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Hi members of the Angelman Syndrome As-

sociation. I’m the incoming President and 

many of you probably don’t know me. I was 

around when the Association was begun and 

have been involved on and off over the past 

20 years. I’ve been on the NSW committee 

recently and know many of the more mature 

people in NSW who have Angelman syn-

drome. 

One of my son’s, Michael, is approaching 30 

years of age and has AS (deletion). Initially 

he was diagnosed with Cerebral palsy as 

seemed to be the practice for children 

with AS at that time, though we knew this 

didn’t fully cover some of the difficulties 

he had. Mike has three siblings- a younger 

sister and an older brother and sister. As 

you all know, the journey is never dull, how-

ever, Mike is such a character, with a gen-

tle nature and wicked sense of humour, who 

loves people and generally wants to be 

where ‘the party is’, that it puts the diffi-

cult times into perspective. 

 

It’s always a wonderful connection to meet 

other families who have a son or daughter 

with AS, there are so many shared experi-

ences, despite the individual personalities 

of each person. I’m looking forward to 

spending time as President of ASA, working 

with the committee, and hope to meet more 

of you over time. I’ve been on the National 

committee for two years, though feel my 

contribution has been particularly small. It 

is a friendly and committed team of people 

who generously give their time when we all 

know how limited time can be when support-

ing a family member with AS. 

Thanks to Liz for all her work as President 

over the past three years and for building 

such fantastic links with international asso-

ciations and researchers, and also for the 

collaborations with Australian groups such 

as FAST. 

International Angelman Day on 15th Febru-

ary was celebrated in each of the states 

and Sally has collated photos and stories 

from the events across Australia. This year 

a media release was produced by Liz Stan-

ley and Meagan Cross from FAST, and sent 

out by state Vice Presidents to local media 

outlets in an effort to raise awareness 

about AS and hopefully encourage in-

creased membership for the Association. 

Looking forward to the developments and 

challenges 2014 presents, 

 

Mary Bills. 
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In Qld we met at Broadwater Park in Mans-

field for a picnic. Twelve families attended 

with friends and relatives in tow.  One of 

the families, Diana and Edward Backhouse, 

made two of the local papers raising aware-

ness for IAD.  http://m.couriermail.com.au/

questnews/east/salisbury-family-hope-for-

a-cure-for-their-son-timmy-2-

wim.couriermail.com.au   

Included is a selection of photos from the 

day.                                Lysandra Warren 

                                       Vice-President, 

                                       Qld. 

Queensland news! 
 

Caitlin 

Emily 

Fiona and Connor 

Lucy and Amiel 

Tex Timmy 

Joel and Amiel 

 

http://m.couriermail.com.au/questnews/east/salisbury-family-hope-for-a-cure-for-their-son-timmy-2-with-angelman-syndrome-ahead-of-awareness-day/story-fni9r0lo-1226826365260?sv=be4b1beb73405f26466d5c0e10387f44
http://m.couriermail.com.au/questnews/east/salisbury-family-hope-for-a-cure-for-their-son-timmy-2-with-angelman-syndrome-ahead-of-awareness-day/story-fni9r0lo-1226826365260?sv=be4b1beb73405f26466d5c0e10387f44
http://m.couriermail.com.au/questnews/east/salisbury-family-hope-for-a-cure-for-their-son-timmy-2-with-angelman-syndrome-ahead-of-awareness-day/story-fni9r0lo-1226826365260?sv=be4b1beb73405f26466d5c0e10387f44
http://m.couriermail.com.au/questnews/east/salisbury-family-hope-for-a-cure-for-their-son-timmy-2-with-angelman-syndrome-ahead-of-awareness-day/story-fni9r0lo-1226826365260?sv=be4b1beb73405f26466d5c0e10387f44
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In addition to the IAD QLD was lucky for 

Janet Taylor to host a AS Family day on 

the 18th of January at her home.  It was 

organised in honour of her father who 

passed away shortly prior to the family day 

but who really wanted to meet other An-

gels.  Janet did an amazing job and had lo-

cal businesses in Morayfield donate Jump-

ing Castle, Plaster Painting andTrain Rides. 

One of the biggest hits was one of the fa-

thers, Troy Crane who brought his buggy 

which all the children (and adults) loved 

zooming around on the property (the faster 

it went the bigger the smiles!)   Here is a 

link to the article featured Children with 

Angelman syndrome to gather for picnic at 

Morafield-

www.couriermail.com.auQUEENSLAND chil-

dren affected by one of the rarest generic 

disorders will come together in Morayfield 

next weekend for a... 

Lucy 

Joel and Kieran 

Kate and William and Archie 
Rhys 

http://www.couriermail.com.au/questnews/moreton/children-with-angleman-syndrome-to-gather-for-picnic-at-morayfield/story-fni9r1i7-1226799220618
http://www.couriermail.com.au/questnews/moreton/children-with-angleman-syndrome-to-gather-for-picnic-at-morayfield/story-fni9r1i7-1226799220618
http://www.couriermail.com.au/questnews/moreton/children-with-angleman-syndrome-to-gather-for-picnic-at-morayfield/story-fni9r1i7-1226799220618
http://www.couriermail.com.au/questnews/moreton/children-with-angleman-syndrome-to-gather-for-picnic-at-morayfield/story-fni9r1i7-1226799220618
http://www.couriermail.com.au/questnews/moreton/children-with-angleman-syndrome-to-gather-for-picnic-at-morayfield/story-fni9r1i7-1226799220618
http://www.couriermail.com.au/questnews/moreton/children-with-angleman-syndrome-to-gather-for-picnic-at-morayfield/story-fni9r1i7-1226799220618
http://www.couriermail.com.au/questnews/moreton/children-with-angleman-syndrome-to-gather-for-picnic-at-morayfield/story-fni9r1i7-1226799220618
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Hi my name is Heather Dukes and I am the 

mother of Michael Kuczerka, 29. In recent 

years I have had a number of people inter-

ested in Michael's living arrangement and 

Sally Shackcloth has kindly asked me to 

share our experience. 

 

Our Angelman story begins with The Mid-

day Show (with Ray Martin) back in the 

early 90's. I didn't see the program myself 

but had several calls from family and 

friends stating the likeness of 'these kids' 

to Michael. I decided to contact Dr Ellie 

Smith through the Nine Network and on 

request I forwarded a photo of all of us 

(three children at this point) along with 

some brief history on pregnancy and early 

childhood. Michael was 7 at the time. Our 

diagnosis took many years but without going 

into the extended details, Ellie pursued his 

DNA testing and we had an unusual result 

when Michael was 15. His DNA was finally 

tested in Germany and at that time he was 

one of 2two in the world of this result. I 

understand now that Michael fits into the 

ICD group. He does not suffer seizures in 

which we are truly blessed. 

 

Around this time, Michael’s dad and I part-

ed ways but continued to co-parent our 

four children. Michael shared a week- 

about arrangement which did provide res-

pite but with the end of his school life fast 

approaching the long term future was look-

ing quite, well.... scary really. We had no 

idea of what was available and what the fu-

ture looked like for Michael. Most people in 

our circumstances were in the same posi-

tion. 

Enter Saray B. Her son M had shared the 

same group as Michael on and off through-

out their primary and secondary schooling. 

She had been experiencing difficulties in 

obtaining some sort of independent living 

for M and she also had another child with a 

disability. She managed to find one of 

those rare people that lobbied continuously 

for her family and arrived at an opportuni-

ty to trial an arrangement (not previous ex-

ercised in the ACT in this model) and ap-

proached me to see if I might be interest-

ed in Michael sharing this arrangement with 

her son.  

This came quite unexpectedly and initially I 

wasn't sure how I felt about it. We all 

strive to be the protective parent and 

don't wish to relinquish our responsibility 

to others that we assume will be less capa-

ble, however, I have learnt that we do need 

to think about the long term and other sib-

lings in the equation. So although weekend 

respite services were always welcome, the 

thought of a more permanent arrangement 

was a little confronting but I decided to 

meet with Saray and get a grasp on how 

this might work.  

 

Heather Dukes and Michael Kuczerka 
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Heather Dukes story contin-

ued………. 

 

 

In the ACT there are certain funds availa-

ble in varying amounts and at sporadic 

times. At the time almost nine years ago 

both families applied separately for this 

particular funding round. The application 

was quite extensive and covered many ques-

tions relating to every aspect of your loved 

one’s disability and how it impacted on your 

family. There was no connection in the ap-

plication that the two boys were intending 

to combine funds to support an independent 

living arrangement, it was more advised to 

seek the maximum amount separately and 

go from there. Although our two boys have 

a disability of a different kind, their level 

of care is virtually the same. Both non ver-

bal, both requiring personal care, feeding 

and all aspects concerning their safety and 

well being. 

 

The shock came a short time after the ap-

plications closed that Michael only received 

the minimum amount of funding resulting in 

$10,000 and MB received the maximum of 

$125,000. I seriously thought they had 

made a mistake and that they had failed to 

put a zero on the end. We had no chance of 

a shared accommodation arrangement with 

Michael's amount so limited and the total 

funds so unequal.  

 

I wish I could remember the name of the 

lady in the Department of Disability Ser-

vices who had been liaising with Saray but 

all I remember is that she had some kind of 

'WE HAVE TO MAKE THIS WORK' influ-

ence which resulted in a decision to allow 

some 'extra funds' strictly on a trial basis. 

From memory I think Michael's funds were 

increased to around $87,000 to get things 

off the ground. 

In July 2005 we began our trial on relative-

ly limited funds considering staffing and 

associated costs. We had applied for a gov-

ernment house or 'commission housing' as 

it's called in other states and were priority 

listed. We were notified in a short time 

that we had a three bedroom house and we 

furnished it entirely between both families, 

providing beds for the boys and carers 

rooms, lounges, dining and white goods. We 

received some good deals from various 

stores and picked up good second- hand 

things as well. Both boys were home every 

Sunday, the house was closed every third 

weekend from Friday until Monday and the 

families covered all public holidays and 

whenever there were staff shortages. We 

had regular reviews and after approximate-

ly 18 months our arrangement was deemed 

successful. Our funding has been increased 

each year by the CPI index and we have had 

one or two extra small increases. We 

changed agencies about 2 years ago and 

with different structures now in place Mi-

chael is home with family every Sunday or 

whenever we choose, some public holidays 

and if ever there is a short fall in carer 

support. Both guys attend a centre during 

the week called Sharing Places which part 

of the funds cover and are in different 

groups. Michael seems to cope well with his 

routine (most of the time) and we are con-

fident he is happy and settled in his week-

day programs and at his house. 

 

We have been very fortunate to have been 

involved in a pilot project that has become 

a permanent arrangement for what will be 

nine years in July. It has given us the abil-

ity to have a relatively normal life whilst 

still having Michael live close by us. It ena-

bles him to be part of the family but he is 

also able to live a semi-independent life 
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Heather Dukes story contin-

ued………. 

 

With the impending NDIS on 1/7/14, we 

are told that we will not experience any 

difference to what Michael receives now 

and if anything an improvement is likely. 

The Koomarri Association is our agency 

that auspices our care and have been pre-

paring some time now for the implementa-

tion of NDIS. I can only hope that im-

proved services and increased funding will 

be the way forward for the many thousands 

of families in such desperate need. Each of 

us have a different story to tell and we re-

quire different amounts of support, my 

wish is that we will 

all be able to re-

ceive adequate ser-

vices that best suit 

our loved ones and 

our families. 

 

Much love to you all, 

Heather Dukes. 

 

 

Michael Kuczerka 

Michael Kuczerka 

Michael with his brothers, Matt and Geoff 

and his sister, Renee 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Thanks for sending in this inspiring article, Heather.  

Your story illustrates how it is a really good idea to 

work with other parents to obtain your goals. It also 

reminded me about how sometimes wonderful people 

can pop into your life and help you with things like 

lobbying!                           Sally Shackcloth (Editor). 
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Victoria 

In Victoria, we had a gathering at Maribyrnong Park in the west of Melbourne on 

Saturday 15 Feb. There were 38 family members and carers attending which includ-

ed Bazza and Julie with Sarah coming from Warracknabeal. It was a good day to 

meet people and talk. As can be seen in the photo, things are a bit dried out after a 

scorching few weeks in Victoria but the day was good and well attended. 

  

Cheers, 

John Hosie 

Vice-President,  

Vic. 
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Tasmania 

 

Correspondence to President  

president@angelmansyndrome.org 

Payments to Treasurer  

PO Box 554 SUTHERLAND NSW 2232  

Newsletter articles to  

sallyshackcloth@live.com.au  

Deadline for next issue: mid-May 2014 

 

 

 

 

 

 

There certainly was a lot of publicity this 

year for our second International AS 

day.  An article on Searching for missing 

angels appeared in southern Tasmania’s 

newspaper, The Mercury  and has generat-

ed a lot of comments.  A few people even 

recognised Jed from the paper and asked 

if he was the “little angel boy” (hardly - he 

had just finished a bit of a meltdown!!!).   

Our Tasmanian Angelman families will have 

their picnic in a few weeks.   

                                       

  

            

 

Emma Price from northern Tasmania has 

started up a new magazine titled Source 

Kids.  It is Australia's first magazine for 

parents, carers and professionals creating 

positive outcomes for children with special 

needs. The first issue of Source Kids will 

be released in May, the Facebook page is up 

and the website will be up and running in 

the next couple of weeks.    

 

 

 

 

 

 

                                         Chloe Simons 

                                         Vice-President, 

                                         Tas. 

Jed Simons 

Just a reminder about Professor Bernard 

Dan’s comprehensive book on the subject of 

Angelman Syndrome. Well worth having as a 

reference! (Editor) 
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CLINIC CHAT  

with Dr Antonia 

Miller 

 
Hello everyone. I am very happy to be back 

with clinic chat for this newsletter. I have 

been involved again with the clinic since Ju-

ly last year. This has involved seeing pa-

tients and doing some co-ordinating with 

the help of other clinicians at Kogarah De-

velopmental and Assessment services and 

of course, Anne Funke.  

 

I want to add my (belated) thanks to the 

organisers and speakers at the conference 

in October last year. It was wonderful to 

meet some of you at the drinks on the Fri-

day night and put faces to some of the 

names with whom I have had email and 

phone contact. I have had a look at the 

feedback from the conference. Some of 

the things you found useful were: network-

ing and chatting to other families; Mary-

Louise’s speech therapy talk; and hearing 

about research advances. Some of you did 

not  like: hearing your Angels referred to 

as “children” all the time as many of your 

Angels are adults; the focus group discus-

sions; and the toilet training talk. There 

were many wonderful suggestions for fu-

ture events. Some were: to be able to email 

questions prior to the event which then get 

answered over the course of the confer-

ence; a panel question and answer session; 

more about therapeutics and more about 

AS in adolescence and adulthood. 

 

 

 

I will be attending the APSU rare diseases 

workshop on 14 March at Childrens Hospital 

Westmead representing Angelman Syn-

drome in order to increase awareness of 

the clinic amongst health professionals. If 

you are interested in coming, take a look at 

the website www.apsu.org.au or email ap-

su@chw.edu.au . Day 1, Friday 14th March is 

for health professionals, policy makers and 

researchers. Day 2, Sat 15th March is for 

parents, carers and support groups. Dr 

Leitner is hoping to be there for day 2 so 

please go up and introduce yourselves to 

him. 

 

For our adult clients, Dr Alexis Berry is a 

rehabilitation physician with experience 

with Angelman Syndrome. She is working 

part-time at Kogarah and would be happy to 

see you with her registrar. 

 

Our email contact is still AngelmanClin-

ic@sesiahs.health.nsw.gov.au  

 

Warm regards to you all, 

 

Antonia Milner 

 

NSW families celebrating Internation-

al Angelman Syndrome Day 

http://www.apsu.org.au/
mailto:apsu@chw.edu.au
mailto:apsu@chw.edu.au
mailto:AngelmanClinic@sesiahs.health.nsw.gov.au
mailto:AngelmanClinic@sesiahs.health.nsw.gov.au
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NSW families celebrating  

International AS Day  

February, 2014 
Seven families braved the inclement weath-

er to attend Diesel Day at the Thirlmere 

Trainworks & Museum. It didn’t dampen our 

spirits though as all the exhibits were un-

der cover! The BBQ may have been washed 

out but the cafe provided plenty of food 

and drinks.  We gathered for lunch and re-

freshments before everyone ventured off 

to explore all the trains and interactive 

amusements. It was great to catch up with 

young and older Angels and their families 

 We all had a ride on the Diesel train to 

Buxton and return to Thirlmere which was 

enjoyed immensely especially by our Angels 

– after all we were celebrating their day! 

Happy International Angelman Syndrome 

Day! 

Regards, 

 Anne Funke 

Vice-President, NSW. 

 

 

 

 

 

 

 

A Night for the Angels was held in 

Perth on Saturday 16th November 2013. 

Our aim was to raise funds for FAST 

(Foundation for Angelman Syndrome Thera-

peutics) Australia and Angelman Associa-

tion of WA (ASAWA) as well as raise 

awareness of Angelman syndrome. 

 Our inspiration for the night was our angel 

daughter Aralie, 4.  Since learning of Ara-

lie’s diagnosis, Shane and I had felt we 

would like to organise something to raise 

funds and feel we were contributing to help 

make her life and others better. The East 

Fremantle Football club offered their ven-

ue for a fundraiser and originally Shane 

was thinking a dinner or lunch with a special 

guest. However, after hearing of the suc-

cess of A Night for the Angels in Sydney 

we decided we would aim for a bigger event 

and organise a gala dinner instead. Michaela 

Townsend (creator of A Night for the 

Angels) was a great help, giving us tips and 

allowing us to use all their materials. So we 

gathered a committee around June 2012 

and set to work. We were lucky to have 

some wonderful friends, family, another Di-

ana Evans- mother of Beau, 4 and her sis-

ter-in- law volunteer. 

It was a long road of organising, long- wind-

ed discussions and occasional road blocks 

that made us question our plans and  

wonder what we had got ourselves in for. 

We originally aimed for an earlier date but 

decided it would be better to give our-

selves more lead time. I had fallen preg-

nant with our third child and my sister soon 

after with her first child - her husband Al-

lan  was also on the committee. 
  

News from WA 

 by Danneal 

Jez. 
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Danneal Jez’s story continued……. 

We were extremely grateful when we man-

aged to lock in some sponsors for the night 

and cannot thank them enough for their 

support; they were Titan Ford, Opulence 

Event Management, Novus Glass and 

Tydan Constructions. Their contributions 

allowed us to cover a lot of the overheads 

and allowed us to raise more money. We 

managed to sell over 200 tickets in the end 

and were blown away by the generosity of 

those who attended and those who donated 

as they were unable to be present. 

Our MC, Tim Gossage, helped make the 

night run smoothly and even donated his 

own live Auction item of a visit to Channel 

10 where he works as a sports presenter 

which was very generous of him. He also 

created some funny moments where he 

rang someone not present when they won an 

auction item and helped facilitate donations 

for a gentleman who had been on a Singa-

pore Idol program and wanted to sing 

“Angels” by Robbie Williams for the audi-

ence. His rendition raised $550 in itself 

from people donating cash into a hat!!!. 

The guests enjoyed a delicious three -

course meal catered by Catering Essentials 

who are a fellow Angelman family, Melanie 

and Brian Wood, parents of Joshua. The 

room looked spectacular thanks to dona-

tions of lighting and draping from Matrix 

Productions -also an Angelman family, Dar-

ryl Edwards and Jaquie Mills, parents of 

Eli. And with help with styling and some 

props from Kirsty Fagan (Beau’s Aunty) 

form Opulence Events. 

 

    

When it was my turn to make my speech 

the microphone decided to cease working 

so I tried to keep the audience entertained 

and on track with teaching strategies from 

my days as a teacher. However I soon dis-

covered it’s a little bit harder to keep 200 

drinking adults’ attention than 20 pre- pri-

mary children!! I was finally given a new mi-

crophone, told the story of our journey 

since diagnosis and it was followed by a 

lovely video created by Diana Evan leading 

people to tears including myself as Aralie 

had just begun to walk independently. You 

can view it here http://www.youtube.com/

watch?v=i7p4BIsuGbM 

It was great to have many Western Aus-

tralian Angelman families attend the night. 

They have given us tremendous support 

since Aralie’s diagnosis and I cannot imag-

ine our lives without them.  Meagan Cross, 

director of FAST Aust flew over as a spe-

cial guest from Cairns. Meagan gave an in-

spiring talk about the research happening 

overseas and the new research occurring in 

Australia. Her speech inspired hope as the 

researchers are confident they are heading 

in the right direction to provide relief for 

the symptoms of AS and gave encourage-

ment to the audience to do their part by 

telling someone else about Angelman Syn-

drome after the night. 

Leticia Grant also spoke on behalf of 

ASAWA.  This provided the audience with 

the realities of AS and how ASAWA sup-

ports families in WA through education, 

mentoring and social events. 

http://www.youtube.com/watch?v=i7p4BIsuGbM
http://www.youtube.com/watch?v=i7p4BIsuGbM
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Danneal Jez’s story continued……... 

 

 

One of the most rewarding aspects of the night was that everyone was enjoying themselves 

and learning more about Angelman Syndrome. A close friend who attended from the coun-

try hadn’t had a lot of exposure to how it has been since Aralie was born for our family. 

She apologised for not knowing how hard it had been and was pleased she had come.  We 

didn’t need her apology however it illustrated to us that 200 plus people had learnt more 

about Angelman Syndrome that night which will hopefully ultimately lead to more funding 

for research. 

Since that night we have had some great examples of the awareness it has raised. Shane 

attended lunch at a local restaurant the week after with a colleague who had also attended 

the fundraiser and had helped us secure the venue for free. They were talking with the 

owner of the restaurant who mentioned that his friend had told him all about this fundrais-

er he had attended on the weekend and how he now knew all about Angelman Syndrome. 

We also had another incident shortly after at the local library where Aralie attends story 

time with her carer. A Mum of another child attending approached, commented on how well 

Aralie was progressing and asked if Aralie had Angelman Syndrome. She said she had at-

tended a charity dinner that weekend (A Night for the Angels) and thought Aralie looked 

to have the same characteristics. Of course the carer mentioned that it was in fact Aralie 

the lady had seen on the videos!! 

To me these are the real achievements!!! 
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iTunes: Toilet Training for children 
with special needs https://

itunes.apple.com/au/app/toilet-

training-for-children/id694524907?

mt=8 

Google Play: One Step at a time Toi-
let Tips 
https://play.google.com/store/

search?q=One%20Step%20at%

20Time%20Toilet%20Tips&hl=en 
This App is now available for purchase 

through the iTunes and Google Play Stores. 

The App is particularly for parents whose 

child has special needs. It was developed by 

health professionals who work in early in-

tervention programs and specialist conti-

nence support programs for children with 

special needs. The App contains a boy and a 

girl version. Each version has three sec-

tions: 

Full Sequence - the complete set of pic-

tures for toileting. Each picture has a brief 

instruction you can use to help teach your  

child to know what to do. 

Short Sequence gives 5 key aspects of toi-

let training that parents often overlook or 

find difficult—About the toilet 

                        Pants down pants up 

                        Sitting on the toilet 

                        Hand washing 

                        Bottom wiping 

Each picture has a brief instruction you can 

use to help teach your child to know what 

to do. 

Toilet training!!! 
Custom Sequence allows you to make a pic-

ture sequence and record your own instruc-

tions.  

The App is based on the booklet, One Step 

at a Time: A parent’s guide to toileting 

skills for children with special needs. The 

booklet is available from 

www.continencevictoria.org.au 

 

 
Thanks to Tascare Society for Children ,Tasmania 

for this information from their current newsletter. 

Sally Shackcloth (Ed). 

Fritz, Mitchell and Anne Funke 

Celebrating International AS 

Day 
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BETTER START UPDATE — 

Reprinted from July 2013 newslet-

ter. 
 

 
Children with an eligible diagnosis must 

register for Better Start before they 

turn 6 years old. A child will have until they 

turn 7 to access funding. 

 
A child will have until they turn 15 to utilize 

Better Start Medicare benefits so long as 

they are referred by a Specialist or GP be-

fore the age of 13. 

 

In addition to the early intervention fund-

ing under Better Start, children with the 

listed disabilities (including those who are 

over the age of six) may be eligible for 

Medicare rebates for: 

-the development of a treatment and man-

agement plan by a general practitioner or 

by a specialist or consultant physician (for 

a child under 13 years of age). 

- up to four diagnostic / assessment ser-

vices delivered by psychologists, speech 

pathologists, occupational therapists, audi-

ologists, optometrists, orthoptists or phys-

iotherapists to assist the referring practi-

tioner with diagnosis or to contribute to a 

child’s treatment and management plan (for 

a child under 13 years of age). 

 

- up to twenty  treatment services deliv-

ered by psychologists, speech pathologists, 

occupational therapists, audiologists, op-

tometrists, orthoptists or physiotherapists 

(for a child under 15 years of age, providing 

a treatment and management  plan is in 

place before their 13th birthday). 

  

Parents and carers of eligible children are 

not required to complete a formal applica-

tion to access the Medicare component of 

the initiative, but need to be referred by 

their general practitioner or by a specialist 

or consultant physician. 

The Medicare component of Better Start 

is administered by the Department of 

Health and Ageing.  More information about 

the Medicare component of Better Start is 

available at: 

 http://www.health.gov.au/internet/main/

publishing.nsf/Content/children_disability 

Parents might find the following link useful 

too: 

http://www.dss.gov.au/our-responsibilities/

disability-and-carers/program-services/for

-people-with-disability/better-start-for-

children-with-disability-initiative 
 

http://www.health.gov.au/internet/main/publishing.nsf/Content/children_disability
http://www.health.gov.au/internet/main/publishing.nsf/Content/children_disability
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Dolena Brand has written a story about 

her son, Kodin who has  Angelman Syn-

drome. It has a very memorable title, Um-

brellas Are Useless In A Sh*tstorm 

and in her words…..the title shouldn’t take 
away from the fact that this story is rivet-
ing and will bring laughter and tears…….. 
I found it on Amazon by googling the title 

but haven’t actually read it.    
                                 Sally Shackcloth (Ed.)       

Newsletter by email 
 

If you would like your newsletter emailed (PDF for-

mat) to you instead of being posted send a note to 

Kevin Kennedy at kev-

in.kennedy@angelmansyndrome.org requesting that 

your future newsletters be emailed to you.  This is 

not only cheaper for the association  but faster for 

our Treasurer who volunteers his time while, like us 

all, juggling work, family and life with an angel.                                              
 

Disclaimer 

The views expressed in this newsletter and 

any enclosures are not necessarily those of 

the Angelman Syndrome Association.  In-

formation is presented in the interest of  

providing a range of alternatives.  Inclu-

sions in this newsletter does not imply en-

dorsement by the Angelman  Syndrome As-

sociation. 


