of Tasmania initiative under the Amending 

Bilateral Agreement (Commonwealth/State Disability 

Agreement) Sept. 2000.  "The aim of the I.O.P. is to 

provide additional services that enable people with 

disabilities and their carers to remain supported within their 

families in their local communities.  The type of support 

provided will be with activities of daily living in the home 

or community which may include:  personal support; 

respite; provision of day options; maintenance of adaptive 

equipment; and other non-specialised (i.e. non-

nursing)personal care and related tasks." 

I don't know if similar programs are available in other 

states.  We came upon it when we joined a group of parents 

lobbying for a part-time respite house.  We were told by the 

Department (Health and Human Services, Disability 

Services) that we would all need to apply for this program 

first.  David and I then had the wonderful job of thinking 

what did we need for Hannah, now 12 years old.  We 

managed to fill in the application form (always fairly off-

putting) and asked for personal support for Hannah to be 

taken to weekly swimming lessons run by a club providing 

lessons for people with disabilities.  That accounted for 2.5 

hours per week for a total of 40 weeks per year.  As well, 

we really needed regular weekend respite that we could 

count on!  We applied for one weekend per month.  Quite 

some time later, we found out that our application was 

successful.  The next task was for us to choose a service 

provider and negotiate the Contract of Service with them 

then submit that to Disability Services. 

Anyway, to cut a long story short, Hannah is now very 

happily going off to swimming every Wednesday after 

school (in term times) and has a weekend each month away 

either at a respite house or occasionally in a motel.  In 

addition, the same group of 8 parents is negotiating for a 

part-time respite house where 4 children would live in the 

house for one week and then live at home while the second 

group of 4 lives in the respite house.  This house will be a 

transition house, not a permanent group home and we 

expect that the children, now mainly teenagers would live 

there until they were ready to leave the family home.  Of 

course, if this does happen and everybody is very positive 

about it, we wouldn't continue to access I.O.P. funding.  

Please contact me if you would like any further details. 
 
 Sally Shackcloth. 
 

 

 

 

. 

 
 

 
 

All Correspondence to: 

Angelman Syndrome Association 

PO BOX 554 

SUTHERLAND NSW 2232 

Email: 

kevink@angelmansyndrome.org 

Or for newsletter items email to 

amfmcon@bigpond.com.au 

Or 

Anne.hough@swsahs.nsw.gov.au 
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