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Alstrom Syndrome UK

Strength for today, hope for the future




Health, Happiness and Well-being!

Professional and Family Conference Saturday 7th October 2017
Aston Conference Centre, Birmingham
9:00
Wave off the children for their day out at Drayton Manor theme park
                       

09:00 – 09:30 
Registration - choose your workshops
09:30 – 09:45 
Welcome and Introduction to the day ahead
Ann Chivers, Chief Executive
Alström Syndrome UK 
09:45 – 10:00
Clinical trials in Alström Syndrome - an Introduction
Dr Tarek Hiwot
Consultant in Inherited Metabolic Disorders, AS Adult Clinical Lead
University Hospital, Birmingham
10:00 – 10:30 
My experience of taking part in a clinical trial
Alex Griffiths-Rayson talks about her experience and interviews
Dr Shanat Baig 
Clinical Research Fellow
University Hospital, Birmingham

Question and Answer session

10:30 – 10:45        
Clinical developments - past, present and future 
Dr Tarek Hiwot
Consultant in Inherited Metabolic Disorders, AS Adult Clinical Lead 
University Hospital, Birmingham
10:45 – 11:15         
Getting to the heart of the matter



Latest Cardiology research and clinical findings



Dr Rick Steed and Dr Ashish Chickermaine







AS Adult and Paediatric Cardiac Consultants







University Hospital Birmingham and Birmingham Children’s Hospital

















Question and Answer session

11:15 – 11:30
Refreshment Break
11:30 – 12:00
Wellbeing and Me - What can you do to make a difference?
Introduced by Dr Richard Paisey, Honorary Consultant, Torbay Hospital
Life style changes presented by Kez Hayat and his son Hassan Hayat

Question and Answer session

12:00 – 12:45
An Italian perspective
A closer look at lifestyle factors affecting individuals with Alström Syndrome 
Professor Pietro Maffei, Consultant Endocrinologist, Padua University, Italy

Question and Answer session
12:45 – 13:15
ASUK Annual General Meeting 
13:15 – 14:00 
Lunch
14:00 – 14:45 
Afternoon Workshops:
Workshop 1 
Assistive technology for visual impairment;
Exploring applications & resources for your phone, tablets, I-pads and internet
Mrs Archana Kulkarni, Consultant Paediatric Ophthalmologist, Birmingham Children’s Hospital
Workshop 2 
Puberty, growing up and healthy relationships (Female session) 
Gill Leno, Queen Alexander College, Birmingham
Workshop 3 

Technology that can make a difference - practical and useful
Sunny Baines, Action for Blind People
Workshop 4 
Know your rights when navigating the education system
Eleanor Wright, Solicitor and Coordinator from SOS!SEN
Workshop 5
Research your way, your questions answered in this interactive session
Facilitated by Kerry Leeson-Beevers, ASUK National Development Manager
Workshop 6 
Managing challenging behaviour - practical tips and strategies
Dr Jane Waite, Research Fellow & Clinical Psychologist, University of Birmingham
Parallel Sessions 
Kerbside Clinic and Consultation sessions 
Let’s get moving project! Using Fit Bits and technology for health
Dr Richard Paisey, Honorary Consultant, Torbay Hospital 
John Pemberton, Paediatric Diabetes Dietitian, Birmingham Children’s Hospital
Benefits and Welfare drop-in sessions will be provided throughout the day
14:45 – 15:00 
Refreshment Break
15:00 – 15:45  
Afternoon Workshops:
Workshop 1 
Assistive technology for visual impairment;
Exploring applications & resources for your phone, tablets, I-pads and internet
Mrs Archana Kulkarni, Consultant Paediatric Ophthalmologist, Birmingham Children’s Hospital
Workshop 2 
Puberty, growing up and healthy relationships (male session) 
Gill Leno, Queen Alexander College, Birmingham
Workshop 3 

Technology that can make a difference - practical and useful
Sunny Baines, Action for Blind People
Workshop 4 
Know your rights when navigating the education system
Eleanor Wright, Solicitor and Coordinator from SOS!SEN
Workshop 5
Research your way, your questions answered in this interactive session
Facilitated by Kerry Leeson-Beevers, ASUK National Development Manager
Workshop 6 
Managing challenging behaviour, practical tips and strategies to help
Dr Jane Waite, Research Fellow & Clinical Psychologist, University of Birmingham

15:45 – 16:00 
Scientific Symposium Summary
Key points from the Scientific Symposium
16:00 – 16:45  
Experts by Experience - Have your say!
Round table discussions, exploring what is important to individuals and families
 

16:45 – 17:00  
Feedback, round up of the day and announcements 


Ann Chivers, Chief Executive
 

Alström Syndrome UK
17:00         

Professional Filming 
17:00 


Children return from Drayton Manor theme park
18:30   

Dinner, followed by music and entertainment
Please visit our website for further information 
www.alstrom.org.uk
Please note this agenda may be subject to change due to circumstances outside of our control
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