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The Research Governance Framework for Health and Social Care: Implementation Plan for Social Care.

The National Autistic Society (NAS) is the leading charity for people with autistic spectrum disorders in the UK. It has a membership of over 12,000, a network of 60 branches, and 60 affiliated organisations in the autism field. The NAS exists to champion the rights and interests of all people with autism and to ensure that they and their families receive quality services, appropriate to their needs. There are approximately 520,000 people with autistic spectrum disorders in the UK. The NAS welcomes the opportunity to comment on The Research Governance Framework for Health and Social Care: Implementation Plan for Social Care.

Overview

The NAS falls into many categories outlined in the consultation paper; Research funders, research sponsors, care organisation and research employers and principal investigators.  As a result the NAS will respond in all its guises as well as an organisation that includes people with autistic spectrum disorders and their views on the Research Governance Framework (RGF) 

Question Set One:  The Definition of Social Care

The first question concerns the definition of ‘social care’ being suggested in this document, that is: all research involving service users/ carers, their data or 

care professionals for whom Directors of Social Services within local Councils  have a duty of care, whether this care is provided directly by their organisation or contracted to other agencies in the statutory or independent sectors.
The NAS does sometimes research its members including service users, parents and carers about social care and health issues.  The NAS is aware that there are some members who do not have contact with social services and their local authorities and as such would not fall under the guidance within the above definition.  In order to include and safeguard these members within the RGF the NAS would advocate an addition to the definition.

“all research involving service users/ carers, their data or 

care professionals for whom Directors of Social Services within local Councils  have a duty of care (or vulnerable people with disabilities who are not registered with social services), whether this care is provided directly by their organisation or contracted to other agencies in the statutory or independent sectors.”

The NAS as a care provider and publisher is often asked to put forward potential candidates for research, place adverts within its publications and ask people with autistic spectrum disorders to take part in social care research.  Despite the probable extra work proposed by researching under the RGF the NAS would include ALL external individuals and organisations carrying out research including students who are social care professionals in order to promote and ensure ethical research.    

Question Set Two: The Definition of “Research” 

We are also interested in your views on the definition of  ‘research’ being proposed.  Does the distinction between internal and external research make sense for the implementation of the RGF in the first instance? Would it serve to discourage Councils from collaborating in research with external partners, given that doing so could be seen to involve additional responsibilities?  

The NAS already undertakes its own research within the organisation.  Sometimes this is with the help of external organisations and so raises the question of whether it would involve more responsibilities when using an outside agency if the “two tier” system was introduced.  

The NAS would not agree with a “two tier” system for internal and external organisations and despite its self imposed standards and its own ethics committee would maintain that internal research requires the same regulations as external research.

Question Set Three:  The Role of Care Organisations

This set of question concerns the balance that has been struck within the Plan between the need for good research governance, on the one hand, and the actions being required of Councils, on the other.  Is it reasonable to expect that all Councils should develop the basic minimum conditions for effective governance set out in this document?

As a care organisation that also accredits other service providers for people with autistic spectrum disorders the NAS believes it is reasonable to expect larger providers to develop the basic minimum conditions for effective governance set out in the document.

The NAS may consider that any service that carries out research around social care would need to follow the RGF guidelines in order to reach and maintain accreditation status.

Question Set Four:  The Role of the Department of Health
The Plan sets out a number of actions for the Department of Health in order to facilitate implementation of the RGF. Specifically it will work with stakeholders to develop written advice or Guidance, where necessary. It also plans to maintain lists of RGF-standard care organisations and agencies willing to act as research sponsors and to undertake two further national surveys of CSSRs. Are there any other actions that the Department could usefully take to assist the process of implementation or the development of a more active social care research culture more generally?  

The NAS would welcome guidelines to implement the RGF guidelines surrounding research into social care under the proposed key standards in the following five domains:

· ethics: ensuring the dignity, rights, safety and well-being of research participants;

· science: ensuring that the design and methods of research are subject to independent review by relevant experts;

· information: ensuring full and free public access to information on the research and its findings;

· health and safety: ensuring at all times the safety of research participants, researchers and others staff;

· finance: ensuring financial probity and compliance with the law in the conduct of research.
A central register to maintain lists of RGF-standard care organisations and agencies willing to act as research sponsors and to undertake two further national surveys of CSSRs would be welcolmed by the NAS.

Question Set Five: The Role of Sponsor

The role of sponsor is central to the RGF and the Plan contains a number of assumptions and expectations about the way in which that role will be discharged.  How clearly have these responsibilities been set out, and how reasonable are they in terms of the organisational aims, principles and existing ways of working of the agents that will discharge them?

The sponsor cannot place the burden of responsibility solely on the organisation or individual carrying out the research.  The sponsor must ensure that the research is carried out within the framework.  However, in a field of research such as autism it is often difficult to have the research reviewed by independent experts.  Could the independent experts be peers?  What if the researcher or sponsor is the only expert in the proposed research field?

Question Set Six: Ethics Review in Social Care

To an extent, the process of ethical review is in the lynchpin of good research governance and essential for other agents to discharge their responsibilities effectively under the RGF. Again there is a balance to be struck, this time between ensuring that ethics review in social care is robust and reliable, on the one hand, but is not discharged via systems that are overly time-consuming or burdensome, on the other.  Specific proposals for a range of options for ethics review will be published by the Department later in the year for formal consultation. 

The NAS response has been circulated to many people with autistic spectrum disorders and has included their opinions within this response.  It has also been circulated to its own ethics committee.  If the balance between an ethics review and administration and legislative systems is struck then the NAS would welcome the implementation of the Research Governance Framework for Health and Social Care.
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