Keith Talbot – presentation – 29 April 2008

Introduction
Thank you for inviting me to give evidence.  

My wife and I care for our 24 year old daughter who has a mental illness.  This means that everything I say is with reference to the Hybrid service that we have experienced.  

I didn’t volunteer to be a Carer but accept the role even though I have found it the most difficult thing I’ve ever done.  It’s been a life-changing experience.
Just as every sufferer is different, there’s no such thing as a ‘typical’ carer and I’ll try to show you what I mean by giving you a brief background to my own situation before describing what it’s been like and I how I would like it to develop in future.
Ours is a perfectly normal, happy and close-knit family.  When it all began, I was a serving naval officer, and my wife a busy schoolteacher sailing towards yet another, all-consuming Ofsted inspection.  Then a sequence of events caused things to fall apart.

About 8 years ago, our daughter (then aged 17) suffered a breakdown while a student at the local sixth form college.  This started a harrowing period for us all as she was to: overdose (twice), occasionally self-harm and start to behave oddly and show suicidal tendencies.

As time passed, we realised that we couldn’t care for her as things stood - we both had too many professional distractions for a start, and I was still suffering from the aftermath of Lyme Disease.  So, after considering it carefully, we BOTH decided to resign from our respective jobs.  We did this on the same day and the compassionate Royal Navy even allowed me to leave early without having to work the normal, lengthy notice period.

After a turbulent and very worrying few months, she was admitted to Leigh House, the adolescent psychiatric hospital, and things seemed to improve a little.  We thought that we were out of the woods …so I got a new job managing a charity and my wife started work again as a p/t supply teacher.

…And then my widowed mother-in-law discovered that she had terminal cancer.

So my wife stopped work again to care for her mum who came to live with us for last months of her life.  At about the same time, our daughter’s health once again took a turn for worse.

…So I resigned from my charity job and its long daily commutes so that I could be on hand to help my wife care for them both.   Sadly, mother-in-law died within a couple of weeks of this, so I got a new job, nearer to home this time.  Unfortunately, I had to leave it after a year as I was totally exhausted. 

In Aug 04, and after undergoing many tests, I was told that I had Chronic Fatigue Syndrome (CFS/ME: a consequence of Stress + Lyme Disease, as I was informed by my GP) and I haven’t worked since.  My wife got a new job as p/t vet’s reception manager (no marking or Ofsted inspections there!) and became the sole breadwinner.

Our daughter is now an outpatient at the Adult MH Service at the Parkway Centre, Havant.  She has a care co-ordinator and is on medication.  She is quite unwell, has lost most of her friends, has no income (apart from Income Support) and, significantly, has lost her highly valued sense of independence.  For example, she can no longer afford to run her little car which has always been her ticket to freedom.

On the subject of money:  I am out of work (in my 4th year) but am entitled to no means-tested  benefits owing to my small naval pension (even after it was reduced when I retired early).  My daughter doesn’t qualify for Incapacity Benefit owing to her having been ill during the qualifying NI contribution period.  My Wife (now a p/t reception manager) is now the main breadwinner and we are having to live off our savings.  In fact our combined income is less than a third of what it was when my daughter first became ill.

At least being at home all day means that I can provide care for my daughter.   Every cloud has a silver lining!

I have to admit that mine is a Sick Family:  mental illness is definitely catching!  My wife now has Depression (though she won’t admit it).  For me, the unremitting stress of caring for a reluctant patient with an invisible, confusing illness triggers my CFS/ME and when I relapse I can’t function properly, sometime for days at a time.  If my daughter realises that either of us is distressed, then she reacts badly and becomes withdrawn again.  It’s a vicious circle.

In a nutshell, then, the most important consequences of my daughter’s illness have been:

· Her loss of financial independence and friendships;

· Deteriorating family health across the board;

· Considerable financial and career penalties for us all.

So what has it been like to be a Carer?

What do I do?

In my caring role I am called upon to do a variety of things, including:  

providing emotional support; overseeing the taking of medication; providing a taxi service; arranging and (trying to) enforce attendance at appointments; providing moral support at interviews and medicals; managing benefit claims; providing financial support in emergencies; liaising with service providers and agencies; mediating between friends who seem to fall out more often than ever before; acting as landlord, caterer, cook, therapist etc; and occasionally acting as a punch bag and target for my daughter’s frustration.  I have also had to operate as late night ambulance driver, first aid administrator, counsellor, and hospital visitor.  

In my spare time, I also worry a lot! 

Perhaps the hardest role has been in trying to maintain a semblance of normal family life when everything around me seems to be going ballistic. 

What I have found …

Let me say at the outset that my comments are to do with the System as I see it and are emphatically NOT directed at the hard-working professionals who work within it and who do their utmost to deliver the best possible service. Please bear this in mind.
The consequences of my daughter’s illness actually seem to get in the way of her recovery.  For example, her extended incapacity and the ensuing financial challenges and the lack of independence contrive to exacerbate her stress levels and feelings of inadequacy and low self esteem, and seem to perpetuate the illness.  This would be improved if the loss of independence could have been tackled aggressively at the outset and steps taken to maintain normality wherever possible.

When she became an outpatient at the Parkway Centre she was allocated an excellent care co-ordinator (a CPN).  It took a while before rapport was achieved, but it was achieved and a degree of trust was established Then the CPN herself had to go on extended sick leave and, unfortunately, an immediate substitute wasn’t available .  Consequently, there was a long hiatus during which my daughter lacked a personal point of contact wasn’t actively monitored. 

Our daughter withdrew completely and took to her bed, though she did try to attend a college course but fell by the wayside after just a few weeks.  After many seemingly unsupported weeks, she was introduced to a second care coordinator (this time an occupational therapist). The relationship between the new care coordinator and our daughter never really gelled, possibly because of the change of personalities but also because of a perceived change of thrust – “Aren’t OTs there to get you back to work?  I’m too ill for work, Dad!”.  Whatever the reason, she found it harder than ever to visit her new care coordinator.
On top of this, the sheer act of attending the weekly sessions was proving to be an issue; our daughter struggled to fit into ‘the system’ no matter how unsuitable it seemed to her at the time, and it was making her feel worse. Attendance meant she needed to make the effort to get up and out (never easy for her), travel 6 miles each way on her own steam, and engage with ‘yet another stranger’.   

Each visit resulted in her feeling worse about herself, especially if she had been having one of her increasingly frequent bad days or even if she had just been dependent upon me for a lift, until it reached the point at which she did not want to go to see her care coordinator at all, or indeed any other service provider. Unfortunately, she probably didn’t let anybody know about this and it feel to me as her advocate to do so, something that wasn’t always fully appreciated, I think.
She found herself in a system that crushed her spirit just because she was unable to engage comfortably with those who want to help her to recover her. Having to fit into a predetermined and perhaps unsuitable pattern of treatment and care certainly did not help her.  This was a damaging period. Staff shortages, staff changes and irregular contact with professionals – despite their best efforts and intentions - actually contributed to an objective worsening of her condition in my eyes. 

During this phase, we started phoning or writing to the team to provide any information on my daughter’s condition that we thought they would need in order be able to determine the best care package.  We asked for advice on how best to provide care.  Usually, we had no acknowledgements of these letters and no clear advice was forthcoming, e.g. were we to ensure that she drank plenty of fluids or would our taking drinks to her room merely ‘reinforce negative behaviours’?  How often should we check on her?  Should we get her out of bed or leave her there? What do we do if things go pear-shaped again? What the hell is happening!?
I persevered and eventually received what I felt to be a somewhat irate call from the manager during which I was told that until our daughter chose to ‘engage’ then they wouldn’t be able to help her. When I asked for guidance on what we should or should not do, we were advised to ‘back right off’, to accept that our daughter was ‘making choices’, and to avoid the temptation to ‘make excuses for her behaviour’.  As some of my daughter’s earlier ‘choices’ had included self-harm and suicide attempts, this ‘advice’ wasn’t helpful at all and didn’t inspire confidence.  

We found – and still firmly believe - that we needed better sharing of information so that we could do our bit properly and not feel that we were merely incidental to our daughter’s plight.
And this is where we are at present.  Our daughter has, unfortunately, disengaged from the care team and, I have just discovered, she has unilaterally decided to stop taking her medication too.  She seems to be more poorly now than she has been for a long time yet advice from the team is still not forthcoming and her ‘care’ remains a mystery.  I can’t escape the conclusion that the circumstances surrounding her treatment are actually making things worse for her.

I should also add that I tried my best to gain better understanding of the illness and what I should/should not be doing as a MH Carer, e.g.  I qualified as a counsellor, I joined MIND as a volunteer, I do some voluntary work at the Parkway Centre, and have joined four carers’ support groups.  Yet I still lack important information about HER treatment and condition and am still floundering in the dark where it really matters.

On a brighter note, our Carer Support Worker at the Parkway Centre has been absolutely wonderful in keeping me and my wife afloat through what continues to be the most trying time of our lives.  Indeed, at times, we have felt that we have received better service than has our daughter, though we also realise that that may be because we actually want the help that is being offered to us.  Our support worker – a positive, proactive, pragmatic and empathic person - has been truly amazing, but even she has not been able to supply the much-needed factual information about medication, treatment, prognosis, emergency actions and so forth.  Confidentiality agreements have been the bane of our lives.
Confidentiality

It’s important that all involved in Recovery process work well as a team.  This of course requires good communication between all parties.  In my experience, this has been a weak area.  In particular, I suspect that Confidentiality is sometimes wheeled out as a convenient excuse not to have to share information with anybody, no matter how beneficial it might actually be for the service user.

Confidentiality issues have been major obstacles to our being able to provide timely and appropriate care.  In m y humble opinion, the NSF(MH) Std 6 has simply not been achieved: the professionals have never volunteered any information to us regarding our daughter’s illness, treatment, prognosis, care or remedial strategies, etc, citing ‘Confidentiality’ every time I have asked for it. It concerns me that my daughter’s judgement seems to carry more clout than ours or the professionals’ when it comes to determining what information can and cannot be shared.  Yet the Standard does allow for this in the statement “If the service user is incapacitated, information may be passed to the carer if it is in the service user’s best interest”.  A few well-timed snippets of information could have helped, though I will never know for certain.  Whatever, I believe that compliance with this standard needs to be audited.  

I feel that information that has the potential to improve the care provision should be shared unless, exceptionally, there are reasons which prevent this from being the case.  The present situation starts with ‘no communication’ being the default setting, almost as if people are afraid of showing their hands.  This cannot help and professionals need to be encouraged to step from behind the cloak of secrecy that can sometimes exist in the mental health service.

So what about Personalization?

My daughter seems to have chosen her own Path to Recovery but by so doing has made some ill-advised choices along the way.  The notion of greater choice and control is therefore a hard one to grapple with.  Even if we knew what we were looking for, none of us wants the additional stress of dealing with the complications of: 

· managing a new needs assessment, or 

· looking for the ‘ideal’  solution to satisfy these needs.  

· Where would we find a service offering an auditable and proven level of provision?  

· How would we handle problems of day-to-day man management, or

· deal with the inevitable continuity issues

· How could we remain legal, or

· process the inevitable bureaucracy, 

· to say nothing of having to be much more knowledgeable on so many more matters than we are right now?  

I don’t know enough to be helpful and I suppose that I also don’t want the additional stress and of obtaining yet more hard-to-come-by information.  I just don’t know what I don’t know, I suppose!

Come to think of it, the introduction of yet more new faces and a new ‘system’ is the last thing my daughter needs right now; she is very likely to hold it all at arm’s length if previous experience is anything to go by.  Mental illness and constant Change and upheaval are not comfortable bed-fellows!  

Resource levels have definitely compromised her treatment and care and I foresee even more critical shortages with the adoption of a more person-centred system.  Why should we now be expected to have the courage to say what we want after years of feeling ignored, only to find barriers like this in the way of what we want to achieve?  I fear that the proposed solution might keep us on the periphery as before, yet hold us to account if we get it wrong (even if it’s all down to inadequate resource levels yet again).  

So what do we need to help us be better carers?

We need to be properly ‘trained’ for the caring role and there needs to be a system in place to ensure that we are supported if things go wrong. 
We need support to encourage and enable our daughter to achieve and maintain independence and to prevent crises rather than having to wait for an emergency to happen.  Fire prevention is preferable to fire-fighting.

There is also a need for formal training of carers to enable them to look after their own health, and for them to be given the opportunity for respite breaks.
Carers’ lives change, too.  Friendships are affected and there are many threats to our personal health.  We need help to recover, to make sense of what’s happening and to rebuild our own lives but please bear in mind that no matter how wonderful the Carer Support Teams are, we will not get better if we continue to lack faith in – or knowledge of - the treatment being given to those we care for. 

 
I also happen to believe that Personalisation as I understand it cannot provide better outcomes across the board unless there is sufficient money to ensure adequate  manpower, that all necessary management structures are properly in place, that all involved are suitably trained in a timely manner, that objective needs analyses take place before treatment strategies are determined, and that a free flow of helpful information is enabled throughout. 

The key ingredients, therefore, are:  correct resource levels; fostered teamwork; ongoing, open communications; diligent quality management; and ongoing training and education of all involved.  

Conclusion
Personalization is an irresistible concept.  That said, the existing system could probably be made to work better with attention to the above points.  

Whatever the future holds, refining the care provision is bound to be a complicated process during which we must all, always bear in mind the main reason for doing it, namely to benefit the SERVICE USER.  
 “When you're up to your neck in alligators, it's hard to remember that the original aim was to drain the swamp!”

Thank you.
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