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Abstract

The purpose of this consensus paper was to convene leaders and scholars from eight Expert 

Panels of the American Academy of Nursing and provide recommendations to advance nursing’s 

roles and responsibility to ensure universal access to palliative care. Part I of this consensus 

paper herein provides the rationale and background to support the policy, education, research, 

and clinical practice recommendations put forward in Part II. On behalf of the Academy, the 

evidence-based recommendations will guide nurses, policy makers, government representatives, 

professional associations, and interdisciplinary and community partners to integrate palliative 

nursing services across health and social care settings. The consensus paper’s 43 authors represent 

eight countries (Australia, Canada, England, Kenya, Lebanon, Liberia, South Africa, United States 

of America) and extensive international health experience, thus providing a global context for 

the subject matter. The authors recommend greater investments in palliative nursing education 

and nurse-led research, nurse engagement in policy making, enhanced intersectoral partnerships 

with nursing, and an increased profile and visibility of palliative nurses worldwide. By enacting 

these recommendations, nurses working in all settings can assume leading roles in delivering 

high-quality palliative care globally, particularly for minoritized, marginalized, and other at-risk 

populations.
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Introduction

People in all parts of the world live and die with little or no palliative care or pain 
relief. Staring into this access abyss, one sees the depth of extreme suffering in the cruel 
face of poverty and inequity. . . The global health community has the responsibility and 
the opportunity to close the access abyss in the relief of. . . suffering at end-of-life and 
throughout the life course, caused by life-limiting and life-threatening health conditions. . . 
palliative care and pain relief are essential elements of universal health coverage. . . [and] 
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are highly intersectoral. . . We call on academia to promote and incorporate this agenda 
[for universal palliative care access] across all disciplines including medicine, nursing, and 
the social sciences. -The Lancet Commission on Global Access to Palliative Care and Pain 

Relief (Knaul et al., 2018, pp. 1391, 1444)

Background

Globally, more than 61 million people across the lifespan experience roughly 6 billion days 

of serious health-related suffering (SHS) every year, and yet palliative care and pain relief 

services are either significantly lacking or nonexistent in much of the world (Knaul et al., 

2018). Based on World Health Organization (WHO). 2020b mortality projections (2016–

2060) and estimates of symptom prevalence in twenty medical conditions, the global burden 

of those who will die with SHS is projected to increase by approximately 87% by 2060. 

This SHS burden will disproportionately affect those living in the poorest countries, people 

aged 70 and older, and persons with dementia (Sleeman et al., 2019). Of those individuals 

experiencing SHS, over 21 million are neonates, infants, children, and adolescents who 

would benefit from pediatric palliative care, with more than 8 million requiring specialized 

palliative care services (Connor et al., 2017). The vast majority of children in need live in 

low- and middle-income countries (LMICs; Knaul et al., 2018), further underscoring global 

palliative care and health inequities. Palliative care is also required to address the significant 

needs of families and social support systems related to caregiver strain, bereavement, and 

complicated grief (Knaul et al., 2018).

Heightened visibility of both SHS and mortality during the coronavirus disease 2019 

(COVID-19) pandemic has drawn worldwide attention to the urgent need for universal 

palliative care access for all people and populations (Radbruch, Knaul et al., 2020). There 

are critical aspects of palliative care development that require significant policy and practice 

investments now and in the future (Table 1). There are an estimated 28 million nurses 

worldwide, accounting for about 59% of the global health and social care workforce (WHO, 

2020a). The nursing profession is rooted in an ethical commitment to alleviate SHS and 

optimize quality of life in philosophical alignment with palliative care (International Council 

of Nurses [ICN], 2011, 2012a, 2012b). Thus, nurses are key stakeholders to ensure widely 

available, accessible, and adept palliative care. However, nurses must be equipped to achieve 

measurable progress toward universal access to palliative care. Access to high-quality 

palliative nursing care for all individuals, families, and communities is a human right, 

regardless of age, race, ethnicity, socioeconomic, or other differences. Universal palliative 

care access can be strategically achieved through increased nurse leadership in intersectoral 

advocacy and interdisciplinary partnerships at local, national, and international levels.

Palliative care is a holistic and person-centered approach to alleviating SHS across the 

care continuum, at the end-of-life, and into bereavement (Radbruch, De Lima et al., 2020). 

Palliative care clinicians support individuals, families and caregivers, and communities when 

confronting life-limiting illness. Palliative care philosophy emphasizes optimal quality of 

life and function, mitigation of distressing symptoms, and promotes value concordant care 

that is either given in conjunction with disease-modifying treatments or comfort-focused 

(WHO, 2020b). In addition, palliative care involves identifying and addressing myriad 
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ethical questions involving respect for and response to diverse needs and preferences. It 

balances the benefits and burdens of treatments and services with quality of life within the 

context of equitable access and distribution of resources (WHO, 2014). The International 

Association for Hospice & Palliative Care (IAHPC) has provided a global three-phase 

consensus-based definition of palliative care focused on the relief of SHS and relevant to all 

individuals and communities worldwide, regardless of diagnosis, prognosis, location, point 

of care, or socioeconomic status (Table 2; IAHPC, 2018; Radbruch, De Lima et al., 2020).

Palliative Care in the Global Sphere

The WHO (2014, 2018a, 2018b) acknowledges that palliative care should be integrated into 

all systems across the care continuum as a vital component of universal health coverage 

(UHC). All United Nations (UN) member states recognized palliative care as fundamental 

to achieving UHC at the UN Political Declaration of the High-Level Meeting on UHC 

(UN, 2019) and as essential to Target 3.8 of the Sustainable Development Goals (UN, 

2015), which aims to: “Achieve [UHC], including financial risk protection, access to quality 

essential health-care services and access to safe, effective, quality and affordable essential 

medicines and vaccines for all”. Inclusive, high-quality, and accessible palliative care for all 

persons across social, economic, and cultural status or affiliation - without discrimination 

and with universal respect - is fundamental to protecting the “inherent human dignity of the 

human person” (UN Office of the High Commissioner for Human Rights, 1966, p. 1).

The state of palliative care is in different stages of development around the globe (Connor, 

2020; Knaul et al., 2018). Access to palliative care depends partly on the availability, 

types, and reimbursement models of palliative care within and across countries. Other 

considerations include social, environmental, economic, and political health determinants, 

as well as geographic proximity to health and social care services. Although there is 

heterogenous access to palliative care, low-income people worldwide consistently have little 

or no palliative care access (Knaul et al., 2018). From a nursing perspective, palliative 

care access is largely contingent on palliative care education in nursing school and through 

continuing education programs in practice settings (Downing, Ben Gal, et al., 2020; Rosa, 

Gray et al., 2020; Malloy & Davis, 2019).

Of the documented 25.5 million people who died in 2015, about 45% experienced SHS prior 

to their death (Knaul et al., 2018). International disparities show that over 80% of the global 

burden of SHS occurs among individuals living in LMICs. Mapping analytics have shown 

that palliative care provision is available for only 14% of the global population, although 

there were measurable advancements in palliative care development in 65 countries as of 

2017 (Clark et al., 2020). Rurality can lead to palliative care ‘deserts’ and has been shown 

to predict poor end-of-life outcomes, increased palliative care disparities when compared to 

urban settings, and the need for palliative care service design that meets the unique needs 

and resource constraints of rural communities (Cerni et al., 2020; Hawkins-Taylor et al., 

2020; Knaul et al., 2018).

In children aged 0 to 14 years, 98% of the 2.5 million who die every year live in LMICs 

(Knaul et al., 2018). In fact, children account for more than 30% of deaths associated with 

SHS in LMICs as opposed to less than 1% in high-income countries. At the other end of 
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the age spectrum, older adults age 70 and older are the largest growing segment of the 

population in need of palliative care. Specifically, older persons diagnosed with cancer and 

dementia account for the majority of SHS in this age group globally (Sleeman et al., 2019; 

Sleeman et al., 2020). Nurses have a moral obligation to protect human rights, such as the 

right to die with dignity and free from pain, through vigilance, advocacy, and exemplary 

practice (ICN, 2011). Realizing this obligation requires a health equity and social justice 

model for palliative care delivery.

Palliative Nursing

The philosophical premise of palliative care fundamentally aligns with the holistic, 

compassionate, and person-centered ideals of the nursing profession (Dahlin et al., 2016; 

Ferrell & Coyle, 2008; Ferrell & Paice, 2019; ICN, 2012a, 2012b, 2020a). All nurses 

can and should be educated to deliver primary or generalist palliative care to decrease 

symptom burden, improve quality of life, and minimize SHS. Generalist palliative nursing 
includes an understanding of illness trajectories, management of common pain and symptom 

syndromes, advance care planning, a working knowledge of community resources, and when 

to bring in a specialist (where available). Specialist palliative nursing includes knowledge 

about specific diseases and their trajectories, complex pain and symptom management, 

and difficult communications and conversations required in the context of complex legal 

and ethical, interpersonal and social, psychological/psychiatric, cultural, and/or spiritual/

existential/religious dynamics (National Coalition for Hospice & Palliative Care, 2018).

Although there has been some scholarly dialogue regarding the invaluable role of palliative 

nurses on a global scale to promote access to relevant services, the work and contributions of 

nurses and nursing has been largely absent from the international policy arena in this context 

(Downing, Leng, et al., 2016; Malloy et al., 2018; Rosa, Krakauer et al., 2020). A number 

of national and international experts have highlighted the myriad roles and responsibilities 

of all nurses and collaborating health and social care workers to ensure the delivery of 

generalist palliative care across settings (African Palliative Care Association [APCA], 2011; 

American Nurses Association [ANA] & Hospice & Palliative Nurses Association [HPNA], 

2017; Indian Directorate General of Health Services, Ministry of Health & Family Welfare, 

2012). However, efforts thus far to build palliative nursing capacity on a global scale have 

been insufficient.

The advancement of nurse-led policies and care delivery models to ensure universal access 

to palliative care services is critical. Because nurses comprise the largest human resource 

segment of the international health and social care workforce and are frequently identified 

as the most trusted health and social care workers due to their close relationships with 

their communities, nurses have vital roles and responsibility to ensure universal access to 

palliative care services (WHO, 2020a). The assurance of human dignity, the alleviation of 

suffering, meeting the health and social needs of the public, and just distribution of resources 

are key, globally relevant tenets of codes of ethics for nurses (ANA, 2015; ICN, 2012b).
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Barriers to Universal Palliative Care Access

Several multi-level obstacles to universal palliative care access exist (Table 3). Many 

countries simply lack a national strategy for palliative care integration, meaning that despite 

a country’s wealth there may be limited palliative care access with substantive need that 

consequently exacerbates SHS (Connor, 2020). A failure to strategically equip all nurses 

with palliative care skills, education, and supportive policies will undoubtedly lead to 

unmitigated SHS worldwide and an increased economic burden on health systems. The 

dire lack of palliative nursing knowledge and skills may also contribute to the vicarious 

trauma and moral distress many nurses experience from being unable to “act” to relieve 

suffering and also from delivering non-beneficial / potentially harmful care (e.g., futile care), 

something the COVID-19 pandemic has demonstrated across the globe (Horesh & Brown, 

2020; Li et al., 2020; Rosa, Gray et al., 2020; Rosa, Schlak, et al., 2020; Rushton, 2018).

Conclusion

There is a clear need to mobilize nursing at local and global levels to increase access 

to palliative care services for all people confronting SHS and their caregivers across the 

lifespan. The integration of palliative care throughout the health and social care continuum 

is a foundational aspect of UHC and a human rights priority. Nurses serve critical roles in 

the delivery of generalist and specialist palliative nursing care across settings and systems. 

In Part II of this consensus paper, the authors provide an overview of international responses 

and policy options that have sought to advance universal palliative care access. Ten key 

recommendations requiring collective action and multidisciplinary stakeholder engagement 

are then put forward to address palliative nursing policy, education, research, and clinical 

practice domains.

Acknowledgments

This consensus paper represents the work of the Palliative Care & End-ofLife; Global Nursing & Health; Aging; 
Bioethics; Child, Adolescent & Family; Cultural Competence & Health Equity; LGBTQ Health; and Quality 
Health Care Expert Panels. The authors acknowledge the assistance provided by all contributing members of the 
respective Expert Panels, the American Academy of Nursing Board of Directors, the Academy’s Senior Director 
of Policy, Christine Murphy, MA, and the Academy’s Policy Assistant, Sonya Desai. Thank you to Professor Julia 
Downing, PhD, MMedSci, BN (Hons), RGN, Chief Executive, International Children’s Palliative Care Network, 
and Professor, Makerere University, Uganda, for her consultation and guidance. William E. Rosa is funded by the 
National Cancer Institute (NCI)/NIH Cancer Center Support Grant P30 CA008748 and the NCI award number T32 
CA009461.

These authors have no financial or nonfinancial relationships to disclose.

REFERENCES

African Palliative Care Association. (2011). Standards for providing quality 
palliative care across Africa. Retrieved from http://www.thewhpca.org/images/resources/npsg/
APCA_Standards_Africa.pdf.

Ahmed E, Cleary J, DeLima L, Mattfeld E, Pettus K, Radbruch L, & Rajagopal MR (2020). 
Global availability of internationally controlled medicines – Briefing Note. Global Palliative Care 
and Covid-19 Series. Retrieved from http://globalpalliativecare.org/covid-19/uploads/briefing-notes/
brieifing-note-global-availability-of-internationally-controlled-essential-medicines-icems.pdf.

Rosa et al. Page 6

Nurs Outlook. Author manuscript; available in PMC 2021 December 30.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

http://www.thewhpca.org/images/resources/npsg/APCA_Standards_Africa.pdf
http://www.thewhpca.org/images/resources/npsg/APCA_Standards_Africa.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/brieifing-note-global-availability-of-internationally-controlled-essential-medicines-icems.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/brieifing-note-global-availability-of-internationally-controlled-essential-medicines-icems.pdf


American Nurses Association & Hospice & Palliative Nurses Association. (2017). Call for action: 
Nurses lead and transform palliative care. Retrieved from https://www.nursingworld.org/~497158/
globalassets/practiceandpolicy/health-policy/palliativecareprofessionalissuespanelcallforaction.pdf

Arya A, Buchman S, Gagnon B, & Downar J (2020). Pandemic palliative care: beyond ventilators and 
saving lives. CMAJ, 192(15), E400–E404, doi:10.1503/cmaj.200465. [PubMed: 32234725] 

Cerni J, Rhee J, & Hosseinzadeh H (2020). End-of-life cancer care resource utilisation in rural versus 
urban settings: A systematic review. International Journal of Environmental Research and Public 
Health, 17(14), 4955, doi:10.3390/ijerph17144955.

Ciruzzi S, Comoretto N, Hain R, Jennings B, Pettus K, Radwany D, & Schwartz 
L (2020). Bio-ethical principles, Practices, and recommendations relevant to the 
COVID-19 pandemic – Briefing Note. Global Palliative Care and Covid-19 Series. 
Retrieved from http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-bio-
ethical-principles-practices-and-recommendations-relevant-to-the-covid-19-pandemic.pdf.

Clark D, Baur N, Clelland D, Garralda E, López-Fidalgo J, Connor S, & Centeno C (2020). Mapping 
levels of palliative care development in 198 countries: The situation in 2017. Journal of Pain 
and Symptom Management, 59(4), 794–807.e4, doi:10.1016/j.jpainsymman.2019.11.009. [PubMed: 
31760142] 

Connor SR, Downing J, & Marston J (2017). Estimating the global need for palliative care for 
children: A cross-sectional analysis. Journal of Pain and Symptom Management, 53(2), 171–177, 
doi:10.1016/j.jpainsymman.2016.08.020. [PubMed: 27765706] 

Connor SR (2020). Global atlas of palliative care (2nd ed.). Retrieved from http://www.thewhpca.org/
resources/item/global-atlas-of-palliative-care-2nd-ed-2020.

Dahlin C, Coyne PJ, & Ferrell BR (2016). Advanced practice palliative nursing. New York, NY: 
Oxford University Press.

Daniels A, & Downing J (2018). Increasing access to children’s palliative care education through 
e-learning: a review of the ICPCN experience. International Journal of Palliative Nursing, 24(7), 
351–358, doi:10.12968/ijpn.2018.24.7.351. [PubMed: 30044698] 

Downing J, Ben Gal Y, Daniels A, Kiwanuka R, Lin M, Ling J, . . .Yaters P (2020). 
“Leaving no one behind”: Valuing and strengthening palliative nursing in the time 
of COVID-19 – Briefing Note. Global Palliative Care and Covid-19 Series. Retrieved 
from http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-leaving-no-one-
behind-valuing-and-strengthening-palliative-nursing-in-the-covid-19-era.pdf

Downing J, Leng M, & Grant L (2016). Implementing a palliative care nurse leadership fellowship 
program in Uganda. Oncology Nursing Forum, 43(3), 395–398, doi:10.1188/16.ONF.395-398. 
[PubMed: 27105201] 

Elbaum A (2020). Black lives in a pandemic: Implications of systemic injustice for end-of-life care. 
The Hastings Center Report, 50(3), 58–60, doi:10.1002/hast.1135. [PubMed: 32596896] 

Elk R, Emanuel L, Hauser J, Bakitas M, & Levkoff S (2020). Developing and testing the feasibility 
of a culturally based tele-palliative care consult based on the cultural values and preferences of 
southern, rural African American and white community members: A program by and for the 
community. Health Equity, 4(1), 52–83, doi:10.1089/heq.2019.0120. [PubMed: 32258958] 

Emanuel L, Solomon S, Fitchett G, Chochinov H, Handzo G, Schoppee T, & Wilkie D (2020). 
Fostering existential maturity to manage terror in a pandemic. Journal of Palliative Medicine, 
doi:10.1089/jpm.2020.0263 Advance online publication.

Ferrell BR, & Coyle N (2008). The nature of suffering and the goals of nursing. New York, NY: 
Oxford University Press.

Ferrell BR, Handzo G, Picchi T, Puchalski C, & Rosa WE (2020). The urgency of spiritual care: 
COVID-19 and the critical need for whole-person palliation. Journal of Pain and Symptom 
Management, S0885–3924(20), 30578–30579, doi:10.1016/j.jpainsymman.2020.06.034 Advance 
online publication.

Ferrell BR, & Paice JA (2019). Oxford textbook of palliative nursing (5th ed.). New York, NY: Oxford 
University Press.

Harding R, Ciruzzi MS, Downing J, Hunt J, Morris C, & Rosa W (2020). Palliative care 
for LGBT+ people in the time of COVID-19 – Briefing Note. Global Palliative Care and 

Rosa et al. Page 7

Nurs Outlook. Author manuscript; available in PMC 2021 December 30.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

https://www.nursingworld.org/~497158/globalassets/practiceandpolicy/health-policy/palliativecareprofessionalissuespanelcallforaction.pdf
https://www.nursingworld.org/~497158/globalassets/practiceandpolicy/health-policy/palliativecareprofessionalissuespanelcallforaction.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-bio-ethical-principles-practices-and-recommendations-relevant-to-the-covid-19-pandemic.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-bio-ethical-principles-practices-and-recommendations-relevant-to-the-covid-19-pandemic.pdf
http://www.thewhpca.org/resources/item/global-atlas-of-palliative-care-2nd-ed-2020
http://www.thewhpca.org/resources/item/global-atlas-of-palliative-care-2nd-ed-2020
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-leaving-no-one-behind-valuing-and-strengthening-palliative-nursing-in-the-covid-19-era.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-leaving-no-one-behind-valuing-and-strengthening-palliative-nursing-in-the-covid-19-era.pdf


Covid-19 Series. Retrieved from http://globalpalliativecare.org/covid-19/uploads/briefing-notes/
briefing-note-palliative-care-for-lgbt-people-in-the-time-of-covid-19.pdf.

Harrop E, Mann M, Semedo L, Chao D, Selman LE, & Byrne A (2020). What elements of 
a systems’ approach to bereavement are most effective in times of mass bereavement? A 
narrative systematic review with lessons for COVID-19. Palliative Medicine, 34(9), 1165–1181, 
doi:10.1177/0269216320946273. [PubMed: 32736489] 

Hawkins-Taylor C, Mollman S, Walstrom B, Kerkvliet J, Minton M, Anderson D, & Berke C (2020). 
Perceptions of palliative care: Voices From rural South Dakota. The American Journal of Hospice 
& Palliative Care, doi:10.1177/1049909120953808. Advance online publication.

Helton G, Wolfe J, & Snaman JM (2020). Definitely mixed feelings: The effect of COVID-19 
on bereavement in parents of children who died from cancer. Journal of Pain and Symptom 
Management, S0885–3924(20), 30722–30723, doi:10.1016/j.jpainsymman.2020.08.035 Advance 
online publication.

Horesh D, & Brown AD (2020). Traumatic stress in the age of COVID-19: A call to close critical 
gaps and adapt to new realities. Psychological Trauma, 12(4), 331–335, doi:10.1037/tra0000592. 
[PubMed: 32271070] 

Indian Directorate General of Health Services, Ministry of Health & Family Welfare. (2012). 
Proposal of strategies for palliative care in India. (expert group report). Retrieved from https://
palliumindia.org/wp-content/uploads/2020/05/National-Palliative-Care-Strategy-Nov_2012.pdf.

International Council of Nurses (ICN). (2020a). Nurses: A voice to lead: Nursing the 
world to health. Retrieved from https://2020.icnvoicetolead.com/wp-content/uploads/2020/03/
IND_Toolkit_120320.pdf

International Council of Nurses (ICN). (2012a). ICN position statement: Nurses’ role in providing care 
to dying patients and their families. Retrieved from https://www.icn.ch/sites/default/files/inline-
files/A12_Nurses_Role_Care_Dying_Patients.pdf.

International Council of Nurses (ICN). (2012b). The ICN Code of ethics 
for nurses. Rev. 2012). Retrieved from https://www.icn.ch/sites/default/files/inline-files/
2012_ICN_Codeofethicsfornurses_%20eng.pdf.

International Council of Nurses (ICN). (2011). ICN position statement: Nurses 
and human rights. Retrieved from https://www.icn.ch/sites/default/files/inline-files/
E10_Nurses_Human_Rights%281%29.pdf.

Kidd J, Black S, Blundell R, & Peni T (2018). Cultural health literacy: the experiences of Maori in 
palliative care. Global Health Promotion, 25(4), 15–23, doi:10.1177/1757975918764111.

Knaul FM, Farmer PE, Krakauer EL, De Lima L, Bhadelia A, Jiang K, Rajagopal MR, & Lancet 
Commission on Palliative Care and Pain Relief Study Group. (2018). Alleviating the access 
abyss in palliative care and pain relief-an imperative of universal health coverage: the Lancet 
Commission report. Lancet, 391(10128), 1391–1454, doi:10.1016/S0140-6736(17)32513-8. 
[PubMed: 29032993] 

Li Z, Ge J, Yang M, Feng J, Qiao M, Jiang R, & Yang C (2020). Vicarious traumatization in the 
general public, members, and non-members of medical teams aiding in COVID-19 control. Brain, 
Behavior, and Immunity, 88, 916–919, doi:10.1016/j.bbi.2020.03.007.

Malloy P, & Davis A (2019). Nursing education. In Ferrell BR, & Paice JA (Eds.), Oxford textbook of 
palliative nursing (5th ed.). (pp. 844–854). New York, NY: Oxford University Press 844–854.

Malloy P, Ferrell B, Virani R, & Mazanec P (2018). Promoting palliative care internationally: building 
leaders to promote education, practice, and advocacy. Journal of Pain and Symptom Management, 
55(2S), S140–S145, doi:10.1016/j.jpainsymman.2017.03.032. [PubMed: 28800999] 

Morris SE, Moment A, & Thomas JD (2020). Caring for bereaved family members during the 
COVID-19 pandemic: before and after the death of a patient. Journal of Pain and Symptom 
Management, 60(2), e70–e74, doi:10.1016/j.jpainsymman.2020.05.002.

Noordman J, van Vliet L, Kaunang M, van den Muijsenbergh M, Boland G, & van Dulmen S 
(2019). Towards appropriate information provision for and decision-making with patients with 
limited health literacy in hospital-based palliative care in Western countries: a scoping review into 
available communication strategies and tools for healthcare providers. BMC Palliative Care, 18(1), 
37, doi:10.1186/s12904-019-0421-x. [PubMed: 30979368] 

Rosa et al. Page 8

Nurs Outlook. Author manuscript; available in PMC 2021 December 30.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-palliative-care-for-lgbt-people-in-the-time-of-covid-19.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-palliative-care-for-lgbt-people-in-the-time-of-covid-19.pdf
https://palliumindia.org/wp-content/uploads/2020/05/National-Palliative-Care-Strategy-Nov_2012.pdf
https://palliumindia.org/wp-content/uploads/2020/05/National-Palliative-Care-Strategy-Nov_2012.pdf
https://2020.icnvoicetolead.com/wp-content/uploads/2020/03/IND_Toolkit_120320.pdf
https://2020.icnvoicetolead.com/wp-content/uploads/2020/03/IND_Toolkit_120320.pdf
https://www.icn.ch/sites/default/files/inline-files/A12_Nurses_Role_Care_Dying_Patients.pdf
https://www.icn.ch/sites/default/files/inline-files/A12_Nurses_Role_Care_Dying_Patients.pdf
https://www.icn.ch/sites/default/files/inline-files/2012_ICN_Codeofethicsfornurses_%20eng.pdf
https://www.icn.ch/sites/default/files/inline-files/2012_ICN_Codeofethicsfornurses_%20eng.pdf
https://www.icn.ch/sites/default/files/inline-files/E10_Nurses_Human_Rights%281%29.pdf
https://www.icn.ch/sites/default/files/inline-files/E10_Nurses_Human_Rights%281%29.pdf


Pettus K, Cleary JF, de Lima L, Ahmed E, & Radbruch L (2020). Availability of internationally 
controlled essential medicines in the COVID-19 pandemic. Journal of Pain and Symptom 
Management, 60(2), e48–e51, doi:10.1016/j.jpainsymman.2020.04.153.

Pettus K, De Lima L, Chambaere K, Chassagne A, Mutch M, Riegler E, & Rajagopal 
MR (2020). Vulnerable populations in Covid-19: Palliative care for detainees in custodial 
settings – Briefing Notes. Global Palliative Care and Covid-19 Series. Retrieved 
from http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-palliative-care-
for-detainees-in-custodial-settings.pdf.

Puchalski C, Bauer R, Ferrell B, Abu-Shamsieh K, Chan N, Delgado-Guay M, & Vandenhoeck 
A (2020). Interprofessional spiritual care in the time of COVID-19 – Briefing Note. Global 
Palliative Care and Covid-19 Series. Retrieved from http://globalpalliativecare.org/covid-19/
uploads/briefing-notes/briefing-note-interprofessional-spiritual-care-in-the-time-of-covid-19.pdf.

Radbruch L, De Lima L, Knaul F, Wenk R, Ali Z, Bhatnaghar S, & Pastrana T (2020). Redefining 
palliative care-a new consensus-based definition. Journal of Pain and Symptom Management, 
S0885–3924(20), 30247, doi:10.1016/j.jpainsymman.2020.04.027 Advance online publication.

Radbruch L, Knaul FM, de Lima L, de Joncheere C, & Bhadelia A (2020). The key role of 
palliative care in response to the COVID-19 tsunami of suffering. Lancet, 395(10235), 1467–1469, 
doi:10.1016/S0140-6736(20)30964-8. [PubMed: 32333842] 

National Coalition for Hospice and Palliative Care. (2018). In Richmond VA (Ed.), Clinical practice 
guidelines for quality palliative care (4th ed.). National Coalition for Hospice and Palliative Care.

Roodbeen R, Vreke A, Boland G, Rademakers J, van den Muijsenbergh M, Noordman J, & 
van Dulmen S (2020). Communication and shared decision-making with patients with limited 
health literacy; helpful strategies, barriers and suggestions for improvement reported by hospital-
based palliative care providers. PloS One, 15(6), e0234926, doi:10.1371/journal.pone.0234926. 
[PubMed: 32559237] 

Rosa WE, Gray TF, Chow K, Davidson PM, Dionne-Odom JN, Karanja V, & Meghani SH 
(2020). Recommendations to leverage the palliative nursing role during COVID-19 and future 
public health crises. Journal of Hospice and Palliative Nursing, 22(4), 260–269, doi:10.1097/
NJH.0000000000000665. [PubMed: 32511171] 

Rosa WE, Pettus KI, De Lima L, Silvers A, Sinclair S, & Radbruch L (2021). Top ten tips 
palliative clinicians should know about evidence-based advocacy. Journal of Palliative Medicine, 
doi:10.1089/jpm.2021.0182 Advance online publication.

Rosa WE, Hannaway CJ, McArdle C, McManus MF, Alharahsheh ST, & Marmot M (2021). 
Nurses for health equity: Guidelines for tackling the social determinants of Health. Qatar, 
UAE: World Innovation Summit for Health. Retrieved from https://www.wish.org.qa/wp-content/
uploads/2021/05/Nurses-for-Health-Equity-report.pdf.

Rosa WE, Krakauer EL, Farmer PE, Karanja V, Davis S, Crisp N, & Rajagopal MR (2020). The global 
nursing workforce: realising universal palliative care. The Lancet Global Health, 8(3), e327–e328, 
doi:10.1016/S2214-109X(19)30554-6. [PubMed: 32087163] 

Rosa WE, Schlak AE, & Rushton CH (2020). A blueprint for leadership during COVID-19. Nursing 
Management, 51(8), 28–34, doi:10.1097/01.NUMA.0000688940.29231.6f.

Rushton CH (2018). Moral resilience: Transforming moral suffering in healthcare. New York, NY: 
Oxford University Press.

American Nurses Association (ANA). (2015). In Silver Spring (Ed.), Code of ethics for nurses with 
interpretive statements (2nd ed.). MD: Nursesbooks.org.

Skinner E, Colclough A, Downing J, Harding R, Luyirika E, Palat G, & Rosa 
W (2020). Palliative care for those experiencing homelessness in the time of 
COVID-19 – Briefing Note. Global Palliative Care and Covid-19 Series. Retrieved 
from http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-palliative-care-
for-those-experiencing-homelessness-in-the-time-of-covid-19.pdf.

Sleeman KE, de Brito M, Etkind S, Nkhoma K, Guo P, Higginson IJ, Gomes B, & Harding R 
(2019). The escalating global burden of serious SHS: projections to 2060 by world regions, 
age groups, and health conditions. The Lancet Global Health, 7(7), e883–e892, doi:10.1016/
S2214-109X(19)30172-X. [PubMed: 31129125] 

Rosa et al. Page 9

Nurs Outlook. Author manuscript; available in PMC 2021 December 30.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-palliative-care-for-detainees-in-custodial-settings.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-palliative-care-for-detainees-in-custodial-settings.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-interprofessional-spiritual-care-in-the-time-of-covid-19.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-interprofessional-spiritual-care-in-the-time-of-covid-19.pdf
https://www.wish.org.qa/wp-content/uploads/2021/05/Nurses-for-Health-Equity-report.pdf
https://www.wish.org.qa/wp-content/uploads/2021/05/Nurses-for-Health-Equity-report.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-palliative-care-for-those-experiencing-homelessness-in-the-time-of-covid-19.pdf
http://globalpalliativecare.org/covid-19/uploads/briefing-notes/briefing-note-palliative-care-for-those-experiencing-homelessness-in-the-time-of-covid-19.pdf


United Nations (UN). (2019). Political declaration of the high-level meeting on universal 
health coverage. Universal health coverage: moving together to build a healthier 
world. Retrieved from https://www.un.org/pga/73/wp-content/uploads/sites/53/2019/07/FINAL-
draft-UHC-Political-Declaration.pdf.

United Nations (UN). (2015). Transforming our world: The 2030 agenda for sustainable development. 
Retrieved from https://sustainabledevelopment.un.org/post2015/transformingourworld/.

United Nations Office of the High Commissioner for Human Rights. (1966). International 
covenant on economic, social and cultural rights. Retrieved from https://www.ohchr.org/EN/
ProfessionalInterest/Pages/CESCR.aspx.

Wallace CL, Wladkowski SP, Gibson A, & White P (2020). Grief during the COVID-19 pandemic: 
Considerations for palliative care providers. Journal of Pain and Symptom Management, 60(1), 
e70–e76, doi:10.1016/j.jpainsymman.2020.04.012.

World Health Organization (WHO). (2020a). State of the world’s nursing 2020: investing in education, 
jobs and leadership. Retrieved from https://www.who.int/publications/i/item/9789240003279.

World Health Organization (WHO). (2020b). Palliative care: key facts. Retrieved from https://
www.who.int/news-room/fact-sheets/detail/palliative-care

World Health Organization (WHO). (2014). Strengthening of palliative care as a component of 
integrated treatment within the continuum of care. Retrieved from https://apps.who.int/gb/ebwha/
pdf_files/EB134/B134_R7-en.pdf.

World Health Organization (WHO). (2018a). Integrating palliative care and symptom relief into 
primary health care: a WHO guide for planners, implementers, and managers. Retrieved from 
https://apps.who.int/iris/handle/10665/274559.

World Health Organization (WHO). (2018b). Integrating palliative care and symptom relief into 
paediatrics: a WHO guide for health care planners, implementers and managers. Retrieved 
from https://www.who.int/publications/i/item/integrating-palliative-care-and-symptom-relief-into-
paediatrics.

Rosa et al. Page 10

Nurs Outlook. Author manuscript; available in PMC 2021 December 30.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

https://www.un.org/pga/73/wp-content/uploads/sites/53/2019/07/FINAL-draft-UHC-Political-Declaration.pdf
https://www.un.org/pga/73/wp-content/uploads/sites/53/2019/07/FINAL-draft-UHC-Political-Declaration.pdf
https://sustainabledevelopment.un.org/post2015/transformingourworld/
https://www.ohchr.org/EN/ProfessionalInterest/Pages/CESCR.aspx
https://www.ohchr.org/EN/ProfessionalInterest/Pages/CESCR.aspx
https://www.who.int/publications/i/item/9789240003279
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://apps.who.int/gb/ebwha/pdf_files/EB134/B134_R7-en.pdf
https://apps.who.int/gb/ebwha/pdf_files/EB134/B134_R7-en.pdf
https://apps.who.int/iris/handle/10665/274559
https://www.who.int/publications/i/item/integrating-palliative-care-and-symptom-relief-into-paediatrics
https://www.who.int/publications/i/item/integrating-palliative-care-and-symptom-relief-into-paediatrics


A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Rosa et al. Page 11

Table 1 –

Aspects of Palliative Care Development Requiring Policy and Practice Investments

• Increased availability of internationally controlled essential medicines (e.g., opioids, benzodiazepines) for distressing symptom relief (Ahmed 
et al., 2020; Arya et al., 2020; Pettus, Cleary et al., 2020)

• Improved grief and bereavement services (Harrop et al., 2020; Helton et al., 2020; Morris et al., 2020; Wallace et al., 2020)

• Enhanced integration of spiritual and existential care (Emanuel et al., 2020; Ferrell, Handzo, et al., 2020; Puchalski et al., 2020)

• Better ability to navigate the complex moral and ethical challenges common in palliative and end-of-life care scenarios (Ciruzzi et al., 2020)

• Increased access to quality palliative nursing education in all settings (Downing, Ben Gal, et al., 2020; Rosa, Gray et al., 2020)

• More effective palliative care communication, including attention to health literacy (Kidd et al., 2018; Noordman et al., 2019; Roodbeen et al., 
2020)

• Advocacy and policy pathways to promote culturally inclusive and equitable palliative care delivery for medically underserved, minoritized, 
and marginalized/atrisk populations (Elbaum et al., 2020; Elk et al., 2020; Harding et al., 2020; Pettus, de Lima et al., 2020; Rosa, Hannaway et 
al., 2021; Rosa, Pettus et al., 2021; Skinner et al., 2020)
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Table 2 –

The International Association for Hospice & Palliative Care Global Consensus Based Palliative Care 

Definition*

Palliative care is the active holistic care of individuals across all ages with serious health-related suffering due to severe illness, and especially 
of those near the end of life. It aims to improve the quality of life of patients, their families and their caregivers.Palliative care:Includes, 
prevention, early identification, comprehensive assessment and management of physical issues, including pain and other distressing symptoms, 
psychological distress, spiritual distress and social needs. Whenever possible, these interventions must be evidence-based.

 • Provides support to help patients live as fully as possible until death by facilitating effective communication, helping them and their families 
determine goals of care.

 • Is applicable throughout the course of an illness, according to the patient’s needs.

 • Is provided in conjunction with disease modifying therapies whenever needed.

 • May positively influence the course of illness.

 • Intends neither to hasten nor postpone death, affirms life, and recognizes dying as a natural process.

 • Provides support to the family and the caregivers during the patient’s illness, and in their own bereavement.

 • Is delivered recognizing and respecting the cultural values and beliefs of the patient and the family.

 • Is applicable throughout all health care settings (place of residence and institutions) and in all levels (primary to tertiary).

 • Can be provided by professionals with basic palliative care training.

 • Requires specialist palliative care with a multiprofessional team for referral of complex cases.

*
Reprinted with permission from the International Association of Hospice & Palliative Care (Radbruch, De Lima et al., 2020).
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Table 3 –

Multi-Level Obstacles to Universal Palliative Care Access*

Obstacles to universal palliative care access include but are not limited to:

 • Misconceptions of and miscommunications about palliative care

 • Absent, underdeveloped, or sub-standard palliative care programs, including hospice services

 • Opiophobia, the global opioid addiction epidemic, and restrictive policies pertaining to availability and prescribing of internationally 
controlled essential medicines

 • Lack of specialist palliative care human resources for health

 • Stigma related to death and dying

 • Marginalization of poor, minoritized, and other at-risk populations

 • Lack of palliative care education for all health and social care professionals, particularly models that emphasize care of the family

 • Cultural and/or religious obstacles that limit palliative care involvement

 • An overemphasis on the biomedical/curative model of care

 • Social, economic, political, and health inequalities

*
(Adapted from Connor, 2020; Daniels & Downing, 2018; Knaul et al., 2018).
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