
 
 

12th Angelman Syndrome Association Australia 
National Conference“From Strength to Strength” 

 
5th-7th October 2018 

 
 

 
 
 

With thanks to our Sponsors 
 

                    
 

We would like to acknowledge the support of 
 

 



	 2	

Welcome 
 
On behalf of the ASAA Committee, and the Conference Committee it is our pleasure to welcome you to the 12th 
Angelman Syndrome Association Australia National Conference called From Strength to Strength. The conference 
aims to enhance our understanding of the complex characteristics of Angelman syndrome and to learn about the 
latest research, clinical information and interventions available to us as parents, carers and professionals, and to 
provide an ideal networking opportunity through the social functions. 
 
Many aspects of Angelman syndrome will be explored including how best to support our AS individuals but also our 
family unit as a whole. In keeping with the title “From strength to Strength” we hope that our AS individuals, families 
and the community will indeed go from strength to strength over the years.  
 
The ASAA has limited financial resources, and we would like to extend our thanks to our sponsors and those 
companies and individuals who have provided valuable donations. We would also like to thank all our members 
who have raised money and our volunteers who have enabled us to deliver a great program of speakers at a 
fantastic venue, the Stamford Plaza Adelaide. 
 
We would also like to thank our speakers and delegates who have travelled internationally and nationally in order 
to attend to share their expertise and experiences and make this conference a success. 
 
Laura Greene    Peta Perrie 
President ASAA    Conference Coordinator and South Australian Representative ASAA 
 
 
 

Our 2018 Conference committee 
 
 

Laura Greene       Peta Perrie      Kevin Kennedy   Fiona Lawton     Evan Ignatiou 
 

 

With thanks to our Donors 
 

                
 

         Angelman Syndrome Association of South Australia 
 
 

                                                                     
 

 
Angelman Syndrome Association of NSW
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Program Friday 5th October 
 
 

08.00-08.30  Registration and arrival tea and coffee  Terrace Foyer Level 2 
 
08.30-08.35  Welcome address Laura Greene    Terrace 1 & 2  
 
08.35-10.30 SESSION 1  Chair: Fiona Lawton 
 
08.35-09.40  All one can know about Angelman syndrome   Professor Bernard Dan 

– a starter kit 
  

09.40-10.30  Sleep in Angelman syndrome                 Associate Professor 
Honey Heussler  
 

10.30-11.00  Morning tea      Terrace Foyer 
 
11.00-13.00  SESSION 2  Chair: Peta Perrie  Terrace 1 & 2 
 
11.00-12.00  Positive Behaviour Support    Jaquie Mills 
 
12.00-13.00  How to be a good communication partner  Janelle Sampson 

         
13.00-14.00  Lunch       TG’s Restaurant  
   
14.00-15.30  Concurrent Sessions 
 
   SESSION 3  Terrace 1    SESSION 4  Terrace 2 
   Chair:       Chair: Kellie Wild 
 
14.00-15.30  Communication workshop 14.00-15.00  Microboards Australia 
   Janelle Sampson     Jacqui Mills  
 

15.00-15.30  Transition: is there a lifeboat? 
          Dr Alexis Berry 
   
15.30-16.00  Afternoon tea       Terrace Foyer    
      
16.00-17.00  SESSION 5  Chair: Laura Greene  Terrace 1 & 2 
 
16.00-16.20  Communication in Angelman syndrome:   Effie Pearson 

An isolated problem of speech production? 	
    
16.20-16.35  Treatment trials for Angelman syndrome:  

Parental knowledge and priorities for treatment  Dawn Adams 
 
16.35-17.00  Global Angelman Registry    Meagan Cross  
   
17.00   Close by chair 
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Program Saturday 6th October 
 
 

08.00-08.30 Registration and arrival tea and coffee   Terrace Foyer Level 2 
 
08.30-08.45 Welcome & I Can…video  Peta Perrie   Terrace 1 & 2 
 
08.45-10.30 SESSION 6   Chair: Fiona Lawton 
 
08.45-09.40 Current and future treatments for Angelman syndrome Professor Bernard Dan  
 
09.40-10.00 AS Therapies: promises and challenges   Dr Shaun Greene 
 
10.00-10.30 Panel discussion      Professor Bernard Dan, Associate Professor  
         Honey Heussler,  Dr Shaun Greene 
 
10.30-11.00 Morning tea      Terrace Foyer 
 
11.00-13.00 SESSION 7   Chair: Kellie Wild 
 
11.00-12.00 Jumping Puddles: How the new NDIS can   Sam Boag 

transform the lives of those with disability  
    
12.00-13.00 Sibling support      Kate Strohm 
 
13.00-14.00 Lunch       TG’s Restaurant 
         
14.00-15.00 Concurrent sessions 
 

SESSION 8 Terrace 1    SESSION 9 Terrace 2 
  Chair: Evan Ignatiou     Chair: Laura Greene 
 
14.00-14.30 A Learning Departure – Students     Workshop - Admission to Discharge  

with AS in a Conductive Education    Together: Supporting your Angel when 
Classroom      presenting to hospital 
Kati Balla      Anne Funke & Lif O’Connor 
     

14.30-14.40 The Sibling Relationship     Marea the Ageing Angel   
  Bridget Exner      Judy Bourke  
 
14.40-14.50 Communication Using Integrated     Patience and determination- The Key to 

Technology      Achievement One Small Step at a Time 
  Peta Perrie and Fiona Lawton    Joyce Wenmoth 
 
14.50-15.00 Using alternative health with     Where there’s a Will……   
  our child with AS      Yejin Foster and Lynne Cousins 
  Diana Backhouse  

 
15.00-15.30 Afternoon tea       Terrace Foyer 
 
15.30-17.00 SESSION 10      Chair: Kevin Kennedy  Terrace 1 & 2 
 
15.30-15.40 What about you?      Danneal Jez 
 
15.40-16.00 Self-managing with NDIS:      Mary Bills 

A perspective of the benefits and challenges 
 

16.00-16.10 Our communication journey: Double Trouble   Laura Greene 
 
16.10-16.55 The behavioural phenotype of Angelman syndrome  Chris Oliver (via video link from UK) 

      
16.55-17.00 Closing address  Leticia Grant 

 
17.00-17.30 AGM	 	 	 	 	 	 	 Terrace 1	
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General Information 
 
AGM 
 
The Annual General Meeting will follow on from the conference sessions at 5pm Saturday 6th October in the 
Terrace Room. All members are encouraged to attend. 
 
Conference Venue 
 
Terrace Rooms, Level 2, Stamford Plaza Adelaide, 150 North Terrace, Adelaide SA 5000 Telephone: 08 8461 0365 

This 5* hotel is superbly situated in the heart of the city on Adelaide's cultural boulevard, North Terrace. Only 10 
minutes from the airport and 20 minutes from Adelaide's premier beachside suburb, Glenelg. The hotel is located 
within walking distance to Adelaide Oval, the Festival Centre, River Torrens, Adelaide's historic parklands, cinemas 
and boutique shopping.  

Conference Registration 
 

Registration desks are open: 
 
Friday 5th October    8am-4pm    Terrace foyer Level 2 
Saturday 6th October    8am-4pm   Terrace foyer Level 2 
 
Conference registration includes arrival tea and coffee, morning tea, lunch, afternoon tea and conference bag. 
 
Conference Sessions 
 
Friday 5th October 
 
Arrival tea and coffee    8am    Terrace foyer Level 2 
Morning and Afternoon Tea   10.30am and 3.30pm Terrace foyer Level 2 
Lunch      1pm   TG’s Restaurant (Ground floor) 
Sessions conclude   5pm 
 
Saturday 6th October  
 
Arrival tea and coffee      8am    Terrace foyer Level 2 
Morning and Afternoon Tea   10.30am and 3pm Terrace foyer Level 2 
Lunch      1pm   TG’s Restaurant (Ground floor) 
Sessions conclude   5pm 
AGM     5-5.30pm  Terrace rooms 
 
Name Badge 
 
It would be appreciated if delegates can wear their name badge at all times during the Conference as this identifies 
them as eligible for catering and entry to Conference sessions. 
 
Family friendly Activities in Adelaide 
 
Adelaide Zoo: Opening hours 9.30am-5pm. Adelaide Zoo is situated on Frome Road, near the River Torrens. 
Companion cards are accepted. See website for detailed visitor information. https://www.adelaidezoo.com.au 
 
Adelaide Aquatic Centre: The centre opening hours are: Weekdays 6.00am – 9.00pm and Weekends & Public 
Holidays 7.00am – 7.00pm. It has free car parking. Companion cards are accepted. See website for information on 
pricing and facilities http://adelaideaquaticcentre.com.au/ 
 
Bonython Park: Home to new All Access Playground situated on Port Rd, overlooking Torrens River. See link for 
more info http://www.adelaideplaygrounds.com.au/Bonython%20Park 
 
Popeye boat: Enjoy a 40-50 minute cruise along the Torrens river in the heart of the city. Please note the Popeye 
boat is NOT wheelchair accessible. There are 2 steps up the boat and four steps inside. See website for more 
information http://thepopeye.com.au/ 
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Glenelg beach: It’s only 25 minutes by tram to get from Victoria Square to Moseley Square in the heart of Glenelg, 
at the end of Jetty Road. See link https://playandgo.com.au/index.php/city-to-the-bay-by-tram-a-day-in-glenelg/ 
 
MOD Museum: MOD. offers seven purpose-built gallery areas over two floors housed within the University’s new 
Health Innovation Building. It features Australia’s first Science on a Sphere, a room-sized display that shows 
planetary data on a sphere surrounded by touchscreens. MOD is on North Terrace adjacent Morphett Street 
Bridge, Adelaide, and has Free Entry. It is wheelchair accessible and has disabled access bathrooms. Opening 
hours during the conference: 12pm-8pm and Fri10am-4pm Sat-Sun 
 
Other activities: https://playandgo.com.au/index.php/adelaide-riverbank-precinct-14-highlights-families/ 
 
 
Social Functions 
 
Welcome Reception - Friday 5th October 6- 8pm Boulevard Room (Level 2) 
 
Included: welcome drink on arrival, a selection of canapés for adults, and a separate option arranged for children. 
A cash bar is available to purchase extra drinks. 
 
Conference Dinner - Saturday 6th October 7-11.30pm Boulevard Room (Level 2) 
 
Included: Welcome drink on arrival, 2-course dinner (alternate drop), hot drinks, and 2 bottles of wine per table. 
There is a separate meal arranged for children. A cash bar is available to purchase extra drinks. There is musical 
entertainment by James McGuire throughout the evening 
 
7pm: Welcome drinks 7.50pm: Dinner served 11.30pm: evening concludes 
 
Family Fun Day Sunday October 7th 11.00am-3pm 
 
Venue: Errington Special Education Centre, 21B Errington Street, Plympton SA 5038 
Errington Special Education Centre is located in Adelaide's western suburbs, about half way between the city and 
Glenelg beach, and is close to the airport. The grounds are safe and secure, and have appropriate play equipment 
for our kids, both young and old.  
The afternoon will be fun and food filled with BBQ, jumping castle, and interactive entertainment by Lolly Jar Circus 
Inc. This is a fabulous opportunity for the whole family to meet other Angelman syndrome families and make long 
lasting connections in our community. 
Bus transfer will be available one way from Stamford Plaza Conference Hotel to the Family Fun Day for those 
delegates requiring transport. If you are travelling to the airport straight from the fun day you can bring your 
luggage. Please advise a member of the ASAA Committee if you require this transport plus any items to stow. 
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Parking 
 
Car parking facilities are located at Stamford Plaza Adelaide or offsite on Hindley Street, subject to availability. A 
discounted self-parking rate of $20 per day or per exit is available to ALL conference delegates. Keep the ticket you 
were given on entering the car park and pay at hotel reception on departure to receive this rate. 
 
Taxis 
 
 

Taxis are a convenient way to get to and from the airport. There is a designated taxi rank located at the left of the 
pedestrian plaza as you walk out of the terminal. Concierges provide a safe environment and allocate taxis to 
passengers. They can also organise taxis with baby capsules, wheelchair access, five-seaters and maxi taxis for 
larger groups or station wagons for large amounts of baggage. There is a $3 levy added to fares for taxis leaving 
the airport. Adelaide Airport is a 15-minute drive to Stamford Plaza. 
 
Shuttle Bus 
 
Airport City Shuttle offers a Door-to-Door service from Adelaide Airport to Adelaide Hotels. Group discounts are 
available. 
Booking are not needed: On arrival please make your way to the Information and Tourism Bookings Booth 
located on the ground floor of the terminal in a central location. The friendly staff will help you with your booking 
and inform you of the next shuttle time (approximately every half hour). 
City Shuttle Bus operating hours are as follows: Monday – Friday from 8am – 9pm, Saturdays from 8am – 
6pm and Sundays from 8am – 5pm.The cost is $10 per person each way. Contact City Shuttle for more 
information on Group bookings on 0433 533 718. 
 
Adelaide Metro Bus 
 
For public transport to/from Adelaide Airport, Adelaide Metro offers an express double decker bus service 
called JetExpress. Adelaide Metro also offers a convenient JetBus service to Glenelg, West Beach and the City, 
servicing all stops en route. Both JetExpress and JetBus are Metroticket services. Single trip and daytrip tickets 
can be purchased from bus drivers. 
Call Adelaide Metro Infoline 08 8210 1000. See website link https://www.adelaidemetro.com.au/Timetables-
Maps/Special-Services/Airport-services 
Pick up and drop off is from the bus stop located on the left-hand side of the plaza as you leave the Terminal.  
 
Useful Telephone Numbers 
 
13CABS      132227 
Royal Children’s Hospital  (08) 8161 7000 (72 King William Rd, North Adelaide SA 5006) 
Ambulance    000 
Poisons Information Centre  131126 
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Stamford Plaza level 2 Floor Plan 
 

 
 
Exhibition  
 
Friday 5th October Terrace Room Foyer   Link-AT   Two Way Street  Catchy Covers 
 
Saturday 6th October Terrace Room Foyer  Link-AT  Frilled To Bits 
 
 
Link AT is an Australian supplier of Assistive Technology products and services. Augmentative and Alternative 
Communication (AAC) devices and software, computer access products, products for Special Education and 
mounting equipment are part of our product portfolio. Every product is designed to enhance user experience of 
people with physical and cognitive impairment. Through our AT solutions, you can work around the problems 
caused by impairment and become more independent. You can customise the AT products to ensure compatibility 
with your specific needs, programs, and computer systems.	We offer product trials, rentals, training and support in 
Australia, New Zealand and Singapore. 
 
Two Way Street provides speech pathology and communication resources for children and adults. THEY have 
extensive experience in Augmentative and Alternative Communication (AAC) with a particular focus on intervention 
for people with disabilities, including those with little or no speech (complex communication needs). Their speech 
pathologists all have experience using a wide range of AAC systems such as Pragmatic Organisation Dynamic 
Display (PODD), Proloquo2Go plus many more, and with a variety of access methods including direct access, eye 
gaze, scanning, and switch devices.  
 
Catchy Covers by Erika creates comfortable and fashionable feeding covers which maintain dignity and self-
esteem. She loves to customise her orders for individual style and function. 
 
Frilled To Bits make a range of sensory products for children, handmade in Australia, and especially suitable for 
those who are “sensory-seekers” who respond well to sensory stimulation. 
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Keynote Speakers 
 
 

   
 
              Professor Bernard Dan	
  
 
 
 
 
Bernard Dan is a Belgian paediatric neurologist and rehabilitation physician with in-depth knowledge of all 
aspects of clinical practice and research relating to Angelman syndrome, as well as with support and 
advocacy groups. He has previously held the post of Professor of Neuroscience at the Free University of 
Brussels (ULB) and is currently the medical director of Inkendaal Rehabilitation Hospital in Belgium. He is the 
editor in chief of Developmental Medicine and Child Neurology, the medical journal in which Dr Angelman 
made his first report of the syndrome back in 1965. He was the recipient of the 2012 John Stobo Prichard 
Award. 
 
Bernard authored the book "Angelman Syndrome" (Mac Keith Press, 2008) which details his vast knowledge 
of this syndrome. This book provides a comprehensive review of clinical and genetic issues, natural history, 
possible pathophysiological pathways, specific clinical problems (motor impairment, behaviour, learning 
difficulties, communication, sleep, epilepsy), clinical neurophysiology, neuropathology, rehabilitation and basic 
research in Angelman syndrome.  He is co-author of "Ethics in Child Health: Principles and Cases in 
Neurodisability" (Mac Keith Press, 2016) which explores scenarios faced by clinicians in neurodisability on a 
daily basis, and addresses lived experiences of children and families. This text demonstrates the 
understanding that Bernard Dan has for families affected by disability and the many emotional, practical and 
social issues they face. 
 
Professor Bernard Dan has been the International Patron of Angelman Syndrome Association Australia since 
2009. He has a longstanding relationship with many of our AS families.  
 
 
 
  
 
 
   Professor Chris Oliver 
 
 
 
 
 
Chris Oliver is Professor of Neurodevelopmental Disorders at the University of Birmingham and director of the 
Cerebra Centre for Neurodevelopmental Disorders. He trained as a clinical psychologist at Edinburgh 
University before completing a PhD on self-injurious behaviour in people with intellectual disability at the 
Institute of Psychiatry, London. He is currently researching early intervention, behaviour disorders in people 
with severe intellectual disability and autism spectrum disorder, behavioural phenotypes in genetic syndromes 
and neuropsychological and behavioural assessment for people with severe intellectual disability. He has 
published over 170 peer reviewed articles in scientific journals (including 25 on Angelman Syndrome), is 
Editor in Chief for the Journal of Intellectual Disability Research and serves on a number of scientific advisory 
committees for autism and syndrome support groups.  
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Invited Speakers 
 
Dawn Adams 
 
Dawn is a Senior Lecturer in the Autism Centre of Excellence at the School of Education and Professional Studies, 
Griffith University. She completed her undergraduate and PhD with Chris Oliver at University of Birmingham, UK, 
before moving to Southampton University (UK) to complete her Clinical Psychology Doctorate.  Dawn has also 
completed a Postgraduate Diploma in Paediatric Neuropsychology at University College London.  Dawn's areas of 
interest and expertise include behavioural and emotional profiles (including mental health, i.e. anxiety) in autism, 
intellectual and developmental disabilities and rare genetic syndromes and the impact that these profiles may have 
on the individual themselves, their family, school or other professionals.  
  
Dawn has worked with a range of parent support groups, helping them with their research priorities, feeding back 
results to parent conferences and providing research overviews in lay language.  She worked alongside Jill Clayon-
Smith and Bernard Dan to develop the International Angelman Syndrome Management Guidelines.  Working with 
Chris Oliver, she has published book chapters and research articles on the laughing and smiling behaviours and 
challenging behaviours in individuals with Angelman syndrome and also the experience of parenting a child with 
Angelman syndrome.  She has also led some of the first longitudinal studies in children with Angelman 
syndrome.  Since relocating to Brisbane, Dawn has been working with Honey Heussler to combine their 
psychological and medical knowledge to further the Australian research into Angelman syndrome. 
 
Diana Backhouse 
 
Diana and her husband Ed have three children; Joshua (9), Timothy (6.5), Lillian (3.5). Tim is their child with 
Angelman syndrome. Diana is an early years trained teacher and studied Special Education two years ago. She 
now works at a special school teaching in the Early Childhood Development Program and is absolutely loving it! 
 
Kati Balla 

Kati Balla is a Conductive Education teacher (Conductor) at Kidman Park Primary School in Adelaide. Kati initially 
trained as a nurse in Hungary in 1990, and realised she had a special connection with children with disabilities. 
After completing a degree in Conductive Pedagogy- a Hungarian technique that emphasises a holistic approach to 
disabled learning- she has worked with children all around the world before settling in SA in 2003. Kati was 
nominated Australian of the Day in 2016 as part of Commonwealth Bank awards. Kati currently has two children 
with Angelman syndrome in her class and has attended an Angelman syndrome forum to better understand the 
particular challenges facing AS children. 
 

Dr Alexis Berry 
 
Dr Alexis Berry is an Adult Rehabilitation Physician in the Disability Assessment and Rehabilitation Team for Young 
People based at Concord Hospital, Sydney. She previously worked at Developmental Assessment Service, St 
George Hospital where a large part of her role was in Transition Clinics. She is a member of the Transition 
Executive, Agency for Clinical Innovation, NSW. 
 
Mary Bills 
 
Mary is the parent of Michael who is 34 years old and lives with Angelman syndrome, caused by a deletion. Mary 
has self-managed Mike’s NDIS funds for the past year, during which time, Mike has moved out of home into a 
Community Housing villa. 
 
Sam Boag 
 
Sam Boag is a qualified physiotherapist with more than 20 years of specialist experience in the health and 
disability services sector, both as a therapist and manager. She is the founder of I Can Jump Puddles – an NDIS 
Registered Provider for Early Childhood Intervention and Support Coordination, and co-creator of the innovative 
Puddles Aquatics learn to swim program for children with special needs. Sam has a deep understanding of the 
complex new NDIS, and the variety of supports available for people with disability. Sam has been involved in the 
rollout and implementation of the NDIS since its inception in SA and is a passionate advocate in helping those with 
additional needs access their local community and feel included. 
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Judy Bourke 
 
Judy is Marea Ann Bourke’s sister in law; she married Marea’s brother. They divorced. She met Marea in June 
1985 at Stockton Centre in Newcastle NSW where she now lives. Her mother, father and brother died. Judy’s 
children inherited Marea’s care. As they were not interested, she took on this responsibility. She lives in 
Wollongong NSW, and is a professional, practising visual artist. 
 
Lynne Cousins 
 
Lynne was a potter and a Japanese teacher in a former life. William is the youngest of four children and all five 
family members have learnt about disability on the job. Lynne and all her family live in Canberra. She has met 
many thoughtful and inspirational people through dipping into the world of disability and her life is richer for it. 
 
Meagan Cross 
 
Meagan Cross' qualifications are in Geographic Information Science (GIS). Meagan also has experience in data 
programming, website and database design.  She is a small business owner, dividing her time running a 
specialised Stainless-Steel Fabrication business with husband and providing consultant GIS & mapping services to 
a diverse range of clients. Meagan serves on the board of directors of the US Foundation for Angelman Syndrome 
Therapeutics. She has two daughters, the youngest has Angelman Syndrome.	
 
Bridget Exner 
 
Bridget is a final year Bachelor of Nursing student, with the hopes of pursing a career in Paediatric Nursing and 
Research. She is the eldest of three siblings, the youngest being Connor who has Angelman syndrome. With only 
a week between their birthdays, Bridget and Connor share many similarities and interests such as baking and 
musical theatre.  
 

Yeijin Foster 
 

Yejin is nine and a half months older than William so she has absorbed the world of disability all her life. After 
school she tried a number of jobs from barista and cafe work to disability support in a specialist high school and at 
a local supporting agency. She rose to support coordination while finishing her nursing degree last semester. Yejin 
is at present awaiting the results of job interviews at some local hospitals.  
 
She plays an integral role in William’s life but always says that William has played a bigger role in hers, shaping her 
into the person she is today. Her best friends and their families have become William’s family too and they never 
shy away from the idea of taking him out or inviting him to celebrations. The bond between siblings is something 
very special but the bond Yejin and William share is something else. 
 
Anne Funke 
 
Anne is a working carer and provides full time care for her 21-year-old son, Mitchell, who has Angelman syndrome 
– UPD. She works part time as a social worker and disability carer advocate in two NSW Local Health Districts. 
She also holds several voluntary positions in the community; as a community representative on the School Council 
Committee for Caroline Chisholm Special School Padstow, a representative on the NSW Carers Advisory Council 
and a board member on the Carer Support Service Sutherland.  She is a parent advocate for the Angelman 
Syndrome Association of Australia and is currently a national committee member and a past National 
President.  She has presented at and organised multiple workshops, seminars and conferences on Angelman 
Syndrome and carer specific issues to raise awareness. She was awarded the 2014 NSW Carer of the Year Award. 
 
Laura Greene 
 
Laura is mum to two children with Angelman syndrome (UBE3A mutation), and is the current President of 
Angelman Syndrome Association Australia. Her children were both diagnosed with Angelman syndrome in 2011. 
Since then she has accompanied them to numerous therapy sessions, worked in collaboration with Scope’s 
Communication and Inclusion Resource Centre, presented at 2017 AGOSCI conference, the Tools2TalkPlus app 
launch by Scope, and more recently at an AAC Parents Users group in Victoria. She is passionate about 
individuals with Angelman syndrome using AAC not only to communicate, but also to have a better understanding 
of the world around them. 
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Dr Shaun Greene 
Shaun is an Emergency Physician and Clinical Toxicologist. Shaun completed his clinical toxicology training in the 
UK, with a specialist interest in genetics and genomics. He is dad to two children with Angelman syndrome, UBE3A 
mutation. 
	

Associate Professor Honey Heussler	
 

Honey is a Developmental and Behavioural Paediatrician with dual Sleep Physician qualification. She completed 
her doctorate in 2008 through the University of Nottingham and has been working at the Mater Children’s Hospital 
since 2003. She is an Associate Professor with the University of Queensland and is Director of Developmental 
Paediatrics, as well as clinical responsibility in Behavioural and Sleep clinics at the Mater Children’s Hospital. She 
is on the RACP Training committee for Sleep Physicians and runs a series of workshops training psychologists in 
the management of sleep disorders around the country. Current primary research interests are in Developmental 
disorders and sleep difficulties in children at the Mater Research Institute. Honey has a specialist interest in 
Angelman syndrome, and been involved in the establishment of the Global Angelman Syndrome Registry.  
 

Danneal Jez 
 
Danneal Jez has recently completed her studies in Childosophy and is now a Childosophy children’s wellbeing 
practitioner and is delighted to soon be supporting families in this role. Prior to children Danneal was an Early 
Childhood educator and has provided various form of support over the last 10 years to help build a successful 
building company with her husband Shane. She is a Mum to three amazing children who are Tyson 10, Aralie 8 
and Addelyn 5. Aralie introduced her family to the world of Angelman syndrome around the age of 10 months and 
was officially diagnosed at the age of one with Angelman syndrome with a deletion. Since this diagnosis Danneal 
has been a committee member of the Angelman Syndrome Association of WA. 
 
Fiona Lawton 
 
Fiona and her husband Gerry live in Brisbane with their three teenage children; their youngest is Connor who has 
Angelman syndrome (UPD). Connor loves swimming, singing, musical theatre and movies. Fiona has tertiary 
qualifications in Cognitive Behavioural Psychology, Aviation and Human Factors. Her not-for-profit experience 
ranges from working with the homeless in Brisbane (‘Rosie’s’), being a founding board member of Foundation for 
Angelman Syndrome Therapeutics Australia, and a committee member for the C.A.R.E. Inc, a disability and aged 
care respite service provider. Fiona joined the ASAA committee as the Queensland Representative to provide 
timely information, resources and support to AS families, therapists and educators while advocating across the 
health, education, political sectors to ensure the best outcomes for our children. 
 
Jaquie Mills 
 
Jaquie Mills has four sons with her partner Darryl, two with disability. Her eldest son is 27 and has Angelman 
syndrome. She is a founding member of the Angelman Syndrome Association of WA and has worked in a wide 
range of areas related to the support of people with complex communication needs and challenging behaviour. She 
developed the ‘Is There a Better Way’ training which is now in its 5th year of helping families, schools and services 
struggling with challenging behaviour, and managed the development of the Graduate Certificate in Complex 
Communication Needs at Edith Cowan University in WA. Jaquie also facilitates a weekly communication and 
literacy group for adults with complex needs. In her role as developer of the microboard model of support, Jaquie 
assists families to plan, problem solve and safeguard the supports for their family member, as well as effectively 
recruit, manage and train staff. 
 
In 2016 Jaquie received the WA Community Citizen of the Year award for her years supporting people with 
disability and disadvantaged children, and in 2017 she was a finalist in the West Australian of the Year awards in 
recognition of her work developing the microboard model, supporting people with complex communication needs 
and behaviours which can be challenging. 
 

Effie Pearson 
 

Effie Pearson is in her final year of her PhD looking at ‘Communication in Angelman syndrome’ at the Cerebra 
Centre for Neurodevelopmental Disorders at the University of Birmingham, UK.  She received a first-class honours 
degree in MSci Psychology and Psychological Practice from the University of Birmingham in 2015.  During this time, 
Effie completed a placement year at the Cerebra Centre working on a project investigating self-injurious behaviour 
in non-verbal children with autism spectrum disorder.  Her main research interests lie in the field of intellectual 
disability and neurodevelopmental disorders with a particular focus on behavioural and cognitive characteristics of 
rare genetic syndromes. 
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Peta Perrie 
 
Peta Perrie is the South Australian State Representative of ASAA. Peta is mum to three children, her youngest Mia 
(11 years old) has Angelman syndrome. Peta loves to meet newly diagnosed family members and is very proud 
that we as a community provide comfort and knowledge along the way by sharing our experiences. 
 
Lif O’Connor 

Lif is the Clinical Nurse Consultant for the Metro-Regional-Intellectual-Disability Network (MRID) in South Eastern 
Sydney Local Health District. Lif joined the MRID from the Agency of Clinical Innovation Transition Care Network 
where she supported young people with chronic illness and disability during the move from paediatric to adult 
services. As a Registered Nurse with qualifications in General Nursing and Mental Health/Intellectual Disability, Lif 
has held a variety of positions including Clinical Instructor in Acute Psychiatry and Intellectual Disability, guest 
lecturer at Sydney University and Patient Flow Manager. Lif has worked with children, young people and adults 
with intellectual disabilities for more than 15 years. This work includes participation in the development of the A2D 
Together project and statewide consultancy via the Metro Regional Disability Network. 
 
Janelle Sampson 
 

Janelle Sampson is a Speech Pathologist with over 25 years of experience both in Australia and Canada. Janelle is 
the founder of Two Way Street, and her passion is working with children and adults with complex communications 
needs who use Augmentative and Alternative Communication (AAC). Janelle has implemented a wide range of 
AAC systems (electronic and non-electronic) with individuals in all settings including home, childcare, schools 
(mainstream and supported learning), and in the workplace or social setting. She has a strong focus on integration 
of communication into ‘real’ life experiences, relationships and learning, as well as ensuring that their AAC systems 
and strategies are suitable for the development of strong emotional competence for individuals with complex 
communication needs. Janelle is also interested in alternate methods of service delivery that build capacity around 
the individual, and reduce the reliance on 1:1 intervention. 
 
Kate Strohm 
 
Kate Strohm is a counsellor, health educator, and journalist. She is the director of Siblings Australia, a program that 
provides resources and support for siblings of children with special needs, as well as for their families and health 
care providers. She is a sibling herself to a sister with cerebral palsy. 
 
Joyce Wenmoth 
 
Joyce is currently working full time as a Registered Nurse in an Aged Care Residential Care Facility in Palmerston 
North, New Zealand. Joyce is an experienced Nurse and has worked in New Zealand and the Cook Islands in 
various roles within Neonatal Intensive Care, Operating Theatres, Medical and Surgical Nursing, Education and 
Aged Care. She has a Batchelor of Science (Physiology) from Otago University and a Master of Arts (Nursing) from 
Massey University. Joyce is also a lifestyle farmer and along with her husband raised a family of five children. One 
of these children had significant developmental delays due to a traumatic birth which were overcome with patience 
and perseverance and he succeeded at school to become Dux of Rathkeale College. Joyce was widowed in 2012. 
Joyce is guardian and carer for her 6-year-old grandson Coby who has Angelman syndrome (deletion). Coby has 
been resident in New Zealand with Joyce for 3 years.  Coby’s parents and sister live in Melbourne, Australia. 
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Abstracts 
 
Session 1 
 
All one can know about Angelman syndrome – a starter kit:  Professor Bernard Dan 
 
We will hear about Walt Disney, the brain, chromosomes and genes, development, movement and behaviour, 
communication, memory and learning, EEG, epilepsy, neuroplasticity, mice, flies and research, and much more. 
 
Sleep in Angelman syndrome:  Associate Professor Helen Heussler 
 
We know that children with Angelman syndrome have poor sleep. This also features highly in the priorities for 
families in looking for support and therapies. However, the prevalence changes across ages. Main areas of 
concern are sleep initiation and night time waking. Examples will be given of how your Global Registry is helping 
understand these issues. Normal sleep will be discussed in the context of how this relates to the challenges we see 
in children with Angelman syndrome. Challenges exist around measurement of sleep which has limited our 
understanding to date. We can respond however and modify sleep using specific behavioural strategies and 
occasionally therapeutics. 
 
Session 2 
 
Positive Behaviour Support:  Jaquie Mills 
 
Jaquie has worked for the past 6 years in partnership with Disability Services in WA to develop and share 
contemporary approaches that help families and individuals experiencing challenging behaviour. In seeking 
answers to help her own son with Angelman syndrome, now 27, she learned about which common behaviour 
myths can be barriers to understanding behaviour, the most common reasons for challenging behaviour, and why it 
is so complicated to work out what the issues are for some individuals. Having seen the great benefits of Positive 
Behaviour Support for her own son, Jaquie is keen to share this information with other families, as well as how to 
use the free resources developed by Microboards Australia to help people trying to decide how to respond to 
challenging behaviour. 
 
 
How to be a good communication Partner:  Janelle Sampson 
 
In our enthusiasm and dedication to help our children, students and clients learn new communication methods and 
skills, what can we do to provide them with opportunities to learn as well as to develop the confidence to use new 
skills and actively participate in conversation and interaction? Research shows that one of the most key indicators 
for achieving competent communication for those who have little or now speech is their communication 
environment, and in particular, their communication partners. This doesn’t mean just mum and dad. It includes all 
of us, and the different roles we play in a person’s life. This presentation will discuss the habits, interaction styles 
and strategies used by good communication partners, and how these can scaffold and support the development of 
communicative competence for people who use have complex communication needs and their participation within 
their families, social groups and communities.  
 
Session 3 (breakout) 
 
WORKSHOP - Making good choices about communication and planning your next steps:  Janelle Sampson 
 
When it comes to supporting communication for individuals with little or no speech, there is no recipe, no magic 
bullet, and no one size fits all. Of course not! No one child is the same, nor their family, school or community. There 
is however always room to expand communication to another level and some key considerations to make this 
work.  
 
What is important in selecting a communication system? How do you set it up and which strategies will have the 
most impact for your children, clients or students? Where should you target your valuable time, limited funds and 
resources? This presentation will review the key ingredients for good communication, and how to decide on your 
next focus of efforts and resources.  Whether you already have a system or are looking to choose one, this 
workshop will help you to decide on your own individual priorities and help you to set both short and long term 
targets. All types and brands of communication systems welcome.  
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Session 4 (breakout) 
 
Microboards Australia:  Jaquie Mills 
 
A microboard is a model for supporting people with disability and/or mental health issues developed in North 
America 30 years ago.  The model has demonstrated effectiveness in supporting vulnerable people to have a good 
life and to be safeguarded into the future. Jaquie learned about Microboards from another Angelman parent in the 
US back in 2006, and was relieved to find a model of support that can address the question of what happens when 
parents are no longer able to support their children with disability. Microboards can also be a form of self-
management that shares the responsibility for managing NDIS funding and employing staff with a group of people, 
rather than the responsibility resting on just parents. In this session Jaquie will explain what a microboard is and 
the story of how having one has helped both her and her son with Angelman syndrome to have good lives and 
better peace of mind about the future. 
 
 
Transition- where is the Lifeboat?  Dr Alexis Berry  
 
Transition from Paediatric to Adult Health Services can be a challenging time for many families supporting young 
people with chronic complex health needs including Angelman syndrome. Many families report being unprepared 
and unsupported during the process.  This presentation will present some of the health, functional and social 
considerations routinely explored in Transition Clinics for Young People with Angelman syndrome. It will aim to 
demystify the process and explore the challenges and solutions for those young people and their families who may, 
or more likely may not, have access to formal transition services. 
 
Session 5 
 
Communication in Angelman syndrome: An isolated problem of speech production?  Effie Pearson 
 
Minimal or absent speech is a core characteristic of Angelman syndrome (AS), which can often lead to an 
underestimation of wider communication skills from professionals and people unfamiliar with the syndrome.  
Further, previous research has shown that this absence of speech is disproportionate to the cognitive and receptive 
skills of individuals with AS suggesting that the absence of speech could be an isolated issue.  However, there is a 
lack of research exploring other forms of communication, such as gestures, and if these are at a level expected 
given developmental delay.  If other forms of communication are shown to be relatively preserved, then this would 
indicate that only speech is affected in AS and strengthen the argument for AAC provision for individuals.  Using 
parental questionnaires and direct observations, gesture use, intentionality and verbal and non-verbal 
communication skills of individuals with AS were assessed.  Results showed that gesture use and other non-verbal 
communication skills were present in individuals and were reflective of their developmental level so subsequently, 
not associated with the absence of speech.  This indicates that the absence of speech is a specific impairment in 
individuals with AS. This finding coupled with the presence of intentional communication and motivation to 
communicate emphasises the need of alternative communication aids for individuals with AS. 
 
 
Treatment trials for Angelman syndrome: parental knowledge and priorities for treatment:  Dr Dawn Adams 
 
Background. Advances in genomic medicine has led to advances in potential treatments for rare genetic 
syndromes, including Angelman Syndrome. However, to date, there has not research documenting what parents 
think and feel about these trials and their priorities for treatment.  
Method.  Parents of 42 children with Angelman syndrome completed an online survey. Questions asked about 
their knowledge and perspectives on clinical trials and the specific areas they feel should and should not be 
targeted by treatments.  
Results. Almost all (95%) parents of children felt that clinical trials aiming to reduce symptoms associated with 
their child’s syndrome and those aiming to “cure” Angelman syndrome were positive.  Less than half of parents feel 
confident in their knowledge about the stages and processes involved in clinical trials or the way a gene therapy 
would work.  The priority treatment areas were speech/communication, neurology/seizures, and motor 
skills/mobility.  Half of parents asked did not want treatments to change their child’s happiness and one-third did 
not want treatments to change their child’s personality. 
Conclusion.  Parents of children with Angelman syndrome are motivated to take part in trials to reduce the 
symptoms of their child’s syndrome but may benefit from having more information about the process.   
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Global Angelman Registry:  Meagan Cross 
 
The Global Angelman Syndrome Registry (the Registry) is a tool to help medical professionals and researchers 
learn more about individuals with Angelman syndrome. The online data repository collecting information on AS 
from around the world is powered by caregivers who complete a series of modules collecting natural history 
previously only collected in clinical settings the participant numbers. 

Now the largest collection of AS data to date, the Registry has been published in the Orphanet Journal of Rare 
Diseases and the Journal of Intellectual Disability. The project is creating new opportunities to gain insight and 
understanding into AS, providing an important tool for facilitating research and enabling clinical trial sponsors to 
quickly identify suitable patients. 

Data will soon be able to analysed via the registry website utilising a tool called TranSMART, allowing anyone 
access to deidentified statistics, creating better understanding, allowing more targeted research, clinical trial design 
and recruitment. One of the next priorities is to build capacity within the framework to run clinical trials in a number 
of unique ways that address the needs of rare disease communities greatly reducing cost and time. 
 
 
DAY 2: Session 6 
 
Current and future treatments for AS:  Professor Bernard Dan 
 
Which treatments are available for various health issues in Angelman syndrome? How do we design a relevant and 
effective management plan? What can we learn from other conditions? Which advances has research brought us 
and what is in the pipeline? Informed discussion about cannabis, brain stimulation, stem cells, gene therapy, recent 
and current drug trials and more. 
 
 
AS Therapies: promises and challenges:  Dr Shaun Greene 
 
Advances in genetic medicine mean that theoretically it may be possible to develop beneficial therapies for 
individuals with AS. There remain many challenges to overcome between theory and actual availability of approved 
medications. This presentation will help families and friends of AS individuals understand the challenges and 
processes that researchers and clinicians face in their quest to improve the lives of individuals with AS. 
 
 
Panel discussion: Professor Bernard Dan, Associate Professor Helen Heussler,  Dr Shaun Greene  
 
 
Session 7 
 
Jumping Puddles: How the new NDIS can transform the lives of those with disability:  Sam Boag 
 
The NDIS has arrived, changing the lives of thousands of people living with disability and their carers, as well as 
bringing huge transformation to the disability services sector. While the new system is complex, it provides great 
opportunity for those living with special needs to access the support they need to achieve their goals.  
 
Key considerations for participants include how to prepare for your first NDIS plan and how to get organised for 
review meetings. Participants must also be aware that the NDIS will only fund supports that are ‘reasonable and 
necessary’ as they work towards specified goals. 
 
Another consideration is how a participant’s plan should be managed. Self-managing your plan is one option that 
provides some flexibility, but can create extra work. Each participant must understand the options and which will 
work best for them. 
 
Disability accommodation is of broad and current interest within the sector, and the future of this specialised 
service may provide further choice and scope for participants. 
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Siblings- too important to ignore:  Kate Strohm 
 
This presentation will explore the needs of siblings and key strategies for supporting them. It will draw on the work 
of Siblings Australia over nearly 20 years and, in particular, a recent Mapping Project. 
Siblings are still largely overlooked in both policy and programs. We know that disability impacts the whole family. 
Siblings, in particular, are usually trying to cope with the challenges at an age when they lack the cognitive and 
emotional maturity to understand what is happening around them. This can lead to longer term problems. 
At the same time, many children/adults with disability become isolated and so it makes good sense to consider 
those who will likely have the longest relationship of any with the person with disability, i.e., the siblings.  
Learning outcomes include: 

• Why siblings are important 
• Challenges for siblings over a lifetime 
• Factors that affect adjustment 
• Strategies to support siblings 
• Implications for policy in disability and other sectors 

 
Session 8 (breakout) 
 
A Learning Departure - Students with Angelman Syndrome in a Conductive Education Classroom: Kati Balla 
 
Conductive Pedagogy approaches rehabilitation through education. Dr András Pető, a Hungarian physician 
challenged mainstream medical practice with this method in the 1950s.  
 
Although the method was developed for children with cerebral palsy, Conductive Education has proven its merits in 
facilitating the development of gross and fine motor skills in a variety of other neurological conditions including 
Angelman Syndrome. The presentation, with many photo and video documentation, gives an insight to the motor 
learning and improvement of two students with Angelman Syndrome at Kidman Park Primary School. Both 
students are enrolled to the disability unit of this public school. The curriculum in the unit has a strong focus on 
Conductive Education. This program provided learning opportunities for both students to improve their physical 
abilities and become more independent in many areas of life. 
 
 
The Sibling Relationship:  Bridget Exner 
 
This presentation examines the evolution of the sibling relationship in a family living with AS. Bridget has navigated 
the complex world of Angelman Syndrome with her younger brother, Connor. Bridget explores how the AS sibling 
relationship changes throughout the years, and identifies the key external factors that can influence the relationship 
and the experience of living with AS. Bridget also shares what she has learned about resilience, tolerance and 
dealing with adversity.  
 
Communication Using Integrated Technology:  Peta Perrie and Fiona Lawton 
 
This presentation demonstrates the key elements of communication through technology, as an empowering, 
enabling and inclusive medium for children with AS. It fosters positive behavior management and creates many 
avenues through which people living with AS can interact with their environment through emerging technologies. It 
paints a picture of an empowered future for our loved ones.  
A multimedia presentation using PowerPoint and video to demonstrate how two children are using modern 
available integrated technology with their communication Voice Output Device (VOD) Assisted Augmentative 
Communication (AAC) devices. Mia and Connor are using their communication tools to interact with Google Home 
to control their environments, such as requesting and selecting which movie they would like to watch on Netflix or 
listening to their favorite song on Spotify, or to listen to some funny jokes through YouTube. They are having fun 
exploring, asking and integrating into everyday routines to find out such things as what day of the week it is and the 
weather. Even what is in their daily schedule when their Google Calendar is integrated to the home Google system. 
 
Using alternative health with our child with AS:  Diana Backhouse 

This oral presentation will discuss the alternative health therapies we use with our child with Angelman syndrome. 
When Timothy was 2 weeks old, he became very sick and was given strong antibiotics due to a bowel 
infection. Two months later he got terrible eczema from head to toe and was also diagnosed with failure to thrive. 
From his struggles, we decided to investigate different ways to support his health rather than turning to modern 
medicine straight away. We have created a chemical-free living environment, we have modified his diet to target 
inflammation, we support his health and sleep using natural methods and he is currently thriving. 
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Session 9 (breakout) 
 
WORKSHOP - Admission2Discharge Together – supporting your Angel when presenting to hospital:   
 Anne Funke and Lif O’Connor 
 
The A2D Together Folder is a tool to help carers and families share their knowledge and recent medical details of 
the person they care for with all staff involved in providing health care. It was developed using co-design 
methodology to provide current, relevant information to enable health staff to provide safe and person centred care. 
The overall aim of the A2D Together Folder is to ensure that when the person goes to hospital their needs are met 
and their hospital journey, from their “Admission2Discharge” is a seamless as possible. 

Face-to-face education modules support ongoing implementation for carers, health and disability support staff and 
the www.a2dhealthcare on-line toolkit. 

Following this workshop participants will have gained an understanding of: 
 

• The challenges that a person with a disability may experience in hospital 
• The importance of communication  
• The purpose of the TOP 5 and how to write one  
• How to complete a Hospital Support Plan 
• How to assemble the A2D Together folder 

 
Resources will be available to enable participants to produce a completed A2D Together folder 
 
 
Marea the ageing Angel:  Judy Bourke 
 
Marea Ann Bourke could well be the oldest Angel in the world. 
Marea’s health has been recorded for 67 years, 37 of these before her Angelman Syndrome diagnosis on 18th 
October 1989 when she was 45 years old. 
37 years of health records are available for researchers. 
Marea is able to walk short distances with the aid of a walking frame. 
Marea understands most simple conversations, instructions and directions. 
Marea has no real verbal language but is able to let people know how she feels with the use of body language and 
some basic sounds. 
Marea had breast cancer in 2017 but now generally enjoys good health. 
She has adapted to changes in her living situation, being unable to walk after surgery and being housed in a locked 
house/unit without access to the outside world, entertainment and activities for many weeks was a bit traumatic for 
her. 
Marea loves to eat out at restaurants where she can watch people. She loves fish and chips, milk shakes, Chinese 
meals, and anything sweet. 
Marea now lives in a purpose built house within a group of 6 houses as part of a large residential centre. She is 
very happy there. 
 
 
Patience and Determination - The Key to Achievement- One Small Step at a Time:  Joyce Wenmoth 
 
This paper addresses the challenges a grandmother in her 60’s faced in taking on full time care of her 3 year old 
grandson when his family who were residing in Australia were stretched to breaking point - “No one can fix him, 
he’s broken and he’s broken us”. With little knowledge of Angelman syndrome but some knowledge of the New 
Zealand Health Care System and a lot of patience and determination bit by bit doors were opened to help this 
special Angel on a journey of achievement. Achievements are small but celebrated -“One Step at a Time”. This 
journey reflects on services obtained, the part played by his inclusion at a standard childcare centre, involvement 
with extended family and the community and culminates in his integration to school in 2018. Throughout this 
journey this grandmother exposes her grandson to everyday experiences and maintains a steadfast belief of “He 
can do it- it’s just going to take a while”. 
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Where There’s a Will……:  Yejin Foster and Lynne Cousins 
 
Since before leaving school William’s family has sought ideas and opportunities for William to sample, in order to 
help him have a valuable and interesting life. He has tried lots of things, many of which are on hold due to lack of 
suitable and consistent support workers, or other issues. 
Early in his post school life his support coordinator came up with some good ideas. She helped source suitable 
s/workers. It has by no means been an easy task, in fact very frustrating at times. We are not just seeking a darn 
good babysitter. We were looking for a supporting agency that could balance William’s needs that are determined 
by the many unique aspects of AS, the importance of seeing each activity as his job, and the opportunity for skills 
development to help him become as independent as possible. 
  
We will discuss some of his jobs and activities and how we found them.    
We will mention the difficulty in keeping many of these connections. 
Also will mention the importance of continually maintaining his schedule.  
Not just set and forget. 
 
 
Session 10 
 
What about you?  Danneal Jez 
 
What about you the carer? Where do you fit in? How can you create a life with joy? I hope by sharing my journey of 
finding joy and a sense 
 
Our Communication Journey:  Laura Greene  
 
With two Angels over the years I have attended many speech therapy sessions with several different therapists. 
Unsurprisingly our journey with communication began with zero knowledge of Alternative and Augmentative 
Communication (AAC), but since then has encompassed low and high tech AAC and a realisation that using 
symbolic language is not only a form of communication but it also aids the children’s understanding of the world 
around them and how to function. This talk will discuss the types of AAC used by our family, the benefits and 
challenges we have experienced plus some useful resources that you can try yourself. 
 
Self-managing with NDIS: a perspective of the benefits and challenges:  Mary Bills  
 
Michael has had his NDIS package since September 2017 and the journey of self-managing those funds has 
provided many opportunities for his increasing independence. This includes moving out of home, and greater 
options for recreational activities and choice. 
The presentation looks at some of the benefits and challenges of this NDIS option, such as building direct 
relationships with those providing support, and managing communication to enhance that support.  
Challenges faced include finding and maintaining the right people, training new support people, and maintaining 
enthusiasm. 
 
The vision has been to support Mike to have a life that any of us would want, and to move away from historical 
forms of shared living for people with disability. We’ll look at achievements, the impacts on choice, and flexibility in 
using funds. 
 
There are challenges for family, and the presentation will also consider the time and skills required, along with 
future plans for sustainability of this model.  
 
This is one example of self-management for a person with AS and high needs - it’s not perfect, and there’s still a 
way to go, however, there are lessons to learn, and great leaps forward in the quality of life that Mike has achieved. 
 
 
The behavioural phenotype of Angelman syndrome:  Professor Chris Oliver 
 
This presentation will explore the different behaviours that children and adults with Angelman syndrome show, with 
particular emphasis on those behaviour that appear to be more common than we would expect given the degree of 
intellectual disability. There will be a description of how genetic disorder can influence behaviour and information 
on the forms of the behaviours and changes with age will be followed by a description of the main causes of 
behaviours, such as aggression to others. There will also be an update on our most recent research into 
differences across the genetic causes and the nature of sleep problems. 
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