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INTRODUCTION

In the Australian healthcare system,
community nurses play a vital role in the
arena of palliative care in the home through
the promotion of individual choice that
forms the foundation for person-centred

care.

However, the community setting is different
to inpatient palliative care and yet, little is

known about this area.




BACKGROUND

» For many Australians, death occurs at the end of a long
disease process. For people who have spent long periods of
time in the hospital receiving treatment for their serious
illness, dying at home is the ‘gold standard’ for a good
death.

» Much research is focussed on the provision of palliative
care in Australia in the inpatient setting, yet little is known
about the local community setting.
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Abstract

Aim: This review sought to discover how community nurses globally provide palliative
care, with specific focus on how they manage the personal and professional stressors
associated with caring for dying clients in the home.

Design: An integrative review methodology was used to gain insight into how com-
munity palliative care is delivered worldwide.

Backgruund: The provision of home palliative care by community nurses gives clients
the ability to spend their final days in familiar surroundings. Research has focussed
on the provision of palliative care in the inpatient setting, with little known about the
CommuNity setting.

Methods: Data were collected through a literature search, then a critical analysis ap-
proach was used to evaluate the strengths of palliative care literature by analysing
recurrent themes to stimulate further research on the topic.

Data Sources: The following databases were used to conduct the literature search:
CINAHL, Medline, Pubmed, Scopus, Crvid.

Results: The results highlighted the importance of building a skilled palliative com-
munity nursing workforce and the need to offer specialised palliative care training to
nurses, particularly around difficult conversations and service coordination.
Conclusion: The literature identified the challenges implicit within the community
nursimg role in delivering palliative care, but it did not identify the factors that en-
hance the nurses’ sbility to manage the stressors associated with this role. The input
of nurses must be sought to understand the development of resilience.
Implications for the profession: Community palliative care nursing requires time spent
with clients and family members who are suffering, therefere predisposing nurses to
stress. Effort must be made to provide palliative care nurses with support to enhance

professional resilience.
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1 | INTRODUCTION

Palliative care is person-centred care provided for a person whais
expected to die, and for whom the primary goal is to optimize their
quality of life [World Health Organization [WHO],2014) (Table 1L
A person- and family-centred approach to palliative care is based
on effective communication, shared decision-making and personal
autonomy, therefore reinforcing the importance of the individual
cheosing the context for their care (Palliative Care Australia, 2018}
Choice and preference are fundamental to person-centred care,
therefore location at end-of-life iz impartant [Palliative Care
Australia, 20181

The increased intemnational demand for palliative care provision
associated with ageing populations has led to an increased global
focus on generalist palliative care provizion, and its delivery occurs
both in the community and in haspitals (Frey et al, 20138). By con-
trast, specialist palliative care is delivered in hospices and palliative
care units by healthcare clinicians who hawve undergone specific
training in palliative care. Consequently, the community nurse pro-
viding generalist palliative care at home might not have received the
same level of training and support in their rele as @ mostly indepen-
dent practitioner (Frey et al., 2018).

In Australia, community nurses and palliative physicians play a
vital role in the arena of expected deaths at home [Palliative Care
Australia, 2018). However, with reduced medical on-call assistance
and increased responsibilities of nurses working independently, cou-
pled with the practicalities of caring for clients at the end-of-life, the
emotional burden can be onerous (Hasegawa et al, 2022). Current
miodels of care wse a mix of specialist inpatient pallistive care pro-
viders and community services (NSW Health, 201%). However, indi-
vidual preferences and monetary conztraints point to an increasing
demand for palliative care delivery in the community (Palliative Care
Australia, 2018}

2 | BACKGROUND

For people who have spent long periods of time in the hospital re-
ceiving treatment for their serious illness; dying at home surrounded
by family members iz the ‘gold standard” for 3 good death (Danielzen

TABLE 1 Definition of terms.

Term Definition

Community nurse

What does this paper contribute to the wider
global community?

* This review aims to demystify the subject matter and
highlight the roles played by the nurses who navigate
thiz complex but life-affirming arena.

et al., 20181 For many individuals, death occurs at the end of a long
dizease process, with both patient and family aware of the progno-
sis [Griggs, 2010). Patients with palliative care needs elect to return
home for the last days of life; however, this goal requires planning
and support to be feasible. The generalist community nurse is
a key healthcare clinician when a patient chooses to die at hame
[Adamzon & Cruickshank, 2013). A ‘good death’ requires planning,
symptam management and support: and thiz falls largely on the
community nurse to facilitate. Community nurses play a central role
in facilitating end-of-life care in the home and this involves assess-
ing, practising and reflecting on ways to ensure that a good death
occurs (Adamson & Cruickshank, 20131

It is important to investigate how generalist community nurses
navigate thiz area of care and maintain rezilience in the face of loss
when their primary responsibility is to care for clients at the end-of-
life. Much research is focussed on the provision of palliative care in
Auztralia in the inpatient setting (Cheluvappa & Selvendran, 2022;
King & Yoong, 2023; Luckett et al, 2014, yet little is known about
the community setting and looking at this problem globally will in-
form Australian practice. The aim of this review was to discover how
community nurses globally provide palliative care, and how they
manage the personal and professional stressors associated with car-
ing for dying clients in the home.

3 | METHODS

The integrative literature review seeks to generate further ressarch
on a tapic by critically analysing current research (Torraco, 2005)
This approach was deemed most suitable for the research aims, as
current literature were investigated to develop an understanding of

Murses in community health provide an interpretative bridge between the acute sector and community services.

A commumity nurse can provide services including: care after discharge, chronic disease management,
hospital in the home' care, palliative care nursing and wound management (Australian Primary Healthcare

Murzes Association, 2022)
End-ofife care

Typically, end-of-life care is provided when a person is likehy to die in the next 12 months due to progressive,

advanced or incurable conditionz or old age (Mew South Wales [NSW] Health, 2019).

Palliative care

The World Health Organization (WHO) defines palliative care as an appreach that improves the quality of life of

patients and their families facing the problems associated with life-threatening iliness (WHO, 2018).

Service provision
health interventions.

Service provision refers to the way inputs such as money, staff, equipment and drugs are combined to deliver
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STUDY AIM

The aim of this study was to explore the
lived experience of nurses providing
palliative care in the community.

Research Question

What is the experience of Registered
Nurses who provide palliative care in the
community?
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METHODS

Sixteen Australian Registered Nurses
were interviewed for 30-60 mins each,
and a descriptive phenomenological
methodology was adopted to reveal the
essence of their experiences.

Data was analysed using the Colliaizi
method.

Participants were asked one question:
what is your experience providing
palliative care in the community?

Process of data analysis based on Colaizzi model

Step one is focussed on gaining a sense of the participants’ overall
experiences through reading the subject’s descriptions.

Step two involves extracting significant phrases and statements (Colaizzi,
1978).

Step three is concerned with the formulation of meaning, and this implies
that the researcher must bracket their own assumptions prior to formulating
general restatements formed from the significant statements (Colaizzi,
1978).

Step four is concerned with organising the formulated meanings into clusters
of themes (Colaizzi, 1978).

Step five involves exhaustively describing the investigated phenomenon
(Colaizzi, 1978).

Step six involves describing the fundamental structure of the phenomenon.

Step seven involves returning the findings to the participants to validate the
essential structure of the phenomenon.
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» The descriptive phenomenological
interviewing approach enabled participants to
reveal aspects of their experience they deemed

worthy of discussion.




“... it's really heart-warming to see someone's final wish come true. ... the
thing about being a palliative care nurse is that often you don't even have to
do that much to completely transform how things happen.”

"I think that healthcare workers in general take on a lot. I think the
expectation of the absorption of work for a healthcare workforce, generally,
palliative care or not, is you just take it on. I think COVID really showed
this, that you are just expected just to hold this space."

"But, you know, there's, there's not a finite amount of suffering in the world.
[ think we're all allowed to have our own problems as well. But sometimes
we deny ourselves the space to deal with those after we've spent a whole

day looking after people who arguably have had a worse day than us." PARTI C IPA NT ’ S

Palliative care is a specialty, and it's, and it's more than just something you
learn. It’s really a heart-centred practice. And it's not for everybody. STATEMENTS

“I can't change the fact that these people are dying, but if I can contribute
to the care and make one hour, one minute, one day, any better, what better
job could you have? And I truly believe that.”

"So many deaths and dying at home that ['ve witnessed that have just
brought out this beauty in people because they have just provided this
ultimate gift of love, which is to allow someone to have their final
moments in the place that they want to."




Main Themes

Honouring the Good Death

The Role of the Community Nurse in Palliative Care

Acknowledging the Inherent Privilege of the Role

A Lack of Understanding about Palliative Care on a Personal and
Societal Level

Barriers to Community Palliative Care Delivery

Facilitators of Palliative Care Delivery in the Community

Emotional Labour Experienced by the Community Nurse in Palliative
Care
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Preliminary study results have revealed the
nursing experience of providing palliative
care in the community setting to be a
holistic, relationship-based practice focused
on carer education, communication and
personal autonomy.

The creation of trust, family and carer
support, and open conversations about end-
of-life decision-making have also been
revealed to be essential for the safe
provision of palliative care in the home
setting.




CONCLUSION

Through the lived experience of nurses who
provide palliative care in the community has
been revealed to be a deeply relational, culturally
aware, and emotionally demanding practice,
where nurses utilise a range of clinical and
interpersonal skills to care for people at the end
of life; all while navigating therapeutic
connections, cultural beliefs, and the limits of
care provision.

Thank you for your time.




References

Akdeniz, M., Yardimci, B., & Kavukcu, E. (2021). Ethical considerations at the end-of-life care. SAGE open medicine, 9, 20503121211000918. https://doi.org/10.1177/20503121211000918

Australian Commission on Safety and Quality in Health Care. (2015). National Consensus Statement: Essential Elements for Safe and High-Quality End of Life Care. Sydney: ACSQHC.

Australian Institute of Health and Welfare (2021). Interfaces between the aged care and health systems in Australia—where do older Australians die? Cat. no. AGE 106. Canberra: AIHW.

Ayton & Tsindos. (2023). Qualitative Research - a Practical Guide for Health and Social Care Researchers and Practitioners. Monash University.

Baillie, L. (2015). Promoting and evaluating scientific rigour in qualitative research. Nursing standard (Royal College of Nursing (Great Britain) : 1987), 29(46), 36-42. https://doi.org/10.7748/ns.29.46.36.e8830

\

Brighton, L. J., Selman, L. E., Bristowe, K., Edwards, B., Koffman, J., & Evans, C. J. (2019). Emotional labour in palliative and end-of-life care communication: A qualitative study with generalist palliative care providers. Patient Education a

https://doi.org/10.1016/j.pec.2018.10.013

Bovero, A., Gottardo, F., Botto, R., Tosi, C., Selvatico, M. & Torta, R. (2020). Definition of a good death, attitudes toward death, and feelings of interconnectedness among people taking care of terminally ill patients with cancer. American Joi
Medicine®, 37 (5), 343-349. doi: 10.1177/1049909119883835.
Brown, H., Johnston, B., Oslund, U. (2011) Identifying care actions to conserve dignity in end-of-life care. British Journal of Community Nursing 16(5), 238-45 \

Carter, N., Bryant-Lukosius, D., Dicenso, A., Blythe, J., & Neville, A. J. (2014). The use of triangulation in qualitative research. Oncology Nursing Forum, 41(5), 545-547. https://doi.org/10.1188/14.0NF.545-547 \

Cope (2014). Methods and meanings: credibility and trustworthiness of qualitative research. Oncology Nursing Forum, 41(1), 89-91. https://doi.org/10.1188/14.0NF.89-91 \

Da Silva, R., Pereira, A., da Nobrega, M. & Mussi, F. (2017) Construction and validation of nursing diagnoses for people in palliative care1 1 Paper extracted from Doctoral Thesis “Palliative Care Nursing for a dying with dignity: Subset Tefminology CIPE:
Universidade Federal da Bahia, Salvador, BA, Brazil. Supported by Coordenacao de Aperfeicoamento de

Pessoal de Nivel Superior (CAPES), Brazil, process # PDSE-10032/13-4. (2017). Revista Latino-Americana De Enfermagem, 25https://doi.org/10.1590/1518-8345.1862.2914 \

Cross, L. A. (2019). Compassion Fatigue in Palliative Care Nursing: A Concept Analysis. Journal of Hospice and Palliative Nursing, 21(1), 21-28. https://doi.org/10.1097/NJH.0000000000000477 \

Danielsen, Sand, A. M., Rosland, J. H., & Ferland, O. (2018). Experiences and challenges of home care nurses and general practitioners in home-based palliative care - A qualitative study. BMC Palliative Care, 17(1), 95-95. https://doi.org/1(\.1186/512904-018-

Doody, O., & Noonan, M. (2016). Nursing research ethics, guidance and application in practice. British Journal of Nursing, 25(14), 803-807. doi:10.12968/bjon.2016.25.14.803 \

Dunwoodie, D.A. and Auret, K. (2007), Psychological morbidity and burnout in palliative care doctors in Western Australia. Internal Medicine Journal, 37: 693-698. https://doi.org/10.1111/j.1445-5994.2007.01384.x /\/

French, S., "Identity and Individuality in Quantum Theory", The Stanford Encyclopedia of Philosophy (Winter 2019 Edition), Edward N. Zalta (ed.), URL = <https://plato.stanford.edu/archives/win2019/entries/qt-idind/>.’

Griffiths, J., Ewing, G., Wilson, C., Connolly, M., & Grande, G. (2015). Breaking bad news about transitions to dying: A qualitative exploration of the role of the District Nurse. Palliative Medicine, 29(2), 138-146. https://dW.1177/026

Griggs, C. (2010). Community nurses’ perceptions of a good death: a qualitative exploratory study. International Journal of Palliative Nursing, 16(3), 140-149. https://doi.org/10.12968/ijpn.2010.16.3.47326

Harfield, S., Elliott, S., Ramsey, L., Housen, T., & Ward, J. (2021). Using social networking sites to recruit participants: methods of an online survey of sexual health, knowledge, and behaviour of young South-Australians. Australia
45(4), 348-354. https://doi.org/10.1111/1753-6405.13117

Hasegawa, Yamagishi, A., Sugishita, A., Akechi, T., Kubota, Y., & Shimoyama, S. (2022). Integrating home palliative care in oncology: a qualitative study to identify barriers and facilitators. Supportive Care in Cancer, 30(6),
6




References

Houghton, C., Casey, D., Shaw, D., & Murphy, K. (2013). Rigour in qualitative case-study research. Nurse Researcher, 20(4), 12-17.

Health Records and Information Privacy Act, (2002). NSW, Australia

Husserl, E. (1900). Logical investigations. Humanities Press International.

Husserl, E. (1973). Phenomenology. In R. M. Zaner and D. Ihde, Phenomenology and existentialism (pp. 46-70). New York: G. P. Putnam’s Sons

Husserl, E. (1913). Ideas pertaining to a pure phenomenology and to a phenomenological philosophy (F. Kersten, Trans.; 1st ed.). Martinus Nijhoff.

Johnson, A. (2015). Role of district and community nurses in bereavement care: a qualitative study. British Journal of Community Nursing, 20(10), 494-501. https://doi.org/10.12968/bch.2015.20

Kavalieratos, D., Siconolfi, D. E., Steinhauser, K. E., Bull, J., Arnold, R. M., Swetz, K. M., & Kamal, A. H. (2017). “It Is Like Heart Failure. It Is Chronic ... and It Will Kill You”: A qualitative|analysis o
among hospice and palliative care clinicians. Journal of Pain and Symptom Management, 53(5), 901-910.e1. https://doi.org/10.1016/j.jpainsymman.2016.12.337

Koch, T. (2006). Establishing rigour in qualitative research: The decision trail. Journal of Advanced Nursing, 53, 91-100. \
Kvale, S. (1996). InterViews : an introduction to qualitative research interviewing. Sage Publications. \
Korenman, S. (2006). Teaching the Responsible Conduct of Research in Humans. Retrieved from https://ori.hhs.gov/education/products/ucla/default.htm \

Leavy, P. (Ed.). (2020). The Oxford handbook of qualitative research (Second edition.). Oxford University Press. Lincoln, Y., & Guba, E. G. (1985). Naturalistic inquiry. Newbury Park, CA: W

Leigh-Osroosh, K. T. (2021). The phenomenological house: a metaphoric framework for descriptive phenomenological psychological design and analysis. The Qualitative Report, 26(6), 4817-182
https://doi.org/10.46743/2160-3715/2021.4815

Marchessault, J., Legault, A., & Martinez, A.-M. (2012). Providing in-home palliative care within a generalist caseload: a chance for nurses to reflect on life and death. International Jour
Nursing, 18(3), 135-141. https://doi.org/10.12968/ijpn.2012.18.3.135

Mcllfatrick, S., Connolly, M., Collins, R., Murphy, T., Johnston, B., & Larkin, P. (2017). Evaluating a dignity care intervention for palliative care in the community-Setting: communi




References

Merleau-Ponty, M. (2002). Phenomenology of Perception (C. Smith, Trans.). London: Routledge

\

Midlov, E. M., & Lindberg, T. (2020). District nurses’ experiences of providing palliative care in the home: An interview study. Nordic Journal of Nursing
https://doi.org/10.1177/2057158519857002

National Health and Medical Research Council & Australian Research Council. (2015). National Statement on Ethical Conduct in Human Research. \

New South Wales Health (2019). End of Life and Palliative Care Framework 2019-2024 \

20-25. https://doi.org/10.7748/nr.2020.e1700
Nursing and Midwifery Board of Australia. (2018). Code of Conduct for Nurses. \

Northall, T., Chang, E., Hatcher, D., & Nicholls, D. (2020). The application and tailoring of Colaizzi's phenomenological approach to a hospital setting. \lurse R

Ortlipp, M. (2008). Keeping and using reflective journals in the qualitative research process. The Qualitative Report, 13, 695-705. \

2018.pdf
Kim, H. S., & Kollak, I. (Eds.). (2006). Nursing theories : Conceptual and philosophical foundations, second edition. Springer Publishing Company, Incorpora\ed.

Oxford Centre for Triple Value Healthcare Ltd. (2018). Critical Appraisal Skills Programme. https://casp-uk.net/wp-content/uploads/2018/01 /CASP-Quali\ative-Chec

Kim, H.-K., Jun, M., Rhee, S., & Wreen, M. (2020). Husserlian phenomenology in Korean nursing research: Analysis, problems, and suggestions. Journal of E ti
for Health Professions, 17, 13-13. https://doi.org/10.3352/JEEHP.2020.17.13

Palliative Care Australia (2018). National Palliative Care Standards 5th edn, PCA, Canberra

Sandelowski, M. (1986). The problem of rigor in qualitative research. Advances in Nursing Science, 8(3), 27-37. https://doi.org/10.1097/00012272-1986

Sanders, C. (2003). Application of Colaizzi’s method: Interpretation of an auditable decision trail by a novice researcher. Contem
Profession, 14(3), 292-302. https://doi.org/10.5172/conu.14.3.292’




	Slide 1: THE LIVED EXPERIENCE OF REGISTERED NURSES PROVIDING PALLIATIVE CARE IN THE COMMUNITY:   A DESCRIPTIVE PHENOMENOLOGICAL STUDY   
	Slide 2: INTRODUCTION
	Slide 3
	Slide 4
	Slide 5:      STUDY AIM    The aim of this study was to explore the lived experience of nurses providing palliative care in the community.   Research Question   What is the experience of Registered Nurses who provide palliative care in the community?    
	Slide 6: METHODS   Sixteen Australian Registered Nurses were interviewed for 30-60 mins each, and a descriptive phenomenological methodology was adopted to reveal the essence of their experiences.  Data was analysed using the Colliaizi method.  Participan
	Slide 7: FINDINGS
	Slide 8:  “… it's really heart-warming to see someone's final wish come true. … the thing about being a palliative care nurse is that often you don't even have to do that much to completely transform how things happen.”  "I think that healthcare workers i
	Slide 9
	Slide 10:     Preliminary study results have revealed the nursing experience of providing palliative care in the community setting to be a holistic, relationship-based practice focused on carer education, communication and personal autonomy.      The crea
	Slide 11: CONCLUSION Through the lived experience of nurses who provide palliative care in the community has been revealed to be a deeply relational, culturally aware, and emotionally demanding practice, where nurses utilise a range of clinical and interp
	Slide 12: References
	Slide 13: References 
	Slide 14: References 

