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1. Introduction
The National Association for Patient Participation (N.A.P.P) welcomes the opportunity to contribute to the All Party Parliamentary Group on Primary Care and Public Health Special Inquiry: “Does the Public Health White Paper Truly Seize Opportunities for Better Health?”

In addressing the questions posed by the inquiry N.A.P.P has framed its response based on evidence and experiences drawn from Patient Participation Groups (PPGs) which are a successful model of people empowerment both in the sense that they exist, populated and sustained by patients who want to take more responsibility for their own health and help others, and also from the positive outcomes that they help other patients to achieve.

This response is apolitical yet offers a perspective on the overall aspects, principles and approaches being proposed by the Public Health White Paper in respect of their potential to fulfil the stated aims and sustain benefits for patients and the public at large.

Our response focuses on the questions that N.A.P.P is best qualified to address therefore general rather than expert comment is offered on some questions such as question three.
2. The National Association for Patient Participation and Patient Participation Groups:
The National Association for Patient Participation (N.A.P.P) is uniquely placed as the umbrella organisation for patient-led groups within general practices.  It has over 30 years’ experience and expertise in promoting, supporting and developing Patient Participation Groups (PPGs).  It speaks for patients in general without being limited to any specific disease or condition.  N.A.P.P. is a registered charity and, as such, is independent.  

2.1 Aims of N.A.P.P:
· improve the quality of services provided by general practice and primary care.
· support and encourage the existence a Patient Participation Group (PPG) in every GP practice and that each group is based on the mutual interests of, and trust between, the primary care team and patients of the practice. 

· promote the role of Patient Participation Groups as participants in decision making within the NHS

· maximise the benefit of sharing common interests while recognising the individual nature of groups and the differing structures in the devolved countries of the United Kingdom

The first group was set up by a GP in 1972 and over 50% of general practices in England now have a PPG.  PPGs are also now developing in dental practices. Generally made up of a group of volunteer patients, the practice manager and one or more of the GPs from the practice, they meet on a regular basis to discuss the services on offer, and how improvements can be made for the benefit of patients and the practice.
2.2 PPGs play a pivotal role in:

· helping to give patients a say in improving the quality of primary care services,
·  the way services can best be delivered to meet their needs, 
· Helping identify the needs of the local community and. 
· ensuring  that patients’ needs, wishes and aspirations are at the heart of primary care services.
2.3 Strength of PPGs

The strength of PPGs is that they operate within a community building extremely close relationships and ongoing contact with patients from within the heart of the practice. This unique level of engagement with patients is achieved by developing and working in an environment of  mutual trust and respect between the GP’s, practice staff and PPG members.
PPGs assist GPs to develop an equal partnership with their patients. They help GPs to communicate accurately and honestly with individual patients, helping ensure shared decision making, and with the wider community about key health matters reflecting  patient need within a community. 
2.4 Activities of PPGs

PPGs undertake a range of activities for the benefit of patients within the practice and for the wider community. These range from running targeted health promotion campaigns that raise awareness of specific conditions and the effect of lifestyle determinants to socially based healthy activities such as establishing walking groups, swimming  and Pilates classes and keep fit classes for the over 60s.

2.5 Roles of PPGs

In practice, PPGs can play a number of roles, including: 
· Advising the practice on the patient perspective, providing insight into the responsiveness and quality of services and the needs, wishes and aspirations of the community
· Encouraging  patients to take greater responsibility for their own and their family’s health
· Carrying out research into the views of those who use the practice, their relatives and carers 

· Organising health promotion events and improving health literacy
· Influencing the practice or the wider health and care system to improve commissioning ensuring high quality responsive care for all patients
· Ongoing communication with the patient population 
· Running volunteer services and support groups to meet local needs 
3. Public Health White Paper, “Healthy Lives, Healthy People”

N.A.P.P supports the overall vision and principles outlined in the Public Health White Paper in particular the aims of putting individuals in the driving seat for all of their health and their family’s health and the focus on providing targeted information at important intervals in people’s lives. 
3.1 Evidence
 suggests that being involved in decisions about our own health leads to increased confidence, greater understanding of our personal needs, improved concordance with treatment solutions and generally makes individuals more proactive rather than passive recipients of care. The same research highlighted the importance of having access to and effectively sharing good quality appropriate information as a way to empower people in making positive changes about their health. 
3.2 Principles of active involvement 

The core principles of active involvement are:

· co-production in designing and planning solutions, 
· involvement and influence in decisions about health care 
· ensuring  access to information 
Together these form the key components that can be the catalyst for achieving major changes in public health. 

A good successful working example of this are Patient Participation (PPGs) and user-led groups which are founded on these core principles and are an essential resource that is critical to the successful achievement of the White Paper aims. Based in local communities, these groups are critical to success because they are made up of patients and local people with experiential knowledge of health issues and the care system. They offer an informal, local, participative, independent approach with which other patients and members of the community readily identify and feel more at ease. 
Experience shows that interaction with and support from peers, others who have had similar experiences, rather than only professionally led initiatives can break down barriers to communication and involvement, lead to greater engagement on issues and participation in activities. An example of this is the work of the Expert Patient Programme.  Peer led and supported interventions engender trust and a greater depth of relationships between individuals. Peer led approaches add significant value to the services provided by professionals and need to be central to the implementation of the Public Health White Paper recommendations.
PPGs have an essential role in empowering patients to get the most out of health and care services. Groups help patients access and understand appropriate information to support shared and informed decision making about treatment, self care and lifestyle choices thereby promoting positive mental and physical well being and improving individuals’ confidence and self esteem. 
3.2 Health Literacy

Evidence from research
 demonstrates that health literacy is the strongest predictor of an individual’s health status. PPGs help to empower people to make changes and choices that will make a difference to their lives by increasing health literacy and signposting patients to a range of services that can offer support to improve their lifestyle and address challenges they face. This can help narrow the health information deficit
3.3 Virtual PPGs
Virtual PPGs are also now developing based on email networks and social media to enable the group to reach out to the wider diverse population ensuring engagement with all sections of the population including those from minority communities and those that are seldom heard.

3.4 Key points:

To effectively maximise opportunities for better health the following points need to be reinforced within the proposals:
· The need to build on and harness local patient participation and user-led groups to support empowerment and help people to make changes. These opportunities exist already and are not currently being used to their full potential.

· The need for central recognition and resources to support and maintain PPGs in all practices across the country as a foundation to build interventions upon

· The importance of active co-production and involvement of targeted groups and individuals in designing and implementing public health interventions and activities to ensure ownership and full participation
· The importance of peer support, champions and role models in encouraging individuals to make and sustain changes 
· The importance of peer and user-led groups positioned at the frontline of local communities in facilitating access to information, raising awareness of and promoting better health and supporting informed shared decision making
· The importance of being local – patients and the public identify much more with groups based in their community

· The role of PPGs as a barometer of community needs, priorities, and aspirations providing local practices and GP’s with essential feedback on the quality, responsiveness and appropriateness of services and interventions
To ensure a consistent and effective infrastructure of support can be maintained that underpins and helps to successfully deliver the Public Health White Paper proposals there needs to be greater central recognition of the role that PPGs and user-led groups can play. Core central funding needs to be allocated to support the establishment of a PPG in every GP practice across the country, an aim to which N.A.P.P is working towards.
4. Question One: What are your views on the extent to which proposals will achieve positive changes to people’s health leading them to be empowered citizens?
To be fully effective the White Paper vision, principles and proposals need to be underpinned, supported and sustained by strong local infrastructures such as user-led and patient groups who are closest to communities. 
PPGs for example are a proven strong model of empowerment that can offer a cohesive foundational element to supporting public health proposals. In practice PPGs are already delivering strengthened self esteem, increased confidence and personal responsibility by promoting positive healthier behaviours and lifestyles through targeted awareness campaigns across the whole population spectrum and all stages of life. There is not consistent cover currently of PPGs in all GP practices so this would need to be addressed and adequately resourced. 

4.1 Hard to reach groups

Because of their intimate involvement with the community they serve, PPGs are able to take special account of the ‘hard to reach’ and other minority groups.  PPGs are a thriving part of the ‘big society’. They get to know their own community and can identify where they think the needs of some groups are not being met..This information will be discussed with practice staff and how problems can be addressed. 
4.2 Behavioural Change

PPGs support and guide individuals in making key decisions about their health and well being. This local, personal peer support is a key factor in helping people move on and make changes in their lives. The central tenet of the proposals hinges on responsibility for better health being shared across society. There is little acknowledgement of the need for appropriate support for individuals at key decision making points and in the longer term to sustain lasting beneficial changes that will improve public health. There is considerable evidence from work with dependencies such as alcohol, nicotine, and gambling that peer support over a long period of time can assist in behavioural change. There are other similar examples such as ‘weight watchers’  
It is important that any proposed interventions are designed in partnership with active involvement from targeted individuals and groups from the outset. This means involvement of patients and the public at the conceptual design stage, discussing options and ideas, right through to delivery of interventions. By involving those targeted it is more likely people will take ownership, responsibility and actively engage with interventions. This should be a core principle to the Public Health proposals but is not explicitly set out in the White Paper.
4.3 Community groups

Any proposals need to be developed with and communicated through existing user groups and networks to ensure they are responsive to expectations, aspirations, minority interests, cultural and special needs. Harnessing community networks, groups and members/leaders will significantly increase the potential for successful engagement of individuals. 
· By using community infrastructures the extent to which positive change is effected will significantly increase as there will be:

· A greater spread of awareness and the ability to target key groups such as small condition specific self help groups, PPGs in GP practices etc

· The benefit of a ready made group of peers, champions and role models to offer support and encouragement 

· The opportunity to tailor interventions to the specific local, geographic and cultural needs of communities
4.4 Local authorities

There are very many groups operating in communities. Some are branches of large national groups some are small groups that have developed to meet a particular need. The White Paper aspiration that proposals are responsive to communities is admirable but it will be essential that a clear imperative is given to local authorities to involve specific and relevant groups from the outset in developing local solutions and that local authorities are required to provide demonstrable evidence of involvement. If involvement and ongoing support is not intrinsic to initiatives they will potentially be less effective.This is a large task.
5. Question Two: GP consortia are expected to help improve individual’s health behaviour, what specific and practical initiatives do you see needing to be implemented in order to achieve this?
5.1 Ensuring maximum engagement

To ensure maximum engagement by individuals and target groups with services and interventions that are commissioned it will be essential for consortia to integrate the involvement of patients and the public into their commissioning processes at all stages of the commissioning cycle. 
5.2 Responsive commissioning

A key principle of responsive commissioning should be co-production with patients and the public emphasising the importance of local feedback informing GP consortia commissioning decisions. There is much evidence and research available that demonstrates the effectiveness of co-production. A fully engaged public
 is more likely to result in dramatic improvement in health status and more efficient use of resources.
PPG’s are naturally positioned as the closest lay body to the new GP led commissioning architecture facilitating the development of early and effective relationships between GP consortia and PPG’s where they exist. In many parts of the country networks of PPG’s are already forming partnerships with emerging GP commissioning consortia. PPGs can support GP consortia to make informed commissioning decisions that drive up quality, ensure services are responsive and target resources more effectively.
PPGs are uniquely placed to represent a collective unbiased view of patients’ needs and priorities. PPGs collect feedback on patients’ experiences at the patient/practice interface and through analysis and evaluation of patient insight data including annual GP Patient Surveys.  PPGs are a barometer of the local community and provide evidence based feedback which includes:
· The needs, experiences & priorities of patients and the community including those seldom heard

· Intelligence on purchased services including identification of gaps
· Feedback on whole care pathways and health interventions
PPG’s are key to supporting GP consortia locally in driving up the quality of general practice by ensuring that the views of patients, carers and the public are fed into and become an integral part of local commissioning. For the new arrangements to function effectively it would be imperative that a PPG existed in every GP practice in the country. N.A.P.P recommends that it is made a statutory requirement for all GP Practices to have a Patient Participation Group in the new arrangements. This concept is supported by feedback from GP consortia and individual GP’s already working with PPG’s. 
Engagement with the public and patients will facilitate responsive planning & development of public health interventions:

· by involving the public in reviewing existing services; 
· through local views determining service specifications

· by gathering views from across the whole diverse public spectrum

· including exploring the potential for the public and patients in supporting delivery of the interventions
5.3 Needs assessment

GP consortia will need to undertake a full and comprehensive needs assessment of the population in terms of socio-demographic and cultural factors upon which to base commissioning. In addition to this, consortia will need to work hard to build relationships with local citizens as partners to ensure they have a comprehensive understanding of public and patients’ perspectives, needs and wishes that will:
· identify issues & priorities of the community also gaps where people are excluded or services are inaccessible

· provide a user-led view of the user experience/journey, identifying where there is unmet need as well users’ priorities for solutions

· challenge assumptions about priorities that may have been defined by government targets or professionals 
· identify possible efficiency savings in services
· identify variations/trends in delivery of care and services
· identify priorities for investment/disinvestment

· offer predictive insights around demand and uptake of interventions
· generate/gain feedback on innovative ideas

· facilitate dialogue with public/patients around needs & options for change

An honest and open ongoing dialogue with citizens as partners will mean that local people will have a greater understanding of the need for change should difficult decisions need to be made about disinvestment in services and will be involved in discussing possible options for future investment.

5.4 Designing and monitoring services 

The public and patients can also support the contracting & procurement process ensuring interventions and providers are responsive to needs & aspirations

· by facilitating access to local views that can be used to determine expectations and the scope and level of quality/outcome indicators within a service/intervention
· by ensuring local views inform Service Level Agreements & specifications of interventions
Involvement of the public and patients in the performance management and monitoring of interventions will provide important feedback to:
· inform service improvement or changes in commissioning investment

· evidence whether interventions are meeting needs & expectations

· evaluate interventions to make sure they are appropriate, effective and of good quality 
6. Question 3: There have been many opportunities for schools to incorporate health education and yet this has been patchy because it is not part of the national curriculum, do you believe it should be a curriculum obligation and what should be covered if it were?
N.A.P.P would support the principle of health education being part of the national curriculum. Awareness of the role and remit of local groups in supporting health education should be made clear as part of this initiative.

7.Question 4: The public health white paper wants to ensure recommendations from the Marmot Review are implemented, such as enabling children, young people and adults to maximise their capabilities and have control over their lives, how would you tackle this problem?
As previously stated and discussed, experience shows that the most successful interventions are the ones which are co-produced with those who are the target beneficiaries.
8. Question 5: a) How can you see public health information being provided in order to effect behavioural change to reach targeted populations at the optimum time?

b) Would this have more impact if there was a national campaign at the same time?

As previously discussed there is a valuable role for patient, user-led and community groups as intermediaries in facilitating the effective distribution and interpretation of public health information. Support in understanding and utilising information to maximum effect is critical to its effectiveness as a public health intervention. The concept of providing information at key life stages is worthwhile provided there is access to appropriate support preferably involving peers from the same target group.
The format and language of the information will need to be appropriate to the target group including accessible information for those with communication difficulties and from different cultural backgrounds. Distribution mechanisms e.g through interactive social media if targeting younger people will also need to be appropriate to be effective. Those targeted by the information need to be involved in its production to ensure the most effective messages are included.

A national awareness campaign would be helpful particularly through digital television. Any national campaign should also include parallel provision for supporting local groups to raise awareness of issues and interventions in their own communities. National campaign Information should be clear and must avoid mixed messages.  PPGs can help publicise and organise the delivery of annual ‘flu injections. National information can give clear widely advertised messages about preventing spread of infection and visiting GP surgeries 
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