Good morning

I would like to begin by telling you about my job –

I didn’t choose it

I didn’t have any training for it

I don’t get paid

I don’t have a job description or contract of employment

Until recently I did three 8-hour shifts a day, 7 days a week

I had no breaks or holidays

I cannot resign or retire despite the fact that I am over 70.

and – the strangest feature is – I’ve never known my start date.

Now – who in their right senses would take on such a position?  What is this job?

Well of course – I AM A CARER - and there are approximately 20,000 of us in Hampshire alone who give more than 50 hours a week.

The background, which informs my vision for the future is this:

Like thousands of others who learn to cope (most of the time) - because we feel it is our duty – I had no idea help was available because Adult Services do not advertise their services.  I had retired early to look after my husband, who had a long-term condition, I had not broken down so no-one had responsibility for helping me.  It was only when I went to a Carers Together meeting that I learned we were entitled to assessments and I saw a glimmer of light.  However, despite the assessments being completed and our needs being identified, the papers sat on file untouched for nearly a year.  In fact, it took a crisis and my husband’s hospitalisation to bring assistance my way.  Because his hospital bed was needed and I didn’t want him to go into a nursing home, a care manager was appointed at the hospital, who put in place the support we needed.   I was then able to see that I was not the only person who could look after him. 

But at that critical point I had no idea what was available – Personal care?  Sitting service?  Respite?  Day Centre?  All of these were outside my experience so I could not have visualised a life using any of these services and I was very grateful that somebody just set up a programme which assisted us both, sent in a financial assessor, and gave me back my husband as a spouse and not a patient.  I would not have been in a frame of mind to make decisions about his assisted care, based on a given budget.  Hampshire County Council has a good website – how many carers would even think of logging on even if they had a pc?  Services must be available for everybody, not just those ‘in the know’.

So considering PERSONALISATION and particularly Self-directed Support  - what is my vision for the future?  

That carers are given that title officially by those who recognise their situation before they do – particularly GPs or Specialist Nurses.  And that health professionals and social workers receive Carer Awareness training to recognise a carer and their needs and advise them how to get a Carers’ Assessment – it is their right but if they don’t see themselves as a carer, how will they know they are entitled to an assessment of their needs?  It is difficult enough when the person they are caring for doesn’t accept that they need assistance – how much more difficult for the carer who feels trapped in a position they may not relish.  A recipe for resentment. 

As I understand it - clients will self-assess their needs according to their life style.

Adult Services have devised a Resource Allocation Scheme.

From a points score, individuals will be told how much they have to spend on the menu of services. 

A financial assessment will be carried out.

They will have the freedom to choose how the service is delivered, by whom, where and when.

Forget PROCESS – for me crucial aspects are – WHAT IS ON THE MENU? –  WHAT CAN I AFFORD – WHO WILL SERVE ME?

No – I don’t think DELIA or JAMIE can advise on this menu!

I think commissioning managers have a huge task ahead finding user-friendly and cost-effective solutions.   The menu should include services offered by voluntary organisations such as Age Concern – these have never been mentioned to us because until now Adult Services have only talked about their own services.

Where a service user is able to identify their needs and determine how they want those needs to be met, I am sure it will be wonderful.  But for those users who are unable or unwilling to do this, where the carer has to plan for them, the carer will have to be very well supported via their own personal assessment, by Adult Services.  Because, inevitably so many carers are like me – old – and with their own disabilities!
The process needs to be improved by a partnership between agencies – ie all singing from the same hymn sheet – offering solutions rather than leaving the carer to find the right questions to ask.  And that includes health professionals.  We need one named person who can listen, understand the problem and interpret the needs to the relevant agencies.  Calls need to be answered or messages returned by staff who are thoroughly trained and don’t ask the same questions over and over again because they don’t know what their predecessor had been told.  

The right to respite is crucial – anyone who has not been in a caring role would find it difficult to understand the anguish when you know you need to get away from ‘the job’ – but you automatically put the patient first.  Add to this the fact that, because of their dependence on you and lack of confidence, the cared-for person is rarely going to say, ‘Yes, off you go – enjoy your break - I’ll be fine’ – in fact, I know many, many carers but have yet to meet one who has been given this happy send-off even when respite has been authorised!

There needs to be flexibility in the way respite care is organised – so back to the menu!  What are the options, how much can I spend on my respite choice, can the care be paid for at home and can I choose whether to go for a night, a day, a weekend or a week?

Now that authorities have been directed to consider the needs of carers seriously, I visualise an accessible, county-wide information resource for carers and professionals where good practice is shared and disseminated.

What gave me hope last month was that  I had met some of the managers whose task it is to bring in a smooth and effective transition to self-directed support – they are young and full of enthusiasm so I wanted to trust them to ensure that carers are always considered when they make key decisions.  My disappointment is that this month I have learned that one of them has already been moved to another project and another is only on an 18-month contract – so it highlights to me the need for some stability of staffing, not only to enable a smooth transition to a new system but also so that someone has - not ‘baggage’ – but ‘history’ and ‘experience’ to call on.

I think the important thing to remember is that nobody has to be a carer.  We could choose to live our own lives, work, travel, socialise, have fun, remember how it was when we didn’t feel guilty for everything that went wrong, and get a pat on the back for anything that went right.  Of course, when it is our loved ones, we do the job.  If we refused to do anything to help where would the country be?  That is why it is so important that carers (Heroes, according to Gordon Brown!) are looked after.  When younger couples discuss ‘caring’ with me I often ask which of them expects to be the carer in their relationship, and they are dismayed when I point out that unless there is a sudden death, there is every chance that one will end up looking after the other one!

It is not all bad for me – far from it – but I have climbed a steep learning curve, which has taught me some of the questions to ask, who to ask, and what to read.  I want carers to be recognised and valued by the authority so they don’t all have to learn the hard way.

[image: image1.wmf]I wish Hampshire County Council Adult Services, their users and their carers the very best of luck with this challenging task and I thank you for listening to my very personal view from a carer’s perspective.

Gill Dunn
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