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Roald Dahl Nurses’ Conference Agenda
Morning Session

Session
Registration, photos, refreshments

Welcome from your Hosts

National Updates & Health Inequalities

No one’s Listening!

Roald Dahl Nurse Audit 2023 and
discussion

Marvellous Family Support

Break

Our Nurse Ambassadors:
« Fundraising
« Communications

Break out sessions:

Room 1: Recognising and managing
conflict between children’s families and
healthcare providers.

Room 2: Transition and summary of the
report - ‘The Inbetweeners’

Room 3: The role of the Rare Disease and
SWAN Nurse Specialists and innovations
in the rare disease treatment landscape

Photos and Lunch
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Children’s Charity

Speaker

Louise Griew, Chief Executive, Roald Dahl’s Marvellous
Children’s Charity

Alex Hyde-Parker, Chair of Trustees, Roald Dahl’s
Marvellous Children’s Charity

Kate Pye, Deputy Director, Children & Young's People
Nursing, NHS England

John James OBE, Chief Executive, Sickle Cell Society
Michelle Kukielka, Associate Director of Programmes,
Roald Dahl’s Marvellous Children’s Charity

Hannah Morrell and Mel Phillips,

Engagement & Participation Co-ordinators,
Roald Dahl’s Marvellous Children’s Charity

Roald Dahl's Marvellous Children's Charity team

Fiona Lynch, CNO Senior Nurse Fellow, NHS England, Sarah

Barclay, Founder and Director, The Medical Foundation,

Dr Esse Menson, Mediator, Trainer and Coach, The Medical

Foundation

Louise Porter, CYP Programme Lead, Bucks,
Oxfordshire and Berkshire West, ICB Office
Katie Malbon, Consultant Paediatrician, St Mary’s Hospital

Anna Jewitt, Roald Dahl SWAN Nurse Specialist, GOSH
Ali Smyth, Rare Disease Clinical Research Expert & Roald
Dahl Volunteer



Roald Dahl Nurses’ Conference Agenda
Afternoon Session

Time Session Speaker

13:10 Break out sessions:

Room 1: Recognising and managing conflict Fiona Lynch
between children’s families and healthcare Sarah Barclay
providers Dr Esse Menson
Room 2: Transition and summary of the Louise Porter
report - ‘The Inbetweeners’ Katie Malbon

Room 3: Epilepsy updates, competencies in Jo Campbell, Roald Dahl Epilepsy Nurse Specialist, Royal
practice and rescue medication training Aberdeen Children’s Hospital

13:55 Children with Medical Complexity Panel Panel Co-ordinators:
‘Everybody’s patient, nobody’s responsibility’  Michelle Kukielka
Eleanor Willis Roald Dahl CMC Nurse Specialist, Lister Hospital

Dr Hilary Cass OBE, Co-Chair, CoLab

Dr Lisa Kauffmann, Co-Chair, CoLab

Dr Rohana Ramachandran, Consultant Paediatrician, Evelina London Children’s Hospital

Emily Foster, Roald Dahl CMC Nurse Specialist, Evelina London Children’s Hospital

Joanne Martin, Roald Dahl CMC Advanced Clinical Practitioner, Royal Manchester Children’s Hospital
Dawn Farmer, Mum to Charlie (15) who has complex medical needs

I4:50 Break

B0  Children with Medical Complexity Research Lorna Fraser, Professor of Palliative Care & Child Health,
King's College London

I5:30 Beyond the professional: A toolkit for the Jane Galloway, Founder of Quiet the Hive
tough days
16:20 Reflections and Closing Remarks Louise Griew, Chief Executive

Alex Hyde-Parker, Chair of Trustees

16:30 Song ‘Where would we be?’ Emily Faye, Singer/Songwriter

16:35 Conference closes
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