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A change of heart

David Gilbert

“So, David, what do patients think?” Origins of a dilemma

After recovering from mental health problems, I wanted to improve things for others – to campaign for change, and support people through similar hardship. I joined my Community Health Council and local chapter of Mind and found myself on various local NHS committees, faced by a dozen powerful, well-paid, suited, professionals. They’d ignore me, or inquire at odd moments: “so, David, what do patients think?” 

“What, all of them?” I thought. Since I was there to ‘provide the user perspective’, I told them about my experiences - both good and bad. Some thought: ‘Great - here’s someone telling it like it is at the coal face.’ Others smiled benignly… or fell asleep. They wanted me to be ‘representative’ and go beyond my personal experience, but nobody could tell me what that meant. 

So I forged relationships with service users,  carers, members of the community and local groups.  When I reported back their views, those who had previously seen me as credible, because I talked from experience, switched off.  Those who had wanted me to be more representative had moved on to ‘more important’ matters: quality, risk and budgets. 

In effect, I was used used as free labour, marginalised as a quasi-operational lead for patient and public involvement, and exhausted myself (and other victims of consultation fatigue) in the process… and guess what ?  My reports sat on the shelf and nothing changed. At the beginning I had been marginalised as ‘not knowing enough’ to contribute but now I knew ‘too much’. 

So, what was my role? This chapter is about what I know now that I wish I had known then. Hopefully it will be useful for those who find themselves as ‘lay representatives’ that is, people who find themselves in the ‘professional’ arena representing those who have experience of services but are not ‘professional’ health care workers. 

The Outsider-Inside – The effective patient and community representative

‘Experts’ complain that not many people get engaged with public services and assert that this is due to apathy and disillusionment with the political process1. Others see public services being reformed and cry out for people’s involvement in decision making2.   What seems to escape both is that there are about 50,000 health-related voluntary sector organizations and half a million people involved in formal governing bodies3.  Millions of people volunteer their time, take part in focus groups, fill in questionnaires, get consulted on local service changes, sit on interminable committees on cold February nights, and really care about health and health services.
One problem is the numbers of people coming through the ranks and the need to create further opportunities for those who give one off views in surveys so they are able to sit at the decision making tables and talk with the people in power. The other problem is competency - how to make sure that these people have the resources (money, skills, support, etc) to take part. 

In Shrek 2, the talkative donkey and Shrek are in a dungeon. Donkey rants that he has “the right to remain silent ...”.   Shrek replies wearily: “Donkey, you have the right, but do you have the capacity?” Likewise with Patient and Public Involvement (PPI) there is now a statutory duty for all NHS bodies to involve people in decision making4 but few have the capacity to make it real and those who wish to make it real may also lack capacity. 

What I always needed but never got, was the support and training to make me an effective patient and community representative, clear in my role and confident in my abilities to change things. When I became Head of PPI at the former health inspectorate (the Commission for Health Improvement), we found that  a lack of support for the lay voice was one factor that prevented PPI from becoming part of everyday practice in the NHS5.  Many trusts wanted to support people but did not know how6. This inability and lack of experience is a huge obstacle to a ‘patient-centred’ NHS. 

What I have learnt is that patient or community (lay) representatives are ‘outsiders-inside’ and must simultaneously play two roles: 

· Community link – externally facing, keeping in touch with local communities and bringing in wider perspectives.

· Critical friend – internally facing, flying the patient flag and offering strategic advice from a non-institutional perspective.

The Patient and Community Engagement (PACE) Team at the former NHSU (which was to have been the ‘corporate university for the NHS’) found that lay representatives: 

· wanted clarity about their role, even though there was little consensus on what the role entailed or what was expected from them in terms of gathering views;
· had to balance what they did outside the organisation (linking with communities) and what they did inside (as ‘critical friends’);

· needed to establish legitimacy to gain influence which depended on flexibility to respond to specific situations;

· were motivated by personal experience, but needed to move beyond this and avoid doing work that paid staff were responsible for;

· did different things to get patients’ perspectives integrated into decision-making; 

· had to strike a tricky balance between being supportive of decision-makers and being independent and challenging, with little support or guidance on how to achieve this. 

The effective outsider – the community link

The PACE Team also looked at the learning needs of representatives and identified two major areas within which their role needed to be explored: 

1. What matters to patients, carers and the public 

2. Patient and Public Involvement.

1.
What matters to patients, carers and the public – the dimensions of the ‘patient’s experience’.

Ask any user of services what matters to them and they will have an opinion. Most people involved in trying to improve things for patients are motivated by experience; some grateful who want to give something back, others damaged who want to demand change. Without this passion and commitment the decision-making tables would be even more sterile places.

The downside is not that people ‘have an axe to grind’ but that their sight is partial. If my problem as a patient was not getting access to services, then it would be hard for me to fully understand that this is not the only thing that matters to patients and carers. If I have had poor treatment, how would I know that dissatisfaction is not the norm? 

But you don’t have to know everything! You only need to know broadly what the research evidence says matters to patients, and become conscious of your own experience and how these two aspects – experience and evidence – relate to each other.  

On the whole, the things that matter to patients and carers are:

1. Getting better, feeling better (outcomes of care); 

2. Getting the right care from the right people (clinical quality); 

3. Being treated as a human being (humanity of care).  Including respect, dignity, etc;

4. Information, communication, having a say (involvement) –including receiving information, clear explanations and being able to participate actively in decisions about treatment options; 

5. Being supported – practical and emotional support including access to statutory and voluntary sector services;

6. Support for carers and relatives; 

7. A safe, clean, comfortable place to be (environment of care) –including privacy, hygiene, food;

8. Right treatment at the right time (access 1) –including prompt response to an emergency; timely access to car, short waits, etc.

9. Right treatment in the right place (access 2) – convenient locations; transport; parking, etc.

10. Not being passed from pillar to post (continuity) – a smooth ‘journey’ through primary to/from secondary care, etc.

11. Continuous care – ‘after care’, support in the community, etc.

Numbers 2 – 7 should be there at each stage of our care. Numbers 8 – 11 are about receiving continuous care. These things are important for all of us, regardless of circumstance or health problem. On top of this, there are particular needs for specific groups or particular barriers that people from different parts of society face when trying to get the things they need. Therefore, diversity and equality issues are central to all 11 dimensions.

Reframing my own experience 

So how do these dimensions relate to my own experience? And how should I bring both personal experience and what matters to others, to the table?

The temptation has been to exaggerate the drama of aspects of my own poor clinical care or to think I have nothing to say. One of my blind spots is a legacy of feeling vulnerable because of my illness and imagining that doctors must be heroes who know everything and should cure me. When I was ill I did not want choice, only for the pain to go away. I was a child wanting daddy or mummy doctor to magic me better. I think the paternalistic medical model survives in a modern uncertain world mostly because of a primitive desire to be looked after. 

So I took my pills compliantly and prayed they would work. The collusion was complete – doctors and nurses did not need to give me information and were absolved of the need to chart the difficult waters of shared decisions. I complied with my own need to stay ignorant. I did not dare to challenge this conspiracy of power and dependence. 

It is all too easy to concentrate on the non-clinical aspects of care that I ‘know about’, the environment of care and patient information.  This ignores the fact that many patients know more about treatment than professionals for instance those with HIV, people with learning disabilities or those with long term conditions.  However, the 11 patient experience dimensions help us to take a broader view.

Maybe I should gag myself and not tell my personal story at the decision making table? Not at all,  the judicious use of story telling – the use of narrative – can be very powerful. Health professionals deride the ‘anecdote’ but actually use them more frequently than lay representatives!  Story-tellers and poets know that they can illustrate a wider truth and reframe issues in useful ways. The secret is in when and how to use them. Here is an example:

I was sitting on my bed in a psychiatric unit after lunch with the afternoon to fill. A doctor appeared, one of six junior doctors I was to see over the next couple of months. He gave me a perfunctory hello and then pulled gingerly on the curtain rail around my bed. “What are you doing?” I asked, thinking his behaviour even odder than mine.  “Just testing whether you’re going to do something stupid”, he said. Then he walked out, leaving me contemplating a suddenly increased set of treatment options.

A few days later, after a spate of in-patients trying to throw themselves through reinforced windows with disturbing results, and a flurry of late night disappearances from the wards (one with fatal consequences), staff enforced a crack-down on patient behaviour to make the wards ‘safer’. They locked the doors at 8pm making night-times longer and even more insufferably claustrophobic for patients. The chaplain who usually came round at 9pm to chat to me could not do so. It felt as though the outbreaks of violence and self-harm were increasing as caged souls became more desperate. 

Meanwhile, staff spent much of their time behind a set of observation windows looking out on to the TV room. Few mixed with us in the room where frustrations arose over arguments about TV channels, negotiations on cigarette trading, disagreements on people’s favourite chairs.

How many incidents might have been avoided if we had been asked ‘How can things be made safer?’ Instead, I imagine interminable risk management meetings were held that failed to fathom why things were getting worse. Getting user views requires a leap of faith and a longer term outlook. What if the doctor had stayed for a chat instead of testing the curtain rails? What if there had been more to do on the wards? What if the chaplain had still been able to visit? What if they had removed that wretched observation window? PPI is not soft and fluffy – I still believe that people died needlessly because they did not ask us for our views.

Ten years later, I read about Government targets to reduce psychiatric in-patient suicides, by reducing to zero the number of non-collapsible curtain rails!  It would seem that risk management committees are still ticking the boxes and missing the point.

This story usually makes people sit up and listen. It makes several useful points, but has to be used with care.  It can be shocking but story telling is not about beating up professionals, or emotionally blackmailing people into changing practice. Instead, stories should serve to reframe debates about what matters and illustrate that service users can have valuable insights. 

Returning to my original dilemma from my first NHS committee meeting when asked ‘what do patients think?’, I respond by referring to the evidence and my experience. But a second type of response is equally crucial. This relates to how the representative catalyses wider engagement. 

2.
The lay representative and PPI
When it comes to what patients think, health professionals often mistake a decision making forum for a focus group. One cause for this lies in terminology. The term ‘lay representative’ implies that such individuals should be a conduit for patient views or, more dangerously, the only conduit for them, or more dangerously still, the one who goes out to get those views.  I believe the lay representatives should not be, or do any of these things. He or she should be a PPI strategic advisor, able to question and/or advise on ways that the organisation engages more widely.  

The point here is not to outline what it takes to mainstream involvement – this is covered elsewhere but to think about a representative’s relationship to PPI. This can be done by charting the sort of journey a representative takes, looking at how their role shifts and what sort of support is needed on the way. 

A patient, service user, member of the general public or voluntary sector representative may become first a ‘lay representative’ on a project. A mental health service user might be recruited to join a group looking at patient information; a cardiac patient might join a panel on access issues. The starting point of their journey into the world of corporate decision making is usually closely related to their own experience. However, the NHS sometimes makes the mistake of putting someone straight into a corporate-wide role. Without a way of creating successive exciting, relevant, non-threatening and worthwhile opportunities, representatives will walk away.

From this focused, locally-based, client or topic specific project, the representative may get invited to do more such as serving on advisory groups, on improvement initiatives or in areas where they have no particular experience. Then they might become part of ‘direct’ influencing mechanisms such as a Governor Member on a Foundation Trust, or Non-Executive Director (NED) on a Trust Board.

Here are some consequences of this ‘career pathway’:

1. From ‘doer’ to ‘advisor’ – In shifting the type of work they do, the representative will need to move from ‘doing’ engagement work to ‘advising’ others how to do it. Lay representatives may feel more comfortable going off and running discussion groups; it’s in their blood to find out ‘what the community wants’ and may keep them going after boring committee meetings (even though others may fall into the opposite trap - sitting on never-ending meetings and becoming divorced from the community reality).  In this way they can maintain an ‘operational’ role which lets others off the hook. But this risks confusing their role with that of staff, as Section 11 of the Health and Social Care Act 2001 places a statutory duty on all NHS organisations to consult and involve the public.

2. From ‘PPI methods’ advisor to ‘organisational PPI’ advisor – While shifting from doer to advisor, the representative should note that times have changed. The NHS is getting better at capturing the views of its patients, but still is not good at doing anything about them.  The lay representative needs to shift from advising on the techniques of engagement (i.e. what sort of methods should be used to document peoples’ views) to advising on the systems and processes to ‘mainstream’ involvement and act upon findings from focus group discussions.

In the early stages, this may mean merely asking simple questions: ‘we found out what patients thought but have we done anything about it?’  Later it might be about identifying the way that reports from engagement feed into decision making: Who is accountable for this? How is PPI built into performance management and monitoring?

3. From ‘PPI specialist’ to ‘strategic thinker’ – The lay representative has to be more ‘strategic’ in their thinking generally (not just about PPI) and contribute to an overview of the organisation’s efforts. This reflects another NHS problem - parts of the NHS do a good job at engaging patients and the public and some initiatives yield change. Why is a project on involving patients with cancer not shared with other directorates and/or sustained? This is the sort of question the representatives and others should address.

At CHI we had trained lay reviewers and worked as equals with them in inspection teams. Inspections looked at different Trust systems and processes to ensure good quality care, including clinical effectiveness, risk management, staff support and human resources. But we also looked at things from a patient perspective and focused on how a Trust involved patients and the public. Despite good intentions, there was often confusion about the lay reviewer’s role. In the early days, the lay reviewer was sometimes – wrongly in my view - left to focus on PPI and the patient perspective rather than the ‘hard’ bits, such as risk management and clinical quality. This is a classic example of the PPI agenda being seen as a bolt-on extra rather than central to organisational thinking, as is described elsewhere in this book. 

4. From ‘outsider’ to ‘insider’ - If someone becomes more of a corporate ‘insider’, for example as a Non-Executive Director, the challenges above become exacerbated. The lay representative will need to sort out in both their head and heart how they feel about becoming less immediately attached to their community and more attached to the organisation’s well being. Coming from the community or voluntary sector, Non-Executive Directors have in the past sometimes been asked to be the link to the community, or be the one who has Board level responsibility for PPI. A few have been marginalised from other roles and responsibilities in the process. 

The NHS Appointment Commission’s intention is that Trust Boards should have a collective duty to ensure that there are systems and processes in place to focus on what matters to patients and to take a strategic approach to PPI. The Langland’s Commission on good governance in the public sector also emphasises that these things are a collective responsibility and should not be foisted on to one individual. 

5. From ‘local’ to ‘national’ player - It should be noted that there are similarities and differences between the lay representative role at local and at national level. Obviously, there is a major leap from working in an NHS Trust to a role within, say, a Royal College or National Agency, or even the Department of Health.  It is beyond the scope of this chapter to go into much detail about this, but I have found the general principles outlined in this chapter to be of use at both levels.

Applying the learning
Earlier I tried to show how the response to the question, ‘so, David, what do patients think?’ should begin with framing the evidence of what matters to patients, reflected through the filter of personal experience. This can be supplemented with a question back to the others around the table: ‘So, what has this group done to find out?’. It becomes a shared responsibility and the lay representative should not have to find out everything themselves. They can offer pointers, but when they respond in this way, others are more likely to contribute. The lay representative may feel ‘less special’, but I have learned the hard way that this approach yields more action. And isn’t that what it’s all about?

The Effective Insider

The merits (and otherwise) of righteous anger

When I recovered from mental health problems and got involved in improving services, I was angry. I felt that I had been let down by the NHS and professionals and my relief about recovering was supplanted by a grumbling resentment towards ‘the system’. I had been a campaigner against social injustice before my breakdown so had particularly hard edges. This anger fuelled my motivation to be involved - without it I would be an accountant - but it has had its price.

Whenever I joined meetings, I played the angry consumer arguing for more of this and better that without having a clue about resource issues, let alone the constraints on professionals. Once I argued avidly for four community mental health teams to be available in our borough during a ‘blue-sky thinking’ exercise. Then the financial director said only one was affordable. Blue sky? More like red-faced at my naivety!

On the ‘other side of the fence’ at CHI, I led the development of a PPI strategy. We conducted a huge national consultation exercise involving six road shows around the country with hundreds of voluntary and community organisations. Most people thought they were pretty good and would lead to change. 

However, on one occasion a smattering of people from a national organisation hogged the floor with displays of righteous anger as to how damaged they had been by the system. They had a point but took over, preventing others getting their voices heard. They surrounded me afterwards and I suggested that, while their views were valid, I felt as a fellow sufferer that they were doing their cause more harm than good by the way they presented their case. Ten minutes later they returned to attack me for being patronising and formally complained about me to our chief executive. He stood by me. We never engaged with them again. Were their angry tactics justified? Possibly. Understandable, certainly;  effective, not at all. 

On another occasion I witnessed mental health service user representatives and professionals together planning a local project to work on a mutually agreed topic area. One service user suggested that we look at promoting the use of acupuncture in schizophrenia, because it had been ‘brilliant’ for him. The psychiatrists did not turn up for the next meeting and the project almost died. They all knew patients who had turned to acupuncture and been duped into paying large amounts of money for what they believed was ineffective treatment that led them away from seeking more formal care and treatment. The project leaders managed to broker a project about ‘shared decision making about treatment’ focusing on how information could be provided about choice of treatments, including complementary medicine. The point is that if user involvement is to work, both sides have to play the game, compromise and work on a mutually agreed agenda. 

So what do these stories illustrate about the role of the lay representative in terms of being the effective insider? The following issues have also been raised during learning events on the learning and support needs of representatives.7
The effective insider – keeping it real

The central role of the effective insider is to keep discussions focused on what matters to patients. We have seen above that there are several ways in which a lay representative can avoid being seduced into wider operational matters. But when it comes to being at the decision-making table, more subtle skills are needed.

Asking the simple question ‘what does that mean for patients?’ is useful but overdoing it may make you seem naïve. Challenging the flow of a discussion in a similar vein can be valuable – “I’m not sure how much relevance this has to the patient-centred values we were talking about earlier?”. 

But what sort of other skills help?

1.
Communication and presentation skills – Many representatives say they want to listen and communicate better, to work on their own ‘attitudes’ or ’confidence’. The over-riding issue is a need to build self-reflection into learning activities. People need to relate to different audiences and this requires flexibility of styles.  Presenting your case in a committee setting requires different skills to speaking at a public event, to patient groups or the media. 

2.
Knowledge and understanding of healthcare - Lay representatives need to know enough, but not become embroiled in the systems and processes of healthcare. One major national patient organization has invested a lot of effort in inducting its members into how the NHS works. But it did this, in my opinion, in too much detail and in a didactic fashion that made it overwhelming. It is common to hear lay representatives appeal that they want to know more about the NHS.  But such learning needs to be relevant to the local circumstances and the role they are fulfilling. It is more important to know how to find the learning when you need it. A list of who to go to for different types of support and information at the beginning of a project or new role is invaluable.  

3.
Analytical skills – The representative is constantly faced with blizzards of facts, statistics and jargon. They need to understand information from the community (e.g. demographics, public health, analysing patient views) but also how to deal with data around healthcare providers. How do we critique information that comes from a different world? Again, the issue is not so much what sort of information should we be looking at, but “where do we go to find someone to help us”. 

4.
‘Critical friend’ skills – The notion that patients and the public can be ‘critical friends’ is seductive. If I could have done this from the beginning perhaps I could have asked challenging questions in a more charming way.  The art of being a critical friend, is as much to do with timing and awareness of situations as it is with bringing contradictory impulses together:  your like and dislike of professionals; your desire to challenge and to support; your anger and your love. . . 
The concept of critical friend is loosely defined despite creeping into regular health service discourse. I have never wanted my own friends to be critical. If they were, I doubt I would put up with them for long. However, lay representatives have to deal with professionals face to face, cope with feelings of vulnerability and know how to frame questions. Some will feel more comfortable with this than others.  Being able to ask challenging questions in a non-threatening way is about more than just assertiveness training. But there will be times when asking the tough hard question is the right thing to do even if you are not appreciated for it, just as there will be times when it is the wrong thing to do.

5.
Influencing skills – People also have to master some of the ‘darker’ arts of persuasion and behind the scenes influencing; all the things we learn by doing and the topics that are not valued in conventional learning programmes. People should learn how to use different influencing styles with different sorts of audiences, about negotiation skills and understanding where power lies. 

It took me years to realise that I had to prioritise my efforts at those times when business decisions were made and with those who had the power to make them It was often more productive to hang about management corridors as business plans were developed than to attend planning sub-committees.

Personal challenges 

The following list is derived from my own botched attempts at being a lay representative at various levels, local, national and international. They are the things I found and still find most difficult.

1.
Being professional 

We have all heard professionals say that lay representatives should not become ‘too professional’. In fact lay representatives say it just as much. But those purporting to articulate the interests of patients and the public should be more professional. They should understand their role, be clear about what they are doing and how, be supported to do a good job, have clear shared agreements with others about how they conduct their business, take responsibility, feedback their views to the communities they serve and to the organisation, and behave responsibly. This is the essence of being professional. 

We should not however, conflate ‘being professional’ with ‘going native’ – that is to confuse two meanings of ‘professional’ i.e. to do the job that should be done by health professionals and the need to ‘behave professionally’. 

Some might argue that patients and the public should not be expected to take on this onerous role. But this argument is usually invoked by clinicians who are used to dealing with individual patients and not lay representatives. However, I have sometimes heard ineffective lay representatives argue in the same vein, unwittingly colluding with the very people they want to challenge.

What brings most people to be involved are personal values. The danger in too much experience of involvement is the loss of passion, but this danger is over-stated. It is not about ‘leaving personal baggage behind’, but being able to pack it in a smarter bag. 

If people really care and are still linked to the world of patients through their own networks, the passion never goes away but is continually reframed in the light of experience.  Good lay representatives are always seeking to sharpen their arguments and focus, always seeking the right point at which to make a crucial intervention. The second thing that happens is that professionals start to share the enthusiasm and passion of the lay representatives; the language spoken around the table becomes more animated.  In fact, lay representatives can give permission to others to break free of their own restrictive debates, sterile and self-serving language. Not surprisingly, health professionals have their own tales of suffering to relate. We become more human by engaging in debate about what matters to patients. 

2.
Being representative 
So, how can one person possibly ‘represent’ the views of an entire community ?  I have tackled that by proposing that the lay representative focuses broadly on what matters to patients and forges a link between the health care organisation and the community rather than does it all themselves. I suggest that lay representatives never have been, never will be able to be, never should be seen as, truly representative. It is an impossible dream. 

I am not a political theorist but I am pretty sure even a cursory glance at the role of the MP will put the lie to the possibility of someone being able to represent the total community’s perspectives. Instead,  what a good MP does to best serve the ‘interests’ of his or her community is to know what matters to them, know how to link with them, and understand the priorities. 

How can I argue that lay representatives go beyond the personal and do not need to run focus groups or link extensively with all communities in their patch as part of their role?  Without these mechanisms surely they may become decoupled from their roots? How can I propose that lay representatives are not the sole conduit for patient views but instead become some sort of catalyst or roving strategic PPI advisor?  Perhaps anyone could do the job and lay representatives must be prevented from being representative, or that ‘real’ patients are not needed do the job. No, being a patient or having had an experience of healthcare is necessary, but not sufficient. 

In fact, I want to ban the phrase ‘lay representative’ despite having littered this chapter with it. First because the word ‘lay’ derives from the word ‘laity’ and refers to when the priesthood held sway. Secondly, because my argument is that the role should be ‘advisory’. People should instead start thinking of themselves as patient and public advisors. 

3.
Mixed accountabilities 

I often got into a mess as a lay representative. Should I be ‘on the patient’s side’ always coming down on the outsider’s side, always challenging, and always reporting ‘back’ to the community?  Or, once having been accepted by the powers that be, should I cleave myself down the middle and broker compromises; was I an advocate or mediator? 

There is a subtle but important difference between having a role and responsibility and accountability.  A lay representative needs to know early on whether the group of which they are a part has formal decision making powers. If the group is part of a corporate entity, governance arrangements imply that the role of lay representative may be formally constituted (i.e. as a Non-Executive, or as a Governor Member on a Foundation Trust). 

On a personal level, one has to resolve emotions about ‘whose side are you on’. If you become involved as a Non Executive Director for example, you may kiss goodbye to the community love you crave; you may become seen as the enemy. This is all part of the excitement, complexity and challenge of being an ‘outsider-inside’.  I love it. 
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Political challenges for the lay representative

David Gilbert

PPI in the new NHS – the song remains the same 

In the last chapter, we saw clearly that the role of the lay representative needs to change.  Furthermore,  the massive upheaval in English health and social care and changes to the way involvement will work, mean that lay representatives or what I would like to call Patient and Community Engagement [PACE] Advisors will have to operate in a new environment.


A few years ago, PPI was on the up.  In Wales, ‘Signposts’1 became the first national guidance on PPI. England followed by having a statutory duty for all NHS bodies to involve and consult patients and the public2. The Commission for Health Improvement (CHI) was busy inspecting organisations for this, and its report, ‘i2i – involvement to improvement’3  triggered  further feverish initiatives. 

Senior managers took the cause more seriously when the National Primary and Care Trust Development Programme developed its competency framework for engagement4 and strategic health authorities (SHAs) implemented performance management frameworks for PPI. We got our own ‘czar’, a National Director for Patients and the Public and national agencies created directors of PPI and patient-centred units. Last but not least, the Commission for PPI in Health (CPPIH) was launched, with hundreds of PPI forums to complement other involvement structures.

For the first time, champions of the work had strong backing. Even recalcitrant directors knew this pesky agenda would not go away.  No longer could they simply get a junior colleague to run focus groups and leave the resulting report to gather dust. 

Now however,  CHI has gone. The Healthcare Commission is committed to inspecting PPI via its Annual Health Check, but it is not yet clear how it will do this. Section 11 of the Health and Social Care Act 2001  is not being routinely applied. CPPIH will be abolished and there is continuing unsettled debate about the role and impact of PPI forums. 

More worryingly, Government language has changed over the past two years. Department of Health pronouncements do not as often extol the virtues of services planned, designed and delivered with patients and communities. In the new world of choice and Payment By Results, delivery is the focus to ensure services are ‘responsive’ to patients and that reforms ‘improve’ services for patients. It is a world of choice rather than voice.

At a local level, chief executives, senior managers and clinicians are ambivalent about involving people in decision making on how services are planned and delivered. They have not seen convincing evidence that involvement makes a difference and anyway their minds are now on ‘more pressing’ matters – financial deficits, organizational changes and reform of the way that services are commissioned and delivered. Non-Executive Directors (NEDS) appointed by the Appointments Commission more often come from financial and business backgrounds now, rather than community and the voluntary sector.

Meanwhile, local work on PPI goes on, but much of it focuses on short-term projects in particular services, and too many reports remain on the shelf. Too few trusts take it seriously. 

Some parts of the Department of Health, perhaps realizing the possible vacuum in policy and practice are beginning to resurrect the agenda. The new Health and Social Care White Paper5 emphasizes again ‘voice’ as well as ‘choice’.

This is crunch time for PPI. If we don’t get it right this time around there may be no next opportunity. The principles remain the same – patients, carers and the public should be central to planning, designing, delivering and evaluating services. But, in the (paraphrased) words of Doctor Spock: “It’s PPI, Jim, but not as we know it.” 

PPI for a new world
An Expert Panel was recently convened to come up with recommendations to ensure that arrangements for future involvement and engagement are fit for purpose in a new health and social care system. There are four areas which advocates for PPI and the new breed of ‘PACE’ advisors should take seriously: 
· Commissioning;

· Provision and quality;

· Accountability;

· Governance.

There is confusion about terminology regarding these different areas for involvement.  Those commissioning and providing services both have to:

1. Involve people in planning, design and delivery of internal functions via:

a. involvement (capturing the patient and/or public perspective) 

b. governance mechanisms (involving people in decision making)

2. Prove they do so to external agencies via:

a. accountability mechanisms 

b. monitoring of quality and regulation

Commissioning 

Commissioning is the process by which the NHS decides how to spend the resources available to ensure equitable access to high quality services that offer good value for money. The good news is that the government recognises that services commissioned must be based on a full understanding of the health needs of the entire population served by a Primary Care Trust, achievable only through active, ongoing and systematic engagement of local people. 

The initial phases require a ‘public/citizen’ take on needs, equalities, public health and gaps in services for example. It will require particular ‘techniques’ (such as deliberative methods) where competing values come together or trade offs need to be made. Later stages (e.g. designing service pathways and ensuring the quality of what has been commissioned) require involvement of patients/service users. 

The bad news is that involvement in commissioning is underdeveloped. So far, there has been precious little involvement of patients and the public in developing guidance on commissioning and this will be a crucial test for the future of involvement, given current health reforms. 

Ammunition for involvement comes from the catchily titled ‘Technical Guidance for Practice-Based Commissioning’ (PBC). It stresses the involvement of patients and the public in decisions over what services a practice commissions.  This is “to protect the integrity of the local health system and to check developing thinking against the views of patients and local communities”. The challenge is to make sure involvement has an impact on commissioning. A practice not following this approach will be in breach of Section 11 with the PCT responsible6.  This is stern stuff that should reopen managerial minds. 

Provision and regulation of quality

Some Health Service PPI champions complain of ‘missing the boat’ and not being involved in core corporate work. One told me she has become the ‘lay rep pimp’, continually being asked for tame lay representatives for committees. Others, though, are making sure their work ‘fits’ new agendas.

One PPI lead described his sterling work on choice, getting client groups involved in designing information for the ‘choose and book’ initiative. When asked whether patients were involved in transport issues, or the broader implementation of choice, he said that was not part of the remit. Without strategic ‘nous’ and senior support, patients stay part of reading panels, reviewing Trust documents for ‘user friendliness’ but little more, and PPI continues to remain at the margins.

There are several key challenges to involvement in provision in the new NHS:

· Advocates for involvement want stronger enforcement of the requirement to involve people, but providers’ want less ‘cumbersome’ statutory requirements so they can switch provision quickly in response to patient choices;

· Care and treatment will increasingly be delivered by different types of providers (NHS, private companies, social enterprises). How can involvement help ensure quality of provision in a mixed economy? 

· As care becomes more individualised through choice, special focus is needed on the continuity of the patient ‘pathway’. How can involvement tackle this ?

· Ensuring the patient voice in monitoring services will fall mainly to the regulators – the Healthcare Commission and the CSCI who are due to merge in 2008. How well they do this will be crucial. Tough decisions will be required on the balance between regulation and support for improvement.
Overall, the balance between ‘voice’ and ‘choice’ in the new NHS will be keenly

contested.

Accountability

‘Accountability’ is the new trendy word in involvement circles, but there is considerable confusion about its meaning. In simple terms it means ‘being responsible for the effects of your actions and willing to explain or be criticised for them’. There are four key questions: 

· Who is held accountable? 

· For what? 

· To whom? 

· What are the consequences of failure? 

There will be different answers to these questions according to the type of accountability, for example: 

· performance accountability, demonstrated by specific outcomes;

· bureaucratic accountability,  demonstrated by compliance with rules and regulations especially around funding and quality; 

· professional accountability, demonstrated by compliance with recognised professional practices; 

· market accountability, in terms of consumer choice; and

· stakeholder accountability which applies to all the above. 

Many argue that, given current trends, it is commissioners who should be accountable through a form of scrutiny that is wider than just health. It is possible that Overview and Scrutiny Committees (OSCs) will be granted an enhanced role in the new systems and structures for involvement. If this is the case, then OSCs will also need to have better patient/user input into this new ‘accountability system’ either through dedicated intermediaries responsible for gathering views or directly with ‘networks’ of patients and the public and local organizations. They will also have to use particular methods (such as citizen’s panels) to engage with patients and the public.

Governance 
Given that this is likely to be a hot topic for involvement, it is worrying that yet again there is widespread confusion about what the term ‘governance’ actually means.  Health and education tend to use ‘governance’ in a formal sense when talking about Boards of Governors or Public Governors; The Home Office has a looser definition around ‘ordinary people involved in decision making’ that overlaps with ‘involvement’ more generally. In social care, user-governance can mean user-led organisations. 

As we have seen in Chapter 15, there is a difference between being ‘involved’ in ongoing initiatives (e.g. service user and carer panels); being a ‘representative’ with indirect influence over decision making (e.g. in improvement projects or advisory panels) and being a ‘governor’ with formal decision making powers and  accountabilities. 

The Independent Commission on Good Governance in Public Services7 highlights that boards should focus on what matters for service users and have a collective responsibility to listen and act upon user voices. The Government and Monitor (the NHS Foundation Trust regulator) are likely to re-emphasise the importance of governance and how it relates to PPI. Some are beginning also to discuss whether PCTs might adopt the governance model of Foundation Trusts. 
The work to be done is grooming potential governor members and non-executive directors from a widening pool of lay representatives. These future stars will have to move beyond personal agendas, understand their role and develop clear relationships with communities and directors – all things we have talked about generally in Chapter 15. More widely, the Home Office Active Citizenship agenda highlights a possible resurgence of activity to support ‘citizen governors’. 

PPI Learning and development


The new role for the lay representative (or PACE advisor) is not going to be easy. People may find themselves in new organisational structures and/or helping to oversee new or refocused functions. And nothing can possibly change if people are not supported in this ‘new’ role. Learning and development is one part of the support that people need to fulfil their duties, alongside practical support such as secretariat and administrative back up, help with accessing meetings, reimbursement, information and IT.

As yet, the NHS is not geared up to train and support patients and the public. This is not part of mainstream business. Some professionals know they need to provide lay representatives with induction training and the more enlightened stretch this to ongoing support, but few have considered or tried to finance, learning and development opportunities.

Meanwhile the staff training and development agenda is taken more seriously. Though not perfect by any means, there is an annual NHS staff survey that covers issues of training and development, and there are national and local initiatives to ensure that professionals who wish to access learning opportunities can do so.

However, opportunities for staff to learn about PPI are few and far between. And for lay representatives, almost non existent. The former Patient and Community Engagement (PACE) Team at the NHSU undertook work with the Department of Health and PPI leads in Strategic Health Authorities (SHAs) to find out what learning people needed in order to ensure that PPI was part of mainstream business.

This sort of work has raised the idea of a ‘core curriculum’ for PPI for both staff and non-staff (see below). Unfortunately the work of the PACE team was discontinued when the Government decided to merge the NHSU’s functions into the new National Institute for Innovation and Improvement. The NHSU was to have become the ‘corporate university’ for the NHS and in its strategic plan, was committed to enable patients to be ‘learners’ as well as staff. Now,  the idea of a core curriculum has been resurrected within proposals for a new National Centre for Involvement (NCI) first proposed as the National PPI Resource Centre (see below). This just goes to show that good ideas can sometimes outlast national fads for reorganising the NHS!

It may seem that my arguments thus far concern what people ‘lack’ in terms of being ‘fit’ for the job. If only those health professionals could teach us what it means to be a good patient representative !  But here’s the paradox – the sort of learning required builds on what we already know, value, love and live. 

The ‘deficit’ model of training whereby we get others to fill our gaps in knowledge and understanding must be turned on its head. Clearly there are quite a few things we need to know about the NHS or its organisations in order to function properly. But mostly what I have brought to decision making tables is common sense and a focus on what matters to patients – at the beginning this is derived a lot from my own experience as a patient, but this was complemented later on by common sense about what I could or should be doing. The learning I most needed was generic and holds true for many people on decision making fora – how can I make a difference? 

Some solutions

1. Health Action Skills (HAS)

When I started on my ‘career’ as a mental health service user, gradually becoming a community ‘leader’ or representative, I was struck by how little training and development I was offered along the way. The voluntary sector organizations I worked with were too poor, and the statutory services too unwilling or ignorant to boost my skills with formal learning opportunities.

The sort of learning needed depends on the stage of the journey. Little has been done to identify the ‘steps’ of what might be termed a ‘user career pathway’ across the public sector. And not much has been done on what sort of learning and support might go alongside this. In the NHS, the notion of a ‘skills escalator’ for staff has become fashionable, to offer opportunities for clinical and non-clinical staff to boost their career chances through creating learning opportunities, but until now,  no such idea has become fashionable for patients and the public.  A patient and public version of the skills escalator is sorely needed. 

I propose a strategy to promote ‘Health Action Skills’ for patients and the public. Patients and the public would have learning opportunities available at each level of their development as they move between different roles and functions in the health and social care system. If I am a patient, then I would be able to get learning and support to be an ‘expert patient’ able to manage my life and health condition better. But I would also be able to further my learning about community leadership and active citizenship and/or how to be a lay representative or  governor member. At present, there are small pockets of good practice in terms of developing such programmes, but no overall national strategy to bring it all together. 

This chapter has focused on the last leg of this journey, but I think it is time that those in the learning and development field recognized that the pool of future leaders and representatives lies in cultivating learning and support at an early stage of the ‘user career’ pathway. Just as staff recruitment and retention is dependent on people accessing training at an early stage of their career, so with people in the community. How might we develop this idea? 

2.
A core curriculum for PPI
It is clear that learning and development around PPI is crucial. There is a thirst for learning, but huge barriers to making sure that the right learning is available. 

What is needed is a coherent approach to the planning, design and delivery of learning around PPI. Instead of focusing just on the needs of particular patient groups or PPI Forums, the focus should be on shared learning between staff and non-staff. Instead of focusing on developing individual modules, we should step back and consider the development of a ‘core curriculum’, or learning programme around PPI. 

In simple terms, what this means is defining what learning should be available for whom; and who might co-ordinate its delivery.
The table below is an attempt to think this through.  It is purposely left blank to

 stimulate thoughts and ideas about the issues.

· The left hand column lists the sorts of topics (or modules) that might be in such a programme;

· The second column suggests whether this might be a core or specialist / optional module;

· The third column indicates who might benefit from the module possibly via shared learning across different groups;

· The fourth column lists examples of the sorts of agencies that might wish to co-ordinate development of that module. 

This framework and the list of topics builds on earlier work conducted by the PACE Team with the Healthcare Commission8. Learning opportunities might be made available to: 

· PPI Forums; 

· Patient and public interest groups (e.g. voluntary sector; OSCs); 

· PPI  champions in NHS (e.g. PPI leads; NEDs; Directors with PPI responsibilities, Governor Members);

· Senior Managers (e.g. without direct responsibility for PPI);

The list of topics is divided into four clusters:

· Working with each other in our team;

· Working to develop ourselves;

· Working with the community; 

· Working with healthcare organisations.

Patient and Public Involvement Learning Programme 

– a draft framework for a core curriculum

	Topic
	Core or specialist module?
	For whom?
	Co-ordinated by?

	THEME ONE:  Working with each other in our team



	Establishing good relationships (Building the team)
	
	
	

	What are we here to do? (Role development) 
	
	
	

	Strategic planning
	
	
	

	THEME TWO: Working to develop ourselves



	Communication and presentation
	
	
	

	Leadership
	
	
	

	Project management
	
	
	

	Finance
	
	
	

	IT
	
	
	

	THEME THREE: Working with the community (the effective outsider)



	Joint working 
	
	
	

	Linking with communities 
	
	
	

	Diversity and equality
	
	
	

	PPI and community engagement 
	
	
	

	THEME FOUR: Working with healthcare organizations (the effective insider)



	Understanding healthcare 
	
	
	

	Analytical skills (includes understanding evidence)
	
	
	

	Influencing skills (includes ‘critical friend’ skills; political skills)
	
	
	


Themes three and four echo what I have been talking about in this chapter.  What the framework does is to illustrate the possibility of making shared learning for PPI a real possibility. After all, the staff champion for PPI is in the same boat as the lay representative when it comes to arguing for the mainstreaming of PPI. They may need to go onto the same learning programme to find out how to influence decision making,  and they will certainly find allies to their cause in so doing. 

The table is only a draft framework for consideration. Stakeholders will need to work together to flesh out the detail. They will also have to work on the overall process of developing the curriculum. Given current turbulence in the PPI system, it will be necessary to identify roles and responsibilities in the following areas:

· Funding – It is unclear in the present climate who will fund further learning activities in this area. During times of organisational change, money earmarked for training can be a soft target for cuts. This should not be allowed to happen. Who will provide the money and resources to develop this framework and/or the individual elements?

· Commissioning – Who will commission delivery of learning in particular areas and to particular groups? One issue will be how to ensure that commissioning includes a commitment to shared learning. Will those commissioning learning for staff, for example, be open to inclusion of patient and public representatives on those programmes? 


· Delivery – how will learning be delivered? It is beyond the capacity of one agency to deliver learning across this wide spectrum of topics; what sort of model will govern how learning programmes will be delivered ? Signposting,  accreditation and ‘train the trainer programmes’ are some of a range of possibilities. 


· Stakeholder involvement in the above. It is crucial that patient and public interest groups have a say in how the above are taken forward. 

The National Centre for Involvement


In mid 2006, a new independent national resource centre for PPI came in to operation. Its vision is to develop and support PPI across health and social care to improve health. It will aim to:

· Promote the value of PPI

· Create a one stop shop for information and advice on PPI

· Build the capacity of organisations, staff and patient-citizens for high quality PPI

· Develop and disseminate practical resources that aid PPI

· Generate evidence-based models and examples of best practice

· Identify and maximise learning opportunities at a national, regional and local level

· Develop and facilitate networks and communities of interest

· Become an exemplar of a responsive and inclusive organisation

The Centre will work with networks of PPI advocates and champions from:

· PPI Forums

· Forum Support Organisations

· Health Voluntary and Community Organisations (including faith-based and BME groups)

· Strategic Health Authorities

· NHS Organisations

· Statutory Authorities

· Professional Associations

· Local Authority Overview and Scrutiny Committees

· Non Executive Directors and Governor Members

The Centre will work with these networks to ensure that it reaches diverse sectors of the community. So, if you are from one of these networks, the Centre will provide a range of useful resources, such as: 

· Up to date information about PPI and PPI-relevant policy issues

· Practical resources

· Evidence about what works

· Models of good practice

· Peer support, discussion groups and other people to talk to

· Information, advice and guidance about local learning opportunities

· Opportunities to get involved with the Centre.

The National Centre for Involvement is a consortium of The University of Warwick, The Centre for Public Scrutiny (CfPS) and the LMCA but will engage with a wider family of partners that has been involved in developing proposals. 
The Centre will be able to help with any of the following:

· Involving patients and the public more effectively; 

· Involving people from communities that are traditionally excluded or marginalised;

· Making improvements based on involvement work to prevent focus group and survey reports sitting on the shelf;

· Sustaining and spreading good practice across other areas in your community; 

· Making sure that PPI is part of mainstream business in your patch;

· Becoming more actively involved in the governance and management of local healthcare;

· Ensuring healthcare organisations are democratically accountable and responsive to local needs;

· Engaging more effectively with professionals supporting your own healthcare.

It is anticipated that the NCI will provide the tools to turn patient and public involvement into everyday practice.
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