Response from the Department of Health to the Report of the Social Care Ethics Review Planning Group

The Department of Health (DH) welcomes the Report, and is grateful to the Social Care Ethics Review Planning Group for the contribution it has made to the consideration of this important issue.
The DH Research Governance Framework for Health and Social Care
 sets out principles of good governance that apply in a number of different settings.  In recognition of the distinctive features of social care research, the DH developed a separate plan for the implementation of the Framework in that sector
. This proposed a minimum level of system development in local Councils sufficient for good research governance.  To support this process, the DH agreed to establish a central register of social care research and to work with stakeholders to develop a more coherent system for ethics review.
The Research Register for Social Care (RRSC) was set up in collaboration with SCIE in the summer of 2007 (www.researchregister.org.uk). It will enable local Councils to make a central record of all research in their authorities that has been independently reviewed for science and ethics. The Register will also hold information on research not undertaken in local CSSRs provided directly by lead researchers or funders. 
To progress the issue of ethics review, the DH undertook a public consultation in 2005
.  This showed that, although there were differences of view about the precise form it would take, there was agreement that any central system would need to be:
· distinctively oriented to social care in composition and operation;

· equivalent in standing to those operating in the NHS;
· cover both adult and children’s social care;
· multi-layered, linking to existing local systems;
· proportionate to the risks involved.
· able to support, not deter, research activity.
In the Spring of 2006, an independent Planning Group was established to make recommendations for improving, where necessary, the review of social care research ethics, based on the findings from the public consultation. This Group reported in July 2007
.
We would like to thank the Planning Group for its excellent work in clarifying the issues and suggesting ways forward. The Report of the Group has been discussed by the standards and policy committee of the Association of Directors of Adult Social Services (ADASS) and we are grateful for its helpful responses
,
. In the light of these documents, and informal discussion with other funders (the Rowntree and Nuffield Foundations and the Economic and Social Research Council), we would like to make the following response to the Planning Group’s Report.

The Report of the SC Planning Group

The Group agreed that there is a need for a source of ethics review for research not currently covered by existing systems established by the DH, the ESRC or the HEI sector. The precise volume of this research is not known, but it will involve some or all of the following areas of activity which could potentially fall between existing sources of independent review:

· research undertaken by individuals/groups or organisations not located in or linked to a HEI;

· high-risk ‘own-account’ research by local Councils and their staff in areas without research governance systems;

· research surveys conducted by central government and regulatory bodies;
· staff or student research within HEIs without access to an internal REC.

To provide a source of review for this work, the DH offered to establish a social care research ethics committee operating within the support structures provided by its National Research Ethics Service (NRES). It confirmed that this committee would be provided with the same level of resources as those given to other flagged committees within the NRES (such as the prison service RECs) and work with similar operating procedures.  
The Planning Group accepted this proposal and recommended the establishment of a single (in the first instance) Social Care Research Ethics Committee (SC REC) within the existing NRES system.  It confirmed the conclusion of the public consultation that this Committee should ideally cover both adult and children’s social care and have a cross-national remit. 

The Group was clear that particular conditions will need to apply to a social care REC, if it is to command the confidence of research and practice communities. Most importantly, the SCREC should be appointed by a social care body. This body, rather than a StHA should undertake the role of the Appointing Authority (AA).  The Social Care Institute for Excellence (SCIE) is suggested as a possible body.
The Group recommended that all multi-site proposals predominantly ‘in or with’ the social care sector should be directed to the SCREC. It noted that much social care research has no connection with the NHS, although it is within the responsibility of the Secretary of State for Health. In addition to those submitted via NRES, therefore, the Group stresses that the SCREC must also be able to receive proposals from other sources, such as central and local government, non-university-based researchers, charities and the independent sector. It should be possible  to submit these proposals directly via the SREC AA.
The Planning Group agreed that the standards and procedures of the SCREC should be equivalent to, and compatible with, those applying elsewhere in the NRES.  However, it did not believe that these should necessarily be identical. To gain acceptance, the operating procedures of the REC would need to ‘respect and reflect’ the particular characteristics of the social care context, particularly its more varied disciplinary and methodological expertise. 
There would also be differences in membership. Particular attention should be paid to the participation of service users (experts by experience) as well as more traditional ‘lay members’. The Group agreed with the definitions set out by Involve
 and the argument that, to be effective, this participation will need sufficient support.
The definition of research would be different from that currently utilised by the RECs. The Planning Group was clear that the exclusion of research apriori by design (e.g. surveys) or purpose (e.g. evaluation) would not be appropriate. Within a broad definition of ‘research’, such as that provided by the ESRC, the key focus should be on the level of risk involved. In this respect, the Group commended the risk development framework developed by the DH Social Care RGF Working Group. 
Finally the Group expressed concerns about the potential burden on the AA. It accepted the principle that the SC AA should receive the same level of resources as those available to comparable NHS RECs, but also argued that it should not operate at a cost to the host organisation. Social care bodies are not able to draw on the same level of resources to those available to the StHAs supporting the NHS RECs. Careful discussion would need to take place with the proposed SC AA to ensure that the REC was sufficiently resourced to operate at minimum cost to the host body.
The ADASS Position
The ADASS Briefing Paper was concerned with wider issue of a ‘support infrastructure for social work and social care research governance within local CSSRs’ (ibid:5). This would include ethics review but operate more widely to raise standards, coordinate best practice and act as an authoritative source of support and advice. 

ADASS saw the proposed SCREC as a ‘…something of a half-way house’ in this context and was keen to support those elements compatible with its bigger picture. It agreed with the Planning Group that the REC should cover both adult and children’s sectors and focus only on multi-site projects, but marked up the need to include student research. It also agreed that SCIE would be a suitable body to act as the AA, given adequate resources. 

Like the planning group, ADASS considered that a social care REC would have distinctive features. In particular, it felt that it only could operate within existing GAfREC and NRES operating procedures if both were ‘…substantially revised to accommodate the specific nature of social care activity’ (ADASS. 2007:6). It was confident however that compatible systems could be developed, and emphasised that it will be the ‘ethos and approach’ of the SCREC that will ultimately prove most crucial to commanding the respect of the social care research community. 

Specifically in this respect, the ADASS response concurred with the view of the Planning Group that the operation and documentation of the SC REC should reflect the context and disciplinary approaches of social care researchers and that the process should provide a meaningful role for service users.

Two general issues were particularly highlighted by the ADASS:

· the definition of research should be wide, in order to prevent evasion of scrutiny by poor quality research; this will require change to the definitional boundaries used by NRES for NHS research;
· assurance about adequate funding must be provided, given the history of weak financial support for social care research governance.

ADASS suggested that a ‘careful pilot’ is undertaken for the SCREC before any new system is fully established and helpfully offers the expertise of its members to assist in this task.

Conclusion

We are pleased that both the Planning Group report and the ADASS response endorse our proposal to establish a flagged REC for Social Care (SCREC) under the NRES, at least as a first step. This Committee will receive support comparable to the RECs currently within the NRES and we accept the need to minimise the cost to the AA. SCIE has indicated informally that it is prepared to consider the AA role and we suggest an early meeting between SCIE and NRES to produce a costed business plan for taking this option forward.
The Planning Group was clear that the SCREC should operate to fill gaps in the review process not currently covered by existing systems. We concur strongly. The brief of the SC REC will be to cover multi-site studies undertaken ‘in or with’ the personal social services (PSS) sector. Those undertaken predominantly ‘in or with’ the NHS will continue to be covered by existing NHS RECs and those funded by the ESRC will be reviewed by university committees operating within its REF. Other multi-site studies will have the option of review by any university committee recognised under the MCA, or via the proposed SC REC. We endorse strongly the aim that the ethics of research proposals should not have to be reviewed by more than one competent REC. The DH will undertake to work with partners to ensure maximum compatibility and mutual duplication between these different systems.  

We accept that the SC REC would need to operate in one of two ways. As a flagged committee, it will receive proposals via the NRES ‘door’. This will enable the NRES to direct to the SC REC those studies undertaken ‘in or with the NHS’, but which are predominantly social care. We accept the need to develop a suitable application process for studies undertaken wholly ‘in or with’ the personal social services sector. The DH will undertake to work with NRES and the SC AA to develop a mutually compatible system.

We accept that the SC REC, while basing its operating procedures on the same standards as those of other committees in the NRES, should develop procedures that are appropriate to its setting. The application process and other documentation, should be suitably tailored for the review of social care research.  In particular, we recognise the need for expertise within the system to cover a wide range of social science methods and disciplines as well as knowledge of the social care sector. We also support effective participation of service users and the public in the process of developing and reviewing research proposals. 

The Planning Group recommended that the SC REC should be recognised as an ‘appropriate body’ under the MCA and we feel this is a realistic ambition. To achieve this, however, the SC REC will need suitable preparation and operating procedures compatible with those for other research ethics committees recognised for this purpose.

We accept that it would be desirable for the SC REC to cover both adult and children’s sectors.  The new Department for Children, Schools and Families is currently in discussion with the Association of Directors of Children’s Services about what system would best serve the need of the children’s sector. Our proposal therefore is that we proceed on the basis that the SC REC will initially cover research in adult social care, but could if agreed include children in the future. 
Both the Planning Group and ADASS report recommended the Committee operate on a UK-wide basis.  DH will explore this recommendation with Scotland, Wales and Northern Ireland, taking account of the differences between the countries in respect of governance arrangements. 

Finally, we acknowledge that the local systems for research governance in social care are relatively underdeveloped and that those involved may look to the SC REC’s Appointing Authority for support and advice. In this context, we note the recommendation of the Planning Group about the need for further guidance for governance and ethics review systems operating at local levels .
The proposal to establish a SC REC is one element of a longer process of infrastructure and capacity building in social care research. This work will need to be taken forward by a wider group of stakeholders, including service users and carers, existing ADASS/ADCS regional groups, universities and translational networks. The Social Care Research Collaboration set up following the capacity review day in 2005 could provide a basis for this. The DH, along with other UK Health Departments, remains ready to play an active part in this collaboration.
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