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of Queensland, School of Psychology specifi-

cally wants Angelman syndrome included in 

their data.   Details of the online survey 

have been included in our next Newsletter.    

I encourage all families with angels in the 

required age range to respond. 

Our new brochure is almost finished.  It is 

currently at the printers awaiting approval 

for printing. 

Brochures will be distributed to each State 

VP for distribution as well as the Angelman 

Syndrome Clinic and hopefully to paediatri-

cians and neurologists Australia-wide. 

News of the Trial of Minocycline in the 

Treatment of Angelman Syndrome, by Dr. 

Edwin Weeber of University of South Flori-

da was released in February and families in 

the US were selected.   The link for details 

of the trial is http://www.clinicaltrials.gov/

ct2/show/NCT01531582?

term=angelman+syndrome&rank=3  

or go to ClinicalTrials.gov and type in Angel-

man syndrome and select the Minocycline 

trial. 

Professor Bernard Dan has recently been in 

Rwanda training medical staff and will be at-

tending the AS Conference in Ireland in ear-

ly May and then coming to Australia for an 

International Child Neurology Convention to 

be held in Brisbane, last week in May. 

The 2013 National Conference is our next 

big event with dates and venue to be advised 

shortly. 

                                                

 

                                                 Liz Stanley, 

                                                 President. 

 

President’s Report 

National Committee Meeting 

30th April 2012 

 

Following the resignation of Eric Smith 

from the National Committee, Chloe Simons 

has agreed to be joint TAS VP.  Thank you 

Chloe for agreeing to assist Sally in this 

role. 

Also on Committee matters, Kellie Wild has 

asked for leave of absence from the com-

mittee for the period 22nd June til 15th 

October at this stage during which time 

she will be travelling. 

The FAST Gala was held on Friday 23rd 

March.  I was unable to attend due to fami-

ly illness.  Leticia Grant represented the 

Association.  Michaela Townsend and her 

team raised $84,000 for FAST.  Read Leti-

cia’s report of the Gala. 

I have received more than the usual num-

ber of students wanting information about 

Angelman syndrome.  These are mainly high 

school students, but there have been some 

tertiary students too. 

We must be getting a higher profile and 

better known. 

During the last two months I have received 

requests for our families to participate in 

questionnaires/surveys.     The University  

http://www.clinicaltrials.gov/ct2/show/NCT01531582?term=angelman+syndrome&rank=3
http://www.clinicaltrials.gov/ct2/show/NCT01531582?term=angelman+syndrome&rank=3
http://www.clinicaltrials.gov/ct2/show/NCT01531582?term=angelman+syndrome&rank=3
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ASAWA Family Outing  

November 2011 
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NSW Vice President Update 
We had a lovely Christmas party on a 

lunchtime cruise on the Bass & Flinders late 

last year, which was attended by approxi-

mately 50 from the AS community. We 

cruised along the Georges River taking in 

the sights whilst dining on a scrumptious 

Christmas buffet lunch. The sun came out 

and the wind dropped as we meandered 

through the inlets. There were plenty of 

smiles at the end of the day when all chil-

dren and AS adults received a Christmas 

goody bag including bubbles which kept 

them entertained until we disembarked. 

I was also fortunate to attend the AADDM 

conference ( Australian Association Of De-

velopmental Disability Medicine) in March 

this year in Sydney and co-presented with 

Dr Antonia Milner on “A Partnership Model 

between a Health Service and a Parent As-

sociation” which was well received. 

We will be meeting again soon to start plan-

ning for our ASA Conference in late 2013 

to be held in Sydney. 

 

Expressions of interest from NSW families 

who are interested in assisting on the Con-

ference Committee are invited. 

 

 

Regards 

Anne Funke 
 

CLINIC CHAT with Dr Antonia 

Milner  
Angelman Clinic Co-ordinator 

 

Welcome to the first “Clinic Chat” for 

2012. I hope everyone had a break over 

Summer. 

 

Anne Funke and I presented at the AADDM 

(Australian Association of Developmental 

Disability Medicine) conference in March 

of this year about the AS clinic. We spoke 

about the history of the clinic and especial-

ly about the partnership between the 

health service and the Angelman Syndrome 

Association. We also attended parts of the 

rest of the conference and learned about 

various facets of disability medicine which 

will enhance our management of AS clients. 

Particularly of interest was the lecture on 

obesity in intellectual disability given by 

Prof Louise Baur.  

 

Mitchell Funke appeared in a taped video 

conference and charmed everyone. 

 

With regard to clinic doings, we have had 

some email contact from a few families but 

would encourage more families old and new 

to contact the clinic. 

 

The Clinic email address is AngelmanClin-

ic@sesiahs.health.nsw.gov.au.  

 

Thanks Antonia Milner 
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I’m the mother of Michael, who is 28 years 
old and has Angelman Syndrome via a dele-
tion. 
Mike has two older and one younger siblings 
and attends St George and Sutherland 
Community College Options Program during 
the day.  He loves live music, magazines, 
particularly about real estate, any form of 
transport and generally going out. I have 
previously been a member of the Angelman 
Syndrome Association Committee and have 
been involved with the association since its 
beginning. I currently work as an educator 
with Alzheimer’s Australia NSW and have 
previously worked in the Community Care 
and  Health sectors. I’m looking forward to 
being part of the committee in a small way, 
and supporting a hard-working and enthusi-
astic executive 
  
 
 

Meet your committee!  Mary Bills, 
NSW 

  A Night for the  

Angels  
  Friday 23 March 2012 

  Report by Letitia Grant  

 

 

I arrived mid afternoon Friday  and  was 

welcomed  for spontaneous drinks in their 

room by several of the  FAST committee 

who also were attending. Happily most of 

them I had met at the Perth conference in 

2009.  

We travelled together to the venue and I 

think we were all blown away  when we ar-

rived by the amount of work Michaela had  

done, both hands-on and through her per-

sonal networks. My first impression was 

‘the level of  work and planning-time in-

volved in this, is an astonishing achievement 

for anyone; especially someone who is mum 

to an Angel, and a toddler sibling and also 

‘very pregnant’ in addition to  running her 

own business. Phew! 

                                            continued over….. 

Disclaimer 
The views expressed in this newsletter and any 
enclosures are not necessarily those of the An-
gelman Syndrome Association.  Information is 
presented in the interest of  providing a range of 
alternatives.  Inclusions in this newsletter does 
not imply endorsement by the Angelman  Syn-
drome Association. 
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A Night for the Angels continued…. 

The  welcome drinks & canapés gave ample 

time for guests to view the  extensive and 

varied, donated ‘silent’ auction items prior 

to dinner, and the technology utilised 

through the night allowed people to  use 

keypads on their dinner table to have an ‘all

-night’ personal account running and be able 

to see on screens in the room  where their 

bid was sitting against others and rebid’ at 

any time, to ensure they ‘got what they 

wanted’. This consequently enabled better 

revenue for the auction. The dynamic MC/

auctioneer was a great showman and an as-

set to the evening. 

There were 3 tables of Angel-families who 

travelled  from WA, Tasmania, Victoria, SA 

& Qld to attend as well as 3 from Sydney. 

All the others (200+ ) attending were 

friends and connections of Michaela and 

her family. 

The 3 course meal was excellent, the  room 

décor & presentation was impressive, the 

band was entertaining, the camaraderie of 

the company was great, but the highlight 

was Meagan Cross’ inspiring speech on the 

advanced state of  research into AS com-

pared to many other disorders/diseases 

She also told what ignited and  drives her 

passion  for research  to find a cure or 

therapeutic for the devastating health ef-

fects of AS which she has experienced 

with her daughter Molly, and witnessed 

when her friend lost a child to a seizure.  

(You can watch part of this speech by 

Googling ‘ Youtube A night for the angels’) I 

was certainly inspired to suggest that the 

WA association look into how we may also 

plan a night like this to support likewise. 

Letitia Grant (ASA State VP, WA)  

and Tony Vidray (FAST Australia 

(Treasurer). 

By midnight the auction items alone had 

netted $52,000 and since then Micahela 

advises the total raised by the event is now 

around $70,000 

The fabulous night was followed on Satur-

day by a brunch planned  and catered by 

Michaela and her mum and sisters for the 

Angel families who attended, this was an-

other great chance to get to know  people 

who may have previously ‘just’ been un-met 

facebook friends before but are now true 

travelling companions on a shared journey.. 

Certainly a weekend to remember. 

                                                Letitia Grant 

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 secretary who volunteers his 

time while, like us all, juggling work, family and life 

with an angel.                                                 Editor 

mailto:kevin.kennedy@bosco.nsw.edu.au
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Dr Chris Oliver from Birmingham Uni-
versity is doing a survey on sensory issues 
in children with Angelman Syndrome be-
tween the ages of 2-15.  This is an online 
survey. 
Click on the link:  
https://edu.surveygizmo.com/
s3/821439/1?syndrome=Angelman    
The password is   cndd 
  
Sensory Experiences in Children with Neu-
rodevelopmental Disorders 
edu.surveygizmo.com 
Created using SurveyGizmo, online survey 
software   

Survey on the supports for people with rare diseases 
An invitation to participate in a survey on supports for people with rare diseases has been 

received. If you wish to participate, follow the link below. 

---------------------------------------------- 

People with rare diseases, could you please complete and distribute our survey? 

We invite you to complete a survey to obtain basic information on the support people with 

rare diseases, their carers and clinicians have and your awareness about processes for 

making diagnostic tests and treatments publically available. 

The survey is at (please copy and paste if link not active): 

https://www.surveymonkey.com/s/XBVXWHL 

Please distribute this link (including in your newsletters) as widely as possible in the rare 

diseases community; and take the time to complete the survey. 

More information on the background to the survey is in the Introduction. The main survey 

is also followed by a couple of questions from the Rare Voices Australia organisation, to 

help them in identifying their direction. 

With thanks, in anticipation 

Janney Wale E-mail: socrates@q-net.net.au 

HTAi Patients and Citizens Involvement in HTA* Sub-Interest Group/HTA Australia Part-

nership, and Cochrane Collaboration Consumer Network 

*Health technology assessment 

We have recently received requests for parents to participate in three surveys. Please con-

sider participating in them! (Editor.) 

Overseas News! 
 
 
The Canadian Angelman Syndrome 
Society, www.angelmancanada.org is host-
ing their  biennial International Conference 
on Angelman Syndrome this coming summer 
in Kananaskis, Alberta.  The conference 
features an impressive slate of speakers, 
including Dr. Ben Philpot, Dr. Charles A. 
Williams, and Dr. Jill Clayton-Smith. 

https://edu.surveygizmo.com/s3/821439/1?syndrome=Angelman
https://edu.surveygizmo.com/s3/821439/1?syndrome=Angelman
http://www.angelmancanada.org/
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University of Queensland 

School of Psychology 

 

 
Child Behaviour and Parenting Survey For parents of 2-16 year-old children with disability 

Opportunity for Parents to Contribute to Research on Disability 

 

Parents of children with disability aged between 2- and 16-years are sought to complete a 

20-minute, anonymous, online survey. The survey includes questions relating to your family, 

your child’s behaviour, the parenting strategies you use and your own wellbeing. The goal of 

this important research is to develop a new questionnaire that will be used in the develop-

ment and evaluation of programs to support families of children with disability. Details may 

be found at http://exp.psy.uq.edu.au/parentingdisability or by contacting the project coor-

dinator Dr. Trevor Mazzucchelli at t.mazzucchelli@uq.edu.au or 08 6468 5020. 

 

More information: Dr. Trevor Mazzucchelli, Senior Lecturer,The School of Psychology, Uni-

versity of Queensland seeks our cooperation in engaging parents of children with disability 

aged between 2- and 16-years to complete a web-based survey about their family, their 

child’s behaviour, the parenting strategies they use and their own wellbeing. The goal of 

this research is to develop a new questionnaire to assess child behaviour and parenting of 

children with developmental disability. This questionnaire will be made available in the pub-

lic domain and be free to use. 

 

While there are some questionnaires which measure child behaviour and parenting they suf-

fer from a number of limitations including: costs associated with use, licensing require-

ments, lack of normative data on a disability population, lack of tools for certain important 

domains (e.g., parent-child relationships), difficulty with scoring, and length. We anticipate 

that the questionnaire developed through this research will address these limitations and 

will be useful in facilitating the development and evaluation of programs promoting the de-

velopment of children with disability. It is intended that these programs will be made avail-

able to parents throughout Australia. 

The survey has been cleared in accordance with the ethical review processes of the Univer-

sity of Queensland. 

 

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: mid-July 2012  

Book reviews/recommended websites 
If you have recently read a book or infor-

mation from the web and found it helpful, 

please send details to the Editor for inclu-

sion in the newsletter. 


