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1
Key points and recommendations

The following recommendations are intended to help Brent PCT to deliver, over a period of time, a world class Public and Patient Involvement (PPI) strategy. Particular reference has been paid towards the World Class Commissioning Framework and the expectations of the various competencies as set out in this document.

The recommendations are drawn from the ‘Discussion’ section of this document, and further justification and explanation of each can be found therein.

Furthermore, the recommendations have been followed through into in a suggested Action Plan for 2008-09 (Appendix 1).

1.1
Adoption of the Strategy

· Brent PCT Board should consider whether to adopt this Strategy as the first stage in the formal declaration by the PCT that PPI is seen to be a key driver in the delivery of World class Commissioning.

· The Board is recommended to review the progress and update of the Strategy on at least an annual basis.

(WCC Competency 3:  Level 2 states that the PCT should have a strategy in place that actively and continuously engages patients and the public in PCT business; also that the PCT has effective strategies in place for communicating with the local public)

1.2
Capacity Building

· Brent PCT should establish a formal corporate infrastructure in the form of a PPI Steering Group to reflect that PPI is a responsibility across all directorates

· the Steering Group should be chaired at Executive Director level through the Director of Strategic Commissioning., to reflect the requirement that PPI be seen as part of the commissioning function

· the Steering Group should validate the attached Action Plan, modify and enhance as appropriate, with an early update to the Board on the programme for 2008
· as a matter of urgency the Steering Group should review the present baseline funding for PPI in 2008-09 and to prepare a revised 3 year funding plan, to reflect the needs of meeting the WCC competencies, such that this can be presented to the PCT Board for inclusion in the next 3 year PCT planning framework  

1.3
Communications

· Brent PCT should develop a strategic approach to external communications, with a powerful communications section, backed by the commitment of the chief executive and other senior staff to devote significant time to communicating externally
· the following should be considered as objectives of the communications strategy:

· rebranding

· raising public awareness of the PCT

· strategic media relations engagement

· reviewing the purpose of external communications vehicles

· the Head of Communications to be a member of the PPI Steering Group

1.4
Stakeholder management 

· Brent PCT should establish a stakeholder management (or ‘public affairs’) programme to ensure that relationships with all key stakeholders are actively managed

· This function should include ensuring that regular briefings are conducted for middle managers and frontline staff in partner organisations, including the local authority

· Stakeholder management should include particular attention to local political actors including the local authority political leadership and local MPs

· The PCT should adopt a ‘no surprises’ policy towards its key stakeholders

1.5
Measuring and acting on patient experience

· Brent PCT should establish a clear and explicit data management function within its commissioning department, to gather, analyse and make effective use of patient experience information wherever possible and appropriate within commissioning
· Brent PCT should open a dialogue with the North West London Hospitals Trust, as the sole acute provider, to determine which additional methods of tracking patient feedback could be adopted and specified in future contracts

· Brent PCT should include in its contracts with North West London Hospitals Trust requirements that areas of service not covered by the national programme, such as outpatients and day case surgery, should be periodically surveyed to national survey standards
· Brent PCT should include measurement of the patient experience of re-designed outpatient services (care closer to home) in its commissioning contracts

· anticipating the separation of provider services, Brent PCT should consider commissioning annual surveys of patients’ experience of specified community health services, commencing 2008-09, in order to establish a baseline and track whether services improve in the future through commissioning

1.6
Patient engagement in care and treatment

· Brent PCT should ensure that its commissioning department has a high quality knowledge management capacity, which regularly reviews and updates its understanding of those techniques that can make a difference to patient engagement

· among the proven patient-focused interventions we recommend that Brent PCT commissioners could specify in various care settings are:

· patients’ access to their medical records

· education programmes for patients with long term conditions

· telecare to support patients with long term conditions

· patient decision aids

· empowerment techniques to help patients make the best use of consultations

1.7
PPI capacities of commissioners
· Brent PCT should develop a training programme in PPI for commissioning, using a mixture of in-house expertise (e.g. from the communications and community involvement staff), external courses and bespoke training, to run over the next two years.
· Brent PCT could establish a programme of health policy (PPI) and commissioning strategy (WCC) briefings across PCT staff at middle manager and frontline levels

· Brent PCT should ensure that the implications of the PPI Strategy (and WCC) is embedded into all induction training for new staff in the PCT; and likewise into all post-basic training and continuing professional development for staff employed by the trust

(WCC Competency 3: Level 2 “the PCT has effective strategies for communicating with the local population”)

1.8
Partnering the local authority for consultations
· Brent PCT should make the maximum possible use of the local authority’s infrastructure for consultation; and should consider agreeing joint investment in continuing to refresh and build the citizens’ panel as a shared mechanism to research, for example, public views on priority-setting in the health and social care economy, or on the reconfiguration of services

· Brent PCT should identify a single commissioner to assume the principal responsibility for health services for children and young people and to act as the main liaison point for the LA children’s services department
· this commissioner should directly engage with the consultation mechanisms offered by the LA children’s services division, by, for example, meeting regularly with the youth parliament health taskforce and the network of voluntary organisations
· these two mechanisms should be specifically used by the PCT for consultation on the design of health services for children and young people
1.9
Supporting the success of Brent LINk

· Brent PCT should immediately identify a staff member with responsibility to liaise with the LINk and the local authority regarding the future of community involvement and consultation, who is able to make recommendations to the PCT’s PPI Steering Group on how the PCT should position itself
· immediate dialogue should be opened with the LINk Host organisation (CIDA)

· Brent PCT should prepare to formalise a partnership plan for working with the LINk, to be ratified in autumn 2008 when the full Host is appointed
· the PCT (and its PPI Steering Group) reserve a budget for investment in supporting the LINk
1.10
Community involvement

· Brent PCT will need to review the role, functions and capacity of its current PPI/community involvement team

· in its new strategy for PPI Brent PCT should consider how to retain the strengths of its previous ‘community involvement team’ approach, as perceived by community groups, while achieving the PCT’s objective to inform new commissioning priorities

· the community involvement team within the commissioning department should act as a resource to commissioners and the Steering Group in their PPI planning, rather than having sole responsibility for community relations
· the principles and best practice of community engagement should be codified in a protocol to be negotiated with the community groups and ratified by the PCT. This should be related to the local Compact and to any protocols or other such mechanisms developed by Brent LINk

· Brent PCT should seek the support of the Pacesetters programme (equality and human rights department of the DH)  to review and improve its community involvement approaches

· an appropriate ‘shortlist’ of the most significant community groups and their umbrella organisations should be identified as ‘key stakeholders’ for the stakeholder management programme, and provided with regular, reliable opportunities for dialogue with the PCT – including ‘agenda-less’ or ‘free-form’ discussion of needs, priorities and perceptions

· Brent PCT should take full account of the priorities for involvement expressed by community groups in our research findings – in particular, mental health and public health – in its forward plans for commissioning; and should further research what the communities feel are their particular needs, together with ways to meet them which will ideally involve the community groups as part of service solutions

· Brent PCT should continually bear in mind that community groups want:

· regular contact with the PCT; 

· adequate notification of consultation; 

· consultation documents that are readily available and comprehensible to lay communities; 

· structured consultations; 

· feedback of consultation outcomes 

· to be able to work with either an individual or with small groups of PCT members

· in preparing for the separation of commissioning and provision, Brent PCT must carefully plan how to build the use of community health staff as ‘agents of engagement’ into its future commissioning contracts with the provider arm

1.11
Priority-setting and public engagement

· Brent PCT should consider how to ensure that its priority-setting decisions can be demonstrated to meet the criteria of ‘accountability for reasonableness’

· Brent PCT should consider ways to involve the public in establishing an ethical framework or framework of principles, within which priority-setting decisions can be made in accordance with ‘accountability for reasonableness’
1.12
Monitoring, Evaluation and Reporting to the Board

· regular reports be delivered to the PCT Board, through the Director of Strategic Commissioning, to ensure that full accountability for  the delivery of  the Strategy is held at a senior corporate level

· development of appropriate metrics in these reports to keep the Board updated on delivery of the Strategy

(WCC Competency 3: Level 2 – states that the PCT needs to actively review trends in patient feedback including Complaints, PALS and patient survey data; for level 3 the PCT needs to carry out (or commission) its  own surveys 

1.13
Formal Consultation

· Review the full implications of Section 242 of  the 2006 NHS Act which will be published in Summer 2008

· Agrees as part of the adoption of the 2008-09 Action Plan, those services which will be subject to formal consultation, including the implications of the Darzi review for the PCT acting as lead commissioner e.g. stroke services

1.14
Commissioning and PPI

· Ensure that PPI methodology is employed at all stages of  the commissioning cycle

· Ensure compliance of integration of Patient Reported Outcome Measures (PROMS) into the development of national model contracts

· Show how the assessment of public and patient views is embedded into the prioritisation process for PCT Commissioning, especially the delivery of the Operational Plan. 

(WCC Competency 3: Level 3 – the PCT demonstrates how patient feedback, such as survey data, patient complaints and PALS queries have driven commissioning decisions)

(WCC Competency 3: Level 4 – the PCT can demonstrate how proactive engagement and partnership arrangements with the local community, including LINKs, is embedded in all commissioning decisions)

2
Executive summary

Brent tPCT commissioned the Picker Institute to assist in providing a new strategy for Patient and Public Involvement (PPI) for consideration by the Board in July 2008. The objectives and outputs of this project are described in Section 3.

The project took place against an external context including, in particular, the continued development of the World Class Commissioning framework, the publication of the NHS Next Stage Review, and various other new relevant legislation, policy and guidance. Section 4 summarises this context.

Brent PCT’s starting point was a consciousness of its own weak capacities for PPI, as expressed in its own self-assessments and other documentation. Section 5 summarises Brent PCT’s recent and current performance in relation to PPI (while summaries of all relevant PCT documentation can be found in Appendix D).

In this document the Picker Institute, on the basis of its evidence, knowledge and experience advocates that PPI is not a single, narrowly defined set of activities but entails consideration of a variety of different strands, including:
· individual patient engagement as distinct from collective public involvement

· the many diverse purposes which public involvement can serve

· the need for a strong emphasis on external communications to ensure the success of involvement

· the need to manage key stakeholders, as distinct from engagement with the wider population

· the need to build trust, reliability and mutual understanding with community groups over time rather than merely periodically consult

The Picker Institute’s approach to PPI is explained in Section 6. It particularly emphasises that healthcare organisations should invest time and effort in ensuring that the objectives of their PPI workstreams are clearly defined before commencement. Different and distinct techniques will be appropriate for different and distinct objectives, targeted at distinct and diverse segments of patients and the public.

As a consequence, this document cannot ‘tell’ commissioners how to ‘do’ PPI. However, in Section 7 we do suggest a systematised approach to selecting the appropriate technique for the objective in question.
As the PCT considers this document it will need to have due regard to the needs both of its key stakeholders and partners, and of the experiences, priorities and needs of the diverse communities of Brent. In Section 8 we report and analyse the findings of our own research for this project, conducted through interviews with local authority managers; representatives of community groups experienced in working with the PCT; and representatives of community groups who have been historically less engaged. 

While it is clear that there significant damage has been caused to these relationships through the recent history of the PCT, the current Board can feel encouraged that with few exceptions these interviews discovered a very strong desire and willingness from these various parties to rebuild constructive working relationships. We caution, however, that this willingness could be easily dissipated if the ‘new’ PCT shows itself to be insensitive to its key stakeholders needs and expressed preferences for ways of working.
We would urge the Board and PCT staff to read, in particular, the report of our in-depth interviews with representatives of key stakeholder groups within the community, in Appendix B.
With regard to the local authority the chair and chief executive’s efforts to establish good working relationships have been successful and welcomed, but the challenge now is to ensure that partnership working is truly strategic; that the relationship is widened and deepened at middle management and frontline levels; and that relevant council departments are provided with identifiable counterparts who can take full responsibility for liaising with them.
Section 9 of this document contains our discussion of all the above content, leading to recommendations with a wide potential impact on the PCT’s PPI strategy. These recommendations have been pulled out and highlighted in Section 1, above; but we strongly recommend that the reader also pays attention to Section 9 in order to understand the reasoning behind the recommendations, and for further explanation of how we see them working.
Finally in Appendix A these recommendations are carried through into a suggested Action Plan for 2008-09. It is hoped that these suggestions provide useful prompts for the PCT’s Board to take its PPI strategy forward beyond this document.

The Picker Institute team:


Paul Gardener, Senior Associate
Danielle Swain, Quality Improvement Officer 

Don Redding, Head of Policy and Communications
Helen Sheldon, Senior Researcher 

Christina Hammond, Researcher
3
Introduction

3.1
Pre-development work for the Strategy by the PCT 
The Picker Institute received an outline specification on the 14 April 2008 from Brent Teaching PCT, which set out the need for a review of the present arrangements for Patient and Public Involvement (PPI)
, requiring the development of a comprehensive strategy to be delivered to the Board by July 2008.

Specific reference in the tender was made to the launch of the World Class Commissioning framework in December 2007 and the associated development of an assurance framework to assess the competencies for Patient and Public Engagement. The  particular Competency 3 says PCTs should  “Proactively seek and build continuous and meaningful engagement with the public and patients, to shape services and improve health”.

Brent TPCT set out the need to reinvigorate PPI, with a particular focus upon the role of the PCT as a commissioner of health services, promoters of health and well being, and leaders of the local health and social care system.

In particular there was a need to ensure PPI input across the following dimensions:

· service provision: what is the perception of the services offered by the PCT as a commissioner and a provider?
· planning: how does the PCT engage with the public when planning new developments?
· strategy: how does the PCT feed in an informed public view when developing key strategy documents such as the commissioning strategy plan?
The PCT also wished to take into account the mechanisms that Brent Council has for public participation such as  the Brent Citizen’s Panel, and whether they should be establishing other ad hoc or standing groups.  

The specified outcomes included:

· Map existing activities and stakeholder groups

· Identify opportunities for broadening and deepening PPI input into the PCT’s activities based on best practice from elsewhere and achievement of the WCC standard, and which improves the standing and reputation of the PCT in Brent

· Draft a PPI strategy for agreement by the Board in July 2008.

The development of the PPI strategy was to be conducted  as a participative exercise, which included meeting with a number of senior PCT staff and community  stakeholders.  

A particular emphasis for the Strategy was to address the needs of the PCT in relation to the World Class Commissioning (WCC) framework, with reference to its competencies assurance requirements, and in particular Competency 3 for PPI.

Brent PCT established a Project Steering Group which included: the Chief Executive Officer; the Director of Strategic Commissioning; the Director of Primary Care Commissioning; the Director of Integrated Governance and Clinical Practice; and the Head of Communications.

3.2
Project objectives

The following objectives are drawn from the original tender:

1. Deliver a PPI strategy to the PCT Board for July 2008;

2. Complete an assessment of existing arrangements for PPI; this  would include an initial assessment of new arrangements for working with Local Involvement Networks (LINks); Overview and Scrutiny Committee and partnership arrangements with the Local Authority; 

3. Analyse existing arrangements for strengths and weaknesses in relation to World Class Commissioning competencies for PPI;

4. Analyse existing arrangements for formal public consultation arising from major service change e.g. implications of Section 242 guidance ( to be published shortly);

5. Set out how to undertake an assessment of the perception of the services offered by Brent PCT, both as a commissioner of services (including Practice Based Commissioning) and a provider of services. 

6. An assessment of present PPI arrangements for its inclusion in the NHS commissioning cycle with a view to the development of an exemplar process of inclusion. 
3.3
Project activities

The Picker Institute, in agreement with the steering group, undertook the following activities in pursuit of the project objectives:

· interviews  with a range of senior members  of  the PCT at Executive and Non Executive Director level;

· in depth interviews on a one to one basis with key stakeholders

· telephone interviews with representatives of community groups

· scoping and analysis of relevant documents from the PCT 

· assessment of available benchmarking performance

· testing of outcomes from the above against recognised best practice

4
Strategic framework

The strategy for patient and public involvement must be securely based within the context of:

· current legislation, policy and guidance for commissioning and for PPI

· the recent history and current competencies of Brent PCT

This section summarises the external context. Section 5 summarises Brent’s current position.
4.1
World Class Commissioning

The Department of Health launched its World Class Commissioning framework in late 2007. It describes a vision where commissioning is focused on ‘Adding life to years and years to life’ through: 

Better health and well-being for all 

· people live healthier and longer lives 

· health inequalities are dramatically reduced 

Better care for all 

· services are evidence based and of the best quality 

· people have choice and control over the services that they use so they 


become more personalised 

Better value for all 

· investment decisions are made in an informed and considered way, ensuring that improvements are delivered within resources available 

· Primary Care Trusts work with others to optimise effective care

The framework continues to develop. At the time of writing its key elements include:
· Vision

· Competencies

· Assurance Framework

· Handbook and toolkit for PCTs
· Strategic planning summary guide

Throughout these materials it is clear that the Department expects patient and public involvement to be integrated into all aspects of the commissioning process.

Of the 11 competencies, three are relevant:

Competency 1: Leadership: PCTs “are recognised as the local leader of the NHS”. This requires that: “PCTs should lead and steer the local health agenda in their community. PCTs will be the natural 1st stop for local political and community leaders. Through partnership, they seek and stimulate discussion on NHS and wider community health matters.”
Competency 2: Work with community partners: PCTs “work collaboratively with community partners to commission services that optimise health gains and reductions in health inequalities”.  These partners are to include local authorities, other PCTs, healthcare providers, third sector organisations and clinical partners.
Competency 3: PPI: PCTs “engage with public and patients”. This requires that PCTs “proactively seek and build continuous and meaningful engagement with the public and patients, to shape services and improve health”.
For this project, competency 3 is the most relevant and is discussed further, below. However, patient and public involvement is, in the view of the Picker Institute, integral to achieving competency 1 – the ability to lead the community in discussing and prioritising local health services. Competency 1 in turn has implications for the communications and PPI strategies of the PCT.

Competency 2 is relevant in that the partners with whom the PCT must engage are thus identifiable as key ‘stakeholders’ for the purposes of the communications and PPI strategies of the PCT.

For Competency 3, the assurance framework notes:
“PCTs are responsible through the commissioning process for investing public funds on behalf of their patients and communities. In order to make commissioning decisions that reflect the needs, priorities and aspirations of the local population, PCTs will have to engage the public in a variety of ways, openly and honestly. They will need to be proactive in seeking out the views and experiences of the public, patients, their carers and other stakeholders, especially those least able to act as advocates for themselves. This new relationship with the public is long term, inclusive and enduring, and has been forged through a sustained effort and commitment on the part of commissioners. Decisions are made with a strong mandate from the local population and other partners.”
[our emphasis]

The emphasis on involvement as a ‘proactive’, ‘continuous’ and ‘meaningful’ activity is also reflected in new guidance on health organisations’ duty to consult.
4.2
Section 242 – duty to consult

Section 242 of the National Health Service Act 2006 replaced the former ‘Section 11’ legislation on the duty of consultation and has been in force since March 2007. The wording remained the same as before, and it continued to apply to primary care trusts. However, this legislation was subsequently amended by the Local Government and Public Involvement in Health Act 2007, and the new version comes into force in August 2008.
The new S242(1)(b) states that:

“Each relevant English body must make arrangements, as respects health services for which it is responsible, which secure that users of those services, whether directly or through representatives, are involved (whether by being consulted or provided with information, or in other ways) in -

a) the planning of the provision of those services,

b) the development and consideration of proposals for changes in the way those services are provided, and

c) decisions to be made by that body affecting the operation of those services.” 

The old S11 was often interpreted as a duty to hold a formal public consultation once a significant change to services had, in principle, been decided. The new S242 envisages something more: the involvement of the public in the planning and development stages, and not just in being consulted ‘after the fact’. 

The Picker Institute has seen in draft form the new DH guidance interpreting S242 for the current context, under the title ‘Real involvement: Working with people to improve health and health services’. The guidance on S242 emphasises:
· Gathering an evidence base for change decisions

· Assessing the benefits to patients before making proposals

· That the legislation applies to small as well as large changes

Specifically in relation to PCTs the guidance states that:
“Primary care trusts must involve users:

a)
when they are planning the provision of health services they are responsible for;

b)
in the development and consideration of proposals to change the way health services they are responsible for are provided, when the implementation of that proposals would have an impact on either the manner in which health services are delivered to users, or the range of services available; and

c)
whenever a decision [if made] would affect the way a service is delivered or the range of services provided.”
In its guidance on good practice in relation to this section, the DH states:
“Effective involvement is not about having a number of one-off events. It is about having on-going dialogue with local people, actively seeking their views and being able to show where and how their ideas and preferences have influenced the way health services are planned, designed and changed.”

With regard to providing this evidence, the Local Government and Public Involvement in Health Act 2007 also includes a new duty 24A which requires that PCTs must prepare a report on consultations it has carried out, before it makes commissioning decisions. The report must show how the consultation has influenced the commissioning decisions.
4.3
Our NHS Our Future – the NHS Next Stages Review

Before the final report of the Next Stages Review was published, the government published an interim statement regarding future changes in the NHS. It established principles that any change proposals must meet, including that: “consultation should proceed only where there is effective and early engagement with the public, [and] clear evidence of improved outcomes for patients”.
The final report of the review states that it seeks to create “an NHS that gives patients more information and choice, works in partnership and has quality of care at its heart”. The new drive is for ‘personalisation’, which “means making services fit for everyone’s needs, not just those of the people who make the loudest demands”.
Among the practical implications of this vision are the need for every PCT to “commission comprehensive wellbeing and prevention services… personalised to meet the specific needs of their local populations”; building in rewards for hospitals that score well on patients’ own assessment of the success of their treatment and the quality of their care; providing more information to primary care patients and a greater choice of GP and other services. 

In the primary and community care strategy within the review, the government states that it will: “promote personal and responsive services that systematically listen to and act on patient views”. It notes that: “This will require new and innovative models of engagement, based not only on patient surveys, but on local involvement networks, advocacy groups, citizens’ juries, public meetings, other deliberative processes and a range of new online and technology based feedback mechanisms including NHS Choices”.

Again the emphasis is on understanding the needs and priorities of the local population and commissioning accordingly.

It should also be noted that the review, through the drive for personalisation, requires attention not just to collective, public engagement, but to the quality of the individual patient’s experience – and therefore the patient’s engagement in their own care and treatment. 

The latter is a sometimes forgotten element of ‘PPI’ but one which PCTs will increasingly be able to influence -- through integrating patient experience and other patient-reported measures into the contracts and incentives in their own commissioning plans, and into their approval of practice-based commissioning business cases.

Finally, the draft NHS Constitution published alongside the review brings together for the first time in one place the rights of patients and the pledges the NHS makes to fulfil them. None of the rights is new, but the document is likely to act as a powerful tool not only for healthcare organisations and their staff, but also for patients, the public, and representative bodies such as LINks.

The Constitution states that among the principles of the NHS to which all commissioners and service providers will be legally bound, is that:

“The NHS is accountable to the public, communities and patients that it serves.” 

Under this principle the explanatory text states that:

“all NHS organisations will give patients and the public the opportunity to influence and scrutinise their performance and priorities; and patients, public and staff will be involved in relevant decisions about the NHS which affect them, either directly or through their representatives.”

The Constitution includes the following statements on the rights of patients:

“You have the right to be involved in discussions and decisions about your healthcare, and to be given information to enable you to do this. You have the right to be involved, directly or through representatives, in the planning of healthcare services, the development and consideration of proposals for changes in the way those services are provided, and in decisions to be made affecting the operation of those services.”

Note: the Constitution also includes the patient’s right to “expect local decisions on funding of other drugs and treatments to be made rationally following a proper consideration of the evidence”. The Picker Institute considers it advisable for PCTs to establish transparent frameworks for such decisions, including an element of public involvement.

4.4
NHS Operating Framework for 2008-09 
The operating framework demands that the NHS gets better at listening to patients and the public.

This includes a demand for PCTs to make better use of patient experience data as follows:
“Patient experience: peoples comments and experiences, particularly concerns and complaints; the measurement of patient experience as reported by the National Patients survey; develop robust strategies to ensure year-on-year improvements in reported patient experience and to demonstrate the use of both national and local data of patient experience to inform commissioning decisions.”


[our emphasis]

On public involvement PCTS are urged to consider how they are:

“addressing their responsibility to citizens and ensure that they are engaged in the decisions that PCTs take and in particular to adopt a systematic and rigorous approach to seeking,  collecting and acting on the views of individuals and partners in the local community – with reference to Section 242; to create greater opportunities for their communities to make their voices heard including through LINkS; and to take greater responsibility for communicating with their local populations and stakeholders to  ensure a better understanding of, and confidence in local NHS services.”
4.5
Other key reference points

White Paper on community empowerment, forthcoming
The paper is likely to extend the principle of statutory rights to information, and accountability with the possibility of compensation where services have failed to be delivered against set standards. 
Suggestions include making the local health service accountable to neighbourhoods and local councillors. Petitions by groups of 250 people, or 1% of a neighbourhood would require a statutory response by the public service provider.

A launch document, ‘Unlocking the Talent of our Communities’ has been published, which outlines the many opportunities for people to contribute their views on policy development either by email, letter or through an online discussion forum.

Presently patient-initiated petitions are available for the public to raise concerns or issues about local services. Both the Overview and Scrutiny Committee (OSC) of the local authority, and the PCT Board have a role in ensuring that there are clear and transparent mechanisms for people to progress these petitions and have them considered seriously by the authorities. PCTs should be jointly planning their petition-management strategies with OSCs now.
Practice Based Commissioning: achieving universal coverage (2006)
GP practices – locally known as consortia or clusters – together with PCTs need to ensure that their governance arrangements take account of patients’ experiences and have robust mechanisms in place to evidence that patients and practice populations have been involved in the planning and review of new and re-provided services.  In the fullness of time both PCT governance arrangements and external bodies will be monitoring how this is being achieved.  

The Annual Health Check 2008-09, Healthcare Commission
The current regulator, the Healthcare Commission, has announced its plans for annual monitoring of NHS trusts. For the first time it will separately assess primary care trusts in their distinct roles as providers and commissioners. It notes that: 

“The trust boards of PCTs will, for the first time, make a declaration on their compliance with the Department of Health’s core standards for their commissioning and contracting functions, which is separate from their function as providers of services.”

The core standards relevant to commissioning are shown in the following table:

[image: image1.png]Take national guidance into account when planning and delivering care

Work with partners in planning and delivering the care of individuals

Have effective processes for governance, risk management, etc and
promote equality, uphold human resources, etc

Take views of patients and carers into account in planning and
delivering care (and demonstrate how you are doing this)

Ensure equitable access and offer choice

Work with partners to improve the health of the community and
narrow health inequalities

Ensure that disease prevention/health promotion programmes are in
place

Protect the public by having a planned, prepared and, where possible,
practiced response to incidents





C17 and C22 are especially relevant to this project. The Healthcare Commission is to publish revised criteria for assessing the standards.

Note: because LINks will still be in their infancy, for its 2008-09 annual health check the HCC will be seeking to identify up to ten local third sector organisations to comment on PCT performance, and will provide them with training and orientation in the health check methodology.
5
Brent PCT recent and current performance

Brent PCT has assessed and reported on its own capacity and competencies to achieve the demands of the current legislative and policy environment. The following sections summarise recent and current assessments.

5.1
Fitness for purpose

In 2006 all PCTs in England were assessed by their SHAs for their fitness for purpose across a number of domains. Note that this exercise preceded the impact of ‘turnaround’. The findings relevant to this project included:

Strategic Planning

The PCT was identified as showing “below typical capabilities” in the following:
· lack of medium and long term financial strategy – sensitivity, risk and contingency plans
· need clarity regarding key deliverables, governance and accountability

and “above typical capabilities” for the following:
· engagement with local agencies

· engagement with clinicians
· strong Care Pathway strategy

Provider management

The PCT was identified as showing “below typical capabilities” in the following:

· lack of understanding of patient experience 

Monitoring

The PCT was identified as showing “below typical capabilities” in the following:

· unclear on patient experience

Patient experience

Strengths: well developed links to stakeholder forums, and use of patient experience mechanisms in long term care (questionnaires etc)

Development needs: clear metrics to track improvements/impact of PPI work; organisational arrangements appear slightly fragmented.

Public and Patient Involvement

Strengths: well developed links with local stakeholder groups; summary LDP and PH report calendar.

Development needs: clear link to decision making processes; link to patient experience.

Patient satisfaction

Strengths: the working of the Patient and Public Involvement Committee and strategy; the working of the Corporate and Clinical Governance Committee which receives regular updates on range of patient experience,  clinical quality, outcomes and clinical processes (e.g. NSF, NICE) across health community.
Development needs: 
· formal metrics (currently limited to review of patient survey)

· PPI work focuses on involvement mechanisms but needs to include more explicit link into patient experience 

· regular reports from providers on patient experience

· increased focus on outcomes where possible

5.2
Healthcare Commission Standards self-assessment 2007-08
The PCT is required to carry out a self assessment against the core standards and deliverables of the Healthcare commission. The following is taken from the most up to  date submission to the HCC as they relate to the provision of  standards which have a bearing upon PPI.

Standard C16.  

Healthcare organisations make information available to patients and the public on their services, provide patients with suitable and accessible information on the care and treatment they receive and, where appropriate, inform patients on what to expect during treatment, care and after care.

The PCT rated itself compliant.

Comments received from the Overview and Scrutiny Committee were as follows:

“During our review of the Public Health Annual Report in July 2007 members of this committee expressed concerns about how “user- friendly” public information was and highlighted the need for health information to be produced in language easily understood by the public. We understand that this issue will be addressed via Brent’s Health and Well Being Strategy. We will be including this strategy in our work programme for 2008/9.

Brent Patient and Public Involvement (PPI) Forum commented that:

“Provision of suitable and easily accessible information is of crucial importance if the people of a borough as diverse as Brent are to have equal access and choice. While the PCT has made some efforts in this regard, concern has been expressed at Forum meetings that this is not adequate. For instance, at the February 2008 meeting, with regard to podiatry services, it was pointed out that people not entitled to podiatry through the NHS might not know where to seek alternative care. Likewise it was noted by the Forum that appropriate and clear information for adults in Brent with learning difficulties who needed healthcare was not always easy to obtain.”

Standard C17 

The views of patients, their carers and others are sought and taken into account in designing, planning, delivering and improving healthcare services

The PCT rated itself compliant.

The OSC commented:

“This committee’s work on the PCT’s Turnaround Plan and subsequent NHS Finance Panel supports the PCT’s declaration of not having met this standard. Over the course of these two reviews we heard from a number of organisations and individuals who believed that the PCT was not listening to patients and carers when designing, delivering, planning and improving health care services. 

“However, this committee has monitored the work you have undertaken when consulting on proposals for Brent Birthing Centre. At our meeting in December 2007 we commented that we were ‘encouraged that the trust has worked hard to involve and include the views of mothers and future users in driving forward consultation’. Furthermore in April 2008 we endorsed the final report and consultation process as fair and thorough.”
The PPI Forum commented that:

“The Forum has been represented at PCT Board meetings and other key committees where their input has been valued. PCT staff and the Chair have regularly attended Forum meetings to hear and respond to patient concerns. The Forum has strengthened communication with the PCT’s Patient Services Team, with regular updates given at monthly Forum meetings and Forum concerns followed up promptly. 
“Overall, however, communication with the PCT has been variable. Disappointment was expressed by the Forum that Brent PCT’s Annual Meeting in September 2007 was low key and not widely publicised to community organisations. In the February 2008 meeting, the lack of patient and public involvement in the development of practice-based commissioning was also noted with concern, as was the failure to seek PPI Forum input into the PCT’s operating plan for delivery of local services.” 

Standard C18

Healthcare organisations enable all members of the population to access services equally and offer choice in access to services and treatment equitably.

BPCT’s own self assessment for this standard was ‘not compliant’ and made reference to the following action points:

· the PCT will identify areas where its service population is unable to access its services equitably.

· the Trust will ensure regular reports on monitoring of uptake by ethnicity, sex, age, electoral ward are discussed at Provider SLA meeting. The Trust will continue to ensure health equity audits are carried out and ensure all PCT premises have appropriate disability signage.
5.3
World Class Commissioning Self Assessment

An exercise was completed in May 2008 for BPCT to assess its present competencies for World Class Commissioning. For Competency Number 3 (Patient and Public Involvement in Commissioning) the assessment is set out below.

Levels of competency are defined as being Level 0 (below baseline); Level 1 (Baseline); Level 2 (Intermediate) to Level 4 (World Class)

· influence on local health opinions and aspirations 
– Level 0

· public and patient engagement 



– Level 0

· delivery of patient satisfaction 



– Level 0
6
The Picker Institute approach to PPI

6.1
Overview

The Picker Institute seeks to make patients’ views count at all levels of healthcare policy and practice. It is used as a consultant and adviser on PPI by the Department of Health, the Healthcare Commission, the World Health Organisation, the OECD, parliamentary groups and committees, and by healthcare organisations from the NHS and the private and voluntary sectors.

The Picker Institute is currently working for the Department of Health to establish a ‘business case’ for PPI.

As a research organisation the Picker Institute seeks to be evidence-based. Much of this evidence is drawn from patient experience data. The Picker Institute pioneered the use of patient experience surveys in the NHS and was instrumental in developing the national patient survey programme in England. It continues to co-ordinate many of these surveys on behalf of the Healthcare Commission, including the surveys of inpatients and primary care patients, the recent maternity services survey, and forthcoming surveys of ambulance trusts, accident and emergency departments, and hospital outpatients.

In addition the institute provides bespoke surveys to healthcare organisations from all sectors, including a new contract to carry out regular surveys of all Bupa insurance inpatients.

The Picker Institute is an approved provider on the FESC (Framework for External Support to Commissioning) as a technical partner to United Health UK.

The Picker Institute has additional research programmes relating to PPI. In 2006 it published a review of all available systematic research worldwide on the effectiveness of patient-focused interventions, including measures to increase patients’ engagement in their care and treatment, and measures to engage the public collectively in the design of health services.

The Picker Institute carries out focus group studies, surveys, panel consultations and other forms of public involvement, including those targeted to ‘seldom heard’ groups.
In the following sections we set out the advice we provide to clients regarding patient and public engagement.
6.2
Start from clear objectives
Before adopting strategies or plans for public or patient involvement, healthcare organisations should invest time to define clear objectives. A well-defined objective will help to determine:

· who – do you need to target patients, or the public collectively; if patients, which particular groups? If public, is it all the local population, or one or more specific communities?

· what – what is the key question or proposition you wish to discuss or consult upon?

· how – what format should the project adopt? Is it a debate over time, or a one-off consultation? Can you capture evidence through a survey, or would it be better to hold intensive discussions with small groups?

A clear objective will also help to set key success measures.

Many benefits are claimed for PPE, from improving the patient experience, through better service design, to making health services accountable. Some of the potential benefits of PPE identified by the Picker Institute are set out below:

· To understand health needs

· To understand the health and social care needs of minority groups

· To assist with the development of local ethical frameworks to inform priority-setting and resource allocation

· To determine local views on specific proposals for investment and reconfiguration

· To determine the level of need for chronic disease support

· To monitor and benchmark the quality of patient experience in local providers

· To describe and monitor patients’ experience of specific care pathways

· To monitor patients’ experience of community services

· To monitor patients’ experience of GP and other primary care services

· To monitor quality of care in specific wards or departments

· To ensure representation from ‘seldom heard’ groups in feedback on patients’ 
experience

· To measure health outcomes for specific procedures or care pathways

· To monitor patients’ experience of choice of provider

· To improve the quality of patients’ experience in provider organisations

· To obtain an overview of all sources of patient feedback

· To improve patient engagement in treatment decisions and promote personalisation

· To communicate with local people, key stakeholders and providers

· To provide information to support patients’ health choices

· To build health literacy
No single objective, programme or project can meet all these purposes. Defining SMART objectives for any project is therefore essential.
6.3
Focus on effectiveness
The Picker Institute has reviewed the worldwide research evidence regarding the effectiveness of interventions that aim to increase the engagement of patients and the public in healthcare
.

Patient engagement

The evidence is far stronger for patient than for public engagement. Healthcare organisations considering their PPI strategies should not assume that PPI means public involvement in committees, public meetings, or consultative fora. They should keep public and patient engagement distinct – and always consider whether investment in individual patient engagement might provide the most measurable benefits.

Some interventions that support patient engagement have proven health benefits. In addition, engaged patients:

· gain greater knowledge and confidence to manage their own conditions

· are more likely to adhere to plans agreed with their clinicians – treatments, medicines, self-management, screening etc

· are less likely to suffer from severe depression – a major complicating factor in long-term conditions

· often use resources more efficiently – for example, they may be less likely to choose surgery where there are alternative options

Public engagement
The evidence that public engagement is effective – for example, that it secures accountability, or improves service design – is weaker because there is no agreed framework to research or measure its success, and because most research studies are poorly designed and unsystematic. This is not a reason to refrain from engaging the public, but it does caution those planning public engagement to think and plan extremely carefully.

Public engagement works best where:

· the objectives are clear

· the right groups are targeted

· initial research is conducted to see how, when and where those groups would prefer to engage

· the proposition for the public to decide is simple, specific and expressed in either/or terms

Mixed methods in public engagement
Evidence shows that:

· a majority of the public think they should have a say in how local health services are planned and run; but

· it is a significant minority who, when asked, will say that they personally would like to become involved (around 25%); and

· it is a tiny minority who, when the offer is made, will actually get involved (1-2%).

Studies have shown that the outcome of public engagement is often that a very small group (1%) of the population will ‘capture’ the social capital involved. Once an active individual becomes part of a project, it is likely that they will increasingly be asked or pushed to take additional responsibilities and positions on committees, etc. Hence the ‘usual suspects’ problems in which the representativeness of the engaged group becomes questionable – both for the public and for the healthcare organisation.

This can be compensated for by considering using ‘mixed methods’ of engagement, so that a more representative sample can be obtained. For example, public meetings or formal consultations can be backed up by systematic quantitative research through surveys. (We note that this was the recent experience in Brent PCT where public meetings to consult on the future of the Brent Birthing Centre attracted few participants, while a quantitative survey of recent mothers provided useful and telling evidence.)
6.4
Meaningful involvement
The majority of the public believe that they should be involved in decisions about local health services. The draft NHS Constitution recognises their right to such involvement. However, the public may also be sceptical and even apathetic when involvement is offered. This is partly a result of poor consultation design in the past, and the fact that the public therefore expects consultations to be tokenistic.

Research shows that what people want is ‘meaningful’ involvement (c.f. the requirement for ‘meaningful’ engagement in WCC Competency 3). This is described through three criteria:

· the decision should not already have been made

· the public must be able to impact on the decision

· the results of the engagement and the action taken (or not taken) must be communicated back to them.

6.5
Priority setting and ‘accountability for reasonableness’
PCTs as incipient leaders in the local health community are increasingly the organisations taking local decisions about priorities. Two aspects are important here:

· drawing on evidence from the Joint Strategic Needs Assessment and from population surveys and other consultative (PPI) mechanisms, PCTs make decisions about provision across the community that is fair and equitable; and that meets the needs of particular groups as well as the majority. These decisions may include reconfiguration or service cancellation decisions that will be subject to scrutiny, and may become the subject of public petitions and/or judicial review.

· drawing on available evidence in the public domain, PCTs make decisions about whether or not to provide treatments that have not been assessed for their effectiveness by NICE. The draft NHS Constitution states patients’ right to expect these decisions to be taken on a rational basis.

On both counts the Picker Institute advises that PCTs need to establish ‘ethical frameworks’ or ‘frameworks of principles’ to guide these decisions. Such frameworks aim for transparency, making the grounds for the decision explicit and allowing their ‘rationality’ to be judged. There is clearly a role for public involvement both in developing these frameworks, and in continuing to provide a reference point within their operation.

A word of caution here is that, although the public wants to be involved in strategic and service planning decisions, the more that decisions would impact on individuals (for example, withholding treatment from some patients), the more reluctant the public is to share the responsibility for the decision. This is partly based on their felt lack of ‘expertise’ and their willingness to defer to clinicians. 
The form of involvement here, therefore, should be an in-depth deliberative one, whereby a group of lay people can be informed and educated over time to support their participation on an equal basis with clinicians.

With regard to the content of ethical frameworks for priority-setting, NICE has officially adopted, and the Picker Institute supports, a set of criteria codified by Daniels as ‘accountability for reasonableness’. This states that decision-making mechanisms should meet four conditions:

· publicity – the public has access to both the decisions and the rationales for priority-setting

· reasonableness – the rationales should be acceptable by ‘fair-minded’ people as a way of providing value for money while meeting health needs for a defined population under resource constraints

· appeals – there must be ways to challenge decisions and resolve disputes, and these must offer an opportunity to revise decisions, for example in the light of new evidence

· enforcement – action to ensure conditions 1-3 are met through either voluntary or mandatory regulation.

7
Techniques for PPI
There are many different techniques that can assist the improvement of PPI. Techniques follow objectives: that is, once the objective is clear, the most relevant, appropriate and effective technique(s) should be selected.
The tables on the following pages illustrate how the choice of technique, and key performance indicators, follow from the nature of the objective.

	Objective
	Methods
	Deliverables
	Return on investment
	Added value
	KPIs

	To understand local health needs 
	Bespoke telephone survey using random digit dialing to achieve a representative sample; 

OR postal survey of a random sample drawn from PCT lists or electoral register 
	Detailed breakdown of self-reported ill-health, lifestyle factors (e.g. smoking, diet, exercise etc.), and readiness to change by socio-economic status, geographical location, education and ethnicity;

repeat surveys to monitor change.
	Population segmentation to assess extent of health inequalities and to plan and evaluate social marketing initiatives;


	Surveys can be linked to evidence on effective interventions, e.g. NICE guidance on smoking cessation, exercise promotion, etc.

Outputs can be summarised for incorporation into JSNAs, Patient Prospectus, etc.
	Operational Plan and Vital Signs

	To understand health and social care needs of minority groups
	Rapid appraisal with community group leaders, LINks and patient organisations;

OR focus groups with particular sub-groups
	Report of key issues, with comparisons where appropriate with needs expressed by majority population
	In-depth knowledge of perceptions of seldom heard groups


	Special arrangements can be made to obtain views of non-English speakers, people with sensory and learning disabilities, prisoners and homeless people.
	Operational Plan and Vital Signs

	To assist with the development of local ethical frameworks to inform priority-setting and resource allocation
	Focus groups;

OR population surveys;

OR citizen’s panels;

OR local deliberative events
	Report on values and priorities for local population
	Local ownership of principles for priority-setting
	Views of staff and other stakeholders can be incorporated
	Reduction in complaints, legal challenges and public petitions

	To determine local views on specific proposals for investment and reconfiguration
	Focus groups;

OR surveys;

OR panels;

OR local deliberative events
	Report on views of service users and/or general public
	Estimate of need and demand for planned service changes
	Special techniques can be incorporated to assess acceptability of trade-offs
	Reduction in complaints, legal challenges and public petitions


	Objective      
	Methods
	Deliverables
	Return on investment
	Added value
	KPIs

	To determine level of need for chronic disease support
	Postal survey of patients on GP chronic disease registers;

OR telephone survey; 

OR focus groups.

Questions can include Patient Activation Measure (PAM) and other standardised instruments, including patient-reported outcome measures (PROMs).
	Detailed breakdown of patients’ confidence and ability to self-manage, need for professional support and demand for expert patient courses by socio-economic status, geographical location, education and ethnicity; identification of condition-specific issues.
	Estimates of need and demand for self-management support to plan investment in expert patient programme, community nursing services, GP clinics and social care; identifying target groups for social marketing to encourage take-up of these programmes
	Surveys can include indicators of conformance with NSF standards.
	Vital signs; reduction in unplanned admissions;

improvements in health behaviour and quality of life

	To monitor and benchmark the quality of patient experience in  local providers
	Analysis of results from national patient surveys in acute trusts (inpatients, outpatients, A&E, maternity, children), ambulance trusts, mental health trusts and primary care (including QOF surveys)
	Detailed comparison of the quality of care in different providers. 
	Quality indicators for procurement and contract management


	Bespoke surveys can be designed and implemented to gain feedback on specific local issues or disease groups.
	Operational Plan and Vital Signs; performance management of providers.

	To describe and monitor patients’ experience of  specific care pathways 
	Bespoke postal surveys in specific disease groups, e.g. cancer, heart disease, stroke, diabetes, mental health;

OR mystery shopping
	Detailed report on variations in care pathways, quality and safety; benchmark specialist centres against others.
	Planning service redesign across primary and secondary care
	Patient-reported outcome measures can be included; 

can be used to monitor conformance with NSFs
	Operational Plan and Vital Signs

	To monitor patients’ experience of community services
	Bespoke  surveys of users of community nursing and other community services inc. social care
	Detailed report on quality of directly-managed or contracted services
	Quality assurance and contract management
	Identification of areas for service improvement; share best practice; monitoring care planning and case management performance.


	Operational Plan and Vital Signs


	Objective
	Methods
	Deliverables
	Return on investment
	Added value
	KPIs

	To monitor patients’ experience of GP and other primary care services, including feedback on individual clinicians
	Bespoke surveys; OR analysis of QOF patient surveys and access/choice surveys at general practice level;

OR mystery shopping.
	Detailed report on quality of services, including benchmarks
	Quality assurance and contract management
	Coordination and comparison between practices is possible;

validated questionnaires available for 360o degree feedback; share best practice
	Operational Plan and Vital Signs

	To monitor quality of care in specific wards or departments
	Frequent Feedback surveys using PDAs;

OR postal surveys
	Face-to-face feedback with rapid turnaround of results for continuous quality assessment
	Quality assurance and contract management
	Patient-reported outcome measures can be included
	Improvements in patients’ experience

	To ensure inclusion of ‘seldom heard’ groups in feedback on patients’ experience
	Focus groups (with interpreters where necessary); audio and large print surveys
	Report on experiences of minority groups
	Quality assurance and contract management
	Meets diversity targets
	Reduction in health inequalities

	To measure health outcomes for specific procedures or care pathways
	Before and after surveys using patient-reported outcome measures
	Detailed report on health outcomes
	Quality assurance and contract management
	Can be linked to clinical indicators and patient experience;

experience of using SF-36, EQ5D and other PROMs; routine use in general practice with QoLive
	Operational Plan and Vital Signs

	To monitor patients’ experience of choice of provider
	Surveys;

OR in-depth interviews


	Detailed report on experiences and rates of uptake by population sub-groups
	Demand management; monitor conformance with national priorities;

monitor inequalities
	Information needs can be assessed
	Operational Plan and Vital Signs

	To improve quality of patients’ experience in provider organisations (including community services)
	Presentations; AND facilitated action planning;

AND training and networking events

AND/OR training materials
	Active engagement of clinical staff and patients
	Quality improvement
	Direct patient involvement; sharing of best practice; repeat surveys to measure change.
	Increase in patient satisfaction and involvement 


	Objective
	Methods
	Deliverables
	Return on investment
	Added value
	KPIs

	To obtain an overview of all sources of patient feedback
	Overview of combined survey results and qualitative research
	Report to include recommendations on frequency, format and depth of future feedback initiatives
	Improved data collection; reduction in duplication; value for money
	Identify gaps and inefficiencies
	Develop local metrics

	To improve patient engagement in treatment decisions and promote personalisation
	Surveys;

OR in-depth interviews;

OR evidence reviews;

OR training and advice
	Report on shared decision-making; advice and training for clinical staff on techniques
	Demand management;

patient engagement;

information quality
	Can draw on extensive network of international experts
	Reduction in unplanned admissions; increase in patient satisfaction and involvement

	To communicate with local people, key stakeholders and providers
	Advice and consultancy on communications strategy, including direct engagement with local groups and stakeholders
	Audit of current strategy and detailed recommendations; 

advice on local report cards, Patient Prospectus, media communications and public information needs; assistance with events organisation
	Public information and engagement
	Advice from experienced specialists
	Reduction in complaints and legal challenges;

increased public engagement in commissioning

	To provide information to support patients’ health choices
	Review of evidence on what works; patient surveys of needs; advice and consultancy
	Well-designed and tested information packages; recommendations for local dissemination 
	Public information and engagement
	Extensive network of international experts
	Better informed choices; shared decision-making

	To build health literacy
	Surveys to determine levels of health literacy;

advice and consultancy on design, production and dissemination of patient information materials and health promotion messages
	Detailed report on levels of health literacy; evidence-based recommendations to tackle problems
	Reduced health inequalities
	Systematic reviews of international evidence on effective strategies
	Operational Plan and Vital Signs


8
Key Stakeholders: findings from interviews

For this project the Picker Institute carried out the following interviews with local stakeholders in Brent:

· senior managers in the local authority as identified by Brent PCT

· local journalist

· 24 short-form interviews with community groups selected from a database

· 13 in-depth interviews with specific community groups identified by Brent PCT

8.1
Summary of local authority interviews

The senior managers whom we interviewed had been in their posts for a number of years (in one case, 10 years) and therefore have seen the relationships with the PCT vary considerably over time. 
They noted the difficulties caused by the turnaround experience as being:
· collapse of strategic approaches, eg loss of focus on prevention of ill-health
· lack of consultation over budget cut decisions

· damage to the relationship with the LA’s political leaders caused by the row over discharged patients

In short during this period the PCT ‘did not feel like a partner’.

Nevertheless as professional officers they understand that partner relationships may experience crisis and are positive about rebuilding links.

The efforts of the current chair and chief executive of Brent PCT to re-establish strategic partnership have been received very positively and should continue. The focus of the interviews was – what next? What are the further steps the PCT can take to act as a ‘good partner’, what does being a good partner mean, and where are the opportunities to extend the partnership?

Some key conclusions are:

1. The LA expects a good strategic partner to think strategically. It must be able to work jointly on, for example, regeneration projects that may have a 20-year timescale, and on planning carefully for the expansion of population is some areas of the borough.

2. Strategic partnership must be sustained and sustainable. It needs to be underpinned by robust mechanisms that protect it from breakdown when operational issues threaten relationships.

3. Likewise the local authority values consistency. Decisions made in long term planning, such as the siting of a new health centre, should not be revised at late stages in the project. Health impact assessments should not duplicate LA assessments (such as environmental assessments), and should be done early in the project cycle.
4. Many of the conclusions from these interviews reflect the need and the desire of the LA now to deepen the relationship which the chair and chief exec have begun to rebuild. These include:

· establishing ‘second tier’ relationships at middle manager level so that the relationship is not entirely reliant on the top level of managers.

· ensuring that more staff in the LA are brought up to date with developments I the health sector – latest policies, implications of the commissioning role, strategic targets of the PCT, who’s who in the PCT, etc – implying a considerable briefing task.

5. A key problem for both senior and middle managers in the LA is clearly to identify counterparts in the PCT structure, especially its commissioning structure. LA officers want to be able to make immediate contact with a person at the PCT end who is nominated as their main liaison point. This person should be responsible, not just for providing information/expertise within their own remit, but for obtaining and delivering what their LA counterpart needs from across the PCT. For example, the children’s division needs a commissioning contact responsible for children’s services and issues – whether or not that is their defined title within the PCT.

6. A strong message was received that the PCT had not yet addressed the damage at the political level. The PCT was warned not simply to concentrate on senior managers and the health OSC but to work to improve communication with the political leadership of the council. [Note: interviews with MPs were ruled out of the scope of this project, but the Picker Institute expects that a similar message may be applicable to the PCT relationships with MPs.]

7. In terms of the strategic opportunities around which the LA and PCT can generate joint working, the following examples were given:
· the ‘big issue’ of health inequalities 

· the ‘big issue’ of establishing a ‘whole systems approach’ to prevention and health promotion, with the LA and PCT sharing targets, resources, and staff expertise (and with some specific focus on children and young people)
· the Joint Strategic Needs Assessment and strategies flowing from it, especially in relation to the two big issues above

· joint commissioning in both adults’ and children’s services – our understanding is that, although commissioning functions have existed for some time in the LA, they are at an early stage in re-developing these to meet current challenges, eg by consolidating them into a single team, hence the two organisations can travel the same path of commissioning development together

· sharing mechanisms for public involvement and consultation – the LA currently has more active mechanisms and is very willing to open them up for the PCT to use. It should be noted that there are two sets of these: one ‘owned’ by the consultation department, and one ‘owned’ by the children’s services department which is specifically for consulting with young people. 
· In the case of public involvement mechanisms owned by the consultation department, the LA expects to transfer them to the LINk when it is fully established (possibly October 2008), and therefore the PCT should prepare for this in the context of working with the LINk as much as with the LA.
In addition to these common themes it is worth noting some issues of specific concern to the children’s services department. They feel that children’s services, particularly in schools, suffered particularly badly from cuts to community services during the turnaround year. They asked for:

· good new channels of communication

· bridge-building between schools and PCT to repair broken relationships

· transparency on the budget that the PCT devotes to children and young people – what are they committing to fund?

· Joint working on staff development, such as training on child development issues

· More integrated working at locality level over the next two years in order to put resources around families

The LA interviewees identified some threats to strategic partnership, the most critical of which is the PCT’s plan to separate its provider and commissioner roles. LA senior managers noted that the PCT must continue to consult and take the LA with it as this plan develops, and asked for sensitivity to the following concerns:

a. the PCT must be very clear about the exact form of this ‘separation’ – is it just devolved budgeting, or is it clearly creating a new arm’s length organisation?

b. the PCT needs to be aware of which of its provider services are ‘of interest’ to the LA, and address the LA’s needs for those to be commissioned, otherwise the ‘whole system’ approach to health and well-being will break down
c. the LA must have clarity as to how this commissioning of services ‘of interest’ to them will be pursued: PCT commissioning, joint commissioning, or freedom for the LA to commission those services from any willing provider.

8.2
Summary of journalist interview

The Picker Institute interviewed a health correspondent for one of the major local newspapers, who was identified by the PCT Head of Communications.

She was very complimentary about the reactive media relations provided by the head of communications. That is, where the journalist has a story she is pursuing, the head of communications will rapidly respond, finds the answers, does not hide from difficult issues and questions, and will facilitate access to the chief executive or the relevant manager or clinician.

It was clear, however, that the PCT has not greatly engaged in proactive media relations: that is, attempting to set a communications and public information agenda through actively courting the local media. 
This matched with information given to the project by the head of communications, including the fact that she is essentially the only person responsible for media relations, as well as a range of other communications activities such as the PCT prospectus, internal communications and elements of PPI including supporting the communications aspects of public consultations.

The head of communications also noted that, in view of the rapid succession of new senior staff in the last two years, some of whom were on a turnaround or interim basis, it had been decided that an introductory splash about the current chief executive might generate cynicism, and he should first be allowed to bed into his role.

8.3
Summary of community group interviews

Two sets of interviews were carried out with community groups in Brent, sharing a similar structure of questions. Some attitudes to involvement were similar across the two samples; but past experience had affected the perceptions of the sample used for in-depth interviews, so we report the findings separately here. 
Community groups experienced in PCT consultation

Thirteen in-depth interviews were conducted with representatives of community groups specifically identified by Brent PCT. Some were umbrella groups or fora.

These were groups that had previously been seen by the PCT as relevant targets for community involvement and consultation, and all reported past experience of working with the PCT. These involvements included a mix of consultation; being involved in strategic planning; and being involved in programmes of service delivery to their communities.

Their own assessment of the extent of their involvement averaged 5-6 out of a maximum ten.

They cited among positive past experiences:

· being able to raise issues from their side within the Health Action Zone, and securing funding to pursue them

· working bilaterally with a community involvement officer to build up a trusting relationship

· having regular meetings with the PCT allowed them to build confidence and understanding over time in the processes by which things get done

They cited as negative past experiences:

· failure to cover issues in enough depth

· tokenistic consultations

· failure to provide adequate notification of consultations

· inaccessibility of consultation documents (not easily available to ‘pick up’ and not written in a way the community could understand)

· misrepresentation of organisations’ views in subsequent PCT documents

The researcher notes in her report of the interviews a phenomenon by no means unique to Brent:
“Perhaps the most serious concern raised by participants was that they believed formal consultations with the PCT had been held simply to satisfy the requirement to consult with community organisations, rather than a genuine interest in hearing and listening to the views of local organisations. In such situations they felt there was little or no intention to take the perspectives of the organisations forward or act upon them. 
“The participants emphasised that their organisations had limited capacity to attend meetings and in order to justify the time spent consulting they needed to be sure their views were acted upon in some way. Tokenistic consultations were therefore an obvious abuse of their time.”

[our emphasis]

Despite these experiences all the groups interviewed strongly expressed willingness, not only to be involved in the future, but to be more involved.
This willingness will be greatest where the PCT recognises and respects the strong desire of these groups to help the PCT collect community feedback, rather than merely being targets for consultations. The groups noted that:

· some of them regularly collect user or member feedback in any case, and the PCT should tap into this rather than duplicate it

· PCT efforts to engage community members are likely to fail due to language, cultural and other barriers – the community groups, if involved as partners, can help make engagement effective

· some support to their capacity to play this role may be necessary

The two areas of health service that attracted the most interest in involvement were mental health and public health. It was not within the scope of the project to identify the reasons for this. It should be researched a s a priority within any future engagement plans with these groups.
By far the most popular method for engagement with these groups is through face to face discussion. They believe this is the way to build human trust and to get things done:

“Because that way you feel ownership, you feel respected, you feel you have a say face to face, and you’ve got expression from people sitting with you, how they see or feel about your comments. And that in human terms is the best way to engage with people…”

Community groups with less experience of PCT involvement
Twenty four telephone interviews were completed with a random sample of community organisations in each of the five localities in Brent.

The groups involved in the survey had had little past involvement in PCT consultative or feedback mechanisms, and had very limited awareness of the existence of any such mechanisms.  

All but two of the groups interviewed were interested in some form of input to the work of the PCT; many participants pointed out that the people who used their services were very high users of health services and therefore it was particularly relevant for the organisation to work with the PCT to ensure their voice was heard.

Although they were not currently involved with the PCT, many described active involvement in existing local community forums. It may be more appropriate for the PCT to thoroughly explore the potential to tap into these existing mechanisms rather than create new structures.  

Many interviewees mentioned barriers to involvement, in particular the lack of time to attend additional meetings or to provide input in other formats; this finding would suggest the need to work with groups in a way that places minimal pressure on often limited resources.

Most participants were willing to facilitate access to their service users; the latter were often from groups traditionally regarded as ‘hard to reach’ in consultations, such as those who are vulnerable with mental health or addiction difficulties, BME groups, the frail elderly, young people and children, people with disabilities, communication impairments and mental illness and their carers.

Access to service users was dependent on certain criteria being met, such as:

· the topic for consultation or feedback was relevant to their experience and/or interests

· the PCT providing clear messages about the purpose of the specific PPI activity and guarantees that the community’s input would be valued and acted upon

· they were involved from the start of the process

Some groups required remuneration for facilitating this engagement, however many did not if it could be incorporated into existing activities

Many of these organisations already had established mechanisms for obtaining feedback from their own service users. A few were part of a larger national body with established service user involvement mechanisms, eg service user champions and forums.
9
Discussion of project findings
9.1
Overview

Patient and public involvement, in the wake of the NHS Next Stage Review, will grow in importance within the NHS as a whole. The increasing emphasis on measuring and using patient experience is especially significant.
For PCTs, developing their PPI functions is now a key demand from the World Class Commissioning framework. 

The NHS Next Stage Review’s primary and community care strategy will extend this demand into the primary and community care services that the PCT currently contracts and provides. Increasingly there will also be an expectation that previous policy guidance to include PPI in practice-based commissioning plans is followed through.

This is therefore a pressing area of PCT performance on a number of fronts.

Brent PCT has assessed itself as ‘below baseline’ on the PPI competency of World Class Commissioning and its strategies will need to address this across a broad canvass. The conclusions and recommendations of this project will cover as much of that territory as possible. However it will be for the PCT further to interpret these in relation to its own operational strategies, structures, plans and budgets.

9.2
Communications, stakeholder management and PPI

Although this project was commissioned as a PPI strategy, it has taken us into the related and indivisible areas of stakeholder management and communications. We recommend that the PCT address all three areas in its forward plans.

Currently the public is largely unaware of PCTs. An opinion poll for the Local Government Association’s Health Commission, published in June 2008, found that 71% of people could not name their local PCT, and 51% did not know what a PCT did. Of those who claimed they did know what it did, the fourth most popular answer was that it emptied the bins.

Successful PPI will require measurable improvements in public awareness and understanding. This will take a heavy duty and proactive communications effort over three to five years. 

Currently our assessment is that, while current communications staff are performing well in their operational roles, both the strategic and operational communications capacity of the organisation are too low, and well below those of organisations with equivalent expenditure in other sectors.

We therefore recommend that one part of Brent PCT’s strategy for PPI is to establish a genuinely strategic approach to communications, with a powerful communications section and the commitment of the chief executive and other senior staff to devoting significant time to communicating with the public. 
This would also have significant benefits in relation to:
· facilitating the success of the PCT as a ‘leader’ in the local health economy (Competency 1 of WCC)

· underpinning the impact of stakeholder management with common messages and vehicles for interaction
· facilitating the success of social marketing and public health messages.

While PPI is assumed to be an activity focused on the general public, it is clear that some of those with whom the PCT must interact need to be separated out for significant attention over time, as key stakeholders. This relates to:

· minimising political interference with PCT strategies and plans

· ensuring the effectiveness of commissioning through the management of partnerships

· ensuring the effectiveness of involvement and consultation, through supporting and developing the participation of partner organisations in the community

In aspiring to a leadership role, PCTs must keep these relationship plates spinning at all times. We therefore recommend a programmatic approach to stakeholder management as a dedicated function within the chief executive’s office.

Below we first discuss communications and stakeholder management in more detail, before addressing ourselves specifically to patient and public involvement.

9.3
Communications

This section is informed both by the findings of this project and by the Picker Institute’s discussions with other PCTs, SHAs, the Department of Health and the NHS Confederation in various recent fora.
PCTs have until recently limited their external communications role to providing patients and the public with basic information sets about local services to the population, and maintaining an ‘adequate’ media relations and online presence. 
Brent tPCT is an organisation with a budget of £432 million serving 300,000 people, whereas: 
· Brent Council spends just over twice that amount -- £900 million -- on the same population, and has a communications staff of 15 

· Oxfam GB had an expenditure last year of half the PCT’s -- £213 million – but a communications staff of 15 people on media relations and PR alone.
If PCTs wish to achieve high levels against WCC competencies 1 and 3 in particular, they will need to be more ambitious about their communications agenda and invest accordingly in the relevant capacity.

Brent PCT’s decision to place the head of communications in the chief executive’s office is a wise one. If communications are in part about local leadership, this must be a leader’s agenda. However, one staff member with their time split between media relations, internal communications, aspects of PPI and managing key publications is inadequate capacity.

We therefore recommend that:

Brent PCT should develop a strategic approach to communications, with a powerful communications section, backed by the commitment of the chief executive and other senior staff to devote significant time to communicating externally
We further recommend that within this approach consideration is given to the following elements:

· rebranding: the objective would be to make the PCT easily recognisable and comprehensible to the whole population. Formulations such as ‘Brent Health’ or ‘NHS Brent’ should be considered. Department of Health permission exists for PCTs to consider rebranding and a number are already moving down that road. The cost benefits should be reviewed in relation to the achievement of vital signs on the public health/healthy behaviours indicators as well as on PPI; and the achievement of WCC standards, especially as measured through the stakeholder feedback questionnaire. There is the potential for criticism (internally and externally) for unjustified expense, but a busness case can be built, and the presence of other examples across the country will mitigate that argument.

· raising public awareness of the PCT: a strategic communications campaign, measured through KPIs on brand recognition and understanding, to broadcast the PCT (new) name, identify it with a face or face(s), and explain what it does for the population. A three to five year timeline. Note: although there will need to be several key spokespeople the PCT should decide who is to act as ‘the face’ or ‘faces’ with which the public can identify. Ideally this should be the chief executive.
· strategic media relations engagement: to develop a hard-edged and proactive campaign of media engagement in pursuit of the above, and with a view to communicating on the vital signs and any associated social marketing/health behaviours campaigns. Elements should include:

· regular lunches with newspaper editors

· seeking a partnership with one key media outlet for regular exposure of health issues, eg through a regular feature page in a newspaper or a regular programme on local radio

· using community media, where they can be identified (via www.commedia.org.uk for instance) which can often explore issues at length
· using freesheet newspapers who may be happy to accept regular articles
· capitalising on ‘health in the news’ nationally to explain the relevance of topical issues to the people of Brent

· identifying and using the media read by communities within Brent, e.g. by certain faith or nationality groups

· review purpose of communications vehicles: the PCT should review its existing main communications vehicles to see whether they best fit the new drive for engagement. For example, the annual patients’ guide’ could become more of an interactive tool, with public involvement in priority-setting debates feeding into the content, and with the creation of opportunities to comment interactively beyond publication. The website could move from being a ‘postbox’ for PCT documentation to being a forum for discussion and interaction.

9.4
Stakeholder management

The PCT as a leader of local health services will need to communicate with a variety of stakeholders around the 360 degree horizon. Key stakeholders will include:

· the local authority (commissioning and consultation)

· the Department of Health (policy and accountability)

· the Strategic Health Authority (accountability)

· local MPs and council leadership (political understanding and consent)

· other public services (health management initiatives)

· the LINk (PPI)

· voluntary sector and community umbrella organisations and associations (PPI)

· health service providers (commissioning and co-ordinated planning)

· community services (as a separated provider)

The subject of this project, PPI, is therefore only one element of stakeholder interests.

The interviews with the local authority senior managers emphasised the need for a strategic relationship, with consistent partnership and delivery over time – which is underpinned by robust mechanisms to ensure it is not vulnerable to collapse under the pressure of operational or other events. In a different context community groups gave a similar message – they want regular face to face contact that is reliable and does not break down.

The chair and chief executive, and increasingly their colleagues, have begun to rebuild some of these relationships in the aftermath of turnaround, but they cannot be available all the time to all stakeholders – and may struggle always to be available even where commitments are clear, as with LA bilaterals or the LSP.

Therefore we recommend that:

Brent PCT should establish a stakeholder management programme to ensure that relationships with all key stakeholders are actively managed.

Another term for this kind of function is ‘public affairs’. Again this is a function we would expect to find well resourced within organisations of similar size and responsibility in other sectors.

The suggestion is that there should be a stakeholder or relationship manager, operating at a senior level – perhaps, as with the head of communications, located in the CEO’s office – who would ensure that: 

· there is a programme of meetings and briefings to the main stakeholder targets of the PCT

· commitments to stakeholders are fulfilled
· there are contingency arrangements eg for people having to miss meetings
· stakeholders have a backstop channel for liaison when they are unsure of who, within the PCT structure, can deliver what they need (or when their principal liaison breaks down)

This officer would need to work closely to the Board; be aligned with and contribute to the communications and PPI strategies; be able to deputise as a spokesperson for the organisation as part of the contingency arrangements; and be able to operate in the political environment.

9.5
Patient experience
Patient engagement is the sometimes neglected half of PPI. But it has a better evidence set than public engagement in two respects:

· there is an evidence base in terms of patients’ recent experience of current health services which can be used to: benchmark the quality of services, to identify areas for improvement; track quality improvement over time; and inform the commissioning of services 

· there is an evidence base that shows which interventions to engage and empower patients are effective, in terms of improving patient knowledge, patient experience, the appropriateness of treatments, and in some cases the cost-effective use of health service resources. 
With regard to patient experience we recommend that:


Brent PCT should establish a clear and explicit data management function within its commissioning department, to gather, analyse and make effective use of patient experience information wherever possible and appropriate within commissioning

The most reliable patient experience information comes from the national patient survey programme. However, this programme does have limits.

One limit is that even the most frequent national surveys, such as the one of hospital inpatients, are only carried out annually. However, hospital trusts are showing increasing interest in using more frequent surveys in order to track the impact of service improvement plans. These surveys can be carried out using electronic handheld devices; electronic kiosks placed in care settings; by telephone; or online. We recommend that:
Brent PCT should open a dialogue with the North West London Hospitals Trust, as the sole acute provider, to determine which additional methods of tracking patient feedback could be adopted and specified in future contracts.

A second limitation of the national surveys is that some services are only surveyed infrequently. Outpatients departments, for instance, were last surveyed in 2004
. We therefore recommend that:

Brent PCT should include in its contracts with North West London Hospitals Trust requirements that areas of service not covered by the national programme, such as outpatients and day case surgery, should be periodically surveyed to national survey standards.

As commissioning proceeds down the route of moving some services out of hospitals and closer to home, it will also be important to include measurement of the patient experience of these services, in order to check that patients are not losing out from the move. We therefore recommend that:

Brent PCT should include measurement of the patient experience of re-designed outpatient services in its commissioning contracts.
A third limitation is that some health services have not been covered at all by the national programme -- in particular, community health services. A significant number of PCTs are now carrying out such surveys, using questions and methodology validated through the the national survey programme. We recommend that:

Anticipating the separation of provider services, Brent PCT should consider commissioning annual surveys of patients’ experience of specified community health services, commencing 2008-09, in order to establish a baseline and track whether services improve in the future through commissioning.

9.6
Patient engagement

The quality of healthcare depends fundamentally on the interactions between patients and their healthcare professionals. For the majority of patients, a key determinant of their experience is the extent to which they are properly engaged in sharing the decisions about their care and treatment. 

International comparisons show that UK healthcare does not perform well in this respect. Patient surveys consistently show that around half of all hospital inpatients and around one third of primary care patients are not as involved in decisions as they wish to be. 

Patient engagement can be improved through a range of proven interventions, most of which are low cost, and many of which focus on tailored information, education, and patient empowerment. We recommend first of all that:

Brent PCT should ensure that its commissioning department has a high quality knowledge management capacity, which regularly reviews and updates its understanding of those techniques that can make a difference to patient engagement.

The NHS Next Stage Review makes clear that the government wants to see greater patient empowerment and engagement. The draft Constitution includes patients’ rights to:
· refuse or consent to any treatment offered, and to do so on the basis of full information about that treatment, about any alternative options, and about the risks (harms and benefits) of all available options

· be involved in discussions and decisions about their care and treatment

This in effect requires improvements to professional practice. These are in line with national professional standards
 but are often not followed in day to day care. Commissioning should become a tool to ensure that health services integrate patient empowerment and engagement into their care pathways and consultations.

Among the patient-focused interventions we recommend that Brent PCT commissioners could specify in various care settings are:

· patients’ access to their medical records (which the Next Stage Review wants to see become universal)

· education programmes for patients with long term conditions, although the Picker Institute would note that in its view the Expert Patients Programme does not meet the best standards for these: education programmes are more likely to be effective if they are condition-specific, regularly reviewed by the patients’ health professional, of longer duration and more intensive

· decision aids – proven to have very high benefits both to patients and the healthcare system, these are aids which not only give patients information about all the available treatment options and their risks, but also help the patients to understand their own values and preferences and to choose the option most appropriate to them. Decision aids need to be carefully integrated into care pathways.

· empowerment techniques to help patients make the best use of consultations, which may be particularly appropriate in primary care, such as coaching, prompt cards to help patients remember which questions to ask, diaries and topic lists for discussion, and summaries of consultations for the patient to review later.
· telecare can support patients with long term conditions, reducing their isolation, improving their confidence and ability to cope, and could be offered as a community health service or as a jointly commissioning service for health and social care

The impact of such interventions can potentially be tracked through patient feedback. Relevant questions would relate to patients’ experience of the information provided, whether specified techniques were used, and the extent to which they were involved in decisions as much as they wanted to be. These questions should particularly be used in relation to decisions about medication and hospital treatments.
9.7
Public engagement

Brent PCT has committed to integrating public involvement into its commissioning department. The implication is that commissioners themselves will develop a knowledge and understanding of public engagement principles and techniques; will participate in communicating to, and involving, members of the public; and will ensure that their workstreams integrate patient and public involvement.

Commissioners will need significant support to develop new skills and competencies. We therefore recommend that:

Brent PCT should develop a training programme in PPI for commissioning, using a mixture of in-house expertise (e.g. from the communications and community involvement staff), external courses and bespoke training, to run over the next two years.
With regard to the ‘how’ of conducting patient and public involvement, sections    and   of this report emphasise that there is no single method that can achieve all the purposes of PPI. The training programme for commissioners will need to build an understanding of the various techniques available, and how to select and deploy them to meet distinct objectives.
However, based on the findings of this project there are some key pointers to the future direction of public engagement, including working in partnership with the local authority; supporting the LINk; and working with community groups.

Partnering the local authority 

The NHS Next Stage Review emphasises the need for more joint working between local authorities and PCTs. Our analysis of interviews with senior local authority officers suggests: a) that there is serious potential for joint commissioning of both adult and child services, and b) that the commissioning functions of the local authority are underdeveloped. There are therefore good conditions for the two organisations to base their strategic partnership around joint commissioning to meet joint and/or mutually supportive targets. Within joint commissioning, the PCT staff can find support to their PPI role both from their counterparts (who perhaps have more experience of integrating consultation into their work) and from the LA’s consultation team. 

The LA spends £350,000 per annum on, and through its consultation team of five people. The likely total spend is greater, bearing in mind that LA departments conduct consultations with that team’s support. As noted in section   the local authority is willing to open its consultation infrastructure to PCT use. 
This infrastructure consists of the following elements, managed by the central consultation team:
· Citizens panel of 1600 (representative) residents, which LA wants to build to 3000 – originally intended as a research pool, now seen as a mechanism for continuing engagement

· 5 Area Consultative Forums, where the locality sets the agenda for quarterly meetings

· 6 service users forums addressing the needs of specific groups including older people, disabled service users, etc

The head of consultation in the LA has suggested that the PCT could make use of this infrastructure in the following ways:

· to survey or consult with panel members (at cost)

· by adding ‘opportunistic’ single questions to LA surveys of the panel (at very little cost)

· by attending Area Consultative Forums in order to discuss health issues and listen to public views

The Picker Institute recommends that:

Brent PCT should make the maximum possible use of the local authority consultation opportunities; and should consider agreeing joint investment in continuing to refresh and build the citizens’ panel as a shared mechanism to research, for example, public views on priority-setting in the health and social care economy, or on the reconfiguration of services.
In doing so, however, the PCT must consider the impact of the new LINk on local consultation and engagement (see next section).

In addition, the children’s services division of the LA maintains another set of consultation mechanisms with children and young people. These include:
· a youth parliament system. This is a body of 53 young people aged 10-19 which is intended to be inclusive – it recruits from every secondary and primary school, special schools, the 5 localities, young carers, young disabled people, young gays and lesbians, etc. It has existed for a year, and has identified health issues as one of three priority areas young people want to explore. It has therefore set up a health taskforce to report to its executive.

· a network of voluntary organisations dealing with children and young people, who have been asked to consider the Every Child Matters priorities and asked them to influence the design and planning of services.
The Picker Institute recommends that:
Brent PCT should identify a single commissioner to assume the principal responsibility for health services for children and young people and to act as the main liaison point for the LA children’s services department

that:

this commissioner should directly engage with the consultation mechanisms offered by the LA division, by, for example, meeting regularly with the youth parliament health taskforce and the network of voluntary organisations 

and that:

these two mechanisms should be specifically used for consultation on the design of health services for children and young people

Partnering the Local Involvement Network 

Brent council has now appointed an interim Host for the Brent Local Involvement Network. CIDA will act as Host until October 2008 pending a full tender for the remaining two and a half years of the current cycle. CIDA, a former support organisation to Patient and Public Involvement Forums, must be assumed to have strong chance of winning the full tender.

The local authority intends to transfer its consultation strategy to the LINk: thus, ownership of the database of community groups, management of the citizens’ panel, and liaison with the Area Consultative Forums will come under the steering group or other governing body of the Brent LINk. If the PCT wishes to use these mechanisms, it must therefore partner not only the local authority but also the governing body and Host organisation of the LINk.
The LINk will be able to recruit its own membership from the community, govern its own affairs, conduct its own research on community priorities, and collect feedback from the communities on their experience of health and social care provision.
We therefore recommend that:

Brent PCT should immediately identify a staff member with responsibility to liaise with the LINk and the local authority regarding the future of community involvement and consultation, who is able to make recommendations to the PCT’s PPI Steering Group on how the PCT should position itself

and that:

immediate dialogue should be opened with the LINk Host organisation

The Picker Institute notes that, as a result of the Local Government and Public Involvement in Health Act 2007, the NHS Next Stage Review, and the forthcoming White Paper on community involvement, individuals and communities are in danger of being ‘over-consulted’ with regard to health issues. Any individual or community group, especially umbrella community organisations, is in jeopardy of being targeted by:
· the local authority
· the hospital trust

· the primary care trust

· the LINk

· service providers

· practice-based commissioners

· GPs

It is vital that consultations and engagement initiatives do not duplicate or undermine each other, for the sake of cost-effectiveness, credibility and community consent. Since the LINk has a clear statutory responsibility to lead the community in scrutinising and engaging with health and social care structures, it would be desirable to achieve a position where a constructive and trusted LINk could be enabled to take a lead role, supported by both the LA and the PCT. These latter organisations could provide: 

· targeted investment in community consultation plans; 

· education and training to enable LINks governing body and other members to work effectively;  

· formal opportunities to engage with the PCT’s commissioners and strategic planning for a;

· a clear point of liaison for troubleshooting problems.

We therefore recommend that:

Brent PCT should prepare to formalise a partnership plan for working with the LINk, to be ratified in autumn 2008 when the full Host is appointed

and that

the PCT (and its PPI Steering Group) reserve a budget for investment in supporting the LINk

Community involvement 

We strongly recommend that this section is read in conjunction with the reports on interviews with Brent community group representatives (Appendices B and C).
Engaging with community organisations is one of the most challenging elements of PPI, especially in a very ethnically diverse borough like Brent. The starting points for the health organisation and the community groups – in terms of their hopes and expectations for effective engagement – will, as our interviews demonstrate, be widely different.

The PCT must judge the quality of engagement on its cost-effectiveness and its instrumental value – that is, whether it effectively informs commissioning. The community groups will make different value judgements, based on the degree of trust, honesty, transparency and ‘human’ engagement, and on the instrumental value of engagement in terms of whether it addresses and has an impact on the perceived health needs and priorities of their community members.

Brent PCT can take legitimate encouragement from the fact that among the most significant community groups and umbrella associations, a) there have been positive examples from past involvement exercises, and b) despite some negative experiences, there remains a strongly expressed willingness to engage in the future. As one representative put it:

“I think that the message from me and the group will be to say so far it hasn’t been good enough…. So from now on it will be better just to say lets start a new chapter and have a good working relationship with the PCT.”
Brent PCT is reconsidering its past approach to community involvement, which was carried out principally through its community involvement team. There is some feeling that this approach did not result in enough impact on PCT strategies, whereas now engagement must be effective for commissioning. 

We caution, however, that the community involvement team approach is cited by community groups as a positive past experience. It meets some of their principal demands, including the need for regular, face to face transactions with consistent people, in order to build trust and dialogue. 
We therefore recommend that:

in its new strategy for PPI Brent PCT should consider how to retain the strengths of its previous ‘community involvement team’ approach (as perceived by community groups) while achieving the PCT’s objective to inform new commissioning priorities
and that:

the community involvement team within the commissioning department should act as a resource to commissioners in their PPI planning, rather than taking sole responsibility for PPI.
The findings of this project’s interviews with community group representatives are not, in fact, unusual: they are typical of the classic problems of interfacing between bureaucratic state organisations and semi-organised grassroots communities. 
In 2008 the Pacesetters programme of the equality and human rights section of the Department of Health published a useful guidance document on engaging with communities, written by a former leading community rights activist.
 This emphasised the need to go beyond bureaucratic objectives and approaches and to empathise with community groups:
“The most successful engagement processes are co-ordinated by people who not only understand the need to engage with particular groups, but are also determined to make a difference. The ability to be empathetic will immediately be recognized by community members and their advocates. They will, in recognition of the quality of the engagement taking place, encourage and persuade other community members and, where appropriate, other communities to join the engagement process. 
“The empathetic professional is far more likely to seek to create meaningful partnerships and will often go further by enabling and empowering communities to set their own agendas. And, where practical, they will help communities to deliver services themselves.”
Commissioners who are likely to want community group engagement in their strategies and plans are recommended to use this guide. These commissioners should also receive training, through the recommended training plan, in the principles and practice of community engagement, addressing the issues that community groups raise in relation to transparency, the availability and accessibility of consultations, adequate notice of consultations, preferred methods of engagement, etc.

We further recommend that:
The principles and best practice of community engagement should be codified in a protocol to be negotiated with the community groups and ratified by the PCT. This should be related to the local Compact and to any protocols or other such mechanisms developed by Brent LINk.

and that:

Brent PCT should seek the support of the Pacesetters programme to review and improve its community involvement approaches.
There are clear dangers if the PCT adopts an approach of only engaging periodically, when it serves the purposes of commissioning, including: 
· that this will be experienced as unhelpful by the community leaders
· that the consultations will be seen as tokenistic, not as ‘meaningful’

· that attempts to go directly to community members may fail against barriers of mutual misunderstanding, lack of trust, language and culture
On the other hand, although the requirements of the WCC competencies and of Section 242 guidance are for ‘proactive’, ‘continuous’ and ‘meaningful’ consultation, there is a danger from the PCT’s point of view of repeating the experience of investing significant resources in community dialogue without achieving the desired impacts on commissioning.
Again we suggest that the incipient LINk could provide one route to overcome these dangers. If successful, the LINk should build a reputation as a neutral and independent organisation that can engage in continuous contact and dialogue with community groups. 

While that would not remove the need for the PCT to provide information and consultation opportunities to community groups, the PCT may be able to stand at one remove from the LINk’s activities, while channelling information, offering clear contact points, and planning mutually desirable events and processes of engagement. This reinforces the need to invest in enabling a successful LINk (see previous section).

A strong message came from our interviews with community groups that the PCT should use umbrella associations and forums as intermediaries with the communities themselves. This is not surprising, as many of these groups were in that category, and such activities are in part what justifies their existence. Nevertheless by identifying them as significant groups for our researcher to contact, the PCT is acknowledging that their role and preferences should be taken into account.

Regardless of the extent to which the PCT channels some of its key engagement activities through the LINk, plus formal public consultations, we consider it very important that these significant community umbrella organisations still have regular and reliable dialogue with the PCT to exchange information and intelligence, remain sensitive to each other’s needs, and provide a foundation of trust to underpin other activities.

We therefore recommend that:

An appropriate ‘shortlist’ of the most significant community groups and their umbrella organisations are identified as ‘key stakeholders’ for the stakeholder management programme, and provided with regular, reliable opportunities for dialogue with the PCT – including ‘agenda-less’ or ‘free-form’ discussion of needs, priorities and perceptions.
We note that community groups in Brent, as elsewhere, wish to have opportunities to set the agenda for their engagement with the PCT. The felt priorities of their communities may not ‘fit’ with targets that drive PCT performance, such as the vital signs. But WCC demands that public involvement should be a force in influencing commissioning priorities. This creates a potential tension. 

We recommend that:
Brent PCT takes full account of the priorities for involvement expressed by community groups in our research findings – in particular mental health and public health – in its forward plans for commissioning; and that it further researches what the communities feel are their particular needs, together with ways to meet them which will ideally involve the community groups as part of service solutions.
9.8
Engagement via community health services

Community health services account for many more staff than are found in the commissioning and other functions of the PCT. What is more, their frontline staff work in people’s homes and community settings and have daily contact with the public and patients of Brent.

The community health service staff should be considered a premier potential resource to involve patients and the public, with regard to:

· conveying messages about healthy behaviours

· conveying messages about opportunities for their patients to get involved in health issues

· recruiting people to consultative mechanisms, such as the citizens’ panel, area forums, the LINk, etc

· gathering feedback (systematically as well as anecdotally) from patients and the public about specific services

· identifying community groups and settings that the PCT may wish to target for specific consultations

· themselves providing input to consultations affecting specific groups of patients and service users

We therefore recommend that:
In preparing for the separation of commissioning and provision, Brent PCT must carefully plan how to build the use of community health staff as ‘agents of engagement’ into its future commissioning contracts with the provider arm.
9.9
Priority setting – public engagement and difficult decisions

As PCTs assume greater leadership of the local health economy, and attempt to build public awareness of who they are and what they do, they are most likely to come into the public’s consciousness in relation to their role in taking difficult priority-setting decisions around service reconfiguration and the funding of non-NICE-approved treatments.

The Picker Institute recommends that: 

Brent PCT should consider how to ensure that its priority-setting decisions can be demonstrated to meet the criteria of ‘accountability for reasonableness’.
‘Accountability for reasonableness’ was elicited by Daniels
, adopted by NICE as part of its principles of procedural justice, and is supported by the NHS Confederation’s Primary Care Trust Network. It states that priority-setting decisions must meet four criteria:

· publicity – the public has access to both the decisions and the rationales for priority-setting

· reasonableness – the rationales should be acceptable by ‘fair-minded’ people as a way of providing value for money while meeting health needs for a defined population under resource constraints

· appeals – there must be ways to challenge decisions and resolve disputes, and these must offer an opportunity to revise decisions, for example in the light of new evidence

· enforcement – action to ensure conditions 1-3 are met through either voluntary or mandatory regulation

There is a potential role for the public in helping to establish a transparent framework to demonstrate ‘reasonableness’, for example through a citizens’ council (which could be recruited through, or a sub-group of, the Brent citizens’ panel) to help the PCT develop an ethical framework for making these decisions.
We therefore further recommend that:

Brent PCT should consider ways to involve the public in establishing an ethical framework or framework of principles, within which priority-setting decisions can be made in accordance with ‘accountability for reasonableness’.
9.10
Supporting PPI across Brent PCT
As described above, PPI must be considered across a broad canvass and is indivisible from external communications, stakeholder management, public health, priority-setting, and the corporate governance requirements that are associated with the achievement both of vital signs targets and WCC competencies.

Commissioners will therefore need to know and understand how PPI is supported across the PCT. We recommend that:

Brent PCT should establish a formal corporate infrastructure in the form of a PPI Steering Group

To reflect the fact the PPI now lies primarily within commissioning, we recommend that:

the Steering Group should be chaired at Executive Director level through the Director of Strategic Commissioning.
In Appendix 1 we lay out a suggested Action Plan for 2008-09 to assist in implementing this strategy. We recommend that:

the Steering Group should validate the attached Action Plan, modify and enhance as appropriate, with an early update to the Board on the programme for 2008-09.

Appendix B
In-depth interviews with community group representatives
A series of in-depth interviews was held with representatives of community groups identified for us by Brent PCT, to establish what their experiences of involvement had been in the past; what they wanted from future involvement; and what their preferred modes of involvement would be.

Key findings

The past involvement of organisations in commenting and/or influencing local health services was variable. A number of organisations were already formally involved in commenting on services. The most active appeared to be MIND, Mencap, the Refugee Forum, the Women’s Health Network, African Child and the Asians Women’s Resource Centre.

In the past, participants have valued having: 

· regular contact with the PCT; 

· adequate notification of consultation; 

· consultation documents that are readily available and comprehensible to lay communities; 

· structured consultations; 

· feedback of consultation outcomes. 

They also preferred working with either an individual or with small groups of PCT members. 

Aspects of past engagement that the participants have found to be negative have included: 

· failure to cover issues in enough depth during meetings; 

· tokenistic consultations; 

· failure to provide adequate notification of consultations; 

· inaccessibility of consultation documents; 

· misrepresentation of organisations’ views in PCT documents.

Organisations are keen to be involved in commenting/influencing health services in the future.

There are potential barriers to the PCT consulting with service users about their experiences of health services. In particular language and culture may act as a barrier.

Community organisations are regularly informed of service users’ healthcare experiences. A number of organisations are already formally collecting such information, which is a potential resource for the PCT. Where such information is not being formally collected, organisations are willing to do so. 
Participants view community forums as well placed to provide an interface between the community and the PCT.  

Participants called for the PCT to show greater transparency in making clear the outcomes of patient and public involvement and ensuring these are communicated back to the organisations. 

When engaging with the PCT participants prefer to interact face to face, during PCT committee meetings/forums rather than public meetings. If face to face meetings are not possible, providing written comments is acceptable, although there are some concerns as to the extent to which written comments were acted upon. 

Of the methods for engagement the most preferred method was sitting on PCT committees or forums. This was due to the fact it was face to face and was more structured than public meetings. However, from earlier discussions this method of engagement was deemed appropriate for strategic decision making only. 

For collecting feedback from service users, participants preferred methods where they maintained control, for example by the PCT participating in the meetings held by the organisations themselves. 

Methodology

The interviews were conducted either face to face or over the telephone.  

Sampling

A prospective sample of community organisations was drawn by Brent Primary Care Trust (PCT). In total 15 Brent community organisations were identified.  Brent PCT provided the interviewer with the contact details of the 15 organisations. 
Conducting the interviews

A total of 13 in-depth interviews were conducted. Two interviews could not be completed due to the unavailability of a relevant member of the organisation to take part in an interview. A total of eight interviews were conducted face to face, one of which was with a small group of representatives. The remaining five interviews were conducted over the telephone. 

Interviews lasted on average approximately 45 minutes; the shortest taking approximately 20 minutes and the longest 60 minutes. The interviews were guided by an interview schedule (see Error! Reference source not found.). The interview schedule sought to examine:

· the organisation and the interviewee’s role in it

· past involvement in commenting on or influencing the planning and delivery of PCT services

· aspirations for future involvement

· areas of the PCT’s work of interest (ways of obtaining service user feedback, facilitating feedback from own client group, influencing strategic policies)

· specific areas / topics of interest (e.g. maternity, child health, mental health, stroke services etc)

· views of different modes of engagement (e.g. public meetings, sitting on PCT forums, postal questionnaires etc)

· general comments  

Interviewees were advised that their views and the views of the organisation would not be disclosed when discussing examples of past experiences (positive/negative) of engaging with the PCT. Interviews were audio-recorded with the participants’ consent.  The interviews were transcribed verbatim.

Participants

A total of 13 interviews were conduced with a range of community organisations. The organisations represented a range of groups within Brent, some of which had a specific focus on health. The majority of organisations sought to provide members with information and advice, a proportion of which related to health care services. The details of the organisations and the interviewee role within the organisation are given below (see Table 1). 

Table 1: Description of organisation and participant role

	Organisation
	Description
	Role of interviewee/s within the organisation

	Brent Pensioners Forum
	Provision of support and advice to older people within Brent
	Press Secretary

	Brent Adult and Community Education Service (BACES)
	Provision of adult education across Brent
	Head of Curriculum for Skills for Life

	Women’s Health Network
	Provision of training and education in issues related to health issues affected women
	Publicity Officer

	Somalia Association 
	Provision of general information and advice to the Somali Population within Brent
	Coordinator 

	MIND
	Affiliated to national MIND and provision of a variety of health and social care services. 
	Chief Executive 

	Muslim Health and Social Care Forum
	Advice and guidance in how to health care
	Chair of the Forum

	MENCAP
	Affiliated to national MENCAP and provision of services to people with learning difficulties
	Executive Director

	Asian Women’s Resource Centre
	Provision of support and advice to Black and minority ethnic and/or refugee women and children
	Director

	African Child
	Provision of sexual health and emotional services for young people
	Director

	Refugee Forum
	A forum representing the refugee community organisations in Brent 
	Coordinator

	Asian Women’s Resource Centre
	Provision of support services to Black minority ethnic women and children
	Director

	African Association
	Foster the interests of the African populations in Brent
	Executive 

	Multi faith Forum
	
	

	Association for Disabled People
	Provision of a range of services to the local disabled community
	Information and advice worker


The experiences and views of Brent community organisations regarding public involvement in health

In total six topic areas were discussed during the interviews: the past involvement of the organisation in commenting on and/or influencing health care services in Brent; the organisation’s future aspiration to do so; specific areas of interest; preferred modes of engagement with the PCT; challenges to effective engagement; and messages to the PCT.

Past involvement

The organisations reported having been involved in commenting on and/or influencing local services in a variety of ways, including: representation on formal strategic decision- making teams; formal consultations on the development of health care buildings/budget cuts; joint working with the PCT to provide services to organisation members; making recommendations to the PCT through research; and feedback of comments through organisational meetings. 

A number of organisations had been involved in strategic decision-making committees/teams. For example, MIND was represented on the Local Implementation Team and the Refugee Forum was represented on the Local Associated Partnership. The Pensioners Forum and Asian Women’s Resource Centre had been represented on the Community Health Council, which has since been dissolved. 

A number of participants had been invited to take part in formal patient and public involvement strategies in the past. The Women’s Health Network and the Asians Women’s Resource Centre had commented on the development of new health buildings whilst Mencap had taken part in a consultation to address potential service cuts. The Asian Women’s Resource Centre had also facilitated focus group sessions with their members in order to provide service user feedback when they were consulted about the development of a new health building. 

Two organisations, the Somalia Association and African Child were directly involved in the provision of services/programmes for their members, and as a result felt that they strongly influenced the service/programme. The Somalia Association described how they ran a health promotion project jointly with the PCT, while African Child worked with the local genitourinary medicine services. The Association of Disabled People was also seeking to work with the PCT regarding wheelchair services. 

The Refugee Forum in the past had sought to influence service provision by making recommendations to the PCT about tuberculosis services. The Forum had been commissioned through the Health Action Zone initiative to research on tuberculosis and its impact on the community. In order to help facilitate the recommendations made as part of the research the Forum developed a steering group. The steering group, the Brent Community Tuberculosis Group, now feeds directly into the PCT’s Tuberculosis Implementation Group.

Other examples of past involvement were when the organisation themselves had instigated the consultation with the PCT, albeit in a less formal manner. This included inviting PCT representatives to attend meetings held by the organisations. For example the Muslim Health and Social Care Forum had invited a PCT member to speak with them regarding existing complaint mechanisms for patients and the closure of the local birthing unit. Likewise, the Pensioners Forum attended meetings entitled ‘Local Organisations Meeting Together’ in which a PCT member would feed back local service developments and allow community organisations to comment. 

The African Association believed that they were actively involved in providing comments. They had not taken part in formal meetings with the PCT but felt that in the past they had been able to express the views of their members, for example in community healthcare conferences. Likewise the Association for Disabled people, Mencap and the Pensioners Forum had utilised their own newsletters or the local press to express the views of their organisations. They believed that this, to some extent, had influenced the PCT.

Participants were asked to state, on a scale of one to ten, how involved they believed their organisation had been in commenting and/or influencing local health services in the past (one being no involvement and ten being maximum involvement). See Table 2 for details. 

Table 2: Level of past involvement 

	Organisation
	Level of past involvement 

(0=no involvement, 10=maximum involvement)

	African Child
	7-8

	African Association
	6

	Asian Women’s Resource Centre
	5

	Association for Disabled People 
	3

	Brent Adult and Community Education Service (BACES)
	3-4

	Brent Black African & Caribbean Mental Health Consortium
	-

	Brent Pensioners Forum
	5-6

	MENCAP
	5-6

	MIND
	5-6

	Multi faith Forum
	-

	Muslim Health and Social Care Forum
	4-5

	Refugee Forum
	6

	Somalia Association 
	3

	Women’s Health Network
	9


Positive examples of public and patient involvement 

In order to identify positive and negative ways of interacting with community organisations participants were asked what had worked well, or not so well, in terms of their past involvement in commenting on or influencing local health services. 

Overall the participants felt that the positive aspects included having face to face meetings, working with individuals or small groups from the PCT, having regular contact with the PCT and having a structured approach to meetings.

The aspect that they found most positive in was when they had been given the opportunity to provide their comments face to face. They valued the opportunity to ask questions and importantly to have their questions answered. As a result they felt that they were listened to by the PCT. 

Two organisations discussed how their interactions in the past with a Community Involvement Officer, employed by the PCT to liaise with community organisations, had been particularly positive. They felt that the Community Involvement Officer provided an interface between the community and the PCT through provision of information; and that through interacting with only one person they were able to develop a close working relationship. 

“It helps if there is sort of like one person in a way and this is where I guess [Community 

Involvement Officer] came in, that provided that face to the community to provide that information and to keep that dialogue going.”
One organisation described how in the past, when Brent was a Health Action Zone, community organisations were able to raise issues that they were interested in via the Community Involvement Team. They were then given funds to further explore the issues, determining the significance the issue had for the local area. They felt that this empowered local organisations and as a result led to a large amount of community engagement. 

“It used to work better, they actually did have, a few years ago, a Community Involvement Team…..I think, was a really good model of having fairly regular meetings, it being ground up rather than dictated from high…the agendas were quite often set by interested people in the community. Project ideas came from the groups who then had to prove that in fact it was an issue for the area that they lived in….So in fact you got a lot of engagement from groups.”
In addition to this a number of participants emphasised the importance of having regular contact with the PCT. When meetings/interactions were held at regular intervals organisations were able to familiarise themselves with the mechanisms of working with the PCT, ensuring engagement was effective. This was further enhanced when the organisations interacted with a small number of PCT members or a small team. 
“We knew who was coming, we know the agenda, we know what we have to discuss and achieve a way forward.”

“Well, with small teams the focus is different, the purpose for that meeting is different and the frequency is more, there’s more frequency.”
Negative examples of public and patient involvement 

Participants discussed a number of times when they believed their interactions with the PCT had been negative. Aspects of interactions participants found to be negative were: failure to cover issues in enough depth; tokenistic consultations; failure to provide adequate notification of consultations; inaccessibility of consultation documents; misrepresentation of organisations views in PCT documents.

A number of participants described times in the past when they felt meetings with the PCT had been rushed and as a result issues had not been discussed in enough depth. Participants also believed that when a variety of issues were being discussed in a PCT meeting, those relevant to community organisations frequently became marginalised. One participant described how in some meetings, despite being invited to attend, community organisations would not be allocated a timeslot in which to make their comments. 
Public consultations, which participants stated lacked depth and structure, had not been an effective way of interacting with organisations in the past.  

“Well I’m sure the members would be interested but trying to get on the PCT agenda I mean they use, they say their meetings are open to the community but usually there’s no slot on the agenda for the community reps to have a voice, because I attended one of the meetings and I didn’t go back there to any more, it was a waste of time.”
Perhaps the most serious concern raised by participants was that they believed formal consultations with the PCT had been held simply to satisfy the requirement to consult with community organisations, rather than a genuine interest in hearing and listening to the views of local organisations. In such situations they felt there was little or no intention to take the perspectives of the organisations forward or act upon them. 

The participants emphasised that their organisations had limited capacity to attend meetings and in order to justify the time spent consulting they needed to be sure their views were acted upon in some way. Tokenistic consultations were therefore an obvious abuse of their time. 

“I don’t know sometimes what happens to the input that we make, some meetings of course will be a need to tick a box to say consultation has happened and you can notice these and you get the impression that actually it’s not, nothing that one says is going to make much difference anywhere, those sorts of meetings do happen.”
“I can give you loads of examples where the community have been kind of, you know, where people haven’t felt… you know they’ve gone to consultations but they haven’t really been consultations, they’ve just been like ‘gatherings’ really, decisions have already been made and the consultations were just held s a process of just the next tick box exercise really.”

“My only worry sometimes is you know, you get asked all these things and then you don’t see anything happening this year, then nothing happens the next year and then you say well why am I wasting my time, that is also a barrier for us as voluntary sector, we don’t have a lot of time, we don’t have a lot of resources to use so it’s also very important that we actually are heard and our suggestions are taken forward but when strategies come up at the end of the line and you don’t see anything there then you say well why am I wasting my time.”

One organisation talked about how a large number of services had been cut in 2006 when the PCT had faced financial difficulty. They explained that during budget cut consultations the PCT had stated there was a five million pound deficit in PCT spending. However some months later the PCT announced the deficit was nearer £20 million and as a result were cutting a large number of services. The participant explained how their organisations and others had felt deceived by the PCT.
“If ever you were going to take an example of how to annoy the council and voluntary sector in one go, and ruin ten years of quite close working relationships, this is the case study.” 

Participants identified a number of additional barriers that they believed prevented them from providing their comments in a positive way to the PCT. A key barrier identified by two organisations was the failure to provide adequate notification to organisations of when a consultation was due to take place. One organisation thought that in some instances this was done consciously to prevent community organisations voicing their opinions.

“I would say very belatedly and I think the reason why they didn’t issue an invitation with much anticipation was they actually thought people are just going to turn up and moan about the cuts so we can sort of pretend that we’ve invited people and they haven’t come along so we can say “actually, they’re not really interested”. And of course, if you don’t get an invite until ten days before something, the likelihood is a lot of people will have other stuff in their diaries.”

One participant discussed an instance when a consultation was due to take place yet had not been freely advertised. The consultation documents were not made available to collect locally, rather people had to travel to the hospital in Northwick Park or make a telephone request for the documents to be sent. The participant in question felt that a lack of advertising and locations to collect the documents acted as barriers to participating. 

Another problem relating to consultation documents, highlighted by two organisations, was the inaccessibility of the language used. They found that the documents were not written in lay terms and were therefore difficult to understand. They felt this frequently prevented organisations from obtaining feedback from their members as documents of this type would need to be amended in order to make the information accessible to organisation members.  

“They issue documents that have lots of long words, lots of jargon, lots of you know, difficult things to understand, its very hard for us then to translate in into either easy to read English or to then make it accessible information for the people we represent.”  

An organisation who had been involved in the past with commenting on the strategic decisions of the PCT described how the PCT failed to check the validity of associated documents prior to their release. They explained that organisations who attended the meetings were never given an opportunity to review the associated communications or reports. On a number of occasions the participant believed that their views had not been relayed correctly in documents that went on to be published. 
“When you had that discussion there was no coming back with a draft and saying okay from the last meeting we had, this is how we have structured it, what do you think, have we left out anything you think is important….Sometimes services get mucked up because there was some important factor that just got brushed under another title and it disappeared from that point so when you see, next time you see the whole strategy, they’ve just picked out a few things and maybe they’ve prioritised what you didn’t prioritise in that meeting.”

Future involvement in patient and public involvement 

All participants stated that their organisations would be keen to engage with the PCT in commenting on health services in the Brent area. One organisation, the Brent Adult and Community Education Service queried whether or not it would be relevant to involve their organisation in future, given that their focus was solely educational. However, they would be willing to comment on any aspects of health service provision that related to education, e.g. training of staff. 

Again participants were asked to state on a scale of one to ten how involved they believed their organisation would like to be in the future. Nine organisations stated that they would like to have more involvement than they were currently having, see Table 3 for details. 

Table 3: Level of future involvement 

	Organisation
	Level of past involvement 

(0=no involvement, 10=maximum involvement)
	Level of future involvement 

(0=no involvement, 10=maximum involvement)

	African Child
	7-8
	7-8

	African Association
	6
	6

	Asian Women’s Resource Centre
	5
	9

	Association for Disabled People 
	3
	5-6

	Brent Adult and Community Education Service (BACES)
	3-4
	4-5

	Brent Black African & Caribbean Mental Health Consortium
	-
	-

	Brent Pensioners Forum
	5-6
	8-10

	MENCAP
	5-6
	9-10

	MIND
	5-6
	6-7

	Multi faith Forum
	-
	-

	Muslim Health and Social Care Forum
	4-5
	8-10

	Refugee Forum
	6
	8

	Somalia Association 
	3
	10

	Women’s Health Network
	9
	9


Participants were asked how involved they believed their organisation would like to be in: commenting on how the PCT gains feedback; involving their members in providing feedback; strategic decisions. 

Commenting on how the PCT gains feedback 

Participants had strong views about how feedback should be gained from service users. All organisations felt strongly that they could aid the PCT in determining ways of gaining feedback from users. 
A number of organisations raised specific issues that they felt needed to be considered by the PCT when trying to gain feedback from the various populations within Brent. For example, three organisations (Somali Association, Refugee Forum, Mencap) explained that their members were frequently ill equipped to provide feedback through traditional means, such as surveys, due to language and literacy barriers. Careful consideration had to be given to how information could best be collected. 

“It’s not good sending out forms to people with learning disabilities, it would be much better done face to face, perhaps one to one interviews or groups.” (Mencap)

A number of organisations believed that they were already collecting a large amount of feedback from their service users about health services. Data collection was in some cases extremely formal, for example MIND collected feedback data which was stored on a database. In other cases it was less formal, e.g. through conversations with service users. 

MIND felt it was imperative that local organisations were consulted on the ways in which the PCT gains feedback in order to ensure that duplication of information did not occur. Likewise the Somalia Association explained that the PCT should consult with organisations as they may have information that would help inform them. For example the Somalia Association had conducted a number of research projects, one of which examined the problem of khat, which may be of use to the PCT.

“We’ve certainly got some knowledge of doing this because this is what we’re doing a lot as well and it’s, it’s quite wasteful of the patients or service users time if we asked them both the same, both ask them the same questions.” (MIND)
“We’re on the coal face so we will hear that, we will hear when people go into a hospital and their maternity care was rubbish...So those are the kind of things I mean. Those are the kinds of things that we want to kind of like feed in and we feed that in to the existing structures.” (Asian Women’s Resource Centre)
The overarching suggestion was for the PCT to utilise existing community organisations as intermediaries to collect feedback. They felt due to the ethnic and cultural diversity of Brent that many service users may be unwilling to provide the PCT directly with feedback. African Child believed that their staff had developed a trusting relationship with service users. They believed that requests from organisation staff to provide feedback would be more effective than requests from the PCT. 

“My role as an organisation would be to explain to the client, ‘this is why they need the information, this is why it’s important for you and if you want a service to improve, because last time you talked about this and this, then this is your opportunity.’” (African Child)
The Refugee Forum and the Asian Women’s Resource Centre stated that in practical terms it would be very difficult for the PCT to identify whom to ask for feedback and to know how to access them. 

“If they had a big public meeting you might not get people to come along. You might get people to come along but I think that the important thing I am trying to stress here is that it’s important to work with kind of like community, existing communities that are dealing with certain groups to access the community, the local community.” (Asian Women’s Resource Centre)
“If the PCT were to go directly to the people who use it, sometimes it’s hard even to identify, you know, who it is that you want the feedback from.” (Refugee Forum)
An additional suggestion made by MIND was that the PCT should seek to work with the Brent User Group. MIND believed that the Brent User Group was actively involved in surveying service users and this would therefore be a potential opportunity for the PCT to tap into. 

In general terms the Somalia Association thought that community forums, or umbrella organisations, could signpost the PCT to relevant organisations for feedback from specific groups. Likewise the Asian Women’s Resource Centre believed that the Brent Association for Voluntary Action (BrAVA) would be able to identify key groups to work with.

“So if you want you know consultation, say you want a consultation my first point of contact would be to Brava and they possibly could either identify groups that could meet that need or that could even facilitate something to address that need. So I think that would probably be a good start.” (Asian Women’s Resource Centre)

When seeking to gain feedback from service users with learning disabilities Mencap thought an opportunity would be for a member of the PCT to attend meetings held by the Learning Disability Partnership Board. The service issues of those with learning difficulties were frequently discussed during such meetings.

An additional opportunity to engage with community organisations identified by a representative of the Women’s Health Network was to re-establish the former Health Action Zone Committee. The participant described how such a committee had been invaluable in providing a voice to local organisations. They believed those who were involved previously would be willing to reconvene and in practical terms could be re-established with little work e.g. contact details readily available. 

In situations where the PCT sought to gain direct feedback from users about their experiences, several organisations believed there were barriers to engagement. The Muslim Health and Social Care Forum believed that service users may not be willing to talk about their experiences in an unfamiliar environment, such as a PCT building. Consideration of the locality of any meetings with service users would therefore be necessary. MIND and African Child were concerned that their members may believe that if they were to give negative feedback to the PCT it would impact on their future service provision. African Child believed that cultural and religious beliefs may act as a barrier to their members providing direct feedback to the PCT. 

Thus specialist organisations would prefer themselves to gain the feedback. 

The African Association also acknowledged that their members may be reluctant to discuss matters which related to their health, that regular consultation might reduce their anxieties.

“They may feel reluctant to discuss personal health issues…but I mean if this kind of thing goes on constantly I think people may be relaxed to discuss issues which at the moment Africans are very shy in discussing.” (African Association)
The Association for Disabled People believed that if the PCT were to engage with service users directly it would need greater transparency about how the information would be utilised. Service users may not provide the PCT with feedback if they believed it did not have an impact. 
“What hasn’t been developed yet is a way of actually making sure that those comments are addressed and dealt with, and what the outcomes of those things are. So its the ongoing process about, again what I just said, how do you show transparently that the comments made are actually used. So me, Mr Smith, I made a comment about, I don’t know, the diabetic service, how do I then see that my comment has been dealt with.” (Association for Disabled People)
Involving members in providing feedback

All organisations, excluding the Brent Adult and Community Education Service, were enthusiastic about involving their members in providing feedback on their experiences. (Brent Adult and Community Education Service felt that as an education focused organisation, involving their members in providing feedback about health rather than education services would not be relevant.)

The Muslim Health and Social Care Forum reflected the opinions of many of the organisations that they are frequently given feedback regarding health services in Brent from their members, and would embrace the opportunity to feed this back to the PCT. T

he Somalia Association explained that involving their members in providing feedback would be of benefit to the organisation itself, as well as to the PCT, as it would further inform the organisation about health service issues amongst the Somalia population. 

“It would be good for us as well to see how people in general think about the health provision locally.” (Somalia Association)
All but three of the participants suggested that their organisations should collect information from their members and provide it to the PCT. Mencap, the Refugee Forum and the Pensioners Forum identified opportunities for the PCT to speak directly with their members. 

All participants were all able to identify opportunities where the feedback of their members could be collected. For example the Somalia Association stated that when their members visited their organisation it would be possible for staff to ask them to provide their comments regarding local health services. However, they emphasised that in order for them to do this they would want to know in what way the information would be used and the impact it would make. They believed that their members would be more willing to comment if they knew their opinions would be listened to. 

“People may be much happier if they are clearly told that this may influence in the future, service in the local area.” (Somalia Association) 
A number of organisations (the Women’s Health Network, the Muslim Health and Social Care Forum, the African Association, the Pensioners Forum, the Asian Women’s Resource Centre and the Refugee Forum) met regularly with their members and explained that they would be willing to collect their member’s feedback. 

Alternatively the Pensioners Forum and the Refugee Forum would be willing for a PCT member to attend their meetings. MIND described how they already collect information regarding health services, with only a small proportion being fed back to the PCT. They believed that the information they were collecting may be of use to the PCT, and would be willing to collect other types of information. 

“It might be worth asking us because there may be things that we haven’t even thought that the PCT might be interested in knowing or that we haven’t thought of tracking that we could track just as easily.” (MIND)

Several organisations raised concerns about the practicalities of collecting feedback from their members. Mencap and the Association for Disabled People were concerned about the time it would take to gain such feedback. Mencap felt that they would not be able to collect feedback formally without employing an additional staff member, which without funding from the PCT may not be possible. However, they did note that their yearly learning disability week may provide an opportunity for the PCT to access their members and collect feedback themselves. 

The organisation African Child raised concerns about the mechanisms for collecting feedback. They stated that there were no current structures in place for their organisation to collect feedback. If this was something the PCT would like them to do then the PCT would have to assist them in developing appropriate means of collecting the information. 
Commenting on strategic decisions 

Again, all organisations were willing to comment on the strategic decisions made by the PCT. A number of organisations saw themselves as actively commenting on the PCTs strategic decisions and hoped that this would continue into the future. 

The organisation African Child believed it was necessary to have an agreed protocol/structure in place detailing how the outcomes of strategic meetings would be fed upwards, e.g. to relevant Brent and London commissioning groups. This would work towards assuring community organisations that their contributions would be taken forward and were therefore worthwhile. 

“I don’t want to be discouraged from attending, I want to see that actually my being invited to this meeting is important and how do I know it’s because when we come and agree on things and someone says yes, yes, this is a very important factor, then they need to take it as an important thing.” (African Child)
The Refugee Forum discussed the role of BrAVA in strategic decision-making, explaining that they currently occupied a seat on the Local Strategic Partnership and represented the views of the community organisations in Brent. The Refugee Forum, as an umbrella organisation, regularly sought to consult with the various refugee community organisations they covered, and ensure that this information was fed back to BrAVA and therefore represented at the Local Strategic Partnership. 

They had a concern, however, that whilst the views of Black Minority Ethnic (BME) groups were well heard at strategic level, less consideration was given to those BME groups who were refugees. The Forum believed that refugee populations differed greatly from non refugee BME groups, for example they frequently had psychological and physical trauma and specific issues relating to access to health care. As a result the refugee Forum felt that consideration should be given specifically to refugees in strategic decision making. 

In practical terms Mencap raised concerns that not all people were equipped to take part in strategic decision-making as it required a specific level of healthcare knowledge. Careful consideration would have to be given by organisations and the PCT as to who contributed to strategic decision making. 

“The kinds of sorts of decisions and discussions that happen at those meetings, if you don’t understand, and we’ve got this problem generally in the voluntary sector, you get people who know a little bit about something sitting on quite senior strategic meetings and it’s not very helpful.” (Mencap)

Areas of interest

The organisation representatives were asked which service areas they believed their organisations would be particularly interested in commenting on in the future. See Table 4 for details. 
Table 4: Service areas of interest

	Service
	Interested
	Not interested

	a) maternity services
	· Somalia Association
· Women’s Health Network
· Muslim Health and Social Care Forum 
· African Association

· Refugee Forum

· Asian Women’s Resource Centre

· Mencap

· Association for Disabled People 


	· MIND
· Brent Adult and Community Education Service
· Pensioner Forum

· African Child 

	b) child health
	· Somalia Association
· Muslim Health and Social Care Forum
· African Child
· African Association

· Refugee Forum

· Asian Women’s Resource Centre

· Mencap

· Association for Disabled People 


	· MIND
· Women’s Health Network
· Brent Adult and Community Education Service
· Pensioner Forum 

	c) mental health
	· Somalia Association

· MIND
· Muslim Health and Social Care Forum
· Pensioner Forum

· African Child
· African Association

· Refugee Forum

· Asian Women’s Resource Centre

· Mencap

· Association for Disabled People 


	· Women’s Health Network
· Brent Adult and Community Education Service

	d) stroke services
	· Pensioner Forum
· African Association

· Asian Women’s Resource Centre

· Association for Disabled People 


	· Somalia Association
· MIND
· Women’s Health Network
· Brent Adult and Community Education Service
· Muslim Health and Social Care Forum
· African Child
· Refugee Forum

· Mencap

	e) other specific conditions
	· Women’s Health Network
· African Association

· African Child 

· Pensioners Forum

· Refugee Forum

· Asian Women’s Resource Centre

· Mencap


	· Somalia Association
· MIND
· Brent Adult and Community Education Service
· Muslim Health and Social Care Forum 
· Association for Disabled People 



	f) public health
	· Somalia Association
· MIND
· Pensioner Forum
· African Child
· African Association

· Refugee Forum

· Asian Women’s Resource Centre

· Mencap

· Association for Disabled People 


	· Women’s Health Network
· Brent Adult and Community Education Service
· Muslim Health and Social Care Forum 

	g) development of new health buildings
	· Somalia Association
· Pensioner Forum
· African Association

· Asian Women’s Resource Centre

· Mencap

· Association for Disabled People 
	· MIND
· Women’s Health Network
· Brent Adult and Community Education Service
· Muslim Health and Social Care Forum
· African Child
· Refugee Forum

	h) other aspects  of PCT services
	· Pensioner Forum
· Refugee Forum

· Brent Adult and Community Education Service
· Asian Women’s Resource Centre

· Mencap
	· Somalia Association
· MIND
· Women’s Health Network
· Brent Adult and Community Education Service
· Muslim Health and Social Care Forum
· African Child
· Association for Disabled People 


Overall, the service area where the largest number of organisations expressed an interested in commenting was mental health, with ten organisation expressing an interest. The service area where the least number of organisations were interested in commenting on was stroke services and the development of new health buildings, with four and six organisation expressing an interest respectively. 

Six organisations were interested in commenting on the related services for specific conditions. There was an interest by a number of organisations in commenting on cancer (n=3), diabetes (n=2) and tuberculosis (n=2) services. Additional service areas included:

· Cancer, sickle cell anaemia, menopause (Women’s Health Network)

· Sexual health, tuberculosis, diabetes (African Child)

· Bowel cancer, dementia (Pensioners Forum)

· Diabetes (Refugee Forum)

· Cervical cancer, tuberculosis (Asian Women’s Resource Centre)
· Coronary heart disease, bowel cancer, diabetes, obesity (Mencap)
A number of organisations expressed an interest in commenting on additional aspects of PCT services including:

· Training provision for health service staff (Brent Adult and Community Education Service)
· Podiatry services, meals on wheels, the hospital appointment system (Pensioners Forum)

· General practice services (Refugee Forum)

· Training of health service staff (Asian Women’s Resource Centre)
· General practice services, health checks e.g. cervical screening, mammograms (Mencap)

Methods of engagement 

The participants were asked which methods they would prefer the PCT to use when engaging with them. The two methods which the greatest number of organisations preferred were sitting on PCT committees or forums, and providing comments in writing. The method least preferred by the organisations was questionnaires, whether postal or electronic. See Table 5 for further details. 
 Table 5: Methods of engagement 

	Method of engagement
	Preferred
	Not preferred

	a) public meetings
	· Women’s Health Network

· Pensioner Forum

· African Child
· African Association 

· Asian Women’s Resource Centre

· Association for Disabled People 


	· Somalia Association

· MIND

· Brent Adult and Community Education Service
· Refugee Forum

· Mencap

· Muslim Health and Social Care Forum 


	b) sitting on pct committees or forums


	· Somalia Association

· MIND

· Women’s Health Network

· Muslim Health and Social Care Forum

· Pensioner Forum

· African Child
· African Association 

· Refugee Forum

· Asian Women’s Resource Centre

· Mencap

· Association for Disabled People


	· Brent Adult and Community Education Service


	c) commenting in writing
	· Somalia Association

· MIND

· Women’s Health Network

· Brent Adult and Community Education Service

· Muslim Health and Social Care Forum

· Pensioner Forum

· African Child
· African Association 

· Asian Women’s Resource Centre

· Mencap

· Association for Disabled People

	· Refugee Forum



	d) completing postal questionnaires
	· Women’s Health Network

· Brent Adult and Community Education Service
· African Association 

	· Somalia Association

· MIND

· Pensioner Forum 
· African Child
· Refugee Forum

· Asian Women’s Resource Centre

· Mencap

· Association for Disabled People

· Muslim Health and Social Care Forum



	e) telephone interviews or questionnaires
	· MIND

· Women’s Health Network

· Brent Adult and Community Education Service

· African Child
· Refugee Forum

· Mencap

· Association for Disabled People

· Muslim Health and Social Care Forum


	· Somalia Association

· Pensioner Forum
· African Association 

· Asian Women’s Resource Centre

 

	f) e-mail questionnaires
	· MIND

· Brent Adult and Community Education Service 
· Muslim Health and Social Care Forum


	· Somalia Association

· Pensioner Forum

· African Child
· African Association

· Asian Women’s Resource Centre

· Mencap

· Association for Disabled People

· Women’s Health Network
· Refugee forum
 

	g) internet surveys
	· MIND

· Brent Adult and Community Education Service
· Muslim Health and Social Care Forum


	· Somalia Association

· Pensioner Forum

· African Child
· African Association

· Asian Women’s Resource Centre

· Association for Disabled People

· Mencap

· Women’s Health Network
· Refugee forum



The participants were asked to highlight what they believed were the advantages and disadvantages of the various methods. 
Overall participants valued having a face to face interaction. Of the two face to face methods (sitting on a PCT committee/forum or public meetings) sitting on PCT committee or forums were preferred as they were more constructive than public meetings and allowed issues to be discussed in more depth. 
Of the non face to face methods, providing written comments was most preferred. Written comments allowed the organisations to provide focused and well thought out comments in their own time. They also had the benefit of having few associated costs, which was a concern when it came to face to face meetings. 
Questionnaires, excluding those conducted over the telephone, were the least favoured method. They were seen as tedious and their completion was low on the priorities of organisations. See Table 6 for further details. 

Table 6: Advantages/disadvantages of modes of engagement

	Method of engagement
	Advantages 
	Disadvantages 

	a) public meetings
	· Face to face interaction (African Association)

· Platform for public to express their views (Women’s Health Network)

· Good method for collecting a large amount of feedback (African Child)
· Collect a wide range of views (Association for Disabled People) 


	· Can be an unconstructive method of collecting information (Somalia Association, Asian Women’s Resource Centre, Mencap)

· Does not enable those with less confidence to have an opinion (Association for Disabled People, Mencap)
· Limited amount of time to cover set issues (Somalia Association, MIND, Women’s Health Network, Muslim Health and Social Care Forum)
· Cannot look at the interests of one specific group/population (African Association)

· Language barriers (Refugee Forum)

· Can frequently lack representation of the local community (Asian Women’s Resource Centre)



	b) sitting on pct committees or forums


	· Constructive face to face method (Somalia Association)

· Good method for reaching a consensus (Somalia Association, Asian Women’s Resource Centre)
· Better focus than public meetings (Women’s Health Network)

· Able to ask questions and have questions answered (Pensioners Forum, African Association)
	· Time taken to attend meetings (African Association, Mencap)

· Financial costs of attending meetings (African Association)

· Individuals may find working with PCT members intimidating (Association for Disabled People)

	c) commenting in writing
	· Focused way of expressing views (Women’s Health Network, African Association)

· Less time consuming than a meeting Brent Adult and Community Education Service, Muslim Health and Social Care Forum)
· May have to wait a long time to receive feedback (Women’s Health Network)

· Formal method of collecting comments that can be referred to in the future (African Child, Asian Women’s Resource Centre)


	· Information given may not be acted on (Somalia Association, MIND, Women’s Health Network, African Child)

· Very time consuming (MIND)

· Not as valuable as meetings (Pensioners Forum)
· No face to face interaction (African Association, Mencap) 

· Literacy barriers (Refugee Forum, African Child)


	d) completing postal questionnaires
	· Questions can be structured and tailored to examine particular issues (Women’s Health Network)


	· Does not examine issues in enough detail (Somalia Association, Mencap)
· Cannot provide a detailed answer (African Association)
· Completion low on the priority of organisations (African Child, Refugee Forum, Asian Women’s Resource Centre)
· Time consuming and tedious (MIND)
· Potential language and literacy barriers (Somalia Association, Refugee Forum, Asian Women’s Resource Centre, African Child)



	e) telephone interviews or questionnaires
	· No travelling time or costs (Women’s Health Network)

· Able to communicate orally therefore removing literacy barriers (African Child)
	· No face to face interaction (Somalia Association)
· Language barriers (Refugee Forum)

· Time consuming (Asian Women’s Resource Centre)

	f) e-mail questionnaires
	· Easier to complete than postal questionnaire (MIND)


	· Requires use of a computer (Pensioners Forum, Association for Disabled People)

· Requires computer literacy (Refugee Forum, Association for Disabled People)

· Time consuming (Asian Women’s Resource Centre)

	g) internet surveys
	· As above 
	· As above


Participants were asked of all the methods examined which one method would be the best way to engage with them. The preferred method of engagement for all but one organisation was to sit on formal PCT committees or forums. Although the participants noted that the time and costs associated with attending meetings were a downside, they by far preferred face to face interactions and valued the opportunity to ask questions and have them answered. 

“Because that one you feel ownership, you feel respected, you feel you have a say face to face, and you’ve got expression from people sitting with you, how they see or feel about your comments. And that in human terms is the best way to engage with people, rather than say send that and then we will see, and then you don’t know what happens.” (Somalia Association)

“Talking directly through meeting communities face to face is a good one.” (Asian Women’s Resource Centre)

“If you’re actually engaging with people and they can actually see you genuinely want them to understand what the problems are and there’s a relationship, they’re much more likely to want to change things. I think it our experience, engaging with people, actually means that it means something to you, then its not just on paper.” (Mencap)

One organisation, the Women’s Health Network preferred telephone interviews or questionnaires. This related to the fact that they were less time consuming than face to face methods. 
Overcoming barriers to effective engagement

During the discussions participants identified a number of barriers that may prevent them commenting on local health services. The main concern, raised by seven organisations, was the associated time it would take to consult with the PCT. Many organisations were anxious that their organisation may not be able to find the time to consult as much as they wished due to their limited capacities. 

“Whether we as an organisation have time to deliver on being consulted that much and giving that much feedback I’m not sure.” (MIND)

“We do get asked to comment on things, but it takes a lot of time, so we don’t always….we’re not able to always comment on things” (Association of Disabled People)
“There is an emphasis now on community working, partnership working so I think that they [the PCT] need to also understand the issues of the voluntary sector, some of the capacities of the voluntary sector.” (Asian Women’s Resource Centre)

Actions to assist organisations in engaging with the PCT included being provided with a relatively large period of notice of when they were planning to consult and what would be expected of the organisations, preferable two months beforehand (Mencap).

A number of organisations stated that if they were to provide more consultation to the PCT then the PCT may want to consider providing them with additional funding. The Women’s Health Network and Mencap stated that such funding could be used to employ an additional team member to focus on liaising with the PCT. 

The Women’s Health Network, the Muslim Health and Social Care Forum, the Asian Women’s Resource Centre and the Association of Disabled People also saw the costs of attending meetings, e.g. travelling costs, childcare costs, as a barrier to their participation. In practical terms the Muslim Health and Social Care Forum suggested that meetings should be held in local areas to reduce the time and cost of travelling. The Women’s Health Network and the Asian Women’s Resource Centre suggested that they should be reimbursed for the associated costs entailed for attending meetings. 

“A lot of the community groups, they are small groups and they’re rally struggling financially…..sometimes they might need transport, they might need childcare, they might need respite you now, they’re not looking for payment but if those expenses could be paid that would encourage more people to participate.” (Women’s Health Network)
“If we wanted to do something on a regular basis, I might need to employ somebody, so I might need those staffing costs covered…they might need to pay ten hours a month’s time to enable that to happen and then pay refreshment costs so they’d actually have to think about, it’s going to cost somebody and while we might be able to enable a building to be available, encourage people to come along, we couldn’t necessarily pay staffing costs.” (Mencap)
Likewise, the Pensioners Forum had concerns about the practicalities of attending meetings. Whilst they were willing to provide their comments and were keen to attend future meetings they stated that the PCT would need to ensure that they took into consideration the needs of older people. For example, when arranging meetings it would be necessary for the PCT to ensure the travelling time to the venue was not unacceptably long, that the meetings themselves were not too long (and therefore physically and mentally tiring) and that it did not involve travelling at peak hour times.

A number of organisations, as previously discussed, were concerned that their opinions would not be acted upon and would therefore not lead to worthwhile changes in services. If this were the case then it would be difficult to justify the time and effort they would have to dedicate in providing their comments. For these organisations this was the overarching barrier to their effective engagement with the PCT. 

Messages to the PCT

Participants were asked if they wanted to send a message to the PCT, in addition to those already covered in the interview. Overall the participants said their involvement to date was not extensive enough. 

Other messages included a request from the Muslim Health and Social Care Forum that the PCT made meetings more local in order to reduce the costs of attending meetings. 

“I think that the message from me and the group will be to say so far it hasn’t been good enough. And its not, to put it in a way, it’s not a complaint, but it hasn’t been good enough. So from now on it will be better just to say lets start a new chapter and have a good working relationship with the PCT.” (Somalia Association)

“We need openness…I keep coming back to the same thing which is consultation, we don’t want PCT to have made decisions before consulting, to have a proper consultation before they make any decisions on things.” (African Association)
“They [the pct] must do it [patient and public involvement] much more frequently….We might have some of the answers that they’re looking for.” (The Pensioners Forum)
“I think its okay to involve patients directly but I think they would get more information from patients if they actively used organisations to get information, I think they would do better.” (African Child)

Topic guide for interviews with community groups
Introduction

· Introduce self and Picker Institute

· Project aims and objectives

· Format for interview

· Before we start do you have any questions?

· Obtain verbal consent to audio record – assure anonymity

WARM UP

1. Participant/s to introduce themselves, give their job title / position in organisation and tell us briefly about your role in the organisation 

PAST INVOLVEMENT 
1. Thinking about your groups’ PAST involvement in influencing and commenting on the delivery of local health services, how involved would you say that your group has been?

VERY ACTIVELY








NOT INVOLVED

INVOLVED









AT ALL


[image: image2]
2. Can you tell me a bit about the ways you have been involved in decisions about the way local health services are delivered?

3. In the past, what has worked well about your involvement in decisions about the way pct local health services are planned and delivered?

(cover all examples raised in response to previous question) 

4. And what has not worked so well? 

(cover all examples raised in response to question 3) 

FUTURE INVOLVEMENT 
5. Thinking about your groups’ FUTURE involvement in influencing and commenting on the delivery of local health services, how involved would you say your group would like to be?

VERY ACTIVELY








NOT INVOLVED

INVOLVED









AT ALL
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6. I’d now like to find out a bit about the sort of things your group are most interested in being involved in.  

How interested is your group in being involved in….

a. Decisions about the way the PCT gets feedback from service users about their experiences of using local health services?

PROMPTS:

7. And how interested is your group in being involved in….

b. Involving your members in providing feedback on their experiences of using local health services?

8.  And how interested is your group in being involved in….

c. Strategic decisions about the way the PCT delivers local health services?

9. Are there are any particular services you would be interested in commenting on?

10. What would be the best way for the PCT to engage your group in commenting on the planning and delivery of local services?

11. What one thing could the PCT do to get your groups input?

12. Are there any messages you would like to give the pct about the way they involve patients and the public?

Thank and close

 
Appendix C
Telephone interviews with community groups
Telephone interviews were conducted with community organisations in Brent to establish whether organisations had been involved in PCT work in the past and the extent to which they might want to get involved in the future.  Whilst many organisations had not been consulted about PCT plans and activities in the past, they were keen to do so in the future and a number highlighted the most effective approaches to achieve this.

Key findings

· Most organisations reported that opportunities to get involved in PCT consultations and activities had been limited and were not aware of how they could contribute

· Nearly all of the organisations interviewed were interested in getting involved in the work of the PCT in some form. Many highlighted that their members were frequent users of health services, so it was particularly relevant that they were given the opportunity to express their views. 

· Only a small proportion of the groups were currently involved in existing PCT consultative or feedback mechanisms but many described active involvement in existing local community forums. The PCT might want to explore the potential of linking with these existing mechanisms rather than creating new ones.  

· Lack of time was reported as one of the main barriers to involvement, suggesting the need to work with groups in a way that places minimal demands on often limited resources.

· Most organisations were willing to facilitate access to their service users, many of whom are traditionally regarded as ‘harder to reach’ or seldom heard; although this would be dependent on:

· the consultation topic being of direct relevance

· clear instructions on the purpose of the consultation

· feedback being valued and acted upon

· involvement from the start of the process

· Many organisations have established mechanisms for gathering feedback from their own service users which the PCT could make use of

· Organisations that are part of larger national bodies with established service user involvement mechanisms could provide additional opportunities for the PCT to link with wider networks 
Approach

The BRAIN community database contains the details of about 800 organisations in Brent. Telephone interviews survey were conducted over the telephone with a stratified sample drawn from this database.  

Sampling

A list of organisations was generated for each of the five local area consultative committees shown on the map below, by searching the community database by wards as indicated.  
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Source:  London Borough of Brent website
	Area consultative forum
	Wards covered

	Harlesden 
	Harlesden, Kensal Green, Stonebridge

	Kingsbury & Kenton 
	Barnhill, Fryent, Kenton, Queensbury

	Kilburn & Kensal 
	Brondesbury Park, Kilburn, Mapesbury, Queens Park

	Willesden 
	Dollis Hill, Dudden Hill, Welsh Harp, Willesden Green

	Wembley 
	Alperton, Northwick Park, Preston, Sudbury, Tokyngton, Wembley Central


The following organisations were removed from each list:

· Pharmacies

· NHS GPs or medical centres

· Dentists

· Other NHS providers

· Brent local authority or central government provided services

· Police stations

· Neighbourhood watch schemes were removed from each list

The lists that remained formed the sampling frame and one in every six organisations (17%) was selected for interview. A quota system was operated so if a randomly selected organisation was the same in nature to one already selected, then it was excluded and the next organisation on the list was selected.  The list was checked to ensure it included at least one organisation whose work related to each of the following categories:

· People with disabilities 

· Specific disease or patient groups

· Older people

· Young people

· Black and minority ethnic groups

Contacting organisations

Organisations were contacted by telephone over the course of two weeks during June 2008 and invited to take part in a brief interview over the telephone.   Interviewers asked to speak to the contact given on the BRAIN database but if they were unavailable the purpose of the interview was explained and attempts made to conduct an interview with an appropriate organisational representative. 

Conducting the interviews

A total of 24 interviews were completed.  On average interviews lasted about 20 minutes; the shortest taking just four minutes and the longest 42 minutes.  All interviews were conducted over the telephone using a questionnaire interview schedule with closed and open-ended questions (a copy of the schedule can be found at the end of this Appendix).  Questions were asked about the following issues:

· The organisation and the interviewee’s role within it

· Past involvement in commenting on or influencing the planning and delivery of PCT services

· Aspirations for future involvement

· Specific areas / topics of interest

· Views of different public involvement methods 

Interviewees were advised that they and their organisation would be anonymous in any final project reports.  Interviews were audio-recorded with the participant’s consent.  Transcripts were not prepared but notes were made directly from the recordings at the end of the interviews to aid the analysis and interpretation.  At the end of the interview participants were offered further information by email, including the interviewers contact details and further sources of information, including publication dates.

Participants

The table below sets out the final sample for each local area consultative forum and the number of completed questionnaire interviews.  

	Local area consultative forum
	Sample size
	Completed interviews

Number (%)

	Harlesden
	19
	9  (47%)

	Kingsbury and Kenton
	11
	5  (45%)

	Kilburn and Kensal
	15
	4  (27%)

	Willesden
	17
	4  (24%)

	Wembley
	18
	2 (11%)

	All areas
	80
	24  (30%)


The organisations interviewed varied considerably in their size, purpose and the scope of services they provide.  In terms of size they ranged from small organisations run entirely by volunteers to those employing up to about 15 staff. 

Organisations represented a range of age, BME and faith groups and some supported people with specific health conditions. A number were directly providing health services including screening, advice, practical and emotional support and information, direct care and health promotion. Some delivered services relating to  employment, housing, the environment, recreation and social activities

All of the participating organisations had active members or service users, most with more than 100 and the largest with approximately 700 local people. All but one organisation was based in Brent and provided services to local people. A small number were the local agencies of large national voluntary organisations

Seventeen of those individuals interviewed were in paid roles, seven were Chairs, Secretaries or other voluntary members of the management committee.  Eleven of those interviewed were men and thirteen were women

	Job Roles of Interviewees
	Numbers

	Project managers/coordinators
	8

	Chief Officers/Directors
	5

	Information Officers
	1

	Administrators
	3

	Volunteers
	7


Response rate 

The overall response rate (30%) was lower than anticipated, however this was largely due to problems experienced in contacting people.  For example, the contact numbers for four organisations in Harlesden (21%) and two organisations in Kingsbury and Kenton (18%) were incorrect.  It was not possible to contact eight of the 19 organisations in Harlesden (42%) and four of the eleven organisations in Kingsbury and Kenton (36%) on the numbers given even after three or more attempts on different days and at different times.   
These difficulties raise some concerns about the accuracy of the information currently provided on the BRAIN database.

Despite this contacting these organisations by telephone proved to be a successful way of obtaining the input of a large number of organisations over a relatively short period of time gathering valuable insights into the views of a broad range of organisations.

Experiences and views of patient and public involvement

Past involvement

Generally, the groups involved in the survey had had limited past involvement in PCT consultative or feedback mechanisms and there was very limited awareness of the existence of any such mechanisms.  

“We’ve never been involved in that way….  We’ve never been invited.”
“The PCT do nothing to engage the local voluntary and community sector.”

 “The PCT doesn’t have a process of (public) engagement.”
“No one knows about PCT consultation stuff.”
A small number of those interviewed had not heard of the PCT:

“What is this PCT?”

“There doesn’t seem to be any awareness (amongst our members) of the work the PCT does.”
Interviewees often responded to explanations of the functions of the PCT with criticisms of local health provision for their service users.

Only three of the 24 groups said they had been ‘actively’ (n=1) or ‘very actively’ (n=2) involved in commenting on the delivery of local health services in the past.  An additional five interviewees said their group had been ‘involved to some extent’.  More than half of the groups said they had ‘not been very actively involved’ (n=3) or had ‘not been involved at all’ (n=11).     

Although the level of past involvement was low, there was a perception amongst a small number of interviewees that things had improved:

“We have found getting involved very difficult…  (but) it has got better over the past year.”

Details of past engagement were sketchy and not clearly defined.  Examples of involvement cited by participants included:

· The implementation group for the local LINk

· Directly trying to influence local podiatry services

· A meeting of the local area consultative forum earlier in the year which a representative from the PCT had attended to distribute leaflets.

· Workshops on the transfer of services from hospitals into the community (it was thought these had been organised by the PCT, but this was not clear)

· Filling in questionnaires

Few groups had previous involvement in PCT consultative or feedback mechanisms but many were involved with other local forums, particularly those organised by the local authority, such as the local area consultative forums, social services forums and other community forums.  A number mentioned involvement in Brent Age Concern Forum.  Health services appear to be a regular topic for discussion at these forums.

A small number of groups also described active involvement with national forums.  The organisations that were local agencies of larger national organisations described how service user involvement generally happened more at the national level, facilitated by staff with direct responsibility for this.  Some also had a national strategy on health and engaged with health policy on a national basis.  However they felt that they should be more involved in the work of the PCT at a local level.  

Willingness to engage

Overall, there were high levels of interest in getting involved in consultation and feedback mechanisms to inform the work of the PCT in the future.  Half of those interviewed said they would like to be either ‘very actively involved’ (n=8) or ‘actively involved’ (n=4).and a further eight said they would like to be ‘involved to some extent’.  

“(We haven’t been involved in the past)…. but we really want to be.”

“I would like to be more involved than I am now.”

“Healthcare is a big issue (for our service users)…  Many… would be interested in putting their views across”
“(Our service users) should have a say…. because they know what is needed..  (The PCT) don’t understand disability.”

“Many of our users are high users (of local health services).” 
Just two people said their group would ‘not want to be involved at all’.

“It is completely outside the scope of what we do…  You can only comment if you’ve got some sort of knowledge.”
A number or interviewees qualified their own interest in getting involved in PCT activities with the proviso that they could not necessarily speak on behalf of the whole organisation.  They suggested that it was very likely that some of those involved in the organisation would be very keen to get involved, but it was also highly likely that others would have no interest at all.


“It’s difficult to speak for fifty members.”
Areas of interest

Interest in the different areas of the work of the PCT

Participants were asked about their levels of interest in getting involved in three broad areas of the work of the PCT:
a. Decisions about the way the PCT gets feedback from service users about their experiences of using local health services

b. Involving own members in providing feedback on their experiences of using local health services

c. Strategic decisions about the way the PCT delivers local health services

Their responses are illustrated in the table below

	Service
	‘Very interested’, ‘interested’ or ‘interested to some extent’
	‘Not very interested’ or ‘not interested at all’
	‘Don’t know’ or or did not answer question

	feedback mechanisms
	20
	2
	2

	facilitating feedback from own service users
	20
	2
	2

	strategic decisions
	19
	3
	2


Interviewees showed a particularly high level of interest in facilitating the involvement of their members in providing feedback on their experiences of using local health services:

· 10 were ‘very interested’

· 6 were ‘interested’

· 4 were ‘interested to some extent’

There was less interest in the other three aspects of the PCT’s work.  

Interest in specific services

More than half of the participants were interested in each specific service mentioned.  There was considerable interest in involvement in the development of new health buildings and in mental health and public health issues.
	Service
	‘Very interested’, ‘interested’ or ‘interested to some extent’
	‘Not very interested’ or ‘not interested at all’
	‘Don’t know’ or or did not answer question

	maternity services
	11
	10
	3

	child health
	12
	9
	3

	mental health
	18
	4
	2

	stroke services
	13
	8
	3

	other conditions
	13
	7
	4

	public health
	17
	5
	2

	development of new health buildings
	19
	3
	2

	other aspects  of PCT services
	8
	12
	4


Organisations expressed interest in getting involved in services which reflected their work.  The following specific conditions were highlighted:

· Alzheimer’s and dementia

· Arthritis

· CHD

· Cancer services

· Counselling for children

· Dental care

· Diabetes and renal care associated with diabetes

· Drug and alcohol addiction issues

· HIV and sexual health

· Post traumatic stress

· Sickle cell

Many of those representatives we interviewed mentioned an interest in getting involved in the following aspects of PCT services:

· Commissioning service delivery and community delivery

· Access to health services, particularly:

· dentists

· sympathetic GPs for children with learning disabilities

· health visitors

· out of hours services

· blood tests

· screening for vitamin D deficiency

· drug and alcohol services

· physiotherapists

· podiatrists and chiropodists

· Entitlement to health services for those spending long periods outside the EU

· Using health buildings appropriately and looking after them
Views of different methods of engagement

Participants were asked for their views of seven different methods of engagement with the PCT.  Their responses to these questions are shown in the table below, which shows some support for all the methods.

	Service
	‘Very interested’, ‘interested’ or ‘interested to some extent’
	‘Not very interested’ or ‘not interested at all’
	‘Don’t know’ or did not answer question

	public meetings
	14
	5
	5

	sitting on pct committees or forums


	12
	7
	5

	commenting in writing
	16
	3
	5

	completing postal questionnaires
	15
	4
	5

	telephone interviews or questionnaires
	14
	5
	5

	e-mail questionnaires
	13
	7
	4

	internet surveys
	11
	9
	4


Participants commented about the different methods and highlighted some of the limitations and advantages of these different methods of engagement:

Public meetings:

‘professionals tend to talk down to you, rather than talking to you (at public meetings)…. The people who want to say something don’t get a chance’

‘tired of meetings’

Client group find it very difficult to attend public meetings because of child care responsibilities

some service users would ‘need support to participate effectively in public meetings’

Stigma associated with some medical conditions would make it difficult for people to attend public meetings

Public meetings may be good way to engage Board members but they would probably find it difficult to find the time to attend them

‘People tend to like to get their voice across loudly and public meetings are the best way to do this'
Sitting on PCT committees or forums:
‘like attending forums as get a better idea of what is actually happening locally’
‘not enough time to attend committees’
Service users have complex health needs and commitments to attend frequent medical appointments; they are unlikely to be able to commit to attending regular formal meetings
Postal questionnaires:

‘go straight in the bin’

‘have enough problems getting them to fill in our own service user questionnaires…. 
Postal surveys are not a good way of engaging them’

‘take a lot of time’

‘People just want to get away from the paperwork and the questionnaires’

Questionnaires could work for client group, but only if distributed at group meetings and SAE enclosed

Telephone surveys:  

‘May work better’ for client group

‘People may be more prepared to talk (on the phone)…  They may find it easier to put their views across’

‘Much better’ because ‘take less time’ to complete

Electronic surveys:

‘I wouldn’t bother’

‘Members don’t have access to the internet or the skills to use it’

email and internet surveys would work best for committee members, but probably not suitable for most of their client group

Not suitable for many of older clients who do not have access or knowledge of the internet

Preferred method as long as are formatted for easy completion

Preferred method of involvement

Interviewees were asked to indicate which methods would be most effective to engage their group in commenting on PCT activities.  They often described how effective approaches to engaging the group’s paid workers and committee and board members were very different from those that would effectively engage their client group or service users.  The traditional methods suggested were often thought to be inappropriate as a means of engaging their service users.

More than half of those interviewed (n=13) said that none of the methods listed would effectively engage their client group.  However, four indicated that all of these methods could effectively engage paid staff or committee members if the topic of the consultation/survey was relevant to the objectives of the organisation. 

It was suggested that different methods suited different individuals, depending on their circumstances.  For example ‘word of mouth’ could be the most effective approach to engaging young people.

Alternative methods for effectively engaging their service users in commenting on PCT services were suggested:  the most common was for PCT representatives to attend either a regular or specially convened meeting of members/service users and talk to them directly.
Communication barriers (lack of literacy and poor spoken English) make other methods inappropriate for groups serving a largely Black and Minority ethnic population.  Face to face contact is necessary to engage them and staff and committee members could provide communication support, including interpretation, where it was needed.

Direct one to one contact is also the best approach to reaching service users with complex health needs.

Many groups suggested involving the group’s paid workers or committee members to facilitate input.  Introducing a PCT representative at a regular, or specially arranged meeting, and helping them communicate directly with group members was the approach most often mentioned.   One group said it could bring together about 30 group members together in a local church hall.

There was some interest from paid workers in recruiting participants from amongst their members to take part in a focus group or workshop organised by the PCT.  Some groups made it clear that they would require reimbursement for this. One interviewee indicated his willingness to facilitate distribution of questionnaires to group members, provided a pre-paid envelope was provided to return them.  

One participant suggested that holding a meeting at a GP surgery could be an effective way to engage local people, including their own clients as surgeries should be easy to access and GPs had the respect necessary to encourage people to attend. Another method suggested was to offer participants incentives that were directly relevant to the subject of the meeting, such as cholesterol or blood pressure testing.

Some suggested that the PCT could access their group members by tapping in to the organisation’s existing communications with its membership Again, some organisations would require payment for providing such services.

Barriers to engagement

The most frequently mentioned barrier to engagement was a shortage of time: participants described being ‘bogged down’ by their existing responsibilities, ‘having too much paperwork already’ and having ‘no time to be involved in anything extra’; it was suggested that an issue would have to be a priority for groups to make the time to get involved. 

“I had invitations from the PCT to attend meetings, but I was too busy to attend.”

One participant described how their organisation was limited by their existing resources. 

Many described negative experiences of past involvement where there had been no action resulting from their input: ‘nothing seems to come of them’; a ‘lack of influence’ was frequently described as a barrier to participation; the need to see ‘outcomes’ resulting from their involvement was often referred to.

“Nothing seems to come of them… except more meetings and more paperwork.”

Some described how they felt the PCT did not value their input, and reported disillusionment and a lack of confidence in the PCT’s commitment to take action 

“You’re just a number at the end of the day…  They don’t care…  People have no trust in it.”

A substantial number of other interviewees mentioned that they would only get involved in topics that they felt were relevant to their group members.

Some mentioned that they had no information about the work of the PCT or about on-going PPI initiatives; they described this as a barrier to their involvement. 

“We’ve never been involved in that way….  We’ve never been invited.”
“We’ve had no information from the PCT about where we could be involved; it has been very difficult to make progress.”

“No one knows about PCT consultation stuff.”

“(The PCT) have not communicated with us well.”
Communication barriers resulting from poor literacy and/or poor spoken English and difficulties in engaging vulnerable clients.  Hearing and mobility impairments were also put forward as a barrier to attending public meetings, particularly for older and disabled people.

“Brent is very diverse….  There are some people who don’t have the skills (to get involved in public meetings.”
One participant mentioned difficulties they had experienced in attempting to set up meetings with the PCT to discuss a particular service – meetings were cancelled at the last minute and they had not managed to make any progress.

Overall Summary

The findings of this survey indicate a high degree of interest amongst community organisations in influencing the work of the PCT.  However, past involvement has been minimal, partly due to a lack of awareness of the work of the PCT.  By raising its profile in the local community so people understand its functions, engaging local community organisations should be easier to achieve.
The evidence from the survey suggests that many organisations are interested in getting involved in those areas which are directly relevant to their service users.  The PCT should consider developing an up-to-date database of organisations detailing their main areas of interest and preferred method of engagement.  Such information will ensure that invitations for involvement are targeted appropriately.

There is a clear distinction between the methods which can be used to actively involve the paid employees and committee members of these organisations and the approaches necessary to engage service users.  The input of the former can be achieved through most of the traditional methods, as long as the PCT communicates the purpose of any consultation effectively. The PCT must also be willing to listen and act on the findings.  

It appears that service user input can be effectively facilitated through paid staff and committee members.  There was strong support for the idea of a PCT representative attending group meetings and speaking directly to members with paid staff and committee members mediating or interpreting where necessary.

Questionnaire for telephone interviews with community groups
Introduction

· Introduce self and Picker Institute

· Is this a good time to talk?

· I’m contacting you in relation to work we are doing with Brent tPCT (the organisation responsible for the delivery of local health services); they have asked us to help them develop the way they involve local people in decisions about the way that local health services are planned and delivered;  as part of this we are contacting 40 community groups to ask them what they think about the way they should involve the public and groups like yourself in planning and reviewing/monitoring local health services.

· If it is ok with you, I’d like to ask you some questions about this.  It should only take about ten minutes.  Does that sound like something you would be able to do?

· I’m hoping to get all these interviews finished by the end of this week so it would be great if I could interview now – is that ok with you?  

· Or would you prefer to make an appointment for me to call you back another time.

· Before we start do you have any questions?

· Consent to record – guarantee anonymity

TURN RECORDER ON

Remit of organisation and interviewee’s role in it

Check name of organisation

Can you tell me a bit about your role or position in the organisation / group?

And what is your job title?

Can you tell me briefly please what the main aims of your organisation / group are?

Can you tell me approximately how many staff work for the group?

And how many members do you have?

Experiences and views of patient and public involvement

Thinking about your group’s involvement in commenting on the delivery of local health services IN THE PAST, on a scale of 1-5 where 1 is very actively involved and 5 is not involved at all, how involved would you say that your group has been?

Key:

1) very actively involved

2) actively involved

3) involved to some extent

4) not very actively involved

5) not involved at all

6) don’t know

Thinking now about your groups’ involvement in commenting on the delivery of local health services IN THE FUTURE, on a scale of 1-5 where 1 is very actively involved and 5 is not involved at all, how involved would you say your group would like to be?

Key: as above
I’d now like to find out a bit about the sort of things your group are most interested in being involved in.  

On a scale of 1-5 where 1 is very interested and 5 is not interested at all, how interested is your group in being involved in….

a. Decisions about the way the PCT gets feedback from service users about their experiences of using local health services?

Key:

1) very interested

2) interested

3) interested to some extent

4) not very interested

5) not interested at all

b. Involving your members in providing feedback on their experiences of using local health services?

Key: as above
c. Strategic decisions about the way the PCT delivers local health services?

Key: as above
I’d like to find out if there are any particular services you would be interested in.  

On the same scale of 1-5, where 1 is very interested and 5 is not interested at all, how interested is your group in being involved in….

a. maternity services

Key: as above
b. child health

Key: as above
c. mental health

Key: as above
d. stroke services

Key: as above
e. other specific diseases 

YES / NO; if yes: which ones?

f. public health (eg keeping fit, obesity, smoking cessation etc)

Key: as above
g. development of new health buildings

Key: as above
h. are there any other aspects of pct services you would be particularly interested to comment on?

YES / NO; if yes: which ones?

I’d like to know how you would like to be involved.  Again, on the same scale of 1-5, how interested would your group be in participating in….

a. Public meetings

Key:

7) very interested

8) interested

9) interested to some extent

10) not very interested

11) not interested at all

b. Sitting on pct committees or forums

Key: as above
c. Commenting in writing

Key: as above
d. Completing postal questionnaires

Key: as above
e. Telephone interviews or questionnaires

Key: as above
f. Email questionnaires

Key: as above
g. Internet surveys

Key: as above
Which of the following methods would be best for your group?

· Public meetings

· Sitting on pct committees or forums

· Commenting in writing

· Completing postal questionnaires

· Telephone interviews or questionnaires

· Email questionnaires

· Internet surveys

What one thing could the PCT do to get your groups input?

Is there anything else the PCT could do to get your groups input?

Are there any messages you would like to give the pct about the way they involve patients and the public?

Thank and close
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� The terms ‘involvement’ and engagement’ are used interchangeably in health policy guidance. For this report we will use ‘involvement’ and the acronym PPI wherever possible.


� ‘Patients make it better’, policy research primer, Picker Institute 2007 provides a summary and can be found at � HYPERLINK "http://www.pickereurope.org/Filestore/Downloads/Policy_Primer_Sept_07_3.pdf" ��http://www.pickereurope.org/Filestore/Downloads/Policy_Primer_Sept_07_3.pdf� 


� ‘Who’s accountable for health?, LGA, June 2008


� Another outpatients survey is in its early planning stage but it is not certain that it will be carried out due to the transition between regulators.


� For example, the codes of practice issued by the General Medical Council and the Nursing and Midwifery Council state that professionals should act as partners to their patients and involve them in decisions.


� ‘A Dialogue of Equals’, DH 2008, � HYPERLINK "http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_082382" ��http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_082382� 


� 11.	Daniels N, ‘Accountability for Reasonableness in Private and Public Health Insurance’ in Coulter A and Ham C, ed, The Global Challenge of Health Care Rationing, Open University Press, 2000





PAGE  

