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1. Summary of the impact

Underpinning Research: Integrated palliative care, including the availability and appropriate use
of opioids, is an important health service intervention, but one that is absent in many low-and-
middle income countries (LMICs) due to lack of training, limited evidence of need and fear of
morphine use as an effective analgesic for severe end-of-life care. University of Edinburgh (UoE)-
led research has shown that palliative care can be delivered effectively in LMICs to alleviate
patients’ and family suffering while simultaneously strengthening weak health systems.

Significance and Reach of Impact: The World Health Organization recommends integrating
palliative care into health systems specifically using the UoE group’s approach. This has led to
direct palliative care training of more than 7,300 healthcare professionals in 8 LMICs, educating
more than 20,000 community health workers and caring for more than 60,000 patients and family
members.

Integrated palliative care is now available within regional and national public health services in
many resource-poor settings. For example, Rwanda and Uganda have included palliative care in
their national health plans and committed to palliative care access for everyone nearing the end
of life, including in their large refugee communities. Morphine availability and consumption for
palliative care in Rwanda has steadily increased from zero in 2012 to a supply for 5,000 patients
in 2019. In Uganda, morphine availability for palliative care increased 5-fold since 2012.

2. Underpinning research

The Challenge: Inadequate availability of palliative care and pain relief in LMICs

In 2015, more than 80% of the 61 million individuals worldwide experiencing serious health-related
suffering lived in LMICs, yet global inequity of access to pain control and end-of-life (palliative)
care was poorly understood [3.1]. Palliative care services, when funded, were delivered outside
of public health systems because the evidence for why or how to incorporate palliative care into
routine services did not exist.

The global palliative care group at UoE, led by Grant and Murray, was one of the first to highlight
the impacts of inequitable access to palliative care between the United Kingdom and LMICs,
showing that while patients in Kenya were less isolated and distressed than patients in Scotland,
and had stronger community and faith support networks, they died in severe unalleviated physical
pain, with little or no access to morphine [3.1].

Developing palliative care availability and training in government hospitals in Uganda

UoE researchers quantified, for the first time, the need for palliative care in hospitals and showed
that almost half of the patients in the Ugandan national referral hospital required palliative care
[3.2]. To address this, UoE researchers developed a new programme, which involved specific
workforce training in holistic palliative care, practical care demonstrations for all levels of staff, and
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clinical research, alongside a human resource plan — which became known as the Linked Nurse
Scheme — to deliver appropriate palliative care. This programme was known as the integrated
training-research-practice model. The UoE group’s analysis indicated that implementation of this
scheme led to a trebling of patients receiving palliative care [3.2]. In collaboration with the Ugandan
Ministry of Health, Makerere University, the International Palliative Care Children’s Network,
Palliative Care Association of Uganda and National Nursing Council, 2 action research
programmes trained 40 senior palliative care clinicians including 35 nurse specialists (see [3.7] as
a representative example). This research also provided the first evidence that nurses can safely
prescribe oral morphine when effectively trained [3.2].

Integrating palliative care into national health systems

To explore whether UoE’s above-described model of palliative care could be successfully
integrated into national health systems, Grant led an intervention study [3.8] examining 12 hospital
settings (national, provincial, district, urban, rural, semi urban) in 4 African countries [3.3]. This
study found that as a result of the integration of the model, the number of patients identified for
palliative care increased by a factor of 2.7 and oral morphine consumption increased by a factor
of 2.4 over 2 years [3.3]. The group subsequently developed an integration framework called “The
11 Ps of successful palliative care integration” (published in [5.2]) and tested it in collaboration
with the Ministry of Health in Rwanda [3.9] to identify strategies for scale-up, including the first
national plan for the distribution of oral morphine.

Raised awareness of the costs and needs of palliative care in LMICs

In addition to identifying medical challenges, UoE’s cumulative studies with African partners have
highlighted challenges with health literacy, cultural and socio-economic factors and increased
awareness of the experiences of living with diseases such as heart failure [3.4]. The research has
provided evidence that the absence of palliative care services in LMICs results in significant costs
to the individual, family and local community. Patients continue to seek (and pay for) futile curative
treatment in hospitals and through traditional healers, and lack of effective analgesic medication
leaves patients in severe pain, unable to carry out any roles, and needing other family members
to stay at home rather than working or attending school [3.4]. Additionally, the mounting costs of
futile treatments can perpetuate financial losses that entrap families in poverty cycles while
stunting local economic growth, for example children leaving school early to pay for household
and hospital bills [3.3; 3.5].
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4. Details of the impact

Impact on policy and guidelines

The UoE model of integrating palliative care in resource-poor settings has influenced health sector
decision-making: The Rwandese Ministry of Health adopted the model, naming palliative care as
a service for the first time in its official health documentation. In addition, and as a direct result of
the UoE group’s evidence of the clinical and cost-effective value of sustained consistent palliative
care, the Director General included palliative care into the national health insurance scheme. The
Executive Director of the Rwanda Palliative Care & Hospice Organization stated: “This research
on the methods of integration was instrumental in encouraging the then Health Minister [...] to
commit that everyone in Rwanda would receive palliative care. [...] Through the support of the
University of Edinburgh [...] there was a direct line between the research innovations emerging
and them being turned into policies for enhanced palliative care delivery.” [5.1].

The UoE group’s palliative care research has informed the World Health Organization (WHO)
palliative care guides. For example, “Planning and implementing palliative care services” (2016),
cites UoE’s THET/DFID-funded Integrated Palliative Care Project [3.8] as an exemplar for
successfully integrating palliative care, and reproduces Grant’s “11 Ps” framework in the form of
a checklist [p.38-42; 5.2]. This guideline links to the World Health Assembly’s resolution
WHAG9.19 (2014), which committed to making palliative care accessible for everyone. UoE
research is contributing to delivering on this commitment: the Executive Director of the Worldwide
Hospice Palliative Care Alliance (WHPCA) declared: “The outcomes of the research that her
[Grant’s] team are carrying out in Gaza, Sudan and in the refugee camps in N. Uganda is
supporting the commitment that the WHO and WHPCA have made for ensuring palliative care is
accessible for all people in all circumstances so that no-one is left behind.” [5.3a].

In 2018, the American Society of Clinical Oncology published a new guideline to provide expert
guidance to clinicians and policymakers on implementing palliative care of patients with cancer
and their caregivers in resource-constrained settings. The 5 listed recommendations on the most
appropriate palliative care models (resources, training needs, standards of care, staffing
requirements, and spiritual psychosocial care at different service levels) were primarily based on
UoE’s literature review and models presented in publication [3.5] [p. 9-10; 5.4].

Impact on training

The training programme developed in part through UoE’s project [3.8] has delivered training to
more than 7,300 healthcare workers in Uganda, Rwanda, Zambia, Kenya, Sudan, Mauritania,
Gaza and India. More importantly still, the programme has equipped palliative care trainers to
teach community health workers. This has increased the number of health professionals and
community health workers able to deliver palliative care in each of these countries from fewer than
1,000 in 2013 to over 20,000 in 2019 [5.5]. As a result of the training, staff representing palliative
care specialities are represented at district and provincial senior workforce level for the first time.
This upscaling of knowledge, skills, research capacity and leadership potential at the national and
provincial management level was endorsed by the European Association for Palliative Care
through an Academy Award for Palliative Care in 2017, and was cited by DFID as a scalable
exemplary programme [5.6].
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The Makerere Nurse Link programme has been expanded to 13 Ugandan hospitals and has
succeeded in widening access to palliative care in all wards in the national and district referral
hospitals in Uganda [3.2]. Nurse training in palliative care, based on the programmes jointly
developed by UoE and Makerere University, has been rolled out by National Palliative Care
Associations in conjunction with governments, universities and non-governmental organisations
in northern Uganda [5.7], as well as in 10 countries both within and outside of Africa, including
Kenya, Rwanda, Zambia, India and Gaza [3.3; 5.8a—d].

A further major impact from the research was the development of a Palliative Care Curriculum
Toolkit [5.9]. This has enabled the University of Rwanda (2016), Makerere University (2016), Gulu
University (2018), University of Zambia (2016), Islamic University of Gaza (2019) and University
of Malawi (2017) to incorporate palliative care teaching into their medical, nursing and theological
undergraduate and Master of Medicine curricula for the first time, ensuring that the next generation
of health practitioners understands palliative care principles and has the skills and knowledge to
implement them [5.5].

Impact on health services

UoE’s evidence base contributed to the recognition of the global health importance of palliative
care by the Lancet Commission on Global Access to Palliative Care, as well as the WHPCA. The
Executive Director of the latter described Grant's contribution as follows: “The impact of her
ongoing work to relieve serious health related suffering has already affected tens of thousands of
lives in multiple countries. Findings from the research programmes which Dr Grant and her team
led in Kenya, Rwanda, Uganda and Zambia have provided important evidence for strategies to
implement palliative care approaches, and services into the health systems of these countries.”
[5.3a]. As an example of this, the Executive Director of the International Association for Hospice
and Palliative Care stated that UoE research “has led to changes in palliative care policy and is
being used by the Counties in Kenya who are progressing to Universal Health Coverage.” [5.3b].

The research demonstrated that not only is integrating palliative care into health systems in LMICs
possible, but that it simultaneously strengthens health systems by motivating staff and establishing
stronger chronic disease management services. The Chief Executive of Africa Palliative Care
Association (APCA) confirms: “this partnership between the University of Edinburgh and APCA
[...] has had significant impact across Africa by providing evidence-based models on how to
integrate palliative care into health systems in a number of countries.” [5.10].

For example, palliative and chronic disease services in the Ugandan Adjumani Camp for South
Sudanese refugees directly resulted from the work, as testified by the Minister of Health from
Uganda [5.7]. In addition, 12 of the UoE group’s clinical protocols have been approved and
adopted or adapted by Ministries of Health in Uganda, Kenya, Sudan, Burundi, Cameroon and
Gaza, where integration is being replicated in more than 30 hospitals [5.8].

A major consequence of this widespread adoption of the UoE model has been an increase in
availability of pain relief and alleviation of palliative symptoms for all diseases for individuals in
provincial and national hospitals as a direct result of training workers and increasing availability of
oral morphine, where before there was none (see below).

Impact on clinical practice

Integration of UoE’s model of palliative care to routine care has led to developing and delivering
training packages for all cadres of health worker, and establishing systems of referral and
documentation of clinical morphine use. This, in turn, has resulted in increased use of morphine
as analgesia through public systems.

In Uganda, officials at Makerere University have documented that “through this research
partnership our overall hospital oral morphine consumption has increased by more than 500%
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with referral pathways to and from district and community level palliative care programmes
improving as Ugandan palliative care capacity increases.” [5.8a].

Through the first Integrate Rwanda project [3.9], oral morphine dispensing rose from 0.2kg per
year to almost 5kg per year and became available in 8 hospitals, from not being available in any
hospitals before. By 2019 (after the second UoE-led project), oral morphine liquid was available
in 191 government hospitals free to patients needing palliative care, with additional availability
from morphine tablets. Total oral morphine liquid dispensed increased from 9.9kg in 2017 to
24.2kg in 2018 and 37.4kg by the end of 2019 [5.11]. This represents an increase from an average
of 27 patients receiving pain relief to over 5,000. Notably, this is being implemented in a safe,
monitored way, is included within national insurance schemes, and represents one of the most
effective increases in access to pain control for palliative patients seen globally.
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