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Use of IT in research 
• Providing information 

• Conducting research 

• Hearing from participants 

• Research governance 
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1. IT in research governance:
 Dynamic consent (in biobanking) 
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• ‘Informed consent is a fundamental principle 
that has marked the emergence of modern 
medical ethics based on personal autonomy’ 

• It specifies the details of the proposed 
research and attendant risks and potential 
benefits 

• Prerequisite of research involving human 
beings since the Nuremberg Trials 

• Report of the International Bioethics Committee of UNESCO 
(IBC) ON CONSENT, 2008 
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• 'broad' or 'blanket' consent for biobank 
research raises ethical and legal questions –  
it provides authorisation or permission, for a 
broad range of research purposes that were 
not specified at the time of recruitment 

• Informed consent cannot be applied to 
biobanking if the proposed research is not 
known at the time of consent 

• Caulfield, T.; Kaye, J. Med. Law Int. 2009, 10: 85 
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2. Can we make more of consent? 
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Consent: 
…is a legal requirement 

           …gives participants control 

…is entry to the study 

         …is the start of a conversation 

…‘covers’ the researcher 

         …sets up a partnership 
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3. The Dynamic Consent Model 
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• Electronic consent: with consent preferences 
stored online, to revisit, consider and update. 
• Sticky policies 

• Online secure personal profile – with updates 
on how your samples/data have been used 

• Research updates and biobank news 
• Use of different media: videos, audio, 

animations, interactive diagrams 
• Tailored to the individual – what do you want 

to know, and when? 
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4. Dynamic consent in practice 
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Rare 
Diseases 
 
< 1:5000 
 
< 14,000 
 



Rare diseases are Under researched 
 
Information for patients and doctors is fragmented 
 
Limited evidence for informing care 
 
 



Identify and recruit 



Complications 

Questionnaires 

Blood / Urine 

Imaging 

Systematic assessment 



Complications 

Questionnaires 

Blood / Urine 

Imaging 

Identify novel subgroups 



Complications 

Questionnaires 

Blood / Urine 

Imaging 

Explore biology 



Complications 

Questionnaires 

Blood / Urine 

Imaging 

Transform clinical care 

INDUSTRY 

NEW  
Tests 

NEW  
Therapy 

Industry 





- Arrange a telephone call to consent 
- Consent form signed and returned 
- Diagnosis confirmed with doctor 
- Participants provided with login  
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