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Broad Consent and no-consent policy: Studies assessing acceptance and motivation  

Study 1 Study 2 

Who? Patients at the Comprehensive Center for Inflammation Medicine (CCIM), UKSH, Campus Kiel 

When? 2015/2016 03/2018 (shortly before GDPR came into force)  

Aim 
Understanding & acceptance of broad consent, 
motivation to give broad consent 

Acceptance of broad consent, motivation, 
Acceptance of a no-consent policy, motivation 

How? 
760 delivered questionnaires,  
550 completed questionnaires (73,4%) 

700 delivered questionnaires 
503 completed questionnaires (72%) 

Richter G, Krawczak M, Lieb W, Wolff L,  
Schreiber S, Buyx A,  

Genetics in Medicine 2018.  
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Broad Consent and no-consent policy: Studies assessing acceptance and motivation 
                     Motivation to give broad consent  

Study 1 Study 2 

Acceptance to give broad consent 86,9% 93% 

Motivation to give broad consent  
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Broad Consent and no-consent policy: Studies assessing acceptance and motivation 
                     Motivation not to give broad consent 

Study 1 Study 2 

Acceptance to give broad consent 86,9% 93%  

Motivation not to give broad consent  
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No-consent policy: Study assessing acceptance and motivation 
                     Attitude towards no-consent policy  

Study 1 Study 2 

Acceptance to give broad consent 86,9% 93%  

Attitude towards research without consent 76 % (n = 381) 

Refusal of new regulation 24%  (n=122) 

Positive correlation between acceptance to give broad consent and non-consent policy 

Acceptance to give  
broad consent 93%  (n=468) 

Acceptance of  
no-consent-policy 79 %  (n=371) 

Refusal to give 
broad consent 

7%  (n=35) 
Refusal of  
no-consent-policy 

71%   (n=25) 
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No-consent policy: Study assessing acceptance and motivation 
                     Reasons for acceptance of no-consent policy  

Study 2 

Attitude towards research without consent 76 % (n = 381) 

How would you find a regulation in which patients would no longer have to 
consent separately to the use of their data and biomaterials for scientific research 
purposes under the conditions mentioned?  

regulation is good, because we all benefit from the results of the 
research and that will only work if we all participate 

61% (n=233) 

regulation is good, but a special commission should decide on the use 
of data and biomaterials 

25% (n=95) 

regulation is good, but it should apply only to certain areas of research 23 % (n=89) 
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No-consent policy: Study assessing acceptance and motivation 
                     Reasons for refusal of no-consent policy  

Study 2 

Refusal of no-consent policy 24%  (n=122) 

How would you find a regulation in which patients would no longer have to 
consent separately to the use of their data and biomaterials for scientific research 
purposes under the conditions mentioned?  

regulation is not good, because I can no longer decide on the 
use of data and biomaterials 

73% (n=89) 

regulation is not good, because I do not see who controls the 
use of data and biomaterials 

59% (n=72) 

regulation is not good, because I fear disadvantages for myself 7 % (n=9) 
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Conclusion and Discussion 

1. Willingness to give broad consent was very high in our study 
 main motivations to give broad consent were altruism, reciprocity, and solidarity 

2. High approval (n=381, 76%) of no-consent policy 
 that allows research with clinical data without patient consent  
 under certain conditions 

3. Moderately positive correlation between the willingness to  
 give broad consent and the approval of a no-consent-policy 

4. Demand for transparent infrastructure to regulate access to data. 

5. Offer the dissenting group a choice that allows preserving their autonomy and 
self-determination, e.g. by the introduction of opt-out mechanisms 
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Thank you very much 
 for your attention. 

 


