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Caring for dying patients  in a multicultural society
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Shirley Firth received the Shap Award for 2003 for her contribution to research and publishing in the area of the needs of patients in black and ethnic minorities in palliative care in relation to death and dying. 
Death, in Western culture, has long been regarded as a taboo subject for discussion. This is partly because most people die in hospital, where the whole process has been professionalised and medicalised, so it is no longer a part of most people's every day experience. The process of secularisation also contributes to the shutting out of the subject, because life-after-death is no longer taken for granted, and there is little adequate Christian theology of death. The result of all this has been to push death behind doors, to take away people's choices, and to encourage a belief that death is a Bad Thing, which must be avoided at all costs. It can be particularly frightening if there is no belief that one survives, and perhaps goes on to something better. 

This is in contrast to the attitudes of many people of different faiths, for whom death is seen as a transition, not an end. For example, a Sikh told me that in India "the elderly in villages have more of a sense of preparation for death," partly, of course, because people die younger, but partly because the elders sit outside with their peers and chat, and participate in the whole life of the village. Issues of faith and the afterlife are freely discussed, and everyone, of all ages, sees those who are dying and dead. Death is not a stranger; in areas without access to modern medicine, it is taken for granted instead of fought against. Beliefs about life after death, and about the process of death, are underpinned by ritual practices, which may help the deceased to pass on to the next life, and which can console and give meaning to both the dying and the relatives. During my research (  The research, mainly in the Southampton area, included 3 months fieldwork in India, published as Death Dying and Bereavement in a British Hindu Community', SOAS, 1994.) exploring Hindu (and initially, Sikh) attitudes to death and bereavement, what struck me most was the model of a good death. When it occurs, the narratives become an important means of transmitting the faith to others, and to subsequent generations. The stories I heard were nearly all based on death at home (below), with the family present: "We do not consider a hospital to be a very holy place, so when we know people are dying we send them home" (A Gujarati surgeon). 
A Panjabi Brahmin woman living in the UK said her mother 
was like a saint and died in just 5 minutes.  She was 103 and could thread a needle, walked without a stick. She asked for bed on the floor. My sister's son said, "What's happening, Bibi?"  She said, "O thank God you came here.  Come and give me diva (light) on my hand," (when people die we give a diva like a candle, her hand to show her a way to God). My sister started crying and she said, "Don't cry, Your tears will make a river for me to cross. I'm going to God.  Let me go first.  Don't stop my way"(  The Vaitarani Nadi is a horrible river, which has to be crossed at death. A ferryman is offered a coin (often in the mouth of the deceased). A cow or calf may also be offered to a Brahmin, and this also takes the person across.). He did everything, [then] she said, "Put my head in your lap, I want to go to God." (Punjabi. Brahmin woman, adapted) (  Firth, Shirley, 1997, Dying, Death and Bereavement in a British Hindu Community, Peeters, Leuven.)

In Britain, most deaths (70%) occur in hospital, and people often die alone. However, recently, thanks to the development of the hospice and palliative care movements, there are changes occurring, in which the whole subject of the death is opening up, and great efforts are being made to enable people to die comfortably and peacefully in a place of their own choice, with support for relatives. The World Health Organisation defines palliative care as
the active, total care of patients whose disease no longer responds to curative treatment, and for whom the goal must be the best quality of life for them and their families….It focuses on controlling pain and other symptoms, easing suffering and enhancing the life that remains. It integrates the psychological and spiritual aspects of care, to live out their lives with dignity, as well as offering support to families…(  Hospice Information Service, 1997, 1v. )

This holistic model, encompasses social, spiritual, physical, and psychological aspects of care. Death is no longer always seen as a disaster. When it is inevitable, pain and symptoms can be controlled, so that the end of life can be lived as fully as possible, and with dignity, with empathetic support for the patient and his or her family. The concept of 'a good death' is being debated, with the question asked, "Good for whom?"  Is it a well-managed death, or a 'sacred good death', in which the patient's and family's religious and spiritual perspectives predominate? ( Bradbury, Mary, (2000), 'The good death?' in Dickenson, D., Johnson M., Ktz, J. (eds.) Death, Dying and Bereavement,  London, Open University & Sage, pp.59-63.)

There is also an attempt in healthcare literature in the English-speaking world to understand what is meant by spiritual care, written by professionals outside the churches, with little understanding or knowledge about Christian spiritual traditions. Nurses often remark, "I am not religious but……" and then try to articulate what is meant by 'spiritual'. This usually is defined in terms of 'meaning, purpose and fulfilment', but Gilliat-Ray noticed an 
assumption that ‘spirituality’ is for Christians, or the general population at large whatever their belief or lack of it, while ‘religion’ of a committed and orthodox kind defines the so-called ‘spiritual needs’ of religious minority groups.( Gilliat-Ray, S. (2003) ‘Nursing, professionalism, and spirituality’ The Journal of Contemporary Religion, 18 (3) 335-349.)

Hence, many Christians, as well as minority ethnic patients, may not be getting their religious or spiritual needs met, and is one reason that many minority ethnic patients are reluctant to utilise available hospice services. Names of Saints add to the discomfort of non-Christians. They may be seen as somewhere white Christians go to die. Yet, this holistic approach provides the ideal kind of care for black and minority ethnic patients. This is particularly important in 'familial' cultures, where the families are actively engaged in the process of decision making, as well as care. 
The rights of families to medical knowledge and their roles in decision making, are just as valid, inalienable and crucial to the cultural belief systems of many ethnic minority communities as patient autonomy models are to Western patient autonomy models ( Jones, K., 2003 'Diversities in Approach  to End-of-Life: a View from Britain of the Qualitative Literature. Centre for Evidence in Ethnicity, Health & Diversity, Mary Seacole Research Centre, DeMontfort University. )

Yet an interesting study of white and Asian patients with cancer and their families found, in spite of differences of ideal norms about caring and family obligations between white and South Asian families, "caring follows similar processes of negotiation and hierarchy of relationships within close, extended families across ethnic groups" with a similar desire to 'care for our own'.( Chattoo et al Chattoo S, Ahmad WIU, Haworth, M and Lennard, R (2002), South Asian and White Patients with Advanced Cancer: Patients' and Families' Experiences of the Illness and Perceived Needs for Care (Final Report to CRC UK and The Department of Health), Leeds, Centre for Research in Primary Care, University of Leeds:2002 331, 46) ) 

Other reasons for under-utilisation of the services, include ignorance, poor communication, inadequate interpreter services, and a tendency of many consultants and GPs to assume that "they care for their own", so they do not need to be referred to appropriate services which could provide pain and symptom control and adequate home support. 

Like patients across cultural boundaries, for many south Asians, caring for dying relatives at home is a matter of honour and integrity: failure or inability to do so creates stigma and loss of face. "It is a sacred duty with profound religious implications, and also for ‘moral identity..of fulfilling certain obligations..set into the context of the respect of the wider community".( Gardner Gardner, Katy, 1998, ‘Death, burial and bereavement amongst Bengali Muslims’, Journal of Ethnic and Migration Studies, Vol. 24, No 3, 507-521.
---2001, Age, Migration and Narrative: bodies and the life course amongst Bengali elders in London, Oxford, Berg, )  Here is a sacred space where prayers and last rights can be held, with the family around, and the dying person is helped to focus his or her mind on God at the end.

However, this is not always possible. There may not be anyone to provide care, as joint and extended families are fragmenting with social and economic mobility. Daughters-in-law, elderly spouses and children are often are the sole carers. Many Black Caribbean elders also live alone. Those without an extended family can feel "particularly isolated and vulnerable…Lack of access to English as an important cultural resource, old age, illness related impairment and immobility could further accentuate their sense of isolation and vulnerability in facing a serious condition"( Chattoo et al, op cit
). There may be little community help for stigmatising illnesses such as cancer and AIDS, and families may feel ashamed at needing help. It is a matter of honour (izzat) to care for one's relatives, and a consequent loss of izzat  at failing in  their sacred duty to care for their relatives. 

In new outreach initiatives local minority ethnic patients are consulted about their needs, told about palliative care services, and invited to visit local hospices. In Birmingham alone, the Capacity Project is training minoirty ethnic advocates for working with cancer patients, and a video, Humara Safar, produced by SAPCAA, tells the story of an elderly Indian who develops cancer, and the ways in which he and his family can receive help and support. Acorns Children's Hospice has provided a model of care, having employed Sikh and African Caribbean outreach workers at the outset: now 30% of the children are from minority communities.

There is still an enormous need to ensure services are available, and to educate professionals about different cultural and religious traditions, not in terms of 'fact files', but in cultural competence, sensitivity, openness and transcultural communication. Above, there needs to be an acknowledgement of the gifts different cultures bring to the British Community, not least, reflecting on the meaning of a Good Death.
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