Newsletter from the National Dementia Strategy Implementation Team

Supporting the families and carers of people with dementia
living in care homes

January 2011
The National Dementia Strategy was published in February 2009 and is being widely implemented in care homes. Through monthly newsletters, the National Dementia Strategy Implementation Team is sharing ideas on how the strategy can be implemented, examples of how different homes have implemented the strategy, and resources to support care homes in their own implementation. 
	The Relatives and Residents Association: helping relatives to speak up and speak out
Many of the people who call our help line have been told to ‘find a home by the end of the week’.   As many contributors to this helpful newsletter have already pointed out, the impact of dementia on family and friends can be devastating and very hard to cope with.  Not only are there practical and organisational aspects to deal with which are seemingly unending, but there is also the emotional toll - the worry, the guilt, the anguish, the inadequacy, the ill-preparedness and often, an overwhelming feeling of loss and bereavement, while still continuing to visit and care. 

The Relatives & Residents Association’s Helpline not only provides practical information, for example, on what to look for in a care home, it also helps relatives and friends to be the best support possible for their loved ones. It does this by ensuring that they are equipped to speak up and speak out in the most positive and helpful way and work in co-operation with homes. This role has become increasingly crucial since most people admitted to care homes with dementia are now iller, frailer and older than ever before and the voice of the caring, concerned and involved relative is often a major safeguarding and constructive influence. The relative will often be able to know what will please, calm, delight and reassure ‘their’ resident. Mostly, of course, the relationship is good or excellent, but if there are concerns or complaints and dialogue is difficult, we in the Association can often suggest a way through, and even offer to mediate when relationships or communication become difficult or painful.

We also try to ensure that relatives and residents are aware of the role of the regulator  - the Care Quality Commission (CQC) - as well as about the regulations and standards with which homes must comply.  We also emphasise the importance of up-to-date and accurate inspection reports when choosing a home or finding out how the home measures up. When relatives are empowered to speak up for the benefit of their parents or spouses, it also helps those residents who have no one and are bereft of any outside contacts to profit from their interventions and improvements.

Sadly, recent deregulatory decisions mean that there are no longer two statutory annual inspections of each care home and many relatives will have more information about their weekend break than they ever receive about a prospective care home. The R&RA is calling for a reinstatement of regular twice yearly inspections and less reliance by the CQC on the information provided by care homes themselves  and other ‘paper’ based or similar judgments about quality.

We also think that people with dementia, who are generally in their 80s, 90s and 100s, deserve better trained staff. In particular staff need to be trained in the communication techniques that work well for people with dementia and on how to be sensitive and responsive to each resident’s individual needs. 

We also believe that skilled staff deserve to be paid a respectable wage, which recognises the crucial contributions they make to the care of so many vulnerable older people at the end of their lives. 

If society really means what it says about the importance of dementia care, it must be prepared to pay properly for it to become top quality care, with access to the best of our health services and the best that training and advocacy can offer.  We cannot expect good enough care to happen without these key ingredients. It is hardly surprising that the general turnover of care home staff is so high. If we do not invest in our workforce, we can hardly expect them to invest in the people we care most about.

Judy Downey Chair, Relatives and Residents Association



	Working in partnership with family carers

Here Pete Watson and Daphne Zackon describe their experiences.

Both are members of Uniting Carers, Dementia UK, a national network of family carers who are committed to sharing their experience gained through caring for someone with dementia to raise awareness about dementia to improve understanding, quality of care and support.




	Easing the pain of your loved one going into a care home

Just over a year ago my wife, at the age of 63, moved into a dementia care home in Berkshire.  Overall, the experience has been very positive. She is looked after well, the care is generally very good and I’m always made welcome.  But the emotional trauma of that process was as bad as dealing with the initial diagnosis – I had consigned the person I loved and had lived with for forty years to the care of someone else and to a life of who knows what?

Rightly, care homes put a lot of effort into making the transition as comfortable as possible for the person with dementia. But family carers need help too – guilt, loss, sadness, worry – all the negative emotions you can think of just well up at this time. There are ways in which the process can be made easier for the family carer and I’ll look at a couple of them here. For the uninitiated like me and many others making this difficult decision, a dementia care home is an alien place – locked doors, demented people, and you think it probably smells. It can be intimidating when you start to visit potential homes – these preconceived views combine with your emotionally delicate state to make it difficult to take in everything. So when the day comes, and you hand over the care of your loved-one to others, you are in need of reassurance yourself. That’s where what I call ‘the carer’s induction process’ needs to come in.  

On that day, it would really help if a care worker spent time with the family carer before they leave; ideally someone who will work directly with the person with dementia, and on a comfy seat with a coffee, not across a desk. The objective should be to ease the conscience of the carer (the guilt can be terrible) and to assure them that their loved one will be well looked after. Mundane things like the home’s routine – getting up, washing, dressing, mealtimes, activities, names of the care workers involved, shift patterns, visiting arrangements, door entry codes, contact numbers – are important to us.  The family carer should be encouraged to visit, take part in activities and where appropriate continue to help in the practical caring process. Care staff are always busy, but this is an important task, which should not be hurried. The carer should be encouraged to ask questions. Success can be measured by the carer leaving, comfortable in the knowledge that their loved one is in good hands and will be looked after well. A follow-up phone call that evening to assure the carer that all is well is also important.
Just because the carer is not looking after their loved-one 24 hours a day anymore, doesn’t mean to say that their high stress levels disappear – there are distinct parallels to what happens when a loved-one dies. Talking to others in a similar position can help enormously. A really positive approach is for the care home to arrange a ‘support group’ for family carers of their residents.  It doesn’t have to be called a support group (which will put some people off), it can be a carer’s group or club, or a dementia cafe, or given any number of other titles.  It needs some sensitive advertising, then all that’s needed is a bit of space (the dining room?), some refreshments, and initially at least someone with a bit of experience of managing meetings to facilitate the sessions (this could be a care worker, a nurse or even one of the family carers).  Sometimes a particular subject could be introduced, such as continence or personal hygiene, so that family carers gain a better understanding of how care is now dealt with.

Among others, these two activities can make life so much better for family carers.  If the family are unhappy with what’s happening in the home, then that tension can so easily rub off on the person with dementia. If the family are comfortable with the way care is being provided, they benefit, the person with dementia benefits, and the home benefits.  A few cups of coffee, and some time well spent making sure that the families are supported through this painful change in their lives can make such a difference!

Pete Watson


	Partners in caring: How care staff and relatives can work together to improve quality of life 
 

When we emigrated from apartheid South Africa to England in the 1960’s, my husband Barney left a couple of months ahead of me and our three children, in order to find somewhere for us to live. I mention this because it was the first time in 17 years of marriage that we were to be apart for more than a very occasional night or two. Our life together then continued uninterrupted for a further 34 years, until we were forced apart by the unwelcome impact of his dementia. The time had come, after I had cared for Barney at home for many years, that his move to a care home could no longer be avoided.

The overwhelming feelings I had on his entry into the home were sadness, but also anxiety and fear.  Sadness for my loss after so long together, over 51 years, anxiety and fear for his wellbeing - would he be cared for in ways he could happily accept, by people he could feel a relationship with? Could Barney in fact form good relationships with his fellow- residents and most importantly with the people who were now to take over dealing with all his most private and personal needs?  Would the staff LIKE him, and SHOW him that they did?  (particularly as his powers of verbal communication were lost?).
On the positive side, I would no longer be ‘on duty’ 24/7. I was exhausted and had been under huge strain trying to care for him for as long as I could. I had to learn to ‘let go’ a little. My comparative relaxed frame of mind communicated itself to him (he still looked towards me for mood clues) and he was gradually able to achieve some acceptance of his situation, and of contentment in the home. 

This transition was made so much easier and smoother by the way the care manager and care staff clearly and manifestly involved me in his care, and always welcomed me and the family warmly whenever we visited. They also encouraged me to make suggestions for his care, and to spend time with him, often together with them, for instance at mealtimes when we could chat and he could feel part of the group. I could see that he noted and absorbed this rapport between family and staff, and I am convinced it was a major factor in helping him to feel safe and ‘among friends’ and to trust himself to the care staff, as he could see and hear me doing. On the quite frequent occasions when one of the family could not visit but ‘phoned instead, the care workers or nurses would happily take the ‘phone to Barney and actively share in his visible enjoyment at hearing the familiar voice of a son or daughter. This would unfailingly lighten his mood for a while. A small but important gesture!

In particular, the more the staff were able to glean from the family the little details that featured in his past, (the songs he liked, the natures and quirks of the people in the family photos in his room, etc) the better these links were forged, until he reached a good level of contentment; and this is perhaps the main key to good quality of life for anyone with dementia.

Eventually, by the time Barney’s life was drawing to a close, the sensitivity and indeed affection and respect with which the care staff dealt with the situation was absolutely crucial. I was consulted at every step of the way and my wishes respected.  My three children and I spent his last hours with him, holding his hand, singing softly his favourite songs, the nurses and care staff coming into the room from time to time, quietly and unobtrusively to gently attend to his needs. I and the family will never forget what a wonderful contribution these dedicated people made; and to this day I feel that on the whole the care staff and the family together made a good team throughout his stay in the home.

Daphne Zackon



	The Friends of the Elderly Admiral Nurse Service

There are currently only 85 Admiral Nurses covering the country. In order to provide support to relatives of people with dementia in our care homes Friends of the Elderly decided to appoint our own Admiral Nurse. The service offers emotional and practical support which begins as the family considers a Friends of the Elderly care home, continues once the relative becomes a resident and at the end of life. The Admiral Nurse service also offers bereavement support after a loved one passes away.
It can be distressing when a loved one develops dementia. Feelings of guilt, powerlessness or premature bereavement are not uncommon.  Family carers need someone to turn to who understands the issues and can provide practical support and advice, both while decisions are taken about residential care and then once the relative with dementia has moved into a Friends of the Elderly home.

The Admiral Nurse will provide support to relatives, including: carefully assessing the needs of the family carer and offer one-to-one support; providing special groups where relatives can talk to others in a similar situation; providing relative educational groups once per month; providing practical advice, information and skills to help family carers cope better; helping family carers deal with their feelings and emotions; helping both family carers and the professional carers working in our care homes; support when a relative goes into hospital and visiting strategies.
The Admiral Nurse Service also provides support for our paid carers who look after our residents with dementia in our care homes and community services by providing: one-to-one supervision for all staff who look after people with dementia; staff training; dementia care mapping; practical support with individual residents who staff may be finding difficult to understand certain behaviours and practice development groups and group supervision.

Friends of the Elderly as a charity has been around for more than 100 years; we celebrated our centenary in 2005. The longevity of the organisation is in no small part thanks to the vision and values which provide our foundation. 

Our vision is that all people should retain independence, dignity, choice and peace of mind in old age. 

Our mission is that Friends of the Elderly will support older people, particularly those in need due to frailty, isolation or lack of adequate resources.  We will do this by providing high quality caring services, personalised to the needs of the individual, integrated with local communities and dedicated to promoting the independence, well-being, dignity and peace of mind of each person with whom we work.
Our values: We believe in: the unique worth of each person at all times; the rights of the older person to the resources necessary to maintain a decent quality of life; the importance of holistic support; the value of community interaction; a consistently professional approach; valuing people's skills.  

We are currently the only independent care provider to work in partnership with Dementia UK to appoint an Admiral Nurse in the UK.

Cheryl Rothschild RMN Admiral Nurse, Friends of the Elderly.  cheryl.rothschild@fote.org.uk



	References, resources and links

Living well with dementia: a national dementia strategy is now at: 

http://webarchive.nationalarchives.gov.uk/+/www.dh.gov.uk/en/SocialCare/Deliveringadultsocialcare/Olderpeople/NationalDementiaStrategy/index.htm
DH Dementia Information Portal: Resources and Links:  http://www.dh.gov.uk/dementia
The Relatives & Residents Association exists to provide a consumer voice to promote the well-being and represent the interests of older people in residential care settings.  It uses the unique perspective of relatives to ensure that we know what to campaign about in our dialogues with providers, opinion makers and the media. We help potential residents, their families and friends to be better informed regarding many aspects of care including rights, entitlements and finding a care home. Our daily Helpline ensures that we are well aware of the views and concerns of relatives and residents and the need to provide a listening ear and emotional support. Tel: 020 7359 8136. http://www.relres.org/
Dementia UK has a national telephone helpline Admiral Nursing DIRECT 0845 257 9406, that is provided by specialist mental health nurses. The helpline offers practical advice and emotional support to people affected by dementia. This can be for anyone affected by dementia, including professionals.  Web: www.dementiauk.org/what-we-do/admiral-nursing-direct
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