CARING FOR CHILDREN WITH SICKLE CELL DISEASE

‘G E N DA & DATE: 13 DECEMBER 2024 @ TIME: 13:00 - 17:30

Welcome and opening
A/Prof Tina Carter, Consultant Paediatric and Adolescent Clinical and Laboratory Haematologist,
Head of Paediatric and Adolescent Haematology Department

1:00pm Welcome | Overview of Agenda

Session 1: Parent and Child Concurrent Sessions - facilitated discussion and Q&A
Designing ‘Your Haematology Service’ - What can we do to best support you?
Patient Experience — What is it like living with SCD / Caring for someone with SCD
What information would help you to better understand, manage SCD?

What are we doing well as a Haematology Service?

Child Session

Parent Session Shannon Downey,
Dr Shree Malani Senior Occupational Therapist
115pm A/Prof Tina Carter Lisa Bleus, .
Haematology trainees Senior Physiotherapist
Chair: Shirley Wong, A/CNS Haematology Dr Denitza Mironova

Chair: Jasmine Naylor, A/CN Haematology

2:15pm Summary of Parent and Child Focus Sessions

2:30pm Afternoon Tea

Session 2: Presentations by Paediatric and Adolescent Haematology Department

3:000m Welcome - A/Prof Tina Carter
oo “The Current Landscape of SCD” | Overview of Statewide Haematology Service
Acute Presentation of Sickle Cell Disease — Dr Sam Freeman
310pm .
Treatment, Management, Surveillance
3-300m Allied Health — Overview of Service and Current Best Practice Recommendations
~oup — Lisa Bleus, Senior Physiotherapist; Shannon Downey, Senior Occupational Therapist
3:50pm Transition — Transition Nurse SCGH
410pm What is on the horizon? — Guest speaker / A/Prof Tina Carter
4:30pm Summary and Closing — A/Prof Tina Carter
4:45pm Coffee & Drinks
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