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“Implicit bias doesn’t mean you’re a bad person. It means you’re human. 
But in medicine, unchecked bias can be deadly.”

Dr. Renee Salas
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• Invested over 33 years of my professional life

• Have seen the impact of blood borne infections on community

• A doctor (no I don’t think I am God)

• Involved in vCJD counselling of children in 2004

• Family members with chronic disease

• Enjoy working in a Team – it is more than the sum of its parts.

• I am not perfect (“by a long chalk”) 

• Male & white Anglo-Saxon

• These are my own views



Dr Peter Jones, Newcastle, UK
Brit J Haem 2000, 111, p.719

“My first patient with severe haemophilia had been in hospital 27 times and had seen 17 

different doctors before he was 5 years old. His parents were desperately trying to bring him 

and his siblings up in a dilapidated terraced house in the slum area of the city.”

“With the help of a social worker, the city authorities and a school teacher, we began to put 

together the jigsaw of haemophilia management that was later known as comprehensive 

care. It involved working with the family in order to look at every aspect of his health and 

development, and to effect change for the better wherever that was possible. The results 

were startling.”



UK US AUS

1952 Biggs et al report tests for 
FVIII/FIX

1st Centres 1954 – Oxford following 
advocacy for The Haemophilia 
Society (est 1950)

1959 – centre in Rochester, NY 1954 – diagnostic centre

Multi-disciplinary care Late 1950s/early 1960s Late 1950s/early 1960s 1970s – RPA – full time social 
worker and nurses

Formal arrangements for HTCs 1968 – Ministry of Health 
designated 36 haemophilia 
diagnostic and registration 
centres

1973 – Hemophilia Act enabled 
funding for HTCs

1998 – AHMAC officially 
established HTCs

Formation of CCCs 1993 – 22 centres designated 
as CCCs.

2000 – Minister of Health Qld 
Government designates CCCs 
at RBWH & RCH (now QCH)

Development of Haemophilia Treatment Centres



Care Models in the Management of Haemophilia: A 
Systematic Review” by CHT Yeung et al. (Haemophilia, 

2016)

• Haemophilia Care Complexity: Requires multidisciplinary management including 
haematologists, physiotherapists, psychologists, and infectious disease specialists.

• Care Models Reviewed:
• Integrated Care (Comprehensive Care Centres)
• Specialist in Non-specialist Setting
• Non-specialist in Non-specialist Setting
• No Care (in resource-limited settings)

• Objective: Assess impact of different care models on patient-important outcomes 
like mortality, hospital visits, quality of life, and joint health.



KEY RESULTS



Mortality, Missed Days, and ER Visits

Reduced Mortality

Integrated care may reduce mortality among haemophilia patients, with a reported risk 
ratio of 0.60.

Fewer Missed Days

Integrated care showed very low-quality evidence of reducing missed school or work days 
by about 10 days annually.

Lower Emergency Visits

Emergency room visits were lower in integrated care settings with a risk ratio of 0.60, 
indicating less acute healthcare use.



Hospital Stay, Joint Damage, and 
Knowledge

Reduced Hospital Stay

Integrated care may reduce hospital stay duration by an average of 7.6 days per year, though 
evidence quality is low.

Mixed Joint Damage Outcomes

Joint damage and function varied; severe cases showed less limitation, mild/moderate cases 
showed more, influenced by disease severity.

Enhanced Patient Knowledge

Attendance at treatment centers correlated with higher patient knowledge, suggesting 
integrated care improves education.



Discussion of Findings
Impact of Integrated Care

Integrated care can improve patient outcomes like mortality, emergency visits, and hospitalizations, 
enhancing overall health management.

Evidence Quality Challenges

Most evidence is low quality due to study design limitations and outcome variability, affecting reliability of 
conclusions.

Research Limitations

Widespread integrated care adoption hinders randomized trials, complicating rigorous assessment of treatment 
effectiveness.

Importance of Coordinated Care

Multidisciplinary coordinated care remains crucial for effective haemophilia management despite evidence 
challenges.





How do we assess standard of care?

• Peer review (UK & sporadically in Australia)

• Audit – using “evidence-based” (best practice) guidelines

• Can we learn from others about dealing with rare disorders

• Atul Guwande:

“The best hospitals are not the ones with the most money or the newest equipment. They 
are the ones that measure themselves the most carefully, the ones that benchmark 
themselves against others, and strive to improve.”



ISTH Guidelines - 2024

• 13 recommendations based on evidence-based research.

• 1 recommendation applies to resource limited settings – N/A

• Clinical audit:               
      a quality improvement process focused on 
systematically reviewing healthcare practices against established 
standards to identify areas for improvement and enhance patient care 
and outcomes

• How does QCH score – 12/12 (100%) 



Is there more to “comprehensive care”?

• Given impacts/threats of evolving therapies and the economics of health 
perhaps we need an approach that does not just focus on the medical 
aspects of care?



•February 2025
February 2024



Infected Blood Inquiry - Sir Brian Langstaff

• “People have been failed, not once but repeatedly, by their doctors, by bodies 
responsible for the safety of their treatment, and by their governments”

• Six particular themes are prominent, and include:

• The failure to make PATIENT SAFETY the paramount focus of decision-making and action.
          

• Profoundly unethical lack of respect for individual patient autonomy (“informed consent 
lacking”).         

• The dangers of clinical freedom – the idea that doctors should be free to do what they 
believe to be right for an individual patient.



February 2025

Patient 
Safety



Core Characteristics of Well-Performing Teams

1. Clear Purpose and Goals

2. Defined Roles and Responsibilities

3. Strong Leadership

4. Open and Respectful Communication

5. Mutual Trust and Psychological Safety

6. Collaboration and Cohesion

7. Diversity and Inclusion

8. Accountability and Ownership

9. Adaptability and Continuous Improvement

10. Effective Decision-Making



Thoughts

• Patient safety is central to “comprehensive care”

• All levels of care (government, bodies involved in care and healthcare 
professionals) have failed in the past.

• Has anything changed to align these groups to ensure patient safety & 
improved care?

• Is there still “friction” within the systems and competing “biases”?

• If audit won’t work will benchmarking? Need outcomes. We have the tool - 
ABDR.

• May be start with the “KISS” principle for outcome measures. 



• Would benchmarking be a better use of the ABDR data? Focus on outcomes 
and improving services? 

• Where is effort being spent?

• Limitations of ABDR as a “research” tool might have to be acknowledged?

• Adapt and change – perhaps the structure we have needs to be “nimbler” and 
more responsive?

• Treatment landscapes changing rapidly – are the systems in place that can deal 
with this?

• There is a great foundation of haemophilia care in Australia – let’s keep 
building!



Teamwork!





Limitations of the Evidence
Lack of Comparative Studies

Few comparative studies exist, limiting the ability to draw strong conclusions about care models 
in healthcare.

Inconsistent Outcome Measures

Existing studies often lack standardized outcome measures and clear definitions, reducing result 
reliability.

Heterogeneous Study Designs

The diversity in study designs and outcome reporting prevents meta-analysis and limits 
generalizability.

Insufficient Subgroup Data

Data scarcity made subgroup analyses by severity, age, and comorbidities unfeasible, limiting 
insights.
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