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President’s Report 

Conference 

Anne, Kevin and their team ran a fantastic 

conference in Sydney.  The accommodation 

was good, the food was aplenty, the confer-

ence dinner was superb and the conference 

itself with two international speakers was 

just what families wanted.   The scientific 

session held on the day prior, was excellent, 

though some of the science baffled this 

mum.  Those who attended the scientific 

day were eager for the next day’s pro-

gramme and we were not let down.   Profes-

sor Bernard Dan and Professor Ed Weeber 

brought us up to date with research which 

is happening around the world.  All of the 

other presenters wowed us, but the presen-

tation by our own Mary-Louise Bertram hit 

the mark. The day was incredible so thank 

you to Anne for all her hard work in plan-

ning and execution, right down to the An-

gelman syndrome logo chocolates.   WOW!   

Thank you to Kevin for all the paper work 

and online registrations and to Robert Leit-

ner and the Angelman Clinic team for all the 

assistance and support to get this confer-

ence off the ground.    

Annual General Meeting 

As is our custom we conducted the Annual 

General Meeting on Sunday morning. Those 

of you who were there will know that I did 

not stand for re-election.  I have been on 

the committee for twenty years, firstly as  

 

WA Vice President  and President for the 

past three.   We have a new committee but 

as yet no one to take on the role of Presi-

dent so I am Interim President until we 

have someone.  If you would like to assist 

the organisation by being a committee 

member contact Kevin Kennedy.  The role 

of committee member is not arduous.   We 

meet five times a year by email. 

Thank you to the outgoing committee. 

International Angelman Day will again be 

held on 15th February 2014 and planning for 

events in each State has commenced.    

 

Over the last twenty years I have met 

some wonderful Angelman syndrome fami-

lies and I have heaps of Angelman facebook 

friends not only across Australia but inter-

nationally,  some of whom I have met and 

some I haven’t.  It is lovely to meet these 

friends at Conferences and at each succes-

sive conference our bonding is stronger.    I 

regard each of you with awe for parenting 

an angel is no mean task and you all do it so 

well.    Chandra turned 34 yesterday so we 

are entering a new phase of her life.    I 

wish, I wish, I wish that Mary-Louise Ber-

tram was around when Chandra was in 

school and that iPads and other devices 

were invented back then.   I think Mary-

Louise is going to be a very busy lady next 

year presenting to families across Austral-

ia.    

Merry Christmas and a Happy 

New Year to you all.    

Liz Stanley 

Interim President 

26th November 2013 . 
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Sydney Conference memories 

 

 
……..Wonderful to meet with old friends and 
to make new ones, but my one lasting 
memory is having the pleasure and privilege 
of meeting Maria, an Angel of great age 
and dignity. She struck me as someone who 
had at last found tranquillity in her life, 
with considerable help from her sister-in-
law, Judy. ………..  
 

 Lynne Cousins, A.C.T. 
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……..The Conference was very well 

organised and included varied and 

relevant topics. There were many 

opportunities to learn and share 

and for us two things stand out. 

The amount of research into An-

gelman Syndrome is incredible and 

for the first time, after hearing 

from Dr Weeber, maybe one day 

there will be a cure, something we 

thought until now was impossible. 

The other pleasure was seeing so 

many Angels and meeting with the 

families. We were unable to take 

our 30 year old Angel, but all the 

Angels have their own idiosyncra-

sy, and the families their chal-

lenges with caring for these spe-

cial people. It was great to be 

part of a non -judgemental group , 

sharing stories, all wanting the 

best for our Angels, but often be-

ing frustrated at not being able to 

achieve our ideals. In the last 20 

years much early intervention has 

occurred, but still more needs to 

be instigated. Being part of the 

Conference at least encouraged us 

all not to give up, but to have the 

courage to seek assistance and 

persevere, because life with an 

Angel is challenging to say the 

least. Thankyou for a very in-

formative few days…………………………. 

 

 Bethlyn and Keith Jarvis, Wil-

son, W.A. 

 



Angelman Syndrome Association Newsletter – July 2012                                                                                         

 
 4 



Angelman Syndrome Association Newsletter – July 2012                                                                                         

 
 5 



Angelman Syndrome Association Newsletter – July 2012                                                                                         

 
 6 

………..“Wonderful conference, very 
well organised and ran very smooth-
ly.  Excellent networking opportunities 
and interesting and relevant speakers, 
can't wait till the next one - we will 
definitely be attending!”…………………….. 

Nadine Henderson and husband, 

Keith(N.Z.) 

 

…...The 2013 Conference was our first 
and it came just at the right time for 
us. It answered many questions we 
had as parents with a new diagnosis 
and even answered questions we did-
n't know we had. We were able to 
take it all in at our own pace and then 
ask further questions when needed. It 
was very well organised and gave such 
a range of information that we are 
still referring to now. I can't wait for 
the next one! Thank you so much for 
such an amazing job and making us 
feel like part of a very special family. 
I can’t really put into words how im-
portant it was for us to attend that 
conference and how it helped us on 
our Angel journey.”……………... 

Kathryn Cheri-Hope and husband, 

Carl.(N.Z.) 
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Graduation News! 
Last night we celebrated Kyle's graduation 

and this proved to be a shining light in what 

is a very dark time for us as at the mo-

ment.  I have only received 10 hours of sup-

port a week which is 30 hours short of 

what I need.  

Anyway just though you might like to add 

some pictures to the newsletter, use them 

or not, it's up to you.  If you do here's a 

little info for you. 

 

Kyle graduated on the 13th of November 

with 4 of his classmates from  Rockhamp-

ton Special School.   They started the 

night with photos in one of our local parks, 

then were driven to the venue in classic 

cars.  Kyle enjoyed dinner with family, 

friends and teachers before being present-

ed with his graduation certificate, a scrap-

book of his 13 years of school and a hand 

embroidered towel.  He has come so far 

that he was able to remain seated through-

out the whole evening, even when he spot-

ted the pavlova dessert on a nearby table 

and he had to wait another 15 minutes be-

fore he could have any.  He finished the 

evening dancing and hugging his peers and 

teachers.   A great night and congratula-

tions to my grown up angel! 

Regards, Carmel Schroeter. 

Rockhampton, Qld. 

 

 
 

 

Carmel, Kyle and sister, Ruqayya,  celebrat-

ing Kyle’s graduation. 
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The following list of office-bearers 

were elected during the AGM held at 

the National Conference, 6 October 

2013. 

ASA Committee—2013 
 

 PRESIDENT………..Vacant 

VICE PRESIDENTS 

New South Wales…………Anne Funke 

anne.asa@bigpond.com 

Victoria…………………………..John Hosie 

john_hosie@optusnet.com.au 

Tasmania………………………….Chloe Simons 

mickandchloe@bigpond.com 

South Australia……………..Kerri Monaghan 

kerrim@probuildaustralia.com.au 

Western Australia………...Leticia Grant 

maygrant@tpg.com.au 

Queensland……………………...Lysandra Warren 

warren.lysandra@gmail.com 

A.C.T…………………………………..Kerry O’Kane 

bradkane@grapevine.com.au 

 SECRETARY 

Sally Shackcloth 

sallyshackcloth@live.com.au  

 TREASURER 

Kevin Kennedy 

Kevin.kennedy@angelmansyndrome.org  

 GENERAL COMMITTEE 

Kellie Wild 

wildkellie@gmail.com 

Liz Stanley 

stanleyhome@bigpond.com      

Mary Bills 

maryrgoggin@gmail.co 

John Hannaford 

john.hannaford@angelmansyndrome.org 

 

  

Ursula Cranmer, Chair of the Angelman 

Network in New Zealand  

(www.angelmannetwork.com) attended the 

conference. Altogether seven families and 

two pediatric specialists from New Zealand 

attended the conference!  

The Angelman Network submit a regular 

page to the e-magazine, Angelman Today, 

(www.angelmantoday.com) The following is 

taken from the article, Kiwis in Sydney. 

 

…...The weekend proved to be a first 
class event and presentations by Prof 
Ed Weeber, Prof Bernard Dan, Dr 
Robert Leitner, Mary-Louise Bertram 
and Meagan Cross, were highlights 
for our NZ families; as was meeting 
Maria, an angel who just turned 70! 
We were warmly welcomed and by 
the end of the weekend, we felt well 
connected. Indeed it became clear 
that we could achieve much more by 
working closer together as an Aus-
tralasian AS team. We are so grate-
ful to Liz Stanley, Anne Funke and 
the wonderful ASA organizing Com-
mittee for providing this wonderful 
networking opportunity for our NZ 
families………………….. 
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NSW VICE PRESIDENT REPORT – 

CONFERENCE WRAP UP 
 

 

 

 

 

 

 

The 10th Biennial National Conference was 

held 4-6 October 2013  

“20 Years of Angelman Syndrome in Aus-

tralia: Looking Back and Moving Forward” 

 

We had a fantastic program and speakers 

for both days and I would like to especially 

thank our two International Keynote speak-

ers; Professor Bernard Dan and Professor 

Edwin Weeber for their contributions, de-

spite their very busy schedules. 

 

I would like to also thank the conference 

committee for their hard work and commit-

ment towards the organising of the confer-

ence namely;  Dr Robert Leitner,  Dr Ellie 

Smith, Mr Kevin Kennedy, Dr Rani Sachdev, 

Dr Madhura Bakshi, Mrs Lif O’Connor, A/

Prof Julie Johnson & Dr Jacqueline Milne. 

 

Further thanks to our sponsors and sup-

porters, in particular, the St George Foun-

dation for funding the children’s outing  

and activities, the NSW Agency for Clinical 

Innovation (ACI) for sponsoring our audio 

visual for the day, Foundation for Angelman 

Syndrome Therapeutics (FAST) for spon-

soring Professor Edwin Weeber,  and the 

Metro-Regional ID Network and Angelman 

Clinic for staff input and expertise as well 

as the University of NSW for their contri-

butions. 

 

 

There were many volunteers who gave up 

their time freely to assist with the activi-

ties ranging  from registrations, to co-

ordinating the care and outing for the chil-

dren/adults with Angelman Syndrome and 

their siblings ,and to them I extend my sin-

cere gratitude. 

 

Finally I would like to thank all the families, 

carers, clinicians, professionals and disabil-

ity staff for their interest and attendance 

many of whom travelled long distances in 

order to attend. Without your attendance, 

the conference would not have been the 

success that it was!  

I wish all of you a very happy, safe and 

restful Christmas and a bright New Year! 

Warm Regards – Anne Funke 
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CLINIC CHAT  
with  

Dr Madhura Bakshi 

 

 

 

 

 

 

 

Dear all, 

The recent AS Conference in Sydney was a success with a plethora of interesting talks 

both medical and others more holistic. It was also an opportunity to look back over the ac-

tivities and data collected by the AS Clinic at Kogarah, NSW over the last 20 years. In-

creasingly, the question of health monitoring in adults with AS is being raised. This month I 

take the opportunity to go over some of the existing medical literature. 

Medical literature provides scanty information about adults with AS.  In general, there are 

few longitudinal studies. Jill Clayton-Smith(2001) reviews 28 adolescents and adults(16-40 

years), Tls Sandanam et al(1997) studied 11 adults with deletion(24 to 36 years) and Laan 

et al(1996) wrote about 28 adult patients (aged 20-53 years).Thompson et al(2006) provide  

a snapshot of some key parameters such as health problems requiring hospitalisation, and 

care needs for a group of individuals with AS(age range 6.5-39 years) - from Western Aus-

tralian health records. 

The important findings from these papers were that adults with AS have decreased mobili-

ty with advancing age. There seem to be multiple contributing factors, weight gain, scolio-

sis, reluctance to exercise in adulthood as the childhood hypermotor behaviour decreases. 

Fractures are reported in adolescents and adults. Seizures decreased in adolescent period 

but were found to recur /continue in a proportion of individuals in later adulthood. Sleep 

difficulties decrease. It appears that there is decreased hypermotor behaviour and possi-

bly increased attention span. Gastroesophageal reflux can be severe. 

Over the next few newsletters I will present some of the data from the AS clinic at 

Kogarah pertaining to adults with AS and how this compares with existing medical litera-

ture. 

 

Best Wishes, 

 

Madhura. 

 

 

Madhura Bakshi is a Clinical Geneticist by training 

with a paediatric background. 
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I’ve recently discovered a terrific book, 

The Recycling Occupational Therapist—

hundreds of simple therapy materials you 

can make by Barbara Smith, M.S, OTR. 

 

She is an O.T. who has worked for over 25 

years  in community houses, schools and 

early intervention programs to name a few. 

Many of the activities in the book were de-

signed as …”functional activities for individ-

uals whose developmental disabilities 

ranged from severe and multiple to mild.” 

Sections in the book include Fine Motor 

Activities, Gross Motor Activities and Sen-

sory Activities. It is a very informative and 

practical book and Barbara’s guiding princi-

ple was, “Does this motivate?”.  

On the right you can see some examples of 

toys I have made for Hannah: 

 A posting-type activity where the ob-

jects can be removed from the Velcro 

and dropped into the bottle. The Sard 

bottle has a good strong handle and 

wide lid so the objects can be easily 

tipped out too. 

 A simpler drop-in activity using sand-

bags and a cheap bucket. The sandbag 

is just a small ziplock bag filled with 

sand inside a sock and tied. 

 A rainmaker shaker made with a card-

board cylinder covered in Contact and 

filled with lentils. Self-tapping screws 

with large heads have been driven into 

the sides to produce the rain effect. 

Book Review 

I have also made some nesting cups, a bell 

shaker made using a handle from a bottle 

and a weighted busy bag. Hannah is inter-

ested in some of these toys and with prac-

tice I think they will be fun for her. I’m 

looking forward to making some more!  One 

of her Day Support organizations is hoping 

to make some of these for other people 

who attend.  HIGHLY RECOMMENDED!!  

 

 PS You can find the book by just googling 

its title. 
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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 kevin.kennedy@bosco.nsw.edu.au 

requesting that your future newsletters be emailed 

to you. This is not only cheaper for the association 

but faster for our current Treasurer who 

volunteers his time while, like us all, juggling work, 

family  

Disclaimer 

The views expressed in this newsletter and any en-

closures are not necessarily those of the Angelman 

Syndrome Association.  Information is presented in 

the interest of  providing a range of alternatives.  

Inclusions in this newsletter does not imply en-

dorsement by the Angelman  Syndrome Association. 

Correspondence to  President  

16 Kirkcolm Way WARWICK WA 6024  

Payments to Treasurer  

PO Box 554 SUTHERLAND NSW 2232  

Newsletter articles to  

sallyshackcloth@live.com.au  

Deadline for next issue: end February 

2014 

 

 

 

Raising Our Wings Gala Ball 

The second Raising Our Wings Gala Ball 
was held on Saturday 19 October at the 
Tailrace Centre in Launceston, Tasmania. 
Over 240 people attended the event that 
featured a live and silent auction, raffle 
and a very popular key competition that un-
locked a two night luxury stay at Saffire 
Freycinet one of Tasmania's most prestig-
ious tourism properties for one lucky per-
son valued at $4,200.00. Presentations 
were made on the night by Tony Vidray, 
Chloe Simons and Emma Price and the event 
raised over $30,000 for Angelman Syn-
drome.                                      Emma Price. 

Finally ,last but definitely not least, a re-
port from the very successful FAST fund-
raiser organized by Emma Price in Launces-
ton, Tas. You may be interested in reading 
Emma and husband James’ website: 

http://www.take-flight.org/about-take-
flight.aspx  

http://www.take-flight.org/about-take-flight.aspx
http://www.take-flight.org/about-take-flight.aspx

