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Haemophilia care in the Netherlands (I) 

1964: founding of the Van Creveldkliniek 

Comprehensive care including      doctor, nurse, physiotherapist,  

                    social worker, teacher 



Haemophilia care in the Netherlands (II) 

The Netherlands, 400x300 km, 16 Million inhabitants 

 

1987:  first consensus guideline on haemophilia treatment  

 by Dutch Association of Haemophilia Treaters (NVHB) 

 

1991:  one national centre (Van Creveldkliniek) 

 8 regional centres 

 21 other treatment centres 

 

2000:  order of Minister of Health to concentrate care & 

 clotting factor concentrates limited to HTCs 

2002: still 13 HTCs 

 

 



Haemophilia care in the Netherlands (III) 

2008:   

 

NVHB received funding from Minister of Health to improve 

quality of haemophilia care 

 

Colvin et al: Principles of Haemophilia Care  

    (Haemophilia 2008;14:361) 

 

Start of two projects 

1. Defining national standards of care  certification 

2. Designing and building a National Registry 

 



Dutch standards of haemophilia care 

2009-2011  

Project group Doctors (from large  & smaller centres), Nurses, 

patient representative 

 

Collaboration with institute for harmonization of quality standards 

in clinical care (HKZ)  

 

1. Research: Study of available literature and visits to centres 

2. Concept standards 

3. Validation of concept standards in 2 centres 

4. Discussion in the field:  treaters,  payers, patients, regulators 

5. Final version of standards discussed and approved by Central 

body of Experts on quality standards in clinical care(CCvD-Z/W) 



Dec 5th 2011- Quality Standards published 

 



Contents of quality standards 

I Practical conditions for optimum care 

 

II Execution of haemophila care 

 

III CECK and ACT: evaluation and improvement  
 



 
Contents: ‘critical’ standards (I) 

1. Nr of patients : 

– Minimum 40 with severe haemophilia 

– Including 10 children 

2. Multidisciplinary team including: 

– Physician for adults 

– Pediatrician 

– Haemophilia nurse 

– (Paediatric) physiotherapist 

– Social worker / (paediatric)psychologist 

 



 
Contents: ‘critical’ standards (II) 

3. Protocols for: 
– Diagnostics 

– Administration of clotting factor concentrates 

– Treatment of bleeds 

– Prophylaxis 

– Peri-operative treatment 

– Emergency department treatment 

– Treatment of bleeds in inhibitor patients 

– Immune tolerance induction 

– Prevention and treatment of viral infections 

– Management of pregnant carriers 

– Teaching home treatment 

 

 

 



 
Contents: ‘critical’ standards (III) 

4. 24 hours’ patient care available 

5. Always haemophilia specialist on call 

6. Each patient has individual treatment plan 

 

7. Sufficient stock of concentrates 

8.     Use of National Registry (after institution) 

9.   Registration of side-effects in National System (KWARK) 

 

10.   Meetings: pediatric & adult physicians- every month 

   multidisciplinary grand round, 4x/yr 

   orthopedics, rehabilitation, physiotherapist, 6x/yr 

   gynaecologist, geneticist, 4x/yr 

 

 

 



 
Certification 

• Accreditation of standards 

 

• Independent lead auditor 

• Use of experts 

 

• Certification-rules 

 

 Quality certificate 



Certifying  

Body (NVHB) 

Institute for standards 

harmonisation HKZ 

 
Accreditation of Standards 

National Accreditation Board 



 

 

Audits  

Initial audit   

     Lead auditor, 2 experts (nurse & doctor) 

      -   Phase I  paperwork (protocols etc) & documtentation 

-   Phase II  practical implementation of standards 

     repeat every 3rd year 

 

Annual surveillance  

     Lead auditor 

 

(re) certification after 3 years 

 



What if standards are not met? 

• Minor shortcomings 

– Small deviations or non-critical standards 

– No immediate ‘risk’ for hospital 

– improvement within 3 months 

 

• Major shortcomings 

– Large deviations  on critical standards 

– Immediate high risk for hospital 

– Or : non improvement of minor shortcoming 

 

– Issuing of label ‘shortcoming’ if one/more critical 
standards are not met 

– Improvement within1 month 

 

 No certification  / withdrawal of certification 

 



 
Timelines 

• Training of 80% of expert auditors is completed 

 

• Visits will start after summer 2013 

 

• First round completed by summer 2014 

 

• Registry: 

 working group of NVHB and patients’ organisation 

 

 Application for additional funding  



Thank you  

 



 



 



 


