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Multiple factors influence low uptake of end-of-life (EolL) care and experiences Design The search identified barriers and enablers at the systems, community and Although we identified and synthesized a substantial volume of literature,
of poor quality of care services by culturally and spiritually diverse groups. Scoping review?® and thematic analysis®* of article content. personal/family levels. Primary barriers highlighted in the findings include: this review is not without limitations. Firstly, our inclusion criteria may have
This comprehensive literature review was undertaken by the Canadian Virtual Data Sources cultural.dlsconnectlon be.tween health care proy!der.s, persons approach!n.g been. too broad in scope, .VVhICh could havg contrlbutgd to the high q.uantlty

. . . : . End-of-life (EoL) and family members; under-utilization of culturally-sensitive and increased heterogeneity of results during the earlier stages of article
Hospice to create a new tool that will support culturally- and spiritually- Fourteen electronic databases and websites were searched between June- . . . . . .

.. : . . . . . . . N models designed for improved EolL care; language barriers; lack of awareness selection process, namely the title and abstract screening phases. Secondly,
sensitive EoL care. Funding for the project was provided by the Canadian August 2014 to identify English-language peer-reviewed publications and grey . . : o . . .

. . : L . . : : . . : of cultural and religious diversity issues; exclusion of families in the only English articles were included and as a result there may be relevant

Partnership Against Cancer. This poster presents findings from an international literature (including reports and other online resources) published between . . . . . . . . . .

. . . . . : decision-making process; personal racial and religious discrimination and lack literature on this topic published in other languages.
scoping review of peer reviewed academic publications and grey literature. 2004-2014. : . . i .. :

of culturally-tailored EolL care information to facilitate decision-making.

Primary barriers to End-of-life (EoL) care include cultural differences between

The review found that: much of EoL research focuses on decision-making Search Strategy . . : : . : .

. : L . . : : . . . : This scoping review established that much of the research has focused on health care providers (HCPs), persons approaching EoL and family members;
with fewer research studies exploring (in-depth) the experiences of different A systematic search of published and unpublished print and digital material . . L e . ; .

. - . : . . L decision-making rather than experiential aspects of care. We found that: under-utilization of culturally-sensitive models designed for improved EoL

cultural and religious persons at the end of their life; few interventions focused on barriers and enablers encountered when accessing palliative and . . . . . . . L

: . . . . . fewer research studies explore (in-depth) experiences of different cultural care; language barriers; lack of awareness of cultural and spiritual diversity
aimed to improve culturally- and spiritually-sensitive Eol care; and, end-of-life care. The searches, conducted over 3 months, aimed to capture . . . . . . . o .
. . . . . . . . and religious persons at the end of their life; and that interventions aimed to issues; exclusion of families in the decision-making process; personal,
interventions largely focused on education for medical and nursing students barriers and enablers at the systems, community and personal/family levels. . . " L . . S .

improve culturally- and spiritually-sensitive EoL care were limited. racial and religious discrimination and lack of culturally-tailored EoL

and health care providers.

information to facilitate decision-making and uptake of care for culturally-
and spiritually-diverse communities.

Introduction

End-of-life (EoL) care requires attention to psychological, social and spiritual
needs and supports to help individuals cope with the process of aging,
coming to terms with death and dying and to help family members and
loved ones cope with bereavement®. Research reveals that access to EolL
health services and social supports either at home or in hospices is low
among ethnic minorities compared to white European groups?3.

Enablers identified in the literature stressed the need for enhanced efforts to:
engage family members; incorporate diverse cultural and spiritual values;
negotiate with family members the changing needs of the patient to both
maintain and release control of the individual’s EoL care; and improve and
sustain culturally- and linguistically-effective communication between HCPs
and service users.

Key barriers to EoL care include: cultural differences between health care
providers and persons approaching Eol, patients and families;
under-utilization of culturally-sensitive models designed for improved

Eol care®; language barriers®; lack of awareness of cultural and spiritual
diversity issues; exclusion of families in the decision-making process’;
personal racial and religious discrimination® and lack of culturally-tailored EolL
information to facilitate decision-making and uptake of care for

culturally- and spiritually-diverse communities®.

Conclusions

This scoping review has shown that much End-of-life (EoL) care research has
specifically focused on decision-making while everyday service experiences
have been relatively neglected in research. Without knowledge of such
experiences, it is difficult to ensure that EoL care is delivered in accordance
with cultural and spiritual expectations, leaving service users unsatisfied.

While educational interventions are valuable, practice-based interventions

were not in evidence; creating a gap in knowledge regarding good practice in
home, hospital and hospice settings. Lastly, a substantial proportion of the
studies were based in the United States (US). US studies can provide important
pointers to high quality culturally- and spiritually-sensitive care in other national
contexts; yet, it is important to understand the enablers and barriers to EoL care
within a Canadian context if empowerment tools for Canadians from diverse
cultural, spiritual, and religious traditions are to be developed.

The Canadian Virtual Hospice (virtualhospice.ca), an online palliative care
<nowledge translation resource, recognized the need for a tool to empower
natients and families to access culturally-sensitive EoL care. In order to base
the empowerment tool on a comprehensive understanding of the attitudes,
behaviours and utilization patterns of EoL care by culturally- and
spiritually-diverse groups and associated gaps in practice, delivery of health
care services and research, we conducted a comprehensive scoping review.

Contact References

Fang ML, Halinka - Malcoe L, Sixsmith ], Wong L and Callender M. Exploring traditional end-of-life beliefs, values, expectations and practices amongst Chinese women living in England: Informing culturally-sensitive care. Palliative & Supportive Care. 2014; Epub ahead of print.

Seymour J, Payne S, Chapman A and Holloway M. Hospice or home? Expectations of end-of-life care among white and Chinese older people in the UK. Sociology of health & illness. 2007; 29: 872-90.

Ahmed N, Bestall JC, Ahmedzai SH, Payne SA, Clark D and Noble B. Systematic review of the problems and issues of accessing specialist palliative care by patients, careers and health and social care professionals. Palliat Med. 2004; 18: 525-42.

Liao S and Ackermann R|J. Interdisciplinary end-of-life care in nursing homes. Clinical Gerontologist. 2008; 31: 83-96.

Reese DJ. Proposal for a University-Community-Hospice Partnership to Address Organizational Barriers to Cultural Competence. American Journal of Hospice and Palliative Medicine. 2011; 28: 22-6. CANADIAN PARTNERSHIP
Brown E, Patel R, Kaur ] and Coad J. The Interface Between South Asian Culture and Palliative Care for Children, Young People, and Families-a Discussion Paper. Issues in Comprehensive Pediatric Nursing. 2013; 36: 120-43. AGAINST CANCER
Edwards A, Pang N, Shiu V and Chan C. The understanding of spirituality and the potential role of spiritual care in end-of-life and palliative care: A meta-study of qualitative research. Palliative Medicine. 2010; 24: 753-70.

Smith SH. End-of-life care decision-making processes of African American families: implications for culturally-sensitive social work practice. Journal of Ethnic and Cultural Diversity in Social Work. 2004; 13: 1-23.

. Arksey H and O’Malley L. Scoping studies: towards a methodological framework. International Journal of Social Research Methodology. 2005; 8: 19-32.

10. Braun V and Clarke V. “Using thematic analysis in psychology”. Qualitative Research in Psychology. 2006; 3: 77-101.

Mei Lan Fang

Simon Fraser University
Email: mlfang@sfu.ca
Website: www.sfu.ca/grc
Phone: 778-782-9876

CANADIAN POrtallCANAD|EN EN SOINS
Virtual Hospice \\.—») palliatifs

PARTENARIAT CANADIEN
CONTRE LE CANCER

50 ON OV R W NP



