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Outline
• Personal perspectives: What is an ideal comprehensive care model 

over the lifespan?
o Claudio 
o Ben 
o Gavin 

• Future of Comprehensive Care in Australia, Dr Simon Brown

• Shared decision making, Joanna McCosker

• What is the role of the NBA in relation to product funding, Horizon 
Scanning and MyABDR? Jo Cameron

• What is the role of AHCDO? Dr Stephanie P’Ng

• What is the role of HFA? Natashia Coco



Why do we have a 
comprehensive care model?
• It is about more than the bleeding!
• – prevention of bleeding and joint damage; – prompt 

management of bleeding episodes including physical therapy 
and rehabilitation after joint bleeds; – pain management; –
management of musculoskeletal complications; – prevention 
and management of inhibitors; – management of 
comorbidities; – dental care; – quality-of-life assessments 
and psychosocial support; – genetic counselling and 
diagnosis; – ongoing patient/family caregiver education and 
support.
WFH Guidelines for the Management of Hemophilia. 3rd Edition https://www1.wfh.org/publications/files/pdf-1863.pdf



https://www.dpmc.govt.nz/sites/default/files/2021-04/heallth-reform-white-paper-summary-apr21.pdf (Accessed 8 October 2025)

https://www.dpmc.govt.nz/sites/default/files/2021-04/heallth-reform-white-paper-summary-apr21.pdf


Do we have a comprehensive 
care model?

If following the model of care locally, these are some of the 
ingredients:
• Partnership with patient and family
• Paediatric or adult haematologist
• Nurse specialist
• Physiotherapist
• Dentist
• Social worker/counsellor/psychologist
• Laboratory specialists
• Access to pain specialist, geneticist, 

gynaecologist/obstetrician
• Link to primary care? Pharmacy or blood service?
• Link with patient organisation and treaters?



Linking with HNZ
• Connection
• Advocacy
• Support
• Education 

For all people in New Zealand affected by  
inherited bleeding disorders



How consistently is the comprehensive care model 
applied? 

How do novel therapies and life stages impact 
community expectations of their care?

How adaptive are our current models?

How might patient organisations best complement 
hospital-based models?
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