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INVOLVE is funded by the National Institute for Health Research to promote and support active involvement of the public (e.g. patients, carers, service users) in NHS, public health and social care research. We believe that active involvement can help to ensure that research is more relevant and appropriate. Research which reflects the needs and views of the public is more likely to produce results that can be used to improve practice in health and social care.  
Response

We support the emphasis given throughout the constitution to the views of the public (e.g. patients, carers, service users) and their contribution to shaping the content and approach of the document.  We also welcome the continued role for patients and the public in contributing to developing and maintaining the quality of NHS services.

Patients and the Public

Question 8. Is the list of pledges right?  Which are most helpful?

Given the role of INVOLVE, we have limited our responses to two key areas: 

Access to healthcare services

As our remit at INVOLVE reflects, for individuals the boundaries between health, public health and social care overlap.  We therefore urge that the Constitution gives greater acknowledgement to the importance of the wider context of health and well-being and the need to work in partnership across health, public health and social care.
Informed choice

The two pledges covering informed choice are relevant to the work of INVOLVE.  
We are enthusiastic supporters of research in the NHS and the active involvement of the public in the research process, which can help to improve the quality of research and in turn the provision of treatments and services. Increasing awareness and understanding of research can help to encourage greater involvement by patients and the public both as participants but also in actively contributing to research.  
We strongly welcome the proposed right for patients to know about research that is of particular relevance to them, and if they choose, to take part in approved medical research that is appropriate to them.  
However, the proposed introduction of ‘research professionals’ to identify whether patients are suitable to take part in approved clinical trials would mean that for the first time, someone who is not clinically engaged in a persons care could have access to their medical records without their knowledge or consent. (NHS Constitution Handbook, page 24, last bullet point)  

Confidentiality and consent are at the heart of all clinical care, and participation by patients in research is based on building trust and understanding in both the nature and purpose of the research and in those undertaking the research.  As previous research has shown, patients are often willing and keen to participate in research, but issues of consent and confidentiality are also important considerations (Armstrong, 2007; MRC / Ipsos MORI 2007) . 
To overcome potential concerns by patients and to avoid any risk to public confidence, it is important that safeguards must be in place and seen to be in place.  These safeguards need to address who and in what circumstances individuals will be allowed access to medical records, and how patients will be identified and informed of research that is of potential relevance to them, including those who may lack capacity to give full and informed consent.  This information should be conveyed in an open and transparent manner and there should be penalities for any breach of confidentiality.   The active involvement of service users in this process can assist in ensuring that considerations from a patient perspective are addressed.  
Armstrong, V. et al. (2007) Public Attitudes to Research Governance, A qualitatitve study in a deliberative context. Wellcome Trust.  http://www.wellcome.ac.uk/stellent/groups/corporatesite/@policy_communications/documents/web_document/wtx038443.pdf
MRC / Ipsos MORI  (2007) The Use of Personal Health Information in Medical Research General Public Consultation. Final Report http://www.mrc.ac.uk/Utilities/Documentrecord/index.htm?d=MRC003810
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