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Problems resulting from Privacy Laws?

ÅWe donôt quite have ñPrivacy Lawsò as such (although 

the legislative landscape is impossibly complex: Data 

Protection Act; Freedom of Information Act; Health and 

Social Care/NHS Acts; Human Rights legislation; 

Declaration of Helsinki; Research Governance 

Framework for Health and Social Care; Coroners and 

Justice Act etc, etc).

ÅMost people think that their Privacy is pretty important.

ÅIf they think it is at risk, they push back very hard.

ÅProblems for whom? 

ÅClinical Trialists or the Public or both?



Problems resulting from Privacy Laws?

Fundamentally this is not an insoluble ñProblemò: we just have to  
deal with issues of Patient Confidentiality better and improve 
communication and public engagement beyond all recognition.

Å Ethically Approved Clinical Trials are usually a good thing and well-informed 
people would usually be happy to participate.

Å ñYou seem to forget how little I know and seem indifferent to thatò.

Å ñI am worried by the uninterrupted cascade of negative media coverageò. 

Å ñI donôt feel my confidential information is safe with youò.

Å ñWhy isnôt there prominent information displayed in all NHS clinics 
explaining to me what goes onò?

Å ñI am prepared to consider this in principle, but you need to explain things to 
me much, much betterò.












