Informed Conversations with black and minority ethnic-led voluntary and community organisations on the health and social care changes
Overview

The Race Equality Foundation undertook a series of Informed Conversations between October 2010 and January 2011.  These took place in Liverpool, Exeter, Leeds, Sunderland, Leicester, Croydon and Birmingham.  At each seminar a Department of Health (DH) Policy lead presented on a key area of the changing NHS landscape: the new mental health strategy; the public health white paper; the information revolution; and adult social care.  Foundation facilitators presented at each seminar on the broader changes to health and social care, with a focus on Joint Strategic Needs Assessments (JSNAs) and public health.  The latter part of each regional conversation was dedicated to discussing opportunities and mechanisms for black and minority ethnic and voluntary and community sector (VCS) involvement in the new health care system.  
The informed conversations were attended by local VCS organisations as well as by service users and service providers.  A list of participating organisations can be found at the end of this report.  The conversations varied in size from 18 participants in Sunderland to 39 participants in Croydon, although efforts were made to ensure that the sessions were never larger than this so as to ensure that discussions could be meaningful for the group as a whole.  The desired outcomes from the informed conversations were to introduce and explain key health care changes, increase sector involvement in health care provision, and gain a better understanding of need and existing VCS involvement in the different regions. 
The discussions varied in the different regions according to local health issues, and participants’ experiences of and levels of engagement with health services.  These variations led to a range of perceptions of the viability of change and also differing levels of willingness to participate in local change.  This report aims to cover some of the key regional variations whilst also drawing out more general points of concern and consensus across the seminars.   It provides an overview of the issues that came out of the conversations and outlines the discussions around the NHS, the public health White Paper, adult social care, mental health, the information revolution, and opportunities for local involvement in health care structures.  The report then examines some of the wider issues that were raised across the seminars, in particular relating to GP consortia, local authorities and Healthwatch.  Finally it details next steps and action points that are being undertaken as follow-up to this work by the Foundation. 
Participant discussions and feedback

Existing views of the NHS

The NHS was generally held in high esteem by participants.  When participants were asked about the benefits of the NHS, they described it as “caring, inclusive, universal, and free” amongst other things.  However, some participants emphasised that these could sometimes be more aspirations of the NHS than realities.   There was wide regional disparity in how VCS partnerships worked or did not work with the NHS. For example Exeter participants were more disillusioned with the NHS and local black and minority ethnic communities felt isolated and excluded from mainstream health networks.  The VCS in Croydon and Birmingham on the other hand, already have strong links with the NHS and a good understanding of local service provision.

Public Health White Paper  
Following on from DH presentations on Public Health, participants were generally supportive of the preventative approach.  One recurring theme was how to prove or identify fundamental causes of worsening ill-health within this new structure.  Participants were concerned that interlinking factors that contribute to ill-health, such as poverty, isolation, and unemployment, may not be fully accounted for.  There was widespread anxiety that money would continue to be spent reactively and on drugs, rather than on local VCS community projects which promote general health and wellbeing in isolated communities.  There was general agreement that small, local organisations should be supported as part of larger public health improvement initiatives.  Several participants were concerned about how accountability mechanisms would work to regulate public health services both locally and nationally.  Questions were also raised about whether staff in existing public health bodies would be transferred across to the new public health structures.   

Adult Social Care

Participants expressed confusion over social care entitlements and suggested that black and minority ethnic communities in particular are unlikely to benefit as much from these services due to lack of awareness.  Participants in several regions mentioned the problem of sparse service provision in rural areas.  Some participants also discussed the lack of holistic care and expressed a need for more joined-up services in general which include and account for social care.  There was support for the idea of the ‘personalisation agenda’ although participants felt that both the DH and local authorities need support and training from black and minority ethnic led VCS to ensure that there is better understanding of how to engage with black and minority ethnic communities.  
Mental Health Strategy  
Participants expressed confusion and frustration during discussions about the new mental health strategy, as many of them had been extensively involved in the consultation process already carried out for the previous New Horizons mental health strategy.  Exeter participants were particularly concerned that some of the valuable equality measures contained in New Horizons would now be lost.  Equality in mental health care was a key issue in every region and service provision seemed to vary greatly.  For example, in Croydon, participants noted that since the closure of certain facilities, many people must now travel in order to access mental health care which can be a significant barrier.  A key issue for Birmingham participants was the potential closure of many small community support and befriending projects which provide important preventative mental health care, particularly to black and minority ethnic groups. There was some discussion of ways to avoid this, including trying to evidence the benefits of this work in order to secure local authority funding for the future.  The Mental Health strategy working group sign-up was the most popular in every regions.
Information collection and availability   

During discussions on information collection and usage, some participants felt that there was a lack of awareness of data sources and of available data.  The importance of  building and storing “evidence” is recognised as being a cornerstone to the new health care system, however many community groups are unaware of how to evidence their own outcomes or how to use existing data to help their communities.  There was particular concern over how to evidence long-term community projects such as befriending services and support groups, which often struggle to produce concrete statistics on the preventative care that they provide.  Participants suggested that there was a need for data to be used better and for it to be more readily available to the general public.  There was general agreement on the need for more data to be collected on black and minority ethnic groups and their experiences of health and social care.  It was also noted that data collectors should have extensive knowledge and understanding of black and minority ethnic communities so as to ensure that any data collected is fully representative.
The information revolution
A key talking point across the conversations was the lack of access to information about available health services and on upcoming policy change.  This was seen to be a barrier to making informed choices.  A majority of participants felt that when information is available, it tends to be overwhelming and inaccessible, particularly for:

· isolated communities,

· older people,

· and black and minority ethnic groups.

This was largely attributed to available information often requiring prior knowledge/understanding, a high level of fluency in English, and access to the Internet.  In Leicester, participants requested that more ‘easy-read’ and summary documents be made available by the DH.  In Exeter participants were particularly concerned that consultation documents had not been translated and suggested that there needs to be increased access to these and other documents.  There was concern in all of the seminars that barriers to accessing information will increase with diminishing interpreting and translating services in the face of financial cuts.
There was broad consensus that more time should be allocated for consultation responses in order to make them meaningful and accessible for black and minority ethnic, older and isolated communities. There was widespread concern that decisions had already been made and that consultation responses would not be taken seriously.  Birmingham participants even expressed their reluctance to respond to consultations in case this represents VCS ‘buy in’ to decisions that they disagree with. Information on both the NHS Constitution and Joint Strategic Needs Assessments seemed not to have filtered down to front-line users and patients.  It was suggested therefore that policy makers make better use of black and black and minority ethnic VCS information channels in order to realise effective dissemination of information to these groups.  Participants expressed the need for more face-to-face contact and for information to be passed on through networks. Leicester participants suggested for example that community radio and local media sources could be used to disseminate information, as these are often available in a variety of languages. Some black and minority ethnic led groups, such as Newcastle’s Health and Race Equality Forum, are already disseminating information of this nature to isolated individuals and communities, but there was an expressed need for these processes to be more structured and for VCS relationships with mainstream health care services to be formalised.  There was also concern that many of the black and minority ethnic and other VCS organisations currently playing this role are facing funding cuts and closure, which could further isolate black and minority ethnic groups and further decrease their access to information.   
The removal of both drop-in surgeries and local libraries was also seen as detrimental to information dissemination, as these have been a valuable source of personalised and practical information, particularly for isolated and elderly groups.  There was a desire for DH to be more accessible in person and for there to be better local-national communication flows.  There was also discussion around who, within GP surgeries, is responsible for community outreach and how to ensure that information is properly disseminated to all local residents in order to facilitate informed choice.  In some regions, such as Leeds, there was general support for PALS but others reflected varying views on the success of PALS in terms of information dissemination and community involvement.  
There was a real worry expressed over patients having to make choices about their care and on what information will be used in order to make these choices.  Some participants suggested that there is a need to help people to make informed choices, and particularly to support and advise older and isolated people in this way.  Croydon participants felt that older people should especially be supported to make choices over their carers and options for home care.  People across the seminars were unclear about how quality ratings for service providers would work and were worried about having to make choices based on these.  It was felt that this might lead to variations in the quality of care and could result in a ‘postcode lottery’.  Participants were also concerned that this kind of choice would complicate the system unnecessarily.  Some participants also suggested that GPs may continue to make choices for their patients without informing them fully, even if theoretically more patient choice is made possible. 
Opportunities for local involvement
The final part of each seminar focused on available structures and opportunities for involvement with health care structures and the current changes.  The main talking points included engagement with JSNAs, non-executive roles on governing boards and local budget allocation processes.  In general there was a lack of knowledge of these systems and/or shared assumptions that they were not easily accessible, however once information on these structures had been provided, participants were generally keen to get involved.  There was broad agreement over the need for local VCS to be involved in disseminating information on these structures in the future, so as to ensure that black and minority ethnic groups and VCS are properly informed and involved.  The loss of local libraries was lamented as these were seen as an effective way of disseminating this information and also for providing space and resources for local VCS to meet and collaborate on these issues.  
One surprising finding was that only a few participants had any knowledge about JSNAs and how they contribute to local decision-making, and even fewer were actually involved in them:

· In every region it was clear that the JSNA has remained largely a strategic document which has failed to filter down to frontline organisations, patients and service users.    
· Following the Foundation’s presentation on JSNAs, many participants were keen to find out more and to get involved.
· There were still some participants who felt that it would be difficult or complicated to get involved (for example participants in Birmingham who work in frontline health care provision were concerned that only managers and heads of organisations could be involved in JSNAs, rather than people like themselves).  
· Leeds participants also expressed their frustration that it was always the same black and minority ethnic organisations getting involved in these structures while others are not invited to take part.
Most participants were unaware of the new openings on health boards for non-executive members.  Following discussions around these, many participants felt that this could be an important opportunity for involvement.  Concerns remained however about:

· exactly how these positions will work,

· the skills required for getting involved,

· the time required to get involved considering that these positions are not remunerated.

There was a desire for local VCS to be involved in training programmes to equip people with the confidence and skills needed to become a non-executive board member.  Some frontline staff remained concerned however, that they would still not have the time to get involved in these voluntary positions. 
Discussions around local budget allocations tended to be brief.  There was a general fear that money will still be allocated in a reactive, crisis management manner, and that it will be spent on curative drugs rather than preventative treatments such as some of the services provided by local VCS organisations.  It was widely suggested that VCS involvement in health structures and in disseminating information on health care should be properly resourced financially by the DH.  Participants also felt that money should be used to target the most vulnerable and isolated communities in order to ensure that changes in health care are meaningful to everyone.
Other issues discussed
There were a number of wider points that came up repeatedly across the sessions.  There was a general feeling amongst participants that too much change was occurring too fast.  This has led many people to feel unable to engage with this change and that as a result inequalities in health care would increase.  Additionally there was widespread consensus that all of the restructuring and change is more likely to cost money rather than make any significant savings or genuine improvements.  There was a recurring question about how to create a fair but competitive environment for “any willing provider” including the ability of local VCS to become effective and licensed NHS providers, and how to make sure that creeping, back-door privatisation does not become a consequence of this provision.   Issues around local authorities, GP Consortia and Healthwatch were also raised by every group:
· Local Authorities
Participants were generally apprehensive about the increasing power of local authorities, and in particular about how to ensure accountability and national consistency.  There was also concern over local budget allocations and how to ensure that these would be guided by genuine community engagement and evidence.
· GP Consortia
Participants were anxious that GPs do not have enough understanding and knowledge of their local communities to commission effectively.  Participants suggested that where GP’s are motivated by business rather than a desire to truly understand their communities and provide and equitable service, there will be increased discrimination.  There was concern over how to ensure that GPs commission services for the whole population and not just those they see on a regular basis, or those that speak English.  Additionally there was much disquiet and confusion over how the transition process from PCTs to consortia would be carried out.  Questions were raised about how consistency in care would be ensured between regions and there was consensus over the need for black and minority ethnic groups and local VCS to be properly resourced and supported to be fully involved in the GP consortia. 
· Healthwatch
Concern about the potential effectiveness of Healthwatch was found across all of the seminars.  Questions were asked about how to demonstrate the real health problems and issues to Healthwatch.  Some participants also expressed regret over the loss of LINKS which they felt had been successful tool for them in some instances.  Many were unsure about how to guarantee effective and structured engagement by black and minority ethnic led VCS groups and some advocated for resources to be made available to ensure that this happens along with additional support for involvement from isolated and black and minority ethnic communities.  Suggestions included having an independent lawyer who is freely available to give additional advice to those that want to engage with Healthwatch; setting up a consistent reporting mechanism that people can use on a regular basis; and setting up a separate voluntary and community Healthwatch organisation alongside the official Healthwatch body.  
Next Steps
The Foundation has used the feedback and information gained through these informed conversations to respond to numerous DH consultations, and will continue to do so for upcoming consultations.

The Foundation intends to build on this learning and maintain an open dialogue with seminar participants.  As a first step, virtual working groups are being set up in order to promote continued dialogue and involvement on these issues.

Participants were pleased to have DH involvement at each seminar, and the Foundation hopes to facilitate further meetings of this nature in the future and build on existing partnerships in each region.  
Participant requests for further information and leadership programmes during the seminars will be taken forward by the Foundation both through the virtual working groups and future meetings.  
Contact

For any further information please contact Jennifer Rosenberg at Jennifer@racefound.org.uk  or 0207 619 6224
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Unit 35 Tileyard Studios, Tileyard Road, London N7 9AH.

Organisations participating in the informed conversations
	Action for Blind People 

Action for Prisoners Families 

Active Listening 

Adaptations Strategy 

Adhar Project 

Adults & Communities Directorate 

African and Caribbean Mental Health Services, Manchester 

African Community Council for the Regions 

Age Concern 

Age UK

Akwaaba Ayeh BME Advocacy Centre

Alderhey NHS Trust

All Inclusive

Apna Haq BME Community Development Project

BME CAMHS 

BME Mental Health Project 

Boston Community Wellness Initiative 

Building Community Advocacy 

CALAT

Careline 

Care to Listen

CDHW NHS Bradford and Airedale 

CDW Doncaster BME 

CDW  Liverpool PCT 

CEW, Carers Federation 

Christ Church West Croydon

CitySafe 

Council for Ethnic Minorities 

Council of Black Led Churches 

Creating Higher Height C.I.C 

Croydon BME Forum

Croydon Council

Croydon LINKS

Croydon PCT

Croydon Sickle Cell and Thalassemia Support Group

Croydon University Hospital 

Department for Adult Services and Housing

Derby Diversity Group 

Derby REC 

Devon PCT 

Devon United Women 

Diocese of Southwark

DOSTI support services 

Doncaster PCT 

DRE South Tyneside

East Midlands Ambulance service 

East Midlands NHS Trust

East Midlands Race Equality Consortium

Ethnic Minority Forum

Everyday Language Solutions

Faiths Forum 

Fata He 

Federation of Irish Societies 

French African Welfare Association Health, 

HAVEN Project 

Hikmat BME Centre 

Holistic Arts & Media 

Holistic Health UK 

Imagine Mental Health

Institute of Wellbeing

JUST West Yorkshire 

Kuumba Imani 

Later Matters 

Leicestershire AIDS Support Services 

LCDP Lincolnshire 

Leeds Council

Leeds Gate


	Leeds Involving People 

Leeds Irish Health and Homes 

Leeds Link 

Leeds Voice BME Network

Leicester Stars 

Liverpool Fire Service 

Liverpool Hope Nursing 

Liverpool Hope University

Liverpool Mental Health Consortium 

Liverpool PCT 

Mary Seacole House 

MCCDA 

Mental Health Helpline Partnership 

Mersey Fire Service

Millennium Centre 

Multilingua 

Newcastle upon Tyne Hospitals

NHS Newcastle and South Tyneside Community Health
NHS South of Tyne and Wear

Nishkam Centre 

Nottingham Healthcare NHS Trust

North of Tyre PALS

Northern Refugee Centre

Northamptonshire Somali Community 

Nottingham Chinese Welfare Association 

Nottinghamshire Healthcare NHS Trust

Oadby & Wigston Community Action 

One East Midlands 

Pagoda Chinese Community Centre 

PJ’s Community Services

PSS Social Care 

Race Equality Centre

Re-cognition Consultancy Ltd 

Refugee Support Group Devon 

Regional Action West Midlands 

Rejuve-Nation 

Sahara Project 

Sanna 

Satnam Training and Education Project 

SBCC

SCAT Support Group

SEVA Manchester 

Shaka Services

Sheffield BME Network 

Sheffield PCT 

Sikh Group

SLEMBA

Small Heath Community Forum 

South Devon Healthcare Trust  

South London Tamil Welfare Group 

South Tyneside Council

South Tyneside PCT

Spinning World 

Sunderland Carers Centre

Sunderland Council

Sunderland LINKS

Sunderland Teaching Care Trust

Sustain/Focus, Leeds Housing Concern 

The Ernest Foundation

The Lois Project: Women’s Health Education Network

Torbay Hospital 

Tyne and Wear Fire Service

TYPTOW

Wai-Yin Manchester 

WEDAYAH 

Women Group 

Yorkshire & Humber Forum
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