
Explain the 
Principles of 
Stem Cell 
Donation 

• Define Blood 
Stem Cells (see 
Figure 2) 

• Clarify which 
patients might 
need stem cell 
transplant 
(Blood Cancer, 
Immune/ 
Metabolic 
Diseases), and 
what the 
transplant is for 
(to give them a 
new blood-
making 
machinery) 

• Explain how 
matches are 
found (using 
DNA) 

Health 
restrictions for 
donors and 
implication of 
infectious 
disease 
transmission 
from donor to 
patient 

• Tell registrants 
they need to be 
in good general 
health to 
register, to 
protect the 
patient and 
themselves 

Donation for 
any potential 
recipient 
worldwide 

• Tell registrants 
they could 
match to a 
patient 
anywhere in the 
world 

Non- 
remuneration 
of donation 

• Explain that 
donors do not 
receive financial 
compensation 

Checklist For Use At Time Of Initial 
Recruitment Onto A Volunteer Registry 
Information to be provided to 
registrant: 
 Principles of haematopoietic stem cell donation 
 Procedures relating to haematopoietic stem cell 

donation 
 Risks and possible side effects of 

haematopoietic stem cell donation 
 Health restrictions for volunteer donors 
 Infectious diseases (HIV, hepatites) and the 

implications of transmission of such disease 
from donor to patient 

 Collection, storage and usage of data including 
details of data that is passed to transplant 
centres/other Registries 

 Confidentiality of personal data of both patient 
and volunteer donor 

 Anonymity of both patient and volunteer donor 
 Donation for any potential recipient worldwide 
 Responsibility of volunteer to advise Registry of 

changes in circumstances (health, address, 
contact numbers) 

 Rights of withdrawal from the Registry 
 Nonremuneration of donation 

Checkpoint: 
Provide 
written 
information 

• Hand the 
registrant an 
info pamphlet 

Procedures 
relating to 
donation 

• Refer to and 
explain the 
procedure 
diagrams (see 
Figure 3a-b) 

Risks and 
possible side 
effects of 
donation 

• Refer to Table 
1 to explain 
short and long 
term risks of 
donation 

Anonymity of 
both patient 
and volunteer 
donor 

• Explain that 
donation is 
anonymous for 
both patient 
and donor 
(Can only 
meet each 
other one year 
post 
transplant, if 
both agree) 

Rights of 
withdrawal 
from the 
Registry 

• Inform 
registrants of 
their right to 
withdraw at 
any time 

Confidentiality 
of personal 
data of both 
patient and 
volunteer donor 

• Inform 
registrants 
that their 
personal 
data is kept 
confidential 

Collection, 
storage and 
usage of data 
including details 
of data that is 
passed to 
transplant 
centres/other 
Registries 

• Tell 
registrants 
that 
“Anonymize
d health 
information 
is shared 
with other 
registries to 
help find 
matches for 
patients 
across the 
world” 

Checkpoint: 
Consent Form 

• Ask the 
registrant to 
read and 
sign the 
consent 
form 

Checkpoint: 
Assess the 
registrant’s 
knowledge 

Ask: 
1. What 

happens if 
you are a 
match? 

2. What are the 
risks involved 
with 
donation? 

3. What 
happens if 
you say no to 
the donation? 

Collection, 
storage and 
usage of data 
including 
details of data 
that is passed 
to transplant 
centres/other 
Registries 
 

• Tell the 
registrant that 
swab kits are 
kept by the 
registry 
indefinitely to 
allow for 
further testing 
if needed 

Responsibility 
of donor to 
advise 
registry of 
changes in 
circumstances 
(health, 
address, 
contact 
numbers) 

• Ask 
registrants to 
notify the 
registry if 
they change 
their address 
or contact 
information 

Checkpoint: 
Final 
Questions 

• Provide 
registrants an 
opportunity to 
clarify any 
details of their 
entry into the 
registry 
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Figure 1: Registrants Who Decided Not To 
Continue When Identified As A Match (2012) 
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Informed  
Consent 

Introduction 
• Securing informed consent at time of donor 

registration to a stem cell donor-database 
is an important moral, ethical, and legal 
obligation.  

• Moreover, two studies by Switzer et al. 
found that donors who felt less informed at 
various points in the donor recruitment, 
evaluation, and workup process were more 
ambivalent about donation and less likely 
to proceed with the donation process if 
asked1,2  

• In 2003, the World Marrow Donor 
Association (WMDA) published a set of 
suggested procedures for securing 
informed consent of potential stem cell 
donors, including the checklist below.3 

• However, implementation of these 
procedures at stem cell drives remains 
unclear  

•   

• Stem cell drives run by the Stem Cell Club 
include five stations: prescreening, 
informed consent, registration, swabbing, 
and reconciliation. 

• Here, we describe the Stem Cell Club’s 
approach to implement WMDA’s informed 
consent guidelines at our drives  

Relevance:  
Canada’s registry as an example 
Many registrants on the OneMatch Stem Cell 
and Marrow Network decide not to continue 
after being identified as a match (Figure 1). 
Extrapolating from Switzer et al.’s findings1,2, 
correctly securing informed consent could 
reduce registrant ambivalence and later 
attrition from the registry 
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Prescreening Registration Swabbing Reconciliation 

Conclusions 
• This presentation 

outlines the Stem Cell 
Club’s approach to 
implementing the 
WMDA informed 
consent guidelines at 
each station of our 
stem cell drives 

• Our group’s strategy 
for securing informed 
consent at drives aims 
to lessen the 
ambivalence of the 
donors we recruit, and 
can be easily adopted 
by any registry, 
individuals or groups 
that organize stem cell 
drives 

Data provided by OneMatch Stem Cell and Marrow Network  
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Figure 2:  
What are Blood Stem Cells? 

Figure 3a 

Figure 3b 

Table 1: Risks and Possible Side Effects of Donation 

Short 
Term 

• Pain is the most common side effect, 9/10 donors report pain (1/10 report 
the pain as severe)4 

• Other common side effects include fatigue, difficulty sleeping, nausea, and 
dizziness4 

Peripheral Blood 
• Bone and muscle pain 

from the growth factor 
• Pain disappears in 9/10 

donors by 1 week4 

• This pain is relieved with 
non-prescription pain 
medication4 

 

Bone Marrow  
• Pain at the donation site, similar to falling 

on ice 
• Disappears in 9/10 donors by 1 month4 

• Most donors recover well and are back to 
their normal routine within several days4 

• Common side effect from anaesthesia 
include sore throat, mild nausea and 
vomiting. Serious side effects are rare4 

• Additional risks include infection or bleeding 
at the donation site4 

Long 
Term 

• 10 years of data has 
shown no long term health 
effects from the growth 
factor. 5,6 

• Longer term health effects 
of donation are unknown6,7 

• Long term risks of bone marrow transplant 
are rare (occur in 1% of all donations)7 

• These include reactions to anaesthesia and 
injury caused by the donation procedure7 


