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PATIENTS POWER?            

John Bowis

I have long been an advocate for patient centred health and social care.  I have often said that my qualification for being a health minister and European health spokesman is not that I am a doctor or nurse, nor a health manager, nor a scientist; I am none of these. But I am a patient.  Seven years on from a diabetes diagnosis and one from a heart triple by-pass, if not an informed patient, I am at least a rather better informed politician.  

It is from both perspectives – patient and politician – that I have sought greater involvement by patients in their own treatment and care decisions and in the planning of health and care services.

Now of course added impetus has been given to that aim by the economic events of the past few years.

It is for everyone’s benefit – individuals, families, governments, health services and health professionals – that we should open doors and remove obstacles to a greater involvement at all levels by citizens who, whether or not they are currently categorised as patients, have a continuous and direct interest in their good health and their care and treatment when illness occurs. 

It applies just as much to mental health as to physical health and of course we are increasingly aware of the inter-relationship between the two.  

But listen to what is all too often the health service mood music when patients try to get involved:-

“Information to patients”? – “Best not; it might lead to advertising”!

“The right to choose my doctor or the hospital for my treatment”? – “Take what’s available and be grateful”!

“Access to my patient record”? – “Good heavens; you wouldn’t begin to understand it – and, if you did, it might frighten the life out of you”!

“Patient mobility”? – “Yes of course we shall comply with the ECJ judgements, but it will take a little time – well longer than you’ve got actually – before we are sure you have a choice to go abroad, which will not interfere with our national right to have total control over our health service budgets and provision”!

“I really don’t like the side effects from the drugs you are giving me for my schizophrenia.  What are the alternatives?” – “You must realise you are mentally ill and not capable of making decisions like that. We know what’s best.  Trust me I’m a doctor”!

“I should prefer a new kind of hearing aid I have read about” – “That’s what happens when the tabloids start writing medical stories. They should leave it to the Lancet.  We can’t afford every new device or drug you may read about, you know. The Health Service is short of money.”!

And yet, if you pick out the truths from the dismissive replies of officialdom, you see exactly why we need more patient involvement, in their own treatment, in health service planning, and in raising health standards.  

And the key truth is that we shall not be able to afford the cost of illness unless we recruit citizens to be partners in the campaign to prevent disease and disability and to promote good physical and mental health.  

The second truth is that, in the age of the internet and the spirit of nonconformity, patients will be increasingly informed about their condition and the options available and be thereby more reluctant to accept what is planned and handed down by health service authority.  

We want to share responsibility – not have total responsibility – for our treatment and care. The key to this second truth will be the quality, reliability and objectivity of the information they receive and the people giving it to them.

And there is a good basic financial reason for involving patients that should penetrate the densest political mind.   

In my lifetime we have seen tremendous advances in medical science and practice in Europe.  

Diseases and disorders that killed or disabled us have been eradicated, mitigated or controlled; as children we now survive the dangers of birth and infancy and life expectancy has moved onwards and upwards. 

Yet these advances have brought enormous challenges as to how we can afford adequate health and social care.  

A healthier longer living population eventually means later years of high dependency, often with physical or mental frailty and a disproportionate amount of health and social care resources inevitably going to older people. 

Travel and population movements and climate change are bringing previously unknown or rare diseases to our shores. 

The pace of life and its uncertainties and the impact of events, personal, climatic or oppression can all affect our mental wellbeing.

Medical science has moved at an exciting pace, but the new drugs, equipment, therapies and treatments it brings mean new queues and escalating costs.

The individual needs to be listened to and encouraged to take decisions about his treatment.  

I have diabetes.  Every few months I turn up for a check up.  After a happy half hour talking politics and football, we discuss my diabetes.  He tells me the results of my blood and urine and eyesight tests.  I tell him how my neuropathic feet are getting on and then  I bring out my file of items I have picked up from newspapers reports or from the stands at health conferences and ask if any of the new ideas might apply to me.  Usually they don’t; occasionally they do.  I nearly always take his advice.   But on one occasion it was my decision.  A new drug might be good for me, he said, the only minor side effects being an occasional dry mouth and slurred speech.  Perhaps not for a politician, I decided!  

The lesson is not that I should be diagnosing or prescribing for myself ;

it is that the individual should be educated to understand, then consulted and empowered to help take decisions on treatment and care options, when appropriate.  

It certainly underlines my belief that we should be treated with respect as people as well as patients.

I have often wondered whether, if I develop a mental disorder, I shall be in the same sort of relationship with my specialist and that he will explain and consult before decisions are taken that will affect me.  

I would then respect his professional judgement but I would also, perhaps, understand a little more what was wrong and be a little less apprehensive about what was being done to me. 

But I have to say I am not sure I would.

It is not just about respect for the individual patient; it is not just about compliance; important as both those are.  

It is about a partnership – maybe not of equals – but a bond between a professional and a patient. 

It is about seeking, listening to and bringing together the expertise of living with an illness, the expertise of treating and caring for someone with that illness and the expertise of living with the expertise of the drugs, therapies and care regime that results.  

But it cannot just be a case of ‘over to you’. It must be supported by education, training and monitoring to enable the patient to be more in control. 

Education as to the nature of the illness and the likely side effects of medication and therapeutic care; 

training as to how to use medical devices (for example how to self inject), how to benefit from environmental aids and to whom to go for reassurance, advice and help; 

monitoring – non-intrusive – of how I am coping. 

Education leads to literacy and numeracy and so health education and training lead to health literacy and health numeracy and also health technology competence.

When in the UK I introduced legislation to give people with disabilities the right to Direct Payments, the response was shock-horror.  How could such people possibly cope?  

But to us the important question was how do we give the person more independence and dignity and freedom to choose the services to match his or her need.  

After that came the question of how do we enable people to cope with the freedom to purchase one’s own services rather than having to accept what the local authority provided.  

The result was an enhanced quality of life for many but, for others, it was too much responsibility and they needed more of a helping hand.  

But the individual has an expertise, coming from experience, which is invaluable but often undervalued.  

It is that of living with or through one’s own illness, which can play an invaluable part in helping professionals to take decisions about one’s own condition.  

In the same way a close family member will build up a powerful experience through the carer role.  

But beyond the immediate experience of an individual’s illness is a knowledge in both individual and carer that has wider value. 

That is why, as Health Minister, I put strong emphasis on piloting both the involvement of patients, with both physical and mental health problems, in service planning and in the establishment of a users and carers advisory group that met with me directly and regularly, with an agenda set by them.
I always remember the occasion I was visiting a mental health hospital in London.  A young man stopped me on the stairs and asked if I was the Minister and could he have a word with me. 

I cannot entirely blame the hospital managers for trying to bustle him away, but I said I should like to hear what he had to say.  

Well, he said, you know I know when I am getting ill but, if I go to my doctor, he says I am not ill enough to refer to hospital, so I have to wait until I am really ill and then it is bad for me and bad for the hospital staff and it takes me longer to get better.  

Couldn’t we have somewhere he could go for a bit of help and assessment and respite, when he knew it was needed?  

In a couple of minutes that young man had shown me a gap in the system and an idea on how to fill it.  

That is the experience and insight we need in our health and social care services and in the planning of those services.

The next issue is then how we educate and enable people to live lives which will contribute to their health and make less likely future years of disease and disability.  

We have a double challenge.  We have to educate people but we first have to educate governments – and finance ministers in particular – that they should invest in health promotion programmes and in enabling people to protect their own health and then to take greater control of their own illness or disability, if or when they come.

We have to convince them that we cannot afford not to do so and we have to convince them that it is possible to make a difference by harnessing people power.

We show that the pace and cost of new medicines and treatments are accelerating; 

that people will not accept rationing or the withholding of drugs or therapies,  that have been developed and validated; 

that people are living longer and, on the whole healthier, lives, but in their later years a growing number of them become frail of body and mind, with enormous costs in health and social care.

We show that, while there is an intolerable cost of inaction, there is a substantial cost, social and political benefit of action.  

But that good health cannot be imposed; it has to be inculcated in society and in every individual.

If I don’t smoke, I am less likely to have lung disease and to be a cost burden on cancer services.

If I eat and drink and exercise sensibly, the same will be true of my heart and cardiovascular service.

If I drive at an appropriate speed to my environment, A & E costs less.

If I am helped to avoid bad housing, I am helping to cut the cost of TB.

If my family is having problems and I am helped early enough to solve them, I and we will not be a burden on child and adolescent mental health services. 

And the involved citizen will include me taking responsibility as an employer, have in place effective health-at-work policies, not just on accident prevention measures but for the good physical and mental health of my employees, with, for example, daylight and fresh air and a healthy eating canteen policy, with exercise opportunities, with training and monitoring for the management of stress and the management of risk and with non-threatening and confidential counselling services for people with mental health problems and flexible work schedules for carers.  

I will then have healthier,  fitter and happier employees, individually more able to avoid, but, if necessary, to cope with their own or their family’s health problems and collectively able to contribute to a more productive workforce.

Investment in health promotion can save us money later and enable us to pay for those illness costs, which we began to fear might never be affordable. Health promotion works – years ago North Karelia in Finland showed how a community with above average health problems could be educated to change lifestyles and become a healthy community.

In London some six or seven years ago a survey found that nearly a third of rough sleepers with a range of mental health problems had been discharged from the armed forces and found themselves unable to cope with civilian life. 

The downside of failing to address the causes for someone in such a situation is lost income, lost family, lost home, lost self-respect and so on.  

The upside of preventing it, by promoting wellness, is that you have someone leaving the army and being helped to cope with his new life and so contribute to the economic wellbeing of country, community and family.  

In a similar way it is important we get right our attitude to Information to Patients. 

As I know from personal experience, if doctors cannot or will not tell me what my problem is, I will seek advice elsewhere.  

Proper validation and monitoring of such information is crucial if it is to empower patients and not mislead them, in the same way as one needs an authoritative health check on help lines and newspaper health advice columns.

Similarly we are rightly looking at how to manage the new patient mobility rights ordained by the European Court of Justice for patients facing "undue delay" for treatment in their own country; but potentially complex for health service managers, who will have to cope with unplanned bills.  

My belief is that in time it will be accepted that patients and their medical advisers will have much more discretion to make a reality of a patient needs led service and a patient choice one. 

In future money really will follow patients, as the rhetoric has often claimed in the past.  

But the question will grow as to how we balance equal access to all, with equal opportunity to each to find faster and more personalised treatment. 

Perhaps more difficult will be the approach we need for longevity.  

It includes of course policies to prevent or delay the onset or the severity of neurodegenerative diseases, such as Parkinson’s and Alzheimer’s. But it is much more – it is about keeping ourselves as physically and mentally fit for as long as possible and recognising the stages of frailty that will probably for most of us be reached.  

Deteriorating mobility needs support with climbing stairs, getting out of a chair or into a bath and travel within and outside the home – all of which can be provided without denying the individual freedom and independence and certainly at a cost very much less than would be needed if that person were to be placed in residential care.  

Hearing, sight and the least provided for – the stimulation of the brain – similarly can make the difference between old age being a pleasure or an endurance test. 

We need the state to cede power to individuals but also to invest in making it possible for individuals to use that power responsibly and effectively.

But the future is more exciting than any of this.  As over the years I have visited the producers of or users of environmental aids, I have seen the impossible becoming possible and then practicable. 

Severely disabled people communicating  and indicating their wishes and preferences, drawing curtains and pouring and drinking a hot drink. And then I have seen social care services monitoring a frail elderly person in her own home - unobtrusively and from a distance - to ensure that person is moving normally and that swift support can be provided in the event of a fall.  

How much better than life for an elderly man in my constituency on whom I called one day.  

He was living in a nice modern sheltered flat but miserable. He had previously lived with his wife in very poor housing on a run-down estate, but, he said, they had been happy there.  

Even after his wife had died, he knew people; he knew the neighbourhood and every Saturday night he played the piano in his local pub. 

Now he had been moved by well-meaning housing officers to a lovely flat but where the rules did not allow him to practice his piano.  

So he sat there, his fingers growing stiff and his life made dull and wretched. Quality of housing but no quality of life, no care tailored to his preferences and needs. 

Such aids and support is now coming on stream for medical supervision, leaving the person in charge and in control and taking their own decisions but with the reassurance that the monitoring system will pick up on any irregularities or calls for help.  

Clearly there is a risk that we are entering big brother territory but, so long as the monitoring is monitored and the individual feels comfortable with it, personalised medicine and personalised living is going to open many more doors to independence and freedom of informed choice. 

No less clearly there is a balance between encouraging and enabling people to be independent  and  helping them to get into the habit of taking their own decisions and monitoring their own health, albeit with a safety net behind them, and assuming incapacity and taking all freedom of initiative and choice away and deciding for them.  

Both ways are well intentioned and both to some extent intrusive.  

Both too will sometimes make mistakes but life is not risk-free whatever age we are and whatever our health and care needs.  

Most of us would accept that and prefer to be in control of our lives and our care as far as is possible.  

The question is are we yet robust enough to cope and to accept, if occasionally something goes wrong.

