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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. 
	Achieving best quality end of life care for people with dementia: Ending the taboos

We are all familiar with the fact that we have an ageing population and that demographic patterns are changing. In recent years the concept of talking about dementia and end of life care has also made a significant shift.  While these have historically been taboo subjects, people are increasingly finding it easier to talk about both dementia and about dying. The National Dementia Strategy (1) has assisted in this, as has the Department of Health (DH) End of Life Strategy (2). In addition, in the last few years, the National Council for Palliative Care (NCPC) have developed a programme of work around dementia at the end of life and have produced a range of publications. NCPC are also running conferences aimed at people who work in care homes (3).

The recent refresh of the National Dementia Strategy is beginning to focus on quality outcomes for people with dementia. These outcomes cover early diagnosis, having sufficient information to make good decisions and planning for future decision making, obtaining access to treatment and support, being treated with dignity and respect and for us all to remain a participant in our care within the range of our capability.  All these outcomes designed for people with dementia are applicable when someone is at the end of life.  
The range of resources to support end of life care is growing (4, 5, 6, 7). Tools such as the Gold Standards Framework (8) and the Liverpool Care Pathway (9) can enable services to deliver the highest quality care and are increasingly being used in care homes.  In addition, written and endorsed by a number of organisations, the NCPC dementia working group has produced quality markers to complement the DH End of Life Strategy. For each of the DH End of Life Strategy headings, the NCPC dementia working group identified key priority areas for dementia, including for communication and care planning, care in the last days of life, care in the days after death, workforce planning and monitoring. Additional information and resources are highlighted (10).   

As a society we are not good at talking about death and dying but it is really important to do this. 

While recognising that people in older age who have a dementia also usually have multiple complex needs, it is really important to enable individuals to talk about death and dying and how they want the end of their lives to be.  It is also really important to help our workforce to find the words to have informed conversations with people and their families so that they can make the right decisions at the right time and the services they require can be co-ordinated around them.  
What we want for people living in care homes, whatever their condition or personal circumstances, is to be able to have a voice, choice and as much control as possible to the end of their lives.

Sharon Blackburn is Policy and Communications Director at the National Care Forum and National Adviser on Older People to the National Council for Palliative Care.



	End of life care for people with advanced dementia living in care homes

The General Medical Council states that people are ‘approaching the end of life’ when they are likely to die within the next 12 months (11).  Until recently the needs of frail older people dying from dementia were not recognised. Both the National Council for Palliative Care (NCPC) and the Gold Standards Framework recommend that they and their families should be supported and looked after in a similar fashion to people with cancer. The National End of Life Care Programme (12) has led professionals across the country to consider how they can best deliver compassionate care for all those facing the dying phase of their life. 
Less than half of older people entering nursing homes will survive for longer than 18 months.  New arrivals are often very ill, frail and frightened. Seventy percent of nursing home residents have a dementia and commonly multiple additional conditions which include swallowing difficulties, malnutrition, poor mobility, falls, multiple infections, constipation and then urinary and faecal incontinence. They often experience major problems informing staff of their needs. Pain and discomfort arising from their other conditions can lead to behaviours such as screaming, shouting, moaning and scratching. It is important that any physical cause, such as pain, is identified. Either the Abbey Pain scale or the Dolopus scale (13) can be used to measure pain in people with dementia and this can then be treated appropriately.

Person centred care can only be delivered by understanding and respecting individuals, their life history and their culture. Residents in care homes, however severe their dementia, are often frustrated by loss of control, choice, human rights, privacy and dignity (14). Failure to identify the dying phase, the presence of pain and discomfort, and poor communication with families around end of life in dementia often leads to crisis management, unnecessary interventions and inappropriate hospital admissions. The increasing pressure on hospital and primary care staff can lead to hurried consultations with little time to answer questions and give explanations. Sitting down with residents and families, their designated next of kin or independent mental capacity advocate, to complete an advanced plan, with time for listening and explanations, may prevent crisis interventions (8).

The World Health Organisation (WHO) defines palliative care as ‘the active total care of patients whose disease is unresponsive to curative treatment. Control of pain, of other symptoms, and of psychological, social and other problems is paramount. The goal of palliative care is achievement of the best quality of life for patients and their families’ (15). Supportive care helps the patient and their family to cope with their condition (16).  Ensuring that control remains with individuals and families can improve quality of life. The Dying Matters Coalition has encouraged the open discussion about the process of dying allowing people to discuss their fears and worries (17). 
Caring for older people dying from advanced dementia is skilled, stressful work. Staff delivering this care should be valued and respected. Quick solutions do not work. Basic principles of care must include:
· listening to the person and their families

· unless proven otherwise, assuming that the individual has capacity

· treating the individual and their family with respect, humanity, compassion and dignity

· writing advanced care plans 

· not assuming that behavioural problems are only caused by dementia

· treating pain and discomfort

· ensuring professionals and carers communicate well with one another and with families or with next of kin

· receive teaching programmes on end of life care and dementia.
Older people matter. A compassionate and empathic workforce must be valued, appropriately educated and supported.

Dr Jackie Morris MB FRCP is Consultant Physician and Trustee of both the British Institute of Human Rights and the Relatives and Residents Association.
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	Gold Standard end of life care in Somerset
Croft House has a 14 bed PETALS wing (the brand name for Somerset Care’s corporate dementia care philosophy) and we have just submitted an application for Gold Standards Framework accreditation.  
Supporting every individual’s choices at the end of life is a priority for us. Advanced care plans are agreed as early as possible and as part of our admission assessment.  With the valued support of our district nurses, GPs and Marie Curie services, residents can remain in the home until they die and we try to ensure that individuals end their lives in the best possible circumstances for them. By watching their responses, we learn what sort of lighting or music they prefer. A resident from Wales recently died in the home and, in her last days, loved the singing of a staff member, also from Wales, who would sing to her in Welsh.
We have three designated supervisors who ensure that all the staff are appropriately trained in end of life care.  The staff are also a very supportive group and we look after each other. Losing a resident is like losing a family member and we grieve with the families we have come to know over so long. It can also be very distressing for other residents when someone dies. They may have sat with that person for meals or formed a friendship.  We take time to sit and talk with the residents. They can go to see the person before they pass if they choose and if the person wants them to.

People never die alone. Usually family members sit with them and we ensure they are looked after. Alternatively, staff put their names onto a rota to sit with someone who is dying. They do this willingly and in their own time.

When someone dies, we have a brass plaque put onto a wooden stake that the family can place into our memorial garden. After the funeral, the local vicar conducts a short service in the home, followed by some food and sherry. This enables the family, residents and staff to get together and the residents particularly appreciate this as most are unable to attend the funeral. We frame a photograph of the person who has passed away and give this to the family at the memorial. The staff compile a book of memories about the person and this sits on a table to enable anyone to read the contributions. Candles are lit.

We know that families really appreciate the care we give. Recently a family asked for a list of staff names which they read as the resident was laid to rest. This was their way of thanking everybody for what we had done for their mum.

Diane Allen is the Manager at Croft House in Williton, Somerset. diane.allen@somersetcare.co.uk



	References, resources and links
(1) 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
Dementia Information Portal: Resources and Links:  http://www.dh.gov.uk/dementia
(2) End of life Care Strategy: Promoting high quality care for all adults at the end of life

http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_086277
(3) National Council for Palliative Care (NCPC) is the umbrella organisation for all those who are involved in providing, commissioning and using palliative care and hospice services in England, Wales & Northern Ireland. NCPC promotes the extension and improvement of palliative care services for all people with life-threatening and life-limiting conditions. NCPC promotes palliative care in health and social care settings across all sectors to government, national and local policy makers. http://ncpc.org.uk/
(4) My Home Life is a collaborative programme aimed at improving the quality of life of those who are living, dying, visiting and working in care homes for older people. Working in partnership with the care home sector, My Home Life is undertaking a range of educational activities to assist everyone in this field to share best practice and enhance quality of care.

http://www.myhomelifemovement.org/
(5) National Council for Palliative Care (2009) Out of the Shadows: End of life care for people with dementia. This publication is the culmination of over two years’ work looking specifically at the palliative and end of life care needs of people with dementia. It brings together current understanding of the issues and challenges and it is informed by people with dementia and their carers about their needs. £20.00. ISBN 1898915737. http://ncpc.org.uk/publications/index.html

(6) Quality Standard advice on Dementia from the National Institute for Health and Clinical Excellence Implementation Directorate Quality Standards Programme. Standard 9 focuses on palliative care needs. http://www.nice.org.uk/aboutnice/qualitystandards/dementia/palliativecareneeds.jsp
(7) End of life care journal.   http://www.endoflifecare.co.uk/
(8) Gold Standards Framework in Care Homes.  This is a framework to enable care homes to deliver a 'gold standard' of care for all people in the last years of their lives. This work has grown and developed from the experience of nearly 1,000 care homes over five years, blending evidence based good practice with real life examples from thousands of staff, residents and their families. http://www.goldstandardsframework.nhs.uk/GSFCareHomes
(9) Liverpool care pathway. The LCP is an integrated care pathway that is used at the bedside to drive up sustained quality of the dying in the last hours and days of life.
http://www.liv.ac.uk/mcpcil/liverpool-care-pathway/
(10) National Council for Palliative Care End of Life Quality Markers for Dementia
http://www.ncpc.org.uk/download/publications/EndofLifeQualityMarkersForDementia.pdf
(11) Treatment and care towards the end of life: good practice in decision making.
 http://www.gmc-uk.org/guidance/ethical_guidance/6858.asp
(12) National End of Life Care programme.  http://www.endoflifecareforadults.nhs.uk/
(13) British Pain Society and British Geriatrics Society Assessment of Pain Guidelines: http://www.bgs.org.uk/Publications/Publication%20Downloads/Sep2007PainAssessment.pdf
(14) British Geriatrics Society Dignity Campaign:  Do not forget the person: Respect, choice and Dignity. Do as you would be done by: http://www.bgs.org.uk/campaigns/dignity/dignity2010_a3.pdf
(15) Palliative care. http://www.nes.scot.nhs.uk/prescribing/topics/palliativecare/page3.htm
(16) Supportive care: http://www.ncpc.org.uk/palliative_care.html
(17) The Dying Matters Coalition aims to raise public awareness of issues around death, dying and bereavement. http://www.dyingmatters.org/
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