Notes from Carers Forum on Wednesday 10 June 2009

Topic:  NHS Support for Carers
Attended by:  19 carers

Also attended by:

Barbara Hagan, Christine Smith, Rachel Smith   – Maidstone Carers Project

Emma Hanson – Joint Commissioner Dementia Services

Julie Van Ruyckevelt – Carers Lead West Kent Primary Care Trust

Ferne Haxby -  Head of Customer Services West Kent Primary Care Trust
Charlie Smith – Kent fire & Rescue Service

Dan Halligon   – Kent fire & Rescue Service

Di Yarwood – MCCH Older Carers Outreach Worker 

Attending:  19 Carers

The Forum opened with the presentation of a cheque for £360 from Waitrose. The project had been nominated by customers and staff to be one of the three monthly charities to share their £1,000 community donation.  

Charlie Smith and Dan Halligon from the Kent Fire & Rescue Service attended the Forum to give carers a presentation on fire safety in the home. The Fire Service provides community safety advice to prevent fires starting in the first place and to help prevent accidents in the home. Statistics showed that since they had been working in the community offering information and free safety checks, incidents of fire had reduced but most fires tend to involve the over 65 age group.  They offer free safety checks and free smoke alarms. Charlie gave an example of an occasion when the team discovered a potential risk where an older person with dementia would sometimes put a pan on the stove and forget about it so they sourced an electronic switch for the cooker which would cut off the power after a few minutes if not attended.  
Q  Do you have a priority list of particularly vulnerable people, wheelchair users or people with oxygen cylinders in the home, in case of a fire call at that address?

A  Ideally we would want to know immediately before oxygen cylinders are placed in the home so that we could do a fire safety check first. A standard home safety check is done by regular fire fighters checking electrical safety, making an escape plan, checking fire alarms etc.  Mick Smith’s team would be called in for more difficult situations.  
Q  Some older people may worry about calling you out in case there is a charge.

A  That is a misconception – the Fire Service do not charge for anything at all other than filling up swimming pools.

BH Thanked Charlie and Dan for coming along to the Forum and followed on  with forthcoming events and information.

Mencap were holding a free ‘Planning for the Future’ event in Canterbury on July 16 from 12.30-2.30 which would provide information about setting up Trusts and making wills etc.  For further information ring 0207 696925 or www.willsandtrusts@mencap.org.uk
Also in Canterbury Sense Kent are providing a day of story telling and drama on Saturday 20 June.

On Saturday 20 June at 1pm ‘Who we are in Maidstone’ is an event to be held at the Maidstone Community Support Centre to celebrate diverse communities in Maidstone providing an opportunity to meet with other cultures and share food.

CS updated carers on the forthcoming walk to Linton and Boughton Monchelsea on Mon 29 June, the new exercise/line dancing class to be held every Thursday at Parkwood from 3 – 4pm beginning on 02 July and the carers week outing to Hever Castle on Friday 12 June.

Jean & Mick Green had been interviewed by Radio Kent about the Kent Emergency Card 
Update from the last Forum – BH explained that the Government allocated money for carers training, modelled along the lines of the Expert Patient Programme, bringing carers together, encouraging carers to look after their own health, informing on carers rights and how to communicate with professionals.   A consortium of carer support organisations in Kent were successful in their bid to provide the training and Rachel Smith and Bridget Overton were prospective trainers. Carers would be informed as soon as training dates were known.

Government had allocated money to NHS to be spent over three years to support carers and provide short breaks. It was agreed at the last Forum that BH would write on behalf of carers, to ask how the first year’s allocation of £580k was being spent.  The bad news was the Government didn’t ‘ring-fence’ the money and it had gone into the base-line budget where West Kent PCT, being financially stretched, had spent it on other priorities.  BH circulated the reply from Steve Pheonix to prepare carers for any questions they might ask in the second half of the Forum

Q  How has the money for East Kent been allocated?
A  East Kent PCT has allocated the whole amount of £700k to carers.  
BH and other organisations including Alzheimers Society and Crossroads will be writing to MPs and other influential people to champion the cause.

Q The Carers Strategy will be delivered over the next 10 years but by this time the money will be gone.

A  In Kent the strategy will be delivered in 5 years.
Q  We’ve just had a local election, can we get the new councillors involved?

A  It will be copied to all the key people including MPs and councillors. If individuals feel they would like to respond it all adds weight.  The Carers Strategy will be launched at The Village Hotel on July 2nd arrival 10am for 10.30 start until 12.30 when a buffet lunch will be served.  There will be key people there from the PCT who need to hear it from carers.

Q  I’ve written to Ann Widdecombe to ask where is the money?
A  KCC have ring fenced the Carers Grant this is not used for health.  When you know that the Authority is cash strapped why give money for carers and leave it to them to spent it on priorities?
Break for coffee at 11am.

BH invited the panel to introduce themselves:

Emma Hanson explained her change of role since the last Forum, she now worked 50% for West Kent Primary Care Trust and 50% for Kent Adult Social Services as commissioner for dementia services, to bring the two parts together.  Her previous work with carers had proved invaluable to her to ensure that dementia services and support are what carers need and want. 
Julie Van Ruyckevelt Assistant Director of Patient Experience.  She explained the PCT was responsible for commissioning all services across West Kent while Community Services were now known as West Kent Community Health.  She admitted they needed to be smoother at how commissioning services was done as the PCT would now be purely commissioning and be held to account for what sort of services they commissioned for value for money and effectiveness and have a key role in the carers agenda.
Ferne Haxby – Head of Customers Services,  brought along leaflets about the West Kent NHS Helpline (free phone number) for anyone who had problems with services and looked after complaints.  She would be liaising with GP surgeries to ensure that information about support services was available to patients and carers.

EH:  There was to be a Kent Carers Strategy launch on 02 July at The Village Hotel.  Everything included in the Strategy had been agreed by PCT to deliver it.  There had been a preliminary meeting with BH and carers organizations and now they needed to write a delivery plan over the next 3 or 4 months by Oct/Nov to go in the PCT Strategic Commissioning Plan.
JVR:  The Kent-wide Strategy mirrors the National Carers Strategy in 4 of 5 objectives (not including childrens) with the addition of a 5th objective about advice and information, as getting the right information at the right time was so important. There were a range of initiatives to be developed.  They were committed to hitting these key areas in 5 years with the over arching strategy being signed off by the PCT Board at senior level.  They would then draw up an action plan.

Q  How are these fitting in with the personalization agenda and self-directed support?
A  Personalization is a national agenda with Government support.  KCC are carefully working on its introduction and how it will work.  The idea is that everyone with eligible care needs will be told how much their care costs and have the option to be given the funds to arrange and buy the services they choose.  The Strategy has been signed up by key partners so any development will be discussed by the key partners in order to provide a cohesive policy.
Q How does that fit in with the Maidstone Borough Council Health Strategy?
A  Health promotion work?  That money is health money given to local boroughs to promote health.  There is a shift nationally to work around the ‘wellness’ end rather than the ‘illness’ end.  The more work done about the healthy end the less likely people will need health services.  Think how much of the NHS budget is spent on diabetes?  = 10% and 50% of diabetes is preventable.  Money has been tied up in things that can be prevented - if people look after themselves it is better for all of us.

Q  Will this cover health checks?

A  Yes it is in the Strategy to enable early detection.

Q  How much of carers money is in Care Call?

A  It is not carers money.  Any money put into it has to be proven to save NHS money.
Q  I rang them to ask for emergency respite for going into hospital and was told to contact Kent Adult Social Services.

A  The Care Call service is a pro active telephone service working one to one with people with long term illness and can only work with GP practices that have signed up to it.

Q  Only 7 had signed up to it in March.  Services need to reflect the views of carers when they complete questionnaires.

BH:  This is in response to a letter received from Steve Pheonix claiming that Care Call is a service that will be supporting carers.

BE:  They are concerned that it is useful to meet carers needs.
A  An individual health coach would make contact with the person.  The service would help them to be more confident in talking to professionals and being able to talk through their worries they would be guided to the right areas so they didn’t have to go into hospital unnecessarily.
Q  Would I automatically go through to Care Call

A  GPs add the data.  The forms going out from GP’s give patients the opportunity to opt out.

Carer Comment:  I have received no information from my GP about this service or informed that unless I opt out my details will be passed onto Care Call.  When I rang Care Call they had my details without my knowledge – surely this is an infringement of the data Protection Act?
BH:  Concerning the time scale for getting the carers money for next year.  How come there wasn’t an awareness that carers should have been one of those priorities?  The Cares Strategy was out by then and money was coming to the PCT by then so why wasn’t carers set as a priority?  Are there still going to be priorities to compete with next year?

A  No we needed investment last year.
Q  How did Care Call become a priority?
A  Because it will be cost neutral.  We are target driven - particularly targets to reduce hospital admissions.  Care Call need to prove they have saved the NHS that money.  The company will not get paid anything if they don’t fulfil their hard targets. If we support carers to prevent admissions we need to flag this up this year for next year’s money.

Q  We have the most difficult job and haven’t a clue what is going on.

A  We need to bring the right people to speak to you with the information. What would be useful now would be to get some ideas from you as to what would support carers.  We have put in a bid to the Department of Health  for £650k over 2 years to provide better support for carers by developing carers support workers to work in hospitals and improve hospital discharge as well as actively work in GPs Surgeries to identify carers.  There would be 6 area support workers – 2 in Maidstone, 1 to work in the hospital and 1 with GPs.

Q  Isn’t that the work that the hospital care management team should do?

A  Ward staff are under pressure with their own priorities from A & E to free up beds and do not always contact the care management team.  The more people we can keep out of hospital the better.  We all have different health care needs at different points in our lives.  We need to work with GPs and all professional and hospital staff to ensure they are more engaged with carers.  Even if our bid is not successful it helps us to be clearer about the work we should be doing at this end and to work with you to find out what needs to happen.  Ferne is contacting all GP’s and Practice Managers to find out what support is available for carers in surgeries.  To find out what GP’s think they are doing is what you think they are doing. Not all things are down to money, some things we can start straight away.
Carer comment:  At a self-directed care meeting at Kent Adult Social Services we were told we should have a 6 week care package for people coming out of hospital.  Are you linking in with this rather than duplicating anything? It needs to be clear about what is already in place, to build up the whole story and where we get the most value.  It was 6 months after my husband had his accident that he finally had an assessment and he had a number of more falls in that time.  Services should have been there to prevent further admissions to hospital.
Carer comment:  my mother-in-law who has vascular dementia had a stay in hospital recently and I got a call suddenly to say she was coming home.  I asked if she had been assessed but the member of staff didn’t have an answer.  Staff on different shifts tell you different things.  Care Managers are there but only see the people that staff refer to them.

Carer comment:  My husband had an assessment but the Occupational Therapist asked him how he got up the stairs and was satisfied that he could get up there but didn’t ask how he got down.  He had fallen down them twice yet he was assessed as not needing a handrail!

A  The training for staff needs to include all of those experiences. The professionals are looking at clinical assessments so the learning programmes for professional staff should include looking at the carers prospective. We want to build on the Caring with Confidence programme for carers so they say ‘no’.
Q  I’ve had experience of going to Great Ormond Street hospital with my son for 18 years.  On the whole we’ve had a good service but I’m dreaded going into adult services.  He has complex needs and I would normally stay with him.  Would I be able to stay with him in a general hospital?  Having spent a month in Great Ormond Street this year, there was always always someone there to look after you emotionally

A  One of the strands of the Strategy is treating carers as partners in care.  

As part of the larger piece of mapping beyond October I found that one person was allowed to stay and one person wasn’t.  We need to say what is a standard level so we need to hear these stories to manage the commission. We have to do a World Class Commission Competence self assessment and one external assessment on how we use the patient experience in our commissioning  so we need to demonstrate we used those carers experiences and involve you in the commissioning end.  

Q  Things are worked out as best practice.  We should be thinking about the basics.  Several people I know with Learning Disabilities have been admitted to hospital who have not even been fed.   The basic function in nursing is to care.  Visiting times have been changed to 3 -5 and 7 – 8 so family carers are out of the ward during meal times and nobody knows if they are eating – there is no monitoring about food.
BH  Do you want individuals here to feed back to you or we can feed back general issues that we hear from carers.  

A  I would like to know the stories

FH  One GP surgery in Maidstone is giving out information packs.  There is a one number helpline to call to express your views or you could also share your experiences on the website.

BH Thanked everyone for attending – the next forum would be on Wednesday 14 October 2009.
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