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Case

• Your role: Donor physician 
• 19-year-old unrelated donor
• 23- year old patient 
• Transplantation was successful
• 1 year later patient participates in research 
• Genetic testing of the peripheral blood of the patient 
• BRCA mutation was found
• Relevant information for donor’s health

peripheralperipheral



Would you inform the donor?

• Join a t menti.com and use  code : 8909 9792



Yes, I informed the donor

• Mother of donor calls
• Anxiety and distress
• Affect ability to obtain life insurance
• Donor wasn’t aware that this could be a result of
• Complaint



No, I did not inform the donor

• 10 year Follow-Up
• No previous issues
• Patient made full recovery
• Diagnosed with stage 4 breast cancer, no curative options
• Donor has found out she is BRCA positive
• Inform the patient about this



Why a  na tiona l consent?  
1. TC  use  of le ftover dona ted ce lls  for 

research
2. COVID-19 Pandemic  Cryoprese rva tion
3. Increase  in gene tic tes ting
4. SoHo  equa l rights  (un)re la ted donors

• Matchis  and TC’s  united in SCT HOVON 
working group.



Further implementa tion
• One templa te , diffe rent section applicable  for (un)re la ted donors
• SCT working group  Document control
• Matchis   deve lopment of donor information



What is  the goa l of this consent?
A donor needs to be aware of:
• Conditions and risks of procedure
• Voluntary nature of the donation
• The purpose of the donated cells
• Consent for other purposes (research/cryopreservation)
• When to be informed in case of relevant findings in the genetic 

material. (always vs only treatable/preventable diseases) 



Legal and e thica l cons idera tions
• GDPR

• Dutch act of scientific research (WMO) 

• Ethica l cons idera tion 

• White  papers  



Content of the donor consent
• Genera l dona tion rules
• Consent for the  type  of procedure
• Scientific research (optiona l consents )
• Informed about re levant unexpected findings



Dilemma’s 



Further s teps
• Dutch donors   All donors

• Inte rna tiona l collabora tion

• Incorpora tion into s tandards?
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