Improving standards in Research, Consultation and Information Sharing – programme: summary of sessions

Brighton Town Hall, Tuesday 14/10/03

Using Ethics Guidelines to promote good quality research - Ron Iphofen, Social Research Association 

Ron Iphofen will discuss ethical decision-making in research first by considering the development of ethical guidelines, in particular the general principles which need to be taken into account and how they can be applied. A case will be made for the necessity of ethical pluralism as part of the pragmatics of social research. This raises issues associated with the use of codes and/or guidelines, the setting of professional standards and research governance. Ethical decision making can be seen as a series of dilemmas which ultimately can only be confronted by the individual researcher. Some consideration will then be given to how generic ethical principles can be interpreted and applied when researching vulnerable groups. Finally, a connection will be made between ethical standards and the overall quality of research and thereby the value of the evidence produced.

Research Governance Framework, the Policy Context; Background and Progress to date - Carol Lupton, Department of Health

The Department of Health's Research Governance Framework for Health and Social Care (RGF) is based on a set of core principles for good practice across the domains of ethical conduct, quality of science, access to information, health and safety of participants/researchers and financial probity.

Its principles apply equally to research in the NHS and social care. However, it is recognised that there are important differences in the health and social care contexts. This means that, while the core principles are shared, the specific mechanisms by which these principles are implemented may not be the same. 

The Implementation Plan for the RGF Social Care was published in July, 2003 (web ref). It was developed on the basis of extensive consultation with key partners - research commissioners, care organisations, service users and the research community - and is subject to a formal consultation process until the end of September, 2003.

The Plan poses key questions in respect of:  the definition of research; the boundaries of social care; the mechanisms for implementation; the role of key agents (researchers, care organisations, sponsors) and the nature of ethics review. The presentation will briefly introduce the Plan and the questions for consultation. The main part of the session will be for delegates to express their views these questions, and on the Plan and the RGF more generally. 

Research governance and user-involved research - Peter Beresford, Brunel University 

This contribution will explore the relationship between new ideas and proposals for research governance and for user involvement in research. While both developments are now being prioritised, they do not necessarily sit comfortably together. The aim is to examine how far they may currently be inconsistent and consider ways in which these two developments can be better related and developed effectively.

Negotiating research governance as a university researcher - Sue Balloch, University of Brighton

University researchers are coming to terms with new structures of research governance in both health and social care. Additionally universities, such as Brighton, have established centralised procedures to ensure the quality of their own research proposals and bids, often through Virtual Research Units (VRUs). Researchers must now satisfy a number of agencies about the rigour and appropriateness of their research, as well as meeting the requirements of ethics committees, before they get into the field. 

This presentation will reflect on the potential impact of these developments on research and the extent to which they are likely to raise research standards and ensure their quality. User involvement and participatory research will be considered along with more conventional approaches.

Young people and research - Claire Turner, Barnardos 

This presentation will focus on two main areas: firstly, what young people say is important to them when taking part in research. This will highlight the key ethical issues from the perspective of young people as research participants. Secondly, the presentation will explore the role of young people as researchers. Much of this discussion will draw on the researcher's involvement in a peer research project.   

The underpinning principle behind the presentation is that children and young people should be given a voice in a way that is meaningful and that to some extent research can provide a vehicle for this. Furthermore, that the most ethical kind of research is that which creates an open and honest dialogue between researchers and research participants and where those taking part understand the role of research and how change comes about.

Implementing  Research Governance in Essex Social Services - Gay Leggett, Essex Social Services

This is an opportunity to learn about the benefits and pitfalls of

introducing a research governance system into an organisation with a well developed research culture and the impact of the D.o.H. Health and Social Care Research Governance Framework.

Essex Social Care Services established a Research Steering Group in 1998 as a forerunner to their Research Governance Group in 2002. The workshop will start with a short presentation on what we did and how it is working out. It will focus not only on what works well for Essex but also on what doesn't and what we did about it. There will be time at the end for discussions and sharing experiences and copies of Essex "Undertaking Research ? Standards,Scrutiny and Approval" will be available to take away.

Demonstrator project for information sharing in service delivery and looked after children - Tim Rogers, West London Consortium

Tim Rogers will speak about the ELSID project which is linking the 6 West London Alliance authorities of Brent, Ealing, Hammersmith & Fulham, Harrow, Hounslow and Hillingdon. This collaborative initiative seeks to establish a framework within which Social Services client information can be shared securely through an extranet. The project has involved Social Services IT managers, and a user group of practitioners and call centre representatives to tease out all the issues around information sharing, and develop a resolute system and consent procedure.

This project is set in the context of several joined up initiatives on data

sharing. ELSID will help with several aspects of Laming, will help with the CYPU's Indentification, Referral and Tracking project, and also lends itself to other areas of information sharing as councils individually attempt to join up information with corporate client indexes and "Customer First" type initiatives.

Demonstrator project for information sharing in mental health - Ian Swanson, Kensington and Chelsea 

An active Information Management Group in London has been working together on information issues and ICT in Social Services for the last three years. One of our initiatives was to join the London Mental Health ICT directors in discussing the future of ICT work around mental health. With the broad national direction about Community Mental Teams, it was evident that there was a need for change, and we agreed on joint IMHER work. It became obvious that most of the actual recording would in future take place within the Mental Health Trusts, and we were happy to sign up for that.

There were still things remaining in local authorities however which needed information - reception, emergency duty, finance etc. A joint bid for money from IfSC resulted in the demonstrator project, which has defined what needs to be known and the best ways to achieve minimum connectivity (what we can afford). This will now be subsumed with IMHER into our overall relationships with ICRS - and it creates a good basis for these.

Issues in involving users in ethical review - Paul Kiff, Independent researcher

Draft DoH plans for implementing the Research Governance Framework within the field of social care make a clear distinction between "external" research mainly seen as producing generalisable knowledge and "internal" research.

One of the reasons for this is undoubtedly the tendency within local government to avoid use of the word "research" for activities which definitely are research but which may be seen as soft targets in the frequent rounds of organisational structure change

The " external" and "internal" distinction is reflected in the draft implementation plan's proposals for a 2-tier governance framework.

In my view, there is a grave danger that this may come to be viewed as a means of relegating the importance of the ethical governance of "internal" research so that its practice is never effectively governed at all.

This particularly risks failure to ethically address the views of local authority and care trust service consumers, both the general public and direct "service" recipients. This when it is so important for service users to drive the definition and assessment of service quality. Research can be a very ethical means of finding out what service users really need and what they feel about the services they already receive. Researching the views of service users can also be undertaken in ways that are depressingly unethical.

Also, it fails to recognise that, in fact, the great bulk of generalisable knowledge in the field of social care is actually produced within care organisations by forms of innovatory practice that are currently ungoverned and potentially unethical forms of experimental research that would be considered wholly unacceptable in a health setting.

This workshop aims to identify how these issues can be addressed in providing a framework for effective ethical governance of  "internal" research.

Implementing  Research Governance in West Sussex – Chris Rainey, West Sussex Social and Caring Services

West Sussex has been part of a group of authorities working with the Department of Health on the Framework with regard to Social Care. A model was developed which will be explained and explored.

More importantly, the Framework has been in place in the Department since March 2003 and this workshop will explore some of the issues arising out of the experience so far. 

· Where does consultation fit into the process?

· How do we deal with student projects?

· How do we use the framework to support rather than hinder research?

· How does the latest version from the DoH impact on our work so far?

And, of course, any questions and issues from the people taking part in the workshop.

