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Abstract

To achieve universal health coverage goals, access to quality palliative care must be rap-
idly scaled up in low and middle-income countries. By 2060, people living with cancer at
the end of life will be the major contributors to serious health-related suffering. Major
developments have occurred in the science of palliative care research in low- and middle-
income countries (LMIC), from the development and validation of outcome measures
to the delivery of randomised controlled trials. While the evidence has demonstrated
context-specific needs among patients and families facing life-limiting iliness, there are
also many commonalities. Specific areas of leadership in the field have emerged from
LMIC in HIV palliative care and in care for children. These innovations offer enormous
potential for adaptation in high income countries. International partnerships in research,
founded on mutually beneficial learning and capacity building, are central to achieving
universal health coverage goals.
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The rising need for cancer palliative care in low- and
middle-income countries

The universal health coverage goals include palliative care as an essential health service
[1]. This is intended to address the global inequity in palliative care identified by the
recent Lancet Commission and the WHO Atlas of palliative care, which found that 80%
of those who would benefit from palliative care live in low- and middle-income countries
(LMIC), while <10% receive it [2, 3]. Projections using the WHO mortality data suggest
that by 2060, 83% of all deaths with serious health-related suffering will occur in LMIC
(5.14 million in low-income countries, 16.84 million in lower-middle and 17.93 million in
upper-middle) [4].The increase will be greatest in low-income countries (155%). Progres-
sive illnesses cause highly prevalent and burdensome psychological, economic/social,
physical and spiritual concerns to patients in low and middle-income countries, and to
their largely female family caregivers [5-9], with financial implications for families and
systems [10-13]. A review of palliative care needs in Africa identified context-specific
needs [14]. These include managing pregnancy and breastfeeding; preventing infection
transmission (physical); health literacy needs; worrying about medical bills (psychological);
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isolation and stigma; overwhelmed families needing a break; struggling to pay children’s school fees and selling assets (social and practical
needs); and rites associated with cultural and religious beliefs (spiritual).

Despite unnecessary and growing suffering among patients and families facing progressive illness in LMIC, there is little evidence for pallia-
tive care interventions [15]. As populations age, cancer mortality also increases. 70% of incident cancer is in LMIC [16, 17]. Cancer will be
the most common cause of death with serious health-related suffering by 2060 [18]. For low-income countries, this will be a 407% increase
from 2016 deaths per year to 1.65 million people; and for lower-middle income countries, a 169% increase to 4.76 million. Cancer deaths in
Africa are predicted to double between 2012 and 2030 to an estimated 889,604 [19, 20].

Methodological developments

Over the past two decades a body of evidence has emerged from LMIC to guide research, policy and health system development. Impor-
tantly, in addition to the identification of needs and priorities among patients and their families living with life-limiting iliness, effective inter-
ventions are emerging. In Kenya, an RCT of integrated palliative care into existing routine care for patients on antiretroviral therapy improved
psychosocial problems, mental health and quality of life [21]. Early findings from a feasibility trial of early integrated palliative care for cancer
patients in Ethiopia showed promising outcomes [22]. These advances enable the development in methods specific to the population and
to the region, specifically in the area of ethical trials in LMIC [23]. A major advancement has been in the field of measurement, with an out-
come measure specific to the African context being used to measure trial endpoints. The application of rigorous psychometric science to the
development and testing of outcome measurement has led to widespread adoption in both clinical practice and research [24-27]. Additional
validation of a hand-scoring system for the use of low literacy has improved access for patients to identify the burden of their symptoms and
concerns [28].

Mutual learning and contextual development

Measurement for paediatric palliative care has been identified as a global priority, yet little advancement has been made [29]. The world’s
first patient-centred outcome measures for children and young people with life-limiting and life-threatening conditions has come from
sub-Saharan Africa [30]. This major scientific advancement is based on a systematic review which found a number of potential global core
outcomes of interest for children and young people [31]. This advancement from Africa is now being adopted in Europe, building on best
available evidence for health measurement design for children and young people [32]. M-health for palliative care is another area of interven-
tion being more rapidly developed in LMIC than in high-income countries [33], with engagement by health policymakers [34]. Evidence from
pilot studies in India and Africa found that community health workers felt empowered and were more able to assess their clients when using
a patient-centred outcome measure with an app, and palliative care services found that a dashboard of outcome data enabled them to better
allocate limited staff resources to those in greatest need [35].

Interventions are also adaptable. Evidence from Africa on effective self-management of pain among people living with HIV [36] is now being
translated to the UK setting [37]. Interventions must reflect cultural preferences and practices. For example, evidence shows that in India
there is a preference for information to be disclosed to patients by family members, and so communication interventions should reflect that
mechanism [38].

The stages of adaptation and designing for context are crucial. The evidence underpinning many core interventions in palliative care may
be rooted in very Western contexts and conceptual models, for example, a logic model of the mechanisms and concepts underpinning ACP
found an almost exclusively Western evidence base [39]. Measurement may also require adaptation to particular populations, for example,
evidence of specific needs among refugees in the Middle East with advanced cancer informs of a specific adaptation of the Integrated Pallia-
tive Outcome Scale to reflect their self-reported compounded trauma [40].

ecancer 2022, 16:1378; www.ecancer.org; DOI: https://doi.org/10.3332/ecancer.2022.1378 2


https://doi.org/10.3332/ecancer.2022.1378

Conclusion
In conclusion, strong cross-national partnerships in research can lead to the development and implementation of locally relevant evidence,

while also providing other regions with novel ideas for adaptation to context. International palliative care research must be founded on
clearly articulated agreements for mutually beneficial and successful partnerships [41].

Conflicts of interest

None to declare.

Funding

RH is funded by the National Institute of Health Research (NIHR) Global Health Research Unit on Health System Strengthening in Sub-Saha-
ran Africa, King’s College London (GHRU 16/136/54) using UK aid from the UK government to support global health research. RH is also
funded by the UK Research and Innovation Global Challenges Research Fund: Research for Health in Conflict-Middle East and North Africa
region (R4HC-MENA) (grant number ES/P010962/1). The views expressed in this publication are those of the author(s) and not necessarily
those of the NIHR, the Department of Health and Social Care or UKRI.

References

1. WHO Organisation Universal Health Coverage [http:/www.who.int/mediacentre/factsheets/fs395/en/]

2. Knaul FM, Farmer PE, and Krakauer EL, et al (2017) Alleviating the access abyss in palliative care and pain relief-an imperative of uni-
versal health coverage: the Lancet Commission report Lancet 391(10128)

3. WHPCA/WHO (2020) Global Atlas of Palliative Care (London: WHPCA/WHO)

4. Sleeman KE, de Brito M, and Etkind S, et al (2019) The escalating global burden of serious health-related suffering: projections to 2060 by
world regions, age groups, and health conditions Lancet Glob Health 7(7) e883-e892 https://doi.org/10.1016/52214-109X(19)30172-X
PMID: 31129125 PMCID: 6560023

5. Higginson I, Wade A, and McCarthy M (1990) Palliative care: views of patients and their families Br Med J 301(6746) 277-281 https://
doi.org/10.1136/bm|.301.6746.277

6. Moens K, Higginson 1J, and Harding R, et al (2014) Are there differences in the prevalence of palliative care-related problems in people
living with advanced cancer and eight non-cancer conditions? A systematic review J Pain Symptom Manage 48(4) 660-677 https://doi.
org/10.1016/j.jpainsymman.2013.11.009 PMID: 24801658

7. Applebaum AJ and Breitbart W (2013) Care for the cancer caregiver: a systematic review Palliat Support Care 11(3) 231-252 https://doi.
org/10.1017/S1478951512000594

8. Streid J, Harding R, and Agupio G, et al (2014) Stressors and resources of caregivers of patients with incurable progressive illness in
sub-Saharan Africa Qual Health Res 24(3) 317-328 https://doi.org/10.1177/1049732314523682 PMID: 24583654

9. Harding R and Leam C (2005) Clinical notes for informal carers in palliative care: recommendations from a random patient file audit
Palliat Med 19(8) 639-642 https://doi.org/10.1191/0269216305pm10920a

ecancer 2022, 16:1378; www.ecancer.org; DOI: https://doi.org/10.3332/ecancer.2022.1378 3


https://doi.org/10.3332/ecancer.2022.1378
http://www.who.int/mediacentre/factsheets/fs395/en/
https://doi.org/10.1016/S2214-109X(19)30172-X
http://www.ncbi.nlm.nih.gov/pubmed/31129125
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC6560023
https://doi.org/10.1136/bmj.301.6746.277
https://doi.org/10.1136/bmj.301.6746.277
https://doi.org/10.1016/j.jpainsymman.2013.11.009
https://doi.org/10.1016/j.jpainsymman.2013.11.009
http://www.ncbi.nlm.nih.gov/pubmed/24801658
https://doi.org/10.1017/S1478951512000594
https://doi.org/10.1017/S1478951512000594
https://doi.org/10.1177/1049732314523682
http://www.ncbi.nlm.nih.gov/pubmed/24583654
https://doi.org/10.1191/0269216305pm1092oa

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.
20.

21.

22.

23.

24.

25.

26.

Selman L, Higginson |J, and Agupio G, et al (2009) Meeting information needs of patients with incurable progressive disease and
their families in South Africa and Uganda: multicentre qualitative study BMJ 338 b1326 https:/doi.org/10.1136/bmj.b1326 PMID:
19386672 PMCID: 3273778

Selman L, Siegert RJ, and Higginson 1J, et al (2011) The MVQOLI successfully captured quality of life in African palliative care: a factor
analysis J Clin Epidemiol 64(8) 913-924 https://doi.org/10.1016/j.jclinepi.2010.12.013 PMID: 21474280

Selman L, Siegert RJ, and Higginson 1J, et al (2012) The “Spirit 8” successfully captured spiritual well-being in African palliative care:
factor and Rasch analysis J Clin Epidemiol 65(4) 434-443 https://doi.org/10.1016/j.jclinepi.2011.09.014 PMID: 22360991

Harding R, Selman L, and Agupio G, et al (2011) The prevalence and burden of symptoms amongst cancer patients attending palliative
care in two African countries Eur J Cancer 47(1) 51-56 https:/doi.org/10.1016/j.ejca.2010.08.003

Afolabi OA, Nkhoma K, and Maddocks M, et al (2021) What constitutes a palliative care need in people with serious illnesses
across Africa? A mixed-methods systematic review of the concept and evidence Palliat Med 35(6) 1052-1070 https:/doi.
org/10.1177/02692163211008784 PMID: 33860715 PMCID: 8371282

Harding R and Higginson 1J (2005) Palliative care in sub-Saharan Africa Lancet 365(9475) 1971-1977 https://doi.org/10.1016/50140-
6736(05)66666-4 PMID: 15936427

Farmer P, Frenk J, and Knaul FM, et al (2010) Expansion of cancer care and control in countries of low and middle income: a call to action
Lancet 376(9747) 1186-1193 https://doi.org/10.1016/50140-6736(10)61152-X PMID: 20709386

Higginson 1J and Costantini M (2008) Dying with cancer, living well with advanced cancer Eur J Cancer 44(10) 1414-1424 https://doi.
org/10.1016/j.ejca.2008.02.024 PMID: 18342501

Sleeman KE, Gomes B, and de Brito M, et al (2021) The burden of serious health-related suffering among cancer decedents: global
projections study to 2060 Palliat Med 35(1) 231-235 https:/doi.org/10.1177/0269216320957561 PMCID: 7797611

GLOBOCAN (2014) GLOBOCAN 2012: Estimated Global Cancer Incidence, Prevalence and Mortality 2012. Lyon, France: IARC; 2014.

WHO (2018) Projections of Mortality and Predictors of Death, 2016 to 2060 (Geneva: WHO) [https:/www.who.int/healthinfo/global_bur-
den_disease/projections/en/]

Lowther K, Selman L, and Simms V, et al (2015) Nurse-led palliative care for HIV-positive patients taking antiretroviral therapy in Kenya:
a randomised controlled trial Lancet HIV 2(8) e328-e334 https://doi.org/10.1016/52352-3018(15)00111-3 PMID: 26423375

Reid E, Abathun E, and Diribi J, et al (2020) Rationale and study design: a randomized controlled trial of early palliative care in newly diag-
nosed cancer patients in Addis Ababa, Ethiopia Contemp Clin Trials Commun 18 100564 https://doi.org/10.1016/j.conctc.2020.100564
PMID: 32309673 PMCID: 7154993

Lowther K, Harding R, and Ahmed A, et al (2016) Conducting experimental research in marginalised populations: clinical and method-
ological implications from a mixed-methods randomised controlled trial in Kenya AIDS Care 28(Suppl 1) 60-63 https://doi.org/10.108
0/09540121.2016.1146214 PMID: 26916738 PMCID: 4828598

Daveson BA, Simon ST, and Benalia H, et al (2012) Are we heading in the same direction? European and African doctors’
and nurses’ views and experiences regarding outcome measurement in palliative care Palliat Med 26(3) 242-249 https://doi.
org/10.1177/0269216311409614

Downing J, Simon ST, and Mwangi-Powell FN, et al (2012) Outcomes ‘out of africa’: the selection and implementation of outcome
measures for palliative care in Africa BMC Palliat Care 11(1) 1 https:/doi.org/10.1186/1472-684X-11-1 PMID: 22221932 PMCID:
3280153

Higginson 1J, Simon ST, and Benalia H, et al (2012) Which questions of two commonly used multidimensional palliative care patient
reported outcome measures are most useful? Results from the European and African PRISMA survey BMJ Support Palliat Care 2(1)
36-42 https://doi.org/10.1136/bmjspcare-2011-000061 PMID: 24653497

ecancer 2022, 16:1378; www.ecancer.org; DOI: https://doi.org/10.3332/ecancer.2022.1378 4


https://doi.org/10.3332/ecancer.2022.1378
https://doi.org/10.1136/bmj.b1326
http://www.ncbi.nlm.nih.gov/pubmed/19386672
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3273778
https://doi.org/10.1016/j.jclinepi.2010.12.013
http://www.ncbi.nlm.nih.gov/pubmed/21474280
https://doi.org/10.1016/j.jclinepi.2011.09.014
http://www.ncbi.nlm.nih.gov/pubmed/22360991
https://doi.org/10.1016/j.ejca.2010.08.003
https://doi.org/10.1177/02692163211008784
https://doi.org/10.1177/02692163211008784
http://www.ncbi.nlm.nih.gov/pubmed/33860715
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC8371282
https://doi.org/10.1016/S0140-6736(05)66666-4
https://doi.org/10.1016/S0140-6736(05)66666-4
http://www.ncbi.nlm.nih.gov/pubmed/15936427
https://doi.org/10.1016/S0140-6736(10)61152-X
http://www.ncbi.nlm.nih.gov/pubmed/20709386
https://doi.org/10.1016/j.ejca.2008.02.024
https://doi.org/10.1016/j.ejca.2008.02.024
http://www.ncbi.nlm.nih.gov/pubmed/18342501
https://doi.org/10.1177/0269216320957561
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC7797611
https://www.who.int/healthinfo/global_burden_disease/projections/en/
https://www.who.int/healthinfo/global_burden_disease/projections/en/
https://doi.org/10.1016/S2352-3018(15)00111-3
http://www.ncbi.nlm.nih.gov/pubmed/26423375
https://doi.org/10.1016/j.conctc.2020.100564
http://www.ncbi.nlm.nih.gov/pubmed/32309673
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC7154993
https://doi.org/10.1080/09540121.2016.1146214
https://doi.org/10.1080/09540121.2016.1146214
http://www.ncbi.nlm.nih.gov/pubmed/26916738
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC4828598
https://doi.org/10.1177/0269216311409614
https://doi.org/10.1177/0269216311409614
https://doi.org/10.1186/1472-684X-11-1
http://www.ncbi.nlm.nih.gov/pubmed/22221932
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3280153
https://doi.org/10.1136/bmjspcare-2011-000061
http://www.ncbi.nlm.nih.gov/pubmed/24653497

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

Defilippi K and Downing J (2013) Feedback from African palliative care practioners on the use of the APCA POS Int J Palliat Nurs 19(12)
577-581 https:/doi.org/10.12968/ijpn.2013.19.12.577 PMID: 24356501

Blum D, Selman LE, and Agupio G, et al (2014) Self-report measurement of pain & symptoms in palliative care patients: a comparison
of verbal, visual and hand scoring methods in Sub-Saharan Africa Health Qual Life Outcomes 12 118 https://doi.org/10.1186/s12955-
014-0118-z

Harding R, Wolfe J, and Baker JN (2017) Outcome measurement for children and young people J Palliat Med 20(4) 313 https:/doi.
org/10.1089/jpm.2016.0525 PMID: 28072920

Downing J, Atieno M, and Powell RA, et al (2012) Development of a palliative care outcome measure for children in sub-Saharan Africa:
findings from early phase instrument development Eur J Palliat Care 19(6) 4

Namisango E, Bristowe K, and Murtagh FE, et al (2020) Towards person-centred quality care for children with life-limiting and life-
threatening illness: self-reported symptoms, concerns and priority outcomes from a multi-country qualitative study Palliat Med 34(3)
319-335 https:/doi.org/10.1177/0269216319900137 PMID: 32081084

Coombes L, Bristowe K, and Ellis-Smith C, et al (2021) Enhancing validity, reliability and participation in self-reported health outcome
measurement for children and young people: a systematic review of recall period, response scale format, and administration modality
Qual Life Res 30(7) 1803-1832 https://doi.org/10.1007/s11136-021-02814-4 PMID: 33738710 PMCID: 8233251

Allsop MJ, Powell RA, and Namisango E (2016) The state of mHealth development and use by palliative care services in sub-Saharan
Africa: a systematic review of the literature BMJ Support Palliat Care 8(2) 155-163 https://doi.org/10.1136/bmjspcare-2015-001034
PMID: 27207721

Nkhoma KB, Ebenso B, and Akeju D, et al (2021) Stakeholder perspectives and requirements to guide the development of digital tech-
nology for palliative cancer services: a multi-country, cross-sectional, qualitative study in Nigeria, Uganda and Zimbabwe BMC Palliat
Care 20(1) 4 https://doi.org/10.1186/5s12904-020-00694-y PMID: 33397321 PMCID: 7784352

Harding R, Carrasco JM, and Serrano-Pons J, et al (2020) Design and evaluation of a novel mobile phone application to improve pal-
liative home-care in resource-limited settings J Pain Symptom Manage 62(1) 1-9 https:/doi.org/10.1016/].jpainsymman.2020.09.045
PMID: 33246073

Nkhoma K, Seymour J, and Arthur A (2015) An educational intervention to reduce pain and improve pain management for malawian
people living with HIV/AIDS and their family carers: a randomized controlled trial J Pain Symptom Manage 50(1) 80-90.e4 https:/doi.
org/10.1016/j.jpainsymman.2015.01.011 PMID: 25666517

Baker V, Nkhoma K, and Trevelion R, et al (2021) “I have failed to separate my HIV from this pain”: the challenge of managing chronic
pain among people with HIV AIDS Care 1-9 https://doi.org/10.1080/09540121.2020.1869148

Harding R, Nair S, and Ekstrand M (2019) Multilevel model of stigma and barriers to cancer palliative care in India: a qualitative study
BMJ Open 9(3) e024248 https://doi.org/10.1136/bmjopen-2018-024248 PMID: 30837250 PMCID: 6429952

Lin CP, Evans CJ, and Koffman J, et al (2019) The conceptual models and mechanisms of action that underpin advance care planning for
cancer patients: asystematic review of randomised controlled trials Palliat Med 33(1) 5-23 https://doi.org/10.1177/0269216318809582

Guo P, Alajarmeh S, and Alarja G, et al (2021) Compounded trauma: a qualitative study of the challenges for refugees living with
advanced cancer Palliat Med 35(5) 916-926 https://doi.org/10.1177/02692163211000236 PMID: 33765877 PMCID: 8114446

Harding R, Namisango E, and Radbruch L, et al (2016) How to establish successful research partnerships in global health palliative care
J Pain Symptom Manage 53(2) 2

ecancer 2022, 16:1378; www.ecancer.org; DOI: https://doi.org/10.3332/ecancer.2022.1378 5


https://doi.org/10.3332/ecancer.2022.1378
https://doi.org/10.12968/ijpn.2013.19.12.577
http://www.ncbi.nlm.nih.gov/pubmed/24356501
https://doi.org/10.1186/s12955-014-0118-z
https://doi.org/10.1186/s12955-014-0118-z
https://doi.org/10.1089/jpm.2016.0525
https://doi.org/10.1089/jpm.2016.0525
http://www.ncbi.nlm.nih.gov/pubmed/28072920
https://doi.org/10.1177/0269216319900137
http://www.ncbi.nlm.nih.gov/pubmed/32081084
https://doi.org/10.1007/s11136-021-02814-4
http://www.ncbi.nlm.nih.gov/pubmed/33738710
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC8233251
https://doi.org/10.1136/bmjspcare-2015-001034
http://www.ncbi.nlm.nih.gov/pubmed/27207721
https://doi.org/10.1186/s12904-020-00694-y
http://www.ncbi.nlm.nih.gov/pubmed/33397321
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC7784352
https://doi.org/10.1016/j.jpainsymman.2020.09.045
http://www.ncbi.nlm.nih.gov/pubmed/33246073
https://doi.org/10.1016/j.jpainsymman.2015.01.011
https://doi.org/10.1016/j.jpainsymman.2015.01.011
http://www.ncbi.nlm.nih.gov/pubmed/25666517
https://doi.org/10.1080/09540121.2020.1869148
https://doi.org/10.1136/bmjopen-2018-024248
http://www.ncbi.nlm.nih.gov/pubmed/30837250
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC6429952
https://doi.org/10.1177/0269216318809582
https://doi.org/10.1177/02692163211000236
http://www.ncbi.nlm.nih.gov/pubmed/33765877
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC8114446

