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ABSTRACT

Regions in the Middle East are still experiencing political and military hostilities which negatively affect the health and health
services of millions of people. Cancer is one of the major causes of high morbidity and mortality in the region. Palliative care
for the cancer patient is one of the care options available for all those suffering from such a life-threatening disease. The Middle
East Cancer Consortium (MECC) initiated a regional plan to implement palliative care approaches both in hospitals and the community. Moreover, the region lacks experienced professionals who could pave the way for establishing national palliative centers
and guide primary care physicians and nurses to exercise this relatively new discipline in clinical practice. This report describes,
in short, the endeavors, barriers and successes of this project, which are intended to bring medical professionals closer, thereby
promoting understanding, respect and tolerance among individuals and communities in conflict.
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INTRODUCTION

T

he Middle Eastern Cancer Consortium (MECC) is a regional
initiative for cancer research and treatment. Established in
1996, MECC’s founding members include the US, Cyprus, Egypt,
Israel, Jordan, the Palestinian Authority and Turkey. MECC aims
to reduce the incidence and impact of cancer in the Middle East
through collective compassion, regional training and education,
and collaborative research.
MECC’s current reach includes over 20 countries
throughout the Middle East, Central Asia, and East and Northern Africa that come together to learn to relieve patients’ suffering from cancer and its treatments. The basic motto which guides
MECC in its dedicated work is: ‘Respect your fellow person, collaborate to combat human suffering and help build bridges for better understanding amongst all people’. This short communication
provides an overview of MECC: its work, reach and contribution
to conciliation in the Middle East.
CANCER IN THE MIDDLE EAST

Middle Eastern populations share many of the same health chal-

lenges that face most low- and middle-income nations, where
health resources can be scarce and unreliable, limiting the availability of preventive and screening measures. Cancer, as with other
chronic diseases is, and will increasingly remain, a major health
challenge among Middle Eastern populations. A collaborative regional effort is required in order to achieve solutions to this crisis; local health organizations must working together to promote
change, transcending political, cultural and ethnic borders.
Today, about 70% of all cancer patients in Middle Eastern countries see a physician for the first time when the tumor has
already reached stage III or IV and is no longer operable. The only
treatment left is palliation. However, clinicians delivering palliative
care in regions of political and military conflict face enmity and
violence which lead to the disruption of medical infrastructures,
embedded distrust and suspicion.
MECC:THE BEGINNING

Against all odds, and despite ongoing political turmoil, MECC has
succeeded to launch and sustain academic-based medical programs
that bring together scientists, academics and clinical professionals from its member countries, joined by medical personnel from
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many other non-MECC countries in the Middle East and beyond.
Together with the US National Cancer Institute (NCI),
MECC established a successful Middle Eastern Network of Cancer Registry Centers including Cypriots, Egyptians, Israelis, Jordanians, Palestinians, Turks, and Americans, with the assistance of
the International Agency for Research in Cancer (IARC) in France.
The project began in 1997 with the establishment of a regional
network of cancer registries documenting the incidence of various cancers and stage of the disease at diagnosis. This framework
enabled MECC to build a consensus among its members to develop standards that enable comparisons of cancer incidence in the
different countries, which was first detailed in a monograph published in 2006 (National Institutes of Health (NIH) Publication
No 06-5873, 2006). This initiative served as the first framework for
multinational gatherings and collaborations during times of both
peace and war.
MECC’s EXPANSION TO PALLIATIVE CARE

Following the registries’ findings, MECC developed a program to
introduce palliative care to the region with strong advocacy for palliative care services, which was desperately needed in most countries. To do so effectively, MECC established a baseline of information on palliative care services examining barriers to the delivery
of palliative care that might exist and promoting solutions (NIH
Publication No. 07-6230, 2008).
Late presentation of cancer patients is still MECC’s main
concern due to its medical, social and economic consequences
for the patients, their families and the community. Until recently,
palliative care for cancer patients was a largely unknown and unrecognized discipline in most Middle Eastern countries. Accordingly, basic educational and training courses were urgently needed.
Educating and convincing clinicians, administrators and ministerial representatives continues to be the first step in overcoming
the obstacles and barriers that physicians, nurses, social workers
and psychologists face in their efforts to develop palliative services within their institutions and communities. The outcome of
MECC’s endeavors are the new palliative care units and programs
that were established recently in most countries in the region.
Cultural traditions lead most cancer patients in the region
to prefer to die at home, with their families at their side; thus, one
of MECC’s highest priorities was to develop and staff communitybased palliative care services for the benefit of the patients and
their families.
MECC’s approach has evolved incrementally, creating
momentum through multiple small steps, such as initiating supplementary education and training in various formats, fellowships,
and clinical exchanges, which eventually lead to regional-scale palliative care projects.
Palliative care is often the best form of treatment in these
cases; however, it’s not always offered or utilized. Access to pain
medicines in the region is often limited, and even when drugs and
palliative care services are available to patients, they’re not always
2

accepted. Additionally, stigma about cancer being a hereditary disease can often deter patients from accepting treatment, let alone
seeking medical help. Stigma concerning pain medications and
mental health issues related to a cancer diagnosis can often lead to
patients keeping their condition a secret and choosing forego any
palliative care.
This dire situation is one that MECC seeks to resolve by
offering training and resources for oncology professionals. It is
believed that through the development of palliative care programs
and better communication between oncology professionals and
patients, palliative care will become more widely accepted in the
region. MECC’s mission is not about religion or politics, but about
humanity, interpersonal relationships, peace and setting aside prejudices.
Overall, the tireless work at governmental, institutional,
individual and professional levels, along with the public at large,
eventually yielded new governmental national initiatives focusing
on cancer care along its entire trajectory, from the screening phase
to the end-of-life.
COLLABORATIVE CONFERENCES, WORKSHOPS AND
COURSES

Building a cooperative capacity provided a basis for attracting new
colleagues and sustaining relationships. Colleagues benefitted by
sharing their knowledge and resources, while advancing their careers through joint academic outputs, including conference presentations and publications. Following is a partial list of palliative
care activities initiated/organized by MECC during the years 20042016:
1. Middle Eastern Cancer Consortium (MECC). The US Department of Health and Human Services sponsored the first regional
palliative care; February, 2004; Larnaca, Cyprus.
2. Middle Eastern Cancer Consortium (MECC). First MECC delegation to Calvary Hospital; 2005; New York, USA.
3. Middle Eastern Cancer Consortium (MECC). MECC-INTCR
palliative care conference of 50 clinicians from the US, Egypt, Jordan, the Palestinian Authority, Israel, Cyprus and Turkey; November, 2005; Larnaca, Cyprus.
4. Middle Eastern Cancer Consortium (MECC). Advance palliative
care training course for oncology nursing; 2006; East Jerusalem,
Israel.
5. Middle Eastern Cancer Consortium (MECC). Communication
issues in pediatric oncology; June, 2006; Larnaca, Cyprus.
6. Middle Eastern Cancer Consortium (MECC). MECC-American
Cancer Society University; March, 2007; Istanbul, Turkey.
7. Middle Eastern Cancer Consortium (MECC). Stress of working
with cancer patients, Larnaca, Cyprus, June 2007.
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8. Middle Eastern Cancer Consortium (MECC). Palliative care
workshop for palestinians, Augusta Victoria Hospital; May 2007;
East Jerusalem, Israel.
9. Middle Eastern Cancer Consortium (MECC). Developing leadership skills for oncology nurses; December, 2007; Ein Gedi,
Israel.
10. Middle Eastern Cancer Consortium (MECC). The role and involvement of the patient’s family in palliative care; 2008; Larnaca,
Cyprus.
11. Middle Eastern Cancer Consortium (MECC). Symptom management course for oncology nurses; June, 2008; Larnaca, Cyprus.
12. Middle Eastern Cancer Consortium (MECC). Holistic approaches for oncology integrated palliative care; November, 2009;
Jerusalem, Israel.
13. Middle Eastern Cancer Consortium (MECC). Alleviation of
fear, frustration and sense of loss through non-pharmacological
treatment modalities; May 2009; Larnaca, Cyprus.
14. Middle Eastern Cancer Consortium (MECC). Nurses Leading
the Way in Pain Control, Ankara, Turkey, April 2009.
15. Middle Eastern Cancer Consortium (MECC). Cancer pain, suffering and spirituality; April 2010; Istanbul, Turkey.

April 2012. Ankara, Turkey.
24. Middle Eastern Cancer Consortium (MECC). MECC palliative
care research work group; June, 2012; Amman, Jordan.
25. Middle Eastern Cancer Consortium (MECC). International
palliative care conference on the geriatric oncology patient; February, 2013. Muscat, Sultanate of Oman.
26. Middle Eastern Cancer Consortium (MECC). International
pediatric oncology; February, 2013; Muscat, Sultanate of Oman.
27. Middle Eastern Cancer Consortium (MECC). International
palliative care conference on the geriatric oncology patient; April
2014; Ankara, Turkey.
28. Middle Eastern Cancer Consortium (MECC). MECC-Ohiohealth fundamental course in palliative care for nurses; February,
2015; East Jerusalem, Israel.
29. Middle Eastern Cancer Consortium (MECC). MECC-ONSHacettepe University fundamental course in palliative care for Irani, Iraqi and Turkish Nurses; July, 2014. Ankara, Turkey.
30. Middle Eastern Cancer Consortium (MECC). MECC-ONS
palliative care basic course for community and hospital nurses; October, 2015; Muscat, Sultanate of Oman.

16. Middle Eastern Cancer Consortium (MECC). Integrative oncology in the Middle East; June 2010; Larnaca, Cyprus.

31. Middle Eastern Cancer Consortium (MECC). MECC-ASCO
International palliative care Workshop; May, 2016; Almaty,
Kazakhstan.

17. Middle Eastern Cancer Consortium (MECC). Cancer pain,
suffering and the complexities of evidence-based intervention in
cancer care; April 2011; Ankara, Turkey.

32. Middle Eastern Cancer Consortium (MECC). MECC-ASCO
cancer control for primary care physicians; March, 2016; Muscat,
Sultanate of Oman.

18. Middle Eastern Cancer Consortium (MECC). Integrating traditional medicine in research and clinical practice; May 2011; Baqa
El-Gharbia, Israel.

33. Middle Eastern Cancer Consortium (MECC). MECC-ONS
Advanced course in palliative care for hospital and community
nurses; February 2016; Muscat, Sultanate of Oman.

19. Middle Eastern Cancer Consortium (MECC). International
course on pain medicine and palliative care for children; November
2011; Larnaca, Cyprus.

Equally important, these encounters provided an informal social context for fostering mutual understanding.

20. Middle Eastern Cancer Consortium (MECC). Introductory
course on palliative care for community professionals, antalya; December 2011; Ankara, Turkey.
21. Middle Eastern Cancer Consortium (MECC). Introduction of
palliative care for community and hospital nurses; February 2012;
Muscat, Sultanate of Oman.
22. Middle Eastern Cancer Consortium (MECC). Crossing borders for palliative care; February 2012; Tel Aviv, Israel.
23. Middle Eastern Cancer Consortium (MECC). International
development and education course in palliative care: Approaches
for oncology integrated palliative care in Middle Eastern countries;
Short Communication | Volume 8 | Number 1|

Additional countries, including Lebanon, the Sultanate of
Oman, Yemen, Saudi Arabia, the United Arab Emirates, Pakistan,
Qatar, Afghanistan, Georgia, Uganda, Iran and Iraq took an active
part in these conferences.
During this entire period, special courses were organized
for Palestinian physicians, nurses, social workers and pharmacists
led by Israeli faculty, held at the Augusta Victoria Hospital in East
Jerusalem (2007), at the Sha’arei Zedek Hospital in West Jerusalem
(2009), and a course in “Palliative Care Principles in Practice” with
Al-Quds University in East Jerusalem (2014).
LESSONS LEARNED

Several lessons have been learned throughout the MECC journey.
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We learned to manage the profile of our activities in the region
with awareness and sensitivity, since participants at times received
negative reactions from colleagues. We did not avoid the media,
but tried to focus their - and the public’s - attention on our shared
humanitarian goals and on tangible outputs gained by promoting
palliative medicine in the region. Public leadership also played an
important part in supporting these cross-border initiatives. For
example, officials from the US, Egypt, Jordan, Cyprus, Israel and
Turkey participated in the opening ceremonies of a MECC-sponsored International Kids Art Exhibit held in Tel Aviv (November
2009), Istanbul (April 2010) and Nicosia (June 2010).
A critical element was found to be the shared humanitarian focus on patients’ needs. At times, when interactions ventured
into sensitive political areas, MECC played a respectful but important role in refocusing the discussion to address health needs and
project activities. This common denominator allowed our partnership to work, skirting national confrontations and political disagreements. In tangible ways, the MECC example of cross-border
cooperation helped create a social infrastructure in the region for
better understanding, respect and tolerance.
MECC: A VENUE FOR MIDDLE EASTERN PEACE

MECC has succeeded in promoting cooperation through a major
health initiative that builds trust by respecting cultural and religious
sensitivities, social cohesion, agency-government relationships, and
accountability to the individual communities. Ultimately, such cooperation can highlight effective peace-building roles for health
professionals in regions of conflict.
MECC’s founders considered, among other subjects, the
question of how such an organization might facilitate cross-border
collaborations between Arabs and Israelis. The vision was simple,
yet compelling-to use health needs as a basis for cooperative projects that enhance people-to-people engagement, embodying the
“Health as a Bridge for Peace” concept advanced by the World
Health Organization (WHO).
Along the way, there were challenges to this peaceful
paradigm. Members of the consortium, including Arab-Israeli sensitivities, with the result that the involvement of a trusted thirdparty coordinator-in this case, MECC–was recognized as vital
for attracting colleagues from countries in conflict and managing
cooperation during periods of conflict-a role that has been underscored in other Arab-Israeli initiatives. By way of example, in
periods of heightened tensions, such as during the second Intifada
in September 2000, the second Israeli-Lebanese War in 2006, and
the more recent Gaza conflicts in 2009, 2012, 2014 and 2021, special attention was given by MECC staff members to maintaining
good relationships with colleagues residing in countries involved
in hostilities, and reinforcing morale by MECC personnel through
numerous telephone calls, internet connections and face-to-face
meetings in the region. Active involvement by Jordanian, Egyptian and Turkish colleagues gave MECC flexibility in coordinating
activities of all kinds with all partners. These regular exchanges
focused not only on sustaining project activity despite numerous
hurdles, but also strengthened personal relationships and mutual
confidence among colleagues during those difficult times.
4

Through this process, new opportunities for mitigating
enmity can be developed. Given that suffering at the end-of-life
is universal, there is a very special opportunity for palliative care
clinicians working in regions of conflict. Where end-of-life care is
so often ignored or neglected, palliative care emphasizes humanity
and respect for human dignity in a unique way. Hence, the delivery
of palliation holds the potential to break down barriers of suspicion and hatred and to reverse habits of depersonalization, dehumanization and demonization.
It is our profound conviction that health issues offer
innovative ways to lead new dialogues for mutual understanding.
Our goal is to make cancer palliation a shared objective for neighboring populations. In our experience, even in settings of political
animosity and differences, this sort of humanitarian cooperation is
possible and positive.
One of the biggest hurdles to overcome is a lack of communication and understanding of cultural and faith differences
between people in neighboring countries. MECC trains oncology
professionals to have more open and, ultimately, more fruitful discussions among themselves in the region.
The author of this short communication offers the following suggestions on how professionals can overcome cultural,
faith and communications barriers to provide the best possible way
to a more peaceful environment for future collaborations:
Become aware of any sensitivity; start by listening to colleagues’ concerns by asking questions about what they want their
relationship to look like. “Personalized collaborations aren’t just treatment
schedules and drugs,” said Dr. Silbermann, who suggests professionals conduct dialogues including some personal questions so they
can better get to know their partners and learn what as to what are
the barriers to closer relationship they may face. Try to keep low
profile at times of crisis and always communicate at the same eyelevel.
While some seek peace in the Middle East through political means, others are looking to help patients with cancer find
peace through palliative care. This endeavor is bringing oncology
professionals together across the region’s national borders and cultural boundaries to implement solutions and improve patient care.
THE HOPE AND FUTURE OF MECC

Despite the ongoing geopolitical conflicts in the Middle East, the
past 25-years have left MECC with a sense of hope and optimism
for better medical and nursing education and improved services
for cancer patients at the primary, secondary and tertiary levels,
including both curable treatments and palliative care. The ongoing trajectory of success of the regional palliative care programs
introduced by MECC proves that despite many challenges, health
initiatives in conflict-laden regions can bring health professionals
together in cross-border collaborations to build vitally needed new
services, through mutual respect, trust and understanding for the
benefit of all involved. If we keep our focus on the patient and the
family before us, help them come to an understanding of the situ-

Silbermann M et al

Short Communication | Volume 8 | Number 1|

PUBLISHERS

Palliat Med Hosp Care Open J. 2022; 8(1): 1-7. doi: 10.17140/PMHCOJ-8-144

ation and help identify the priorities that are meaningful for them,
we will be true to the principles of palliative care. Further steps
to overcome conflicts in rendering palliative care require attention
to a range of issues including trust, social cohesion, sensitivities
of culture and accountability to communities. Finally, and importantly, is the need to stimulate dialogue among the stakeholders,
including the parties to the regional conflicts, professionals, health
policymakers and communities.
The present experience in the Middle East has shown
that it is possible to bring together Arabs and Israelis, and Turks
and Cypriots, to promote a common goal related to cancer palliation, even under very difficult circumstances. The MECC experience illuminates four essential ingredients that are needed in
order to establish and sustain successful cooperation: 1) A focus
on common health needs, i.e., palliative care to the cancer patient
with practical outcomes; 2) A constructive and unbiased third-party broker; 3) A critical mass of “bridge-builders” in the region who
are prepared to get involved; and 4) A sustained source of funding. Within the on-going geopolitical conflict in the Middle East,
the medical profession provides a powerful venue for establishing
cross-border collaborations through trust, goodwill and patience.
The MECC model demonstrates a direction for health professionals in promoting peace through cancer palliation.
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ABSTRACT

The need for specialist palliative care services has never been higher as the ongoing coronavirus disease (COVID) pandemic has
highlighted. Yet even in the absence of the pandemic, specialist palliative care services in hospitals, hospices and within communities were already stretched beyond their capacity. The current fiscal climate within which most healthcare systems operate are
undergoing global economic constraints making it a necessity that healthcare systems explore new ways of working to develop efficient high-quality services, maximising resources whilst maintaining good clinical governance. We describe how a hospital palliative and end-of-life care (PEoLC) specialist team, can harness an existing electronic incident reporting system Datix, adapting it to
automatically track the longitudinal performance of the patient-centred, end-of-life care (EoLC) services that they deliver, along
national standards in keeping with the Care Quality Commission (CQC) and the National Institute for Health and Excellence
(NICE) guidelines for end-of-life care in the UK. Such automated systems can inform the quality of PEoLC services, improve
the use of time and resource within specialist palliative care teams, support the delivery of evidence-based clinical governance
standards, whilst supporting benchmarking across organisations, strategy development, insight into local/regional variations, and
the establishment of standardisations of care.
Keywords

Palliative and end-of-life care (PEoLC); Performance indicator data; End-of-life-care audit; Clinical governance.
INTRODUCTION
Specialist Palliative Care–Demands, Expectations and Timing

P

alliative and end-of-life care (PEoLC) is widely recognised for
its focus on a systematic, holistic, patient-centred approach
to improving the quality-of-life (QoL) for patients living with
and dying from life-limiting illnesses.1,2 Going beyond oncology,
the principles of PEoLC have been applied to relieve suffering
whether physical, psychological, spiritual or social in conditions as
far ranging as cardiovascular disease, major organ failures, frailty
through to end-stage chronic illnesses.1,2 The timing of palliative
care engagement with patients is critical as timely engagement with
specialist palliative care (SPC) services can result in reduced risk
of death in acute care settings, through to improved survival in
advance lung cancer albeit the optimal time point is still a subject
of debate.3-5 The benefits of timely palliative care services engagement extend from general benefit through to specific improve-

ments in psychological distress for patients and their families, as
well as QoL and symptom management.6-9 The reduced likelihood
of death in acute settings means that healthcare costs are also reduced due to early referral to palliative care therefore reduced focus on intensive care costs.10
With people living longer, with ongoing improvements
in modern medicine extending life expectancies particularly in
the developed world the demand for PEoLC has long exceeded
modern medicine’s capacity to meet these needs.11-13 Globally, it
has been estimated that only 14% of people who need palliative
care received it, however as of 2021, the World Health Organization (WHO) found that only 10% of people who need palliative care are able to access this specialty.1,2 However, the recent
coronavirus disease-2019 (COVID-19) pandemics has laid bare the
desperate plight of people needing end-of-life care (EoLC), with
doctors identifying COVID-19 on the death certificate of more
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than 180,000 deaths in the UK since the pandemic started.14 With
the global death rate from COVID-19 at over 5.5 million people
worldwide, the demand for EoLC around the globe is on the rise,
and has been predicted to rise by 55% in England alone over the
next ten-years.15-17 This will see the 245,000 people who are expected to receive palliative care in 2021 increase by 2030 to 379,000.10
Thus, WHO have highlighted how the covid pandemic has further
heightened the need for training in palliative care for generalists
as the demands for SPC continues to outpace the availability of
trained professionals worldwide.2,12,16,18
Role of Clinical Governance in PEoLC

High-quality healthcare is underpinned by evidence-based clinical
governance,19-21 with good clinical governance pivotal in modern
healthcare as well as PEoLC even within resource-limited, challenging fiscal climates across care settings from acute hospitals,
hospices through to community settings.22,23 Yet the rising demand
for PEoLC is putting a significant strain on existing services who
are tasked with the development of robust clinical governance
systems with the ability to perform regular, standardised, high
quality data collection and analysis championing quality care and
research.24-26 The ideal system should systematically enable the
collection and analysis of patient-centred data in routine clinical
practice in a standard way such that the performances of services
can be tracked longitudinally over time, enabling quality metrics
alongside the evaluation of change in the quality of care.22 Thus,
supporting bench-marking across organisations, strategy development, as well as insight into local/regional variations and the establishment of standardisations of care.27
Challenges of Current Data Systems in PEoLC

Historically, data collection systems for palliative care were paperbased, with significant primary data collection by busy clinicians,
most commonly conducting retrospective chart reviews, all of
which incurs significant time burden on a stretched-to-capacity,
resource-limited, busy PEoLC teams in hospitals, hospices and
communities. When evaluating EoLC, electronic patient-data collection systems offer several advantages over the traditional retrospective data collection, with the UK National Audit of Care at
the end-of-life (NACEL)28 utilising a national electronic database
to gather data that allows the benchmarking of patients across
hospitals within the National Health Service (NHS). Data about
the last admission leading to death is collated at set times across
hospitals in the NHS in order to compare the quality of care for
patients and their love thus benchmarking PEoLC services across
different hospital settings.28 Some independent sector, charitable
and hospice sector organisations both in the UK and internationally including Australia, also use electronic patient-data collection
systems to benchmark EoLC i.e. the Australian Palliative Care
Outcome Collaboration (PCOC).29

ment through to clinical governance in over 900 organisations and
19 countries.30 Datix is now used within most organisations in the
UK NHS, expanding its remit as the EIRS of choice for over 75%
of NHS organisations in 2008, to now working with over 3500
organisations across acute, primary, secondary and community settings.30 With focus primarily on patient safety, risk management
and quality improvement through the reporting of incidents, Datix
has been gaining steady prominence as highlighted by national
scandals pertaining to governance, leadership and opioid mismanagement notably; the Mid-Staffordshire NHS Trust scandal, the
Ian Patterson surgical scandal, the general practitioner–Harold
Shipman, as well as The Gosport report.31-34 Such national scandals
support Kamal et al25, Kamal et al26 and Dy et al’s35 call for a crosssystems EIRS which will collect robust clinical data championing
improved QoL, improve patient outcomes and survival.
Using Datix to Report Deaths in Our Hospital

Datix is the EIRS used within our hospital to report all deaths. Our
hospital is the largest charitable private hospital in the UK with
over 120,000 patient visits per year, supported by a team of over
900 consultants, surgeons and physicians in a hospital complex
with 234 beds, 10 theatres and a 13-bed intensive care unit (ICU)
covering medical inpatient as well as outpatient treatments focused
on three core areas: cancer therapies, general surgery with a focus
on digestive diseases, and musculoskeletal conditions.36 On average
we have approximately 60-80 deaths per annum before the coronavirus pandemic. All recorded deaths are for adults aged 18 and
over, dying following admission to the hospital under the following heading: surgical, medical, oncological or any other cause for
admission, expected and unexpected death. There are no deaths
in accident and emergency (A&E)/urgent care/maternal centre
because the hospital does not operate an urgent care, A&E or maternal unit and there are no reported suicidal deaths.
The Process of Data Collection Following a Death

Following the death of a ward or ICU patient at our hospital, the
most senior nurse on the unit is tasked with the completion of
an end-of-life care Datix incident form (EDIF), recording predefined details requested by the organisation (Graph 1). The main
feature of the previous EDIF focused on the location of the death
(ward, ICU, oncology, transplant unit etc.) and the mode of death
or reason for admission i.e. unplanned ICU admission, pressure ulGraph 1. Data Captured by the Previous Datix Incident Reports on Hospital Deaths

Electronic Incident Reporting System (Datix)

Datix — an electronic incident reporting system (EIRS) has been
in use within healthcare worldwide since 1986; informing the collection and analysis of patient incidents, complaints, risk manage9
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cer or bacteraemia etc., (Graph 1). The previous EDIF was not
designed to capture data which Kamal et al25, Kamal et al26 and Dy
et al35 argue can be used to improve the QoL for PEoLC patients
nor any data on patient outcome and survival.
METHOD
The Re-Design of the Hospital EDIF-Stakeholder Engagement

Working with the Clinical Governance and the ICU teams in our
hospital, the PEoLC team (comprising a palliative care consultant and 2 specialist nurses) held several meetings to re-design the
EDIF to include questions that captured the quality of the delivery of PEoLC across ward within the hospital. Our re-designed
EDIF aligns the data it records with national standards on PEoLC
based on recommendations for Care of the Dying Adult from the
national regulatory body National Institute for Health and Care
Excellence (NICE) guideline (NG)31,37 the NICE quality standards
and the document One Chance to get it right38 with questions
adapted from the NACEL (National Audit of Care at the EoL).39
Following consensus agreement on adaptation of questions from
the NACEL, we settled on a draft of the modified EDIF.

Dissemination of EDIF at Ward Level

Although Datix is well established within most teams in our hospital, we recognise that the addition of extra questions regarding
each death necessitates additional education, training and support
in order to facilitate compliance, adherence and quality data collection. Hence the PEoLC team alongside the governance team,
attend ward manager meetings, established educational sessions,
staff communication sessions, in order to educate, train, support
and raise awareness of the redesigned EDIF within the wards, ICU,
across the hospital. We also targeted ward managers, advance and
disease-specialist nurses to support the new EDIF data collection.
The next phase of the project will focus on the analysis,
evaluation and benchmarking of the outcome of the newly designed EDIF following its current roll out in the private hospital.
This will allow us to evaluate the care delivered the EoL in the private hospital against national and NHS standards, thus allowing us
to benchmark the PEoLC delivery to our patients against national
standards.
RESULT
Outcome of Stakeholder Engagement – the New EDIF

We then held a series of focus group and stakeholder
engagement meetings over a 6-month period, alongside our Governance team, ICU team, and Information Technology (IT) team
to evaluate the draft, fine-tuning and further develop the modified
EDIF draft before agreeing on the current format (Table 1). Utilising plan-do-study-act (PDSA) cycles, these sessions were attended
by ward staff across all disciplines in the hospital, with the draft
reviewed at the EoL steering group before utilisation. As all deaths
within our hospital is recorded as an incident, the IT and Governance teams were able to add the questions in Table 1 to the hospital-wide Datix system. Datix was then modified to ensure that
the final sign-off (authorisation) of EDIFs, takes place following
a final review by the PEoLC team thus ensuring documentation
of appropriate answers to the questions including the uploading
of relevant documents unto Datix i.e. patient’s EoLC plan. For
quality assurance incomplete EDIFs can be returned to the nursein-charge for further verification prior to analysis, evaluation and
benchmarking against national standards from NICE, CQC and
NACEL (Diagram 1).
Diagram 1. Process Outlining the EDIF Pathway from Completion to Analysis

The outcome of the stakeholder engagements is the new EDIF
form which was reached by stakeholder consensus at the focus
group meetings (Table 1). As all deaths within our hospital is recorded as an incident, we were able to add the questions in Table
1 to the hospital-wide Datix system, to facilitate the collection of
data in keeping with the stipulated PEoLC outcomes in Table 1.
Table 1: EDIF Assessment Tool
1. Demographics
2. Was an EOLC Plan started for the dying patient?

DOB, clinical
condition
Consultant
signature?

3. Evidence of discussion about dying with patient, and or a reason
why this was not recorded?
4. Evidence of discussion about dying with family/carers?
5. Evidence of ACP (recognition of the possibility of imminent death)
6. Evidence of DNACPR
7. If indicated, has a lasting power of Attorney for health been
nominated?
8. Spirituality and spiritual care needs documented?
9. Evidence that families/carers were asked about their needs? (i.e.
practicalities, psychological support offered)
10. Evidence of rationalisation of drug chart at the EOL
11. Evidence of setting of ceiling of care -? venepuncture, fluids,
antibiotics
12. Evidence of EOLC anticipatory medications (opiate, anti-emetic,
anti-secretory and anxiolytic)
13. Evidence of plan for nutrition and hydration
14. Documentation of plan for care after death i.e. detail of funeral
director, cremation or burial
15. Has the patient recorded a decision NOT to donate or belong
to an excluded group on the organ donation register?
ACP- Advance Care Plan; DNACPR-Do Not Attempt Resuscitation;
EOLC-End-of-life Care Plan
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DISCUSSION
Death as an Incident

In 2019/2020, according to the UK Office of National Statistics
(ONS),40 the leading cause of death in the UK was COVID-19
(73,766 deaths, 12.1%), followed closely by dementia and Alzheimer’s disease (70,047 deaths; 11.5% of all deaths), then ischaemic
heart diseases (55,807 deaths; 9.2%), followed by cerebrovascular
diseases (29,737 deaths 4.9%) and lastly malignant neoplasm of
trachea, bronchus and lung (28,745 deaths; 4.7%). Hence our intervention captured essential PEoLC quality indicator data as recommended by national guidelines in the UK. Firstly, we will explore
the advantages and limitations to this theoretical concept of death
as an ‘incident’.
The National Patient Safety Association (NPSA) defines
an incident as an event that could have had or did lead to an unintended or unexpected harm, loss or damage occurring during the
care of the patient.41 Whilst prognostication is notoriously challenging, it may be argued that deaths secondary to dementia, Alzheimers disease, cerebrovascular disease and cancer (all of which
account for 42% of total deaths in the UK in 2019/2020), are
not entirely ‘unexpected’, thus ‘the harm, loss or damage caused’
has elements of predictability inherent in the disease trajectories
of these conditions.42-45 For example, whilst complexities exist in
the classification of dementia as a disease group, common components of dementia include elements of progressive degeneration, alongside both acute as well as chronic progression over time.
These characteristics are not unique to dementia thus it may be
argued that death in these disease trajectories are not ‘incidents’ as
they did not lead to ‘an unintended or unexpected harm’ as per the
NPSA definition of incidents.
However, in contrast to the NPSA definition, in their International Delphi analysis ‘Towards Learning from patient safety
reporting systems’, Lord Ara Darzi in collaboration with Howell et
al46 identified an incident simply as ‘an event that either could or
did lead to patient harm’, of which death is undoubtedly a ‘harm’.

by the bereaved family in order to identify the appropriate ‘cause
of death’ would be supported by the use of a modified Datix incident system i.e. our EDIF.49 Whilst the medical examiner role
incorporates key organisational learning, the use of the proposed
EDIF may also facilitate ‘clinical governance systems, to highlight
deceased patients who require a mortality case record review so
that any learning can be gained by the provider organisation’.50
Thus, in light of opioid scandals such as The Shipman and even
Gosport enquiries, there is a notable argument that the reporting
of all deaths as an incident is of overall benefit for the organization, serving as a means of providing an opportunity for all deaths
to have some level of scrutiny whilst utilising the organisation’s
existing EIRS.32-35 Incorporating EDIF alongside the identification
of patient safety incidents and cascading of knowledge through
the appropriate organizational channel would aim to improve the
overall quality of care within the healthcare organisation.
LIMITATIONS

The quality of the EDIF is dependent on the information entered
hence the need for verification prior to finalization of the form.
The need to train staff is a critical step which may address issues
around compliance and adherence to its utilisation. There are also
challenges governing the use of Datix which must be balanced
with the benefits of organisational learning, and improved safety,
notably concerns over its weaponisation, potential mis-use as a
means of apportioning blame, as well as the possibility of increasing anxiety for junior staff given the involvement of middle management in the oversight of Datix forms within hospitals.51-56
However, a systematic review by Stravlopolous et al48
on incident reporting systems showed that whilst these systems
can improve clinical settings and processes, the evidence that they
ultimately improve patient outcomes or enable cultural change is
limited. One significant limitation resulting in the paucity of evidence from their systematic review is the inherent challenge in the
definition of an ‘incident’ which is buttressed by the challenges
identified above in defining death as an incident.
CONCLUSION AND RECOMMENDATION

Linking ‘incident’ to Patient Safety

The principle of incident reporting serves as a mechanism for detecting and analysing adverse events, as well as capturing key learning surrounding these deaths.47 This is one of the reasons why
death is reported as an incident in our hospital, as an approach to
harness learning around each death, cascading any notable insights
through the Governance team to the rest of the hospital on a regular basis as is the mechanism for the utilisation of Datix incidents
to improve patient safety. Thus, healthcare organisation should
consider the improved utilisation of EIRS systems embedded in
their organisations as a means of capturing learning from each
death with a view to improving the organisational patient safety.48
The recent introduction in April 2019 of the medical examiner role by the UK Department of Health, a role which aims to
proportionately review all deaths within the organisation, drawing
together the attending doctor’s views alongside any issues raised
11

Thus, the use of Datix to report deaths may further enhance the
learning, culture and utilisation of quality metrics around deaths.49
Ultimately whilst Datix as a tool is limited by its negative association with a blame culture, the power of Datix lies in the information captured and what we do with that information which is why
we have re-designed our EDIF, with the aim of improving PEoLC
data– its interpretation, analysis, evaluation, synthesis as well as its
use to improve practice. It is likely that EIRS such as Datix will
remain an option for PEoLC teams to choose as a means of improving the collection of patient data and its subsequent utilisation
to improve patient safety. However, as Kamal et al,25 Kamal et al26
and Dy et al35 have demonstrated, healthcare organisations must
continue to explore the benefits of a robust electronic data collecting system, particularly systems that improve QoL, survival and
patient outcomes.
As a tool, Datix needs to be supported by the appropriate
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educational, training and system wide engagement within healthcare organisations alongside a cultural shift in order to facilitate
their utilisation as a meaningful tool for the improvement of patient safety. However, further research is needed with regards to
the role of automated EIRS in PEoLC particularly around the effective use of digitalised, automated support tools in the management of EoLC patients across care settings.
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S

ince the implementation of the first National Cancer Prevention and Control Plan (PNPCC1) in 2010, palliative care in Morocco has been a strategic approach in its own right, alongside the
prevention, early detection and cancer management approaches.
Since then, several measures have been put in place to facilitate the
deployment of the actions representing this axis, i.e. the development of the palliative care network, pain management, palliative
care research, as well as social and family support for palliative
cancer patients.1
Palliative care units have been established in seven regional oncology centers, four of which have mobile home teams,
in addition to outpatient and inpatient activities.
Palliative care activity is, therefore, centralised at the tertiary level of care, ensuring care for advanced palliative cancer
patients only in urban areas, through home visits, outpatient or
inpatient care. However, they are inaccessible to patients living in
peri-urban or rural areas, unless they can physically travel to the
regional oncology centre where specialised palliative care teams
operate. Unfortunately, this is not the case for most patients in
advanced or terminal palliative situations.
It is in this context of inaccessibility to palliative care that
the palliative care strategic axis of the second National Cancer Prevention and Control Plan (PNPCC2 2020-2029) was designed, emphasising the community approach to palliative care, the proposal
of regulatory texts in line with the principles of bioethics, as well
as the reinforcement of the training of health professionals in palliative care to achieve full coverage of patients in need of palliative
care.2
In fact, the lack of awareness and training in basic palliative care among oncologists, specialists and general practitioners is

one of the obstacles to access to palliative care, in general, and its
decentralisation towards primary care.3,4
“I don’t know how to prescribe morphine” or “how are we going
to manage a stockpile of opioids? This must really be a source of trouble!” or
“what if the patient goes into respiratory distress while taking morphine?”.
These are the main fears of healthcare professionals regarding cancer patients in advanced palliative care due to lack of
training.5 This indirectly raises a second question about the situation of palliative care in Morocco, which is the inaccessibility to
opioids. Their supply is limited to regional oncology centres and
they are only sold in pharmacies in the cities where these specialised centres are located, despite the fact that Moroccan law allows
their prescription by all doctors, regardless of their status as specialists or not.
There is no sense of responsibility, obligation or ethical duty in the caregiving community to “not abandon” a patient
at the end-of-life (EoL). On one hand, this is due to a lack of
training; on the other hand, this is due to the lack of an “integrated
palliative care process (IPC-PC)”. Organisational models are arbitrary,
“everyone does what they can”, scenarios are unclear and the patient is
lost in an unfocused and complicated system. This biased community approach can be represented as a chain of disconnected
rings, though, in reality, it has only two rings at the end of the two
extremes: the tertiary level and the community represented only
by the patient’s family. It does not incorporate all the intermediate
rings which should contribute to a coordinated system of palliative
care and its good integration in the community: liaison nurses, support teams at the primary care level, volunteer teams, social workers, respite hospitalisations at the provincial hospital level, etc.,3
especially when the patient lives in the periphery or in a rural area.
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The development of the IPC-PC model such as the IPCPC could guarantee good coordination aimed at the continuity of
care for cancer patients in palliative care by assigning each healthcare professional, each level of care and all the components of our
healthcare system “a well-defined role” in the care of cancer patients
from the moment the patient is identified as being in a palliative
situation until death. In other words, to define in an institutionalised way the what, who, when, how and where of interventions
aimed at the care of these patients.6

spoken aspects of medicine, such as the spiritual pain often associated with physical and psychosocial distress9 and the awakening of
the community of caregivers to compassion is the ultimate key to
active and authentic intervention in patients at end-of-life.

This will allow patients to benefit from “timely” palliative
care. Timely palliative care is early palliative care tailored to the
patient’s biopsychosocial and spiritual needs, and delivered at the
optimal time and place.7,8
However, the philosophy of palliative care has yet to be
promoted among the various actors in the healthcare system. This
is a real challenge to which the Lalla Salma Foundation for the
Prevention and Treatment of Cancer (FLSC) is committed, not
only through the development of the PNPCC in partnership with
the Moroccan Ministry of Health, but also through the creation
of palliative care units in almost all oncology centres supported by
the FLSC (nine centres in total supported by the FLSC, seven of
which have a specialised palliative care unit). The FLSC has also
provided training for palliative care teams by setting up continuing education courses for nursing staff working in palliative care
or general cancer care at the national level. Theoretical training is
complemented by practical training at the Palliative Care Unit of
the Mohammed VI Centre for Cancer Treatment at the University
Hospital of Casablanca, which is currently considered the reference centre for training, organisation and quality management in
palliative care at the national level.
Towards this goal of raising awareness of palliative care
among health professionals, the Moroccan Association of Palliative Care (AMSP) was formed in 2019, with the main objective of
promoting the philosophy of palliative care and to permeate health
professionals. In order to cover the training of the maximum number of healthcare professionals, the AMSP has, since its creation,
periodically organised certificates in palliative care, webinars accessible to all types of healthcare professionals and, most recently,
the first International Congress on Palliative Care under the motto
“Cancer Pain in all its States”. The motto chosen is not a trivial one.
Through their presentations, national and international speakers
have broken all taboos related to cancer pain, addressed to more
than 250 participants. The topics of the Congress included: the use
of opioids in daily practice, neuropathic pain in cancer, analgesic
radiotherapy, breakthrough cancer pain, breaking bad news and
spiritual pain in the cancer patient.
Thus, the message conveyed to participants of different
profiles was not limited to interdisciplinary participants, was not
focused on the medicinal approach to pain, but to the holistic approach to care. Participants were invited to reflect on the depth of
the dimensions of humanity, dignity and quality of life, which are
intimately linked to person-centered care. The often neglected un-
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ABSTRACT

Skills in biomedical ethics are limited in the African health care systems. This significantly affects the bioethics discourse in the
medical practice. The main reason for the paucity in knowledge and skills in bioethics is minimal or no training at all imparted to
healthcare professionals. Where there is training, it is not well-structured like other courses in the training institutions. This report
summarizes the status of bioethics training and outlines the implementation, processes, outcome and future outlook of a bioethics teaching project for masters in medicine residents (students) in a tertiary referral hospital in Africa. This project was part of
postgraduate studies in biomedical ethics by a practicing physician. It entailed teaching bioethics to first year master’s in medicine
residents (students). The teachings occurred in the author’s affiliated institution monthly for six-months. The topics covered were:
general introduction to bioethics, ethical issues at end-of-life (EoL), informed consent, basics of research ethics, plagiarism and
doctor-pharma interaction. These topics were selected due to their relevance to the residents in their practice and because they
needed to undertake research studies to graduate from the masters training program. In addition, these basic bioethics training
provided the residents with the foundation to develop knowledge geared towards improving skills in analyzing diverse areas in the
contemporary bioethics’ environment such as end-of-life care (EoLC), human research ethics, doctor-pharmaceutical relationships while looking at them within the context of political, cultural, socio-economic, and environmental determinants.
Keywords

Bioethics; Training; Kenya; Africa.
INTRODUCTION

T

he discourse of bioethics as a branch of philosophy dates to
the beginning of western philosophy in the 6th century Before
Christ (BC) in ancient Greece. However, it is Hippocrates who introduced the Hippocratic Oath in 400 BC as a code of ethics in the
medical profession arguing that doctors needed not just to have
knowledge about their craft but also needed to have that knowledge guided by ethical principles. After all, anyone who has the
power to heal also has the power to inflict harm.1
Thus, was born the still influential Hippocratic Oath and
at the same time, the field of bioethics. However, contemporary
bioethics was born out of atrocities committed during human experimentation by those with authority or power against the minorities in the society. There was the abuse by German Physicians of

Jews during World War II and after the war, the doctors were tried,
and the Nuremberg Code formulated. It was a ten points code of
ethics outlining the rights of research subjects.2
During the trial, Justice Robert Jackson so eloquently declared:
“The wrongs which we seek to condemn and punish have been so
calculated, so malignant, and so devastating, that civilization cannot tolerate
their being ignored, because it cannot survive their being repeated”.3
Ethical approach to patients become even more challenging to practitioners in a teaching hospital where patients serve
as participants in research activities and their doctors are the researchers in these endeavors. As these interactions change from
time-to-time clinical to research, it is imperative that doctors understand the various ethical issues that might arise and therefore
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put mitigation measures in place.
In addition, as medicine become more and more technologized and death extremely medicalized, doctors need to understand their biases and limitations and make ethical and justifiable decisions on what interventions suit each given patient. This
is more so at end-of-life (EoL). Thus, one of the main aspects of
knowledge that healthcare professional must have in order to make
patient-oriented decisions and thus provide patient centered care is
bioethics.4 This requires formal training.
Formal training in bioethics commenced a few decades
ago and globally, bioethics training programs have grown since the
trainings were introduced in the United States (US) in the 1970s.
Medical schools in the US are required to include bioethics in their
curricula in order to be accredited. Other countries have followed
suit with bioethics teaching being offered in the undergraduate,
postgraduate and specialized clinical settings. Though this is the
case in most developed countries, it is not the same in developing
countries.5
Bioethics Training in Africa

There is paucity of bioethics training and experience in Africa.
The current model of interactions between doctors and patients
is strongly guided by the principles of medical ethics. However,
the knowledge and skills on how to implement the same given a
particular patient’s situation are limited. As patients and families
become more aware of their rights and obligations, well thought
out ethical approach to their care is critical. Understanding how
well to interact with the patient given their particular context is
important. Most bioethics trainings in Africa are supported by the
Fogarty Bioethics Training Programs (FBTPs) that has involved
individuals from across the continent. The FBTPs aims at research
ethics trainings.6 Apart from a few universities in East and Southern Africa, there is no formal ethics education in most of Africa’s
medical schools.7 Apart from South Africa, most countries lack
the required bioethics work force to conduct trainings in medical
schools.8
Bioethics Training in East Africa

Makerere University in Uganda offers a Master of Health Sciences
in Bioethics (MHSc Bioethics) degree. The International Health
Research Ethics Training (IHRET) program at Makerere University College of Health Sciences offers Masters, Post-Graduate
Diplomas and certificates in research ethics.9 In Tanzania, the
Muhimbili University of Health and Allied Sciences (MUHAS) offers bioethics courses to undergraduate and postgraduate students.
These are cross-cutting core courses coordinated by the Department of Bioethics and Health Professionalism in the University.
On top of this, MUHAS offers training in Masters of Bioethics
(MBE), which is a four-semester program.10
Bioethics Training in Kenya

The Kenya Medical Research Institute (KEMRI) conducts certificate trainings in bioethics (clinical and research) and will soon be
16

introducing a Postgraduate Diploma in Bioethics program with the
aim of eventually offering a Masters in Bioethics (MBE) Course.
This is in partnership with the Centre of Bioethics and Culture
(CBEC) at Sindh Institute of Urological Transplantation (SIUT)
in Karachi.11,12 The MOI University in Eldoret offers certificates
in bioethics training and a master’s in international research Ethics.13 Kabarak University in the Rift Valley region in partnership
with Trinity International University has introduced a Masters in
Bioethics training in the country.14
Status of Bioethics discourse at Aga Khan University Hospital,
Nairobi, Kenya

In this section, Aga Khan University Hospital, Nairobi (AKUHN)
is introduced as a teaching institution, the ethics committees at
AKUHN are described and the bioethics training offered before
this project outlined.
The Institution

The Aga Khan Hospital, Nairobi, Kenya was established in 1958
and was accredited, to train doctors, by the Kenya Commission for
University Education (CUE) in 2002. In 2005, it was designated
AKUHN a tertiary referral and teaching hospital serving the East
African region. It was accredited by the Joint Commission International (JCI) in 2013 and re-accredited in 2016 and again in 2019.
It has a capacity of 280 beds and runs more than 20 specialized
clinics. The university arm of the hospital is headed by a dean under whom the postgraduate Medical Education (PGME) department falls. The PGME is headed by a director and decides on the
content of trainings in the University. It is this department, which
was instrumental in implementing the bioethics training project
described in this writeup.
AKUHN trains residents in 7 distinct fields: internal
medicine, family medicine, surgery, pediatrics, obstetrics and gynecology, pathology and radiology. The residency training is over 4
calendar years for completion after which the resident is awarded a
master’s in medicine (MMED) degree by the Aga Khan University.
The academic year commences in January and there are 20-25 students per intake across the disciplines. The target trainees for the
biomedical course were all the residents at AKUHN who were in
their first year of study in 2019. In year 1 and 3 of the 4 years master’s program, the residents sit for Observed Structured Clinical
Examinations (OSCE). The OSCE is aimed at evaluating critical
areas in the residents ‘interaction with patients such as establishing rapport, communication and approach to ethical dilemmas and
common ethical issues in health care provision.
Ethics Committees

AKUHN has two ethics committees: Research Ethics Committee
(REC) and the Hospital Ethics Committee (HEC). The former
ensures that research in the institution or in which the institution’s
personnel are collaborating meets set out standards. The HEC is
charged with clinical ethical cases review, education of the hospital
staff, patients and families, and the community on aspects of clinical ethical issues and in assisting the hospital in reviewing and for-
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mulating policies that meet ethical standards in patient care. Each
of these committee comprise of 12 members.

• To raise awareness about a doctor’s ethical duty and role
• To introduce the basic concepts of research ethics
• To introduce the basics of clinical ethics

Ethics Training

In the first year of postgraduate studies, the residents from the
various programs listed above were trained on the principles of
medical ethics. A facilitator met the residents in an initial contact
lecture in the month of March where course outline and objectives
were discussed. The introductory lecture took 3-hours in a didactic model. Afterwards, the training was through Moodle, an online
platform where residents read on various topics and were expected
to complete this process by February of the following year.
The residents also completed the Collaborative Institutional Training Initiative (CITI) online course. It is notable that the
ethics training was not given enough attention like other modules.
All other teaching modules had regular facilitator-student interaction with student presentations as well as didactic lectures. There
were regular Continuous Assessment Tests (CATs) in other modules but not in the ethics training.
The writer was a scholar at the Centre of Biomedical Ethics and Culture, SIUT, Sindh Institute of Medical Sciences (SIMS)
where he studied a Postgraduate Diploma in Biomedical Ethics.
One of the requirements for qualification was a teaching project in
the scholar’s affiliated institution.

Course and Training Methodology

The identified residents attended all the sessions. The project covered the following six topics (Table 1), which ran in the outlined
order. Each session lasted two hours on the first Wednesday of
every month. The teaching methodologies varied per topic and included video vignettes, didactic lectures, role play, case summaries
and group discussions. The Table 1 outline the 6 sessions, the concepts covered, and the specific methodologies used.
RESULT

All the 25 residents attended all classes. By the time of completing
the project there was noted interest in bioethics as a field of study
and 2 residents chose dissertation topics from cases discussed during the training. There was improved performance on the common
OSCE examination comparing the performance in 2018 and 2019.
Evaluation done before and after the training showed improvement of self-reported confidence among the residents.

Evaluation forms completed by the residents at the start and end
of the academic year were compared. The attendance sheets completed during every session were reviewed for number of attendees.

Residents were asked how confident they were at performing/understanding the following critical skills as they pursued
their residency training: communication, breaking bad news, taking
informed consent either for research or health care, and knowledge on plagiarism. Confidence was recorded on a 4-point Likert
scale as follows: 1= very confident 2= fairly confident; 3= not confident; and 4= cannot perform. At the start of the trainings, only
20% (5/25) of the residents scored 1 or 2 of all the 4 assessed
skills. However, at the end of the 6th session of the project, 100%
(25/25) of the residents scored all the 4 skills at 1 or 2.

Objectives of the Project

Lessons Learned

• To make first year residents aware of the discipline of bioethics

Several lessons were learned throughout the journey of this train-

METHODOLOGY

Table 1. Session Titles, Concepts for the Sessions and Methodologies Used During the Teaching
Session

Concepts

Teaching Methodology

General introduction to bio-ethics

Morality, ethics, bioethics, ethical dilemma
Important historical events
Contemporary bioethics and modern challenges

CBEC video: “Walking a tight rope”
PowerPoint presentation

Ethical issues at end-of-life

Palliative and end of life care
Advance directives and Do not resuscitate (DNR)
Decision making process at end of life and futile care

CBEC video: “More than meets the eye”
Case discussion and summary of the concepts

Informed consent

Informed consent definition
Process of informed consent
Full disclosure
Adequate comprehension
Voluntary participation

CBEC Video- “Sounds of Silence”
PowerPoint presentation summarizing the concepts

Basics of research ethics

Human research
Vulnerable populations
Ethical approval process

CBEC Video: “Testing times”
Power point presentation

Plagiarism

Principles of scientific writing
How to avoid plagiarism
Types of authorship

CBEC video: “Publish or Perish”
Didactic summary

Doctor-pharma interaction

Conflict of interest
Therapeutic misconception

CBEC video: “A matter of Trust Debate session on doctor
pharma interaction”. Group A supported while B opposed
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ing project. The author realized the glaring gap of knowledge and
skills on the bioethics by our trainees. The author did pick the paucity of teachings on issues on bioethics both in undergraduate and
postgraduate medical trainings. The lack of resources as an enabler
of changed attitude and understanding of bioethics by residents
was also noted. Lack of capacity with limited faculty trained in
bioethics was noted as a significant contributor to the overall poor
scope of bioethics teachings.
However, these gaps were associated with great interest
in bioethics by residents based on the questions they asked and
the discussions that emanated from these trainings. As mentioned
earlier, Some a residents from this group picked a bioethics related
field as their master’s in medicine dissertation-assent as part of the
consenting process in the pediatric population and another one the
concept of advance directives as a critical bioethics issue in medical practice. There was significant institutional support as time was
spared for the residents to attend these teaching throughout the
6-months.
OUTCOME AND RECOMMENDATION

A critical outcome of these teachings was improved Observed
Structured Common Clinical examinations (OSCE) performance
with all residents passing all the examining stations. The OSCEs
had bioethics questions which previously were not well-performed.
The topics covered during this project were incorporated into the
curriculum for master’s in medicine students and are examinable
and mandatory for residents in years 1 and 3 of their studies. The
OSCE component of residency examination was expanded. Each
topic was expanded to take 4-hours and one topic is covered every
month in an afternoon and some take home activities given to the
residents.
The institution of affiliation allowed the writer to commence his Masters in Bioethics training to not only improve capacity for training the residents in the institution but also to teach
other hospital staff on the various aspects of bioethics.
Further, on top of training the residents in medical ethics, the program has been expanded to include skills in medical
humanism and professionalism-putting patients (human beings) at
the center of focus as health care is provided. This is aimed at developing all rounded doctors to be prepared to achieve the general
competencies expected not only in their residency education but
also in the prime ethos of doctor-patient relationship.
OUTLOOK

The teaching of bioethics was almost completely absent, but this
is an encouraging step towards improving the bioethics discourse.
Although the listed bioethics topics have been fully incorporated
into the mainstream curriculum at AKUHN, there is great room
for great improvement in bioethics training given the interest
shown coupled with the institutional support. We hope this work
provides insight on the effects of investment in capacity development in bioethics not only at AKUHN but also in other medical institutions in Kenya. It is recommended that this model of teaching
18

bioethics be used in nursing and health auxiliary training institutions. Through this training project, the incorporation of the same
in the curriculum, there will be an improved capacity of physicians
interested in bioethics teaching who will become influencers of
those behind them. Further, those trained in this course are being
encouraged to be members of the ethics committees and further
their education in bioethics. Eventually, it is expected that there will
be improved ethical approach to care for patients and as Doukas
et al15 reported in 2010, the value of bioethics training in medical
education is critical for as the physician is trained as a scientist so
should he be trained to master humanistic skills through bioethics
training which is essential for a professional physician. It is important that ethical evaluation for the care provided to a patient is
carried out with the social context in mind. This was evident in this
project when the given cases during discussions had multiple confounding factors which were based on the socio-cultural contexts
as the residents understood them.
It will be critical to evaluate the educational goals and objectives, teaching methodologies and assessment strategies of this
new module which encompassed the topics covered in this project. Critical analysis of the course structure, faculty development
and engagement will also identify gaps and therefore improvement
strategies. This could also form the basis for an agenda for future
research projects.
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ABSTRACT
Purpose

The objective of the survey is to evaluate the knowledge and opinion of Howard University College of Pharmacy first-year professional pharmacy students regarding the use of the sleep medication melatonin.
Methods

A survey questionnaire comprising 20 questions on melatonin was developed and response obtained from 42 students. Demographic data and responses were gathered and evaluated. Descriptive statistics were used to analyze the responses.
Results

Most of the respondents had adequate knowledge about melatonin ranging from 54.8 to 92.6%. There was no statistical difference when responses were analyzed based on the gender of the survey participants. To specific questions whether melatonin is
associated with weight gain, can help with signs and symptoms of cancer, recommend sleep hygiene instead of melatonin, and
whether melatonin is addictive, the majority (57.1%, 42.9%, 64.3% and 69.0%, respectively) provided the wrong responses.
Conclusion

More than half of the respondents had good levels of knowledge and opinion about melatonin, with the highest being 92.6% to
a specific question on the use of melatonin. The students were only deficient in areas of melatonin being associated with weight
gain, melatonin helping with signs and symptoms of cancer, recommending sleep hygiene, and melatonin causing addiction.
There are significant differences between the age groups and whether those who worth healthcare area, or not in their response
to some of the survey questions.
Keywords

Melatonin; Dietary supplement; Insomnia; Weight gain; Cancer; Light.
INTRODUCTION

M

elatonin, an endogenous hormone produced by the body, is
mainly responsible for regulating sleep cycles.1 Most exogenous melatonin is synthetically produced. It may also be produced
from animal pineal gland. Darkness is thought to stimulate melatonin release, whereas light suppresses it.2 Melatonin is used to treat
insomnia, autism spectrum disorders (ASD), and to prevent jet lag.
Its adverse effects range from nausea, vomiting, headache, tachycardia, irritability, dysthymia, worsening of depressive symptoms
to morning grogginess.1,2 Unlike most other sleep medications
such as benzodiazepines, melatonin does not cause withdrawal or
dependence symptoms.3 Evidence is conflicting on its use for occasional insomnia.1,2 Associations such as the American Academy

of Sleep Medicine (AASM) and the American College of Pharmacy state that sufficient evidence is lacking to support the use of
melatonin in the general population for chronic insomnia.2 A large
Cochrane review of 9 trials reported night shift workers who took
3 to 6 mg of melatonin slept 24-minutes longer during daytime.
Side effects did not differ from placebo.4 There is no direct association between melatonin use and weight gain, although low-level
of melatonin in the body may contribute to weight gain.5 Lack of
adequate sleep or inconsistent sleep patterns has been linked to
a higher body mass index (BMI) and thus precipitating obesity.6
The literature on melatonin has also been reviewed extensively as
a possible candidate for adjuvant therapy in various cancer types,
including breast cancer.7

cc Copyright 2022 by Hailemeskel B. This is an open-access article distributed under Creative Commons Attribution 4.0 International License (CC BY 4.0),
which allows to copy, redistribute, remix, transform, and reproduce in any medium or format, even commercially, provided the original work is properly cited.
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Prior to recommending melatonin, good sleep hygiene
has been encouraged to correct the causes of insomnia.1 For most
cases, a dose of 0.3 mg at bed time is sufficient to produce higher
than normal physiological concentrations.2 Melatonin tablets and/
or capsules ranging from 0.2 mg to 20 mg are available. Smith et al8
reported the use of 1 mg to 10 mg dose for short-term management of insomnia in a hospital inpatient setting. Although the authors noted lack of adequate documentation by providers on sleep
quality, they reported adverse events such as daytime drowsiness,
headache, and deliriumin only 6 out of 200 patients.8
The current study was initiated to learn about the knowledge level and opinion of first year pharmacy students at Howard
University (HU), Washington, D.C., USA regarding melatonin and
its use. Compiling and analyzing the survey data is thought to help
identify the strengths and needs of students in this area of knowledge.
METHODS

Table 1. Demographic Characteristics of Respondents
Characteristics

Respondents (n, %)

95% CI (% range)*

21-23

14 (33.3)

19.1-47.6

24-26

17 (40.5)

25.6-55.3

27-29

5 (11.9)

2.1-21.7

>29

6 (14.3)

3.7-24.9

Age (years)

Gender
Male

15 (35.7)

21.2-50.2

Female

27 (64.3)

49.8-78.8

1 (2.4)

0.0-7.0

Education
Some college
Associate Degree

1 (2.4)

0.0-7.0

BA/BSc

34 (81)

69.1-92.8

MSc

4 (9.5)

2.7-22.6

PhD/Professional

2 (4.8)

0.0-11.2

Residence

A total of 45 professional first year pharmacy students at Howard University College of Pharmacy for the year 2021 participated
in the survey. Forty-two (response rate of 93.3%) completed the
questionnaire. The following demographic data were gathered:
age, gender, education, residence, work-related items, and annual
income. Twenty items were included in the questionnaire to collect
the opinion and the knowledge level of the study enrollees about
melatonin. A 4-point Likert scale (1=strongly agree; 2=agree;
3=disagree; 4=strongly disagree) was used to rate responses. The
strongly agree and agree responses were aggregated as “agree”
or “yes” responses, while the disagree and strongly disagree were
lumped together as “disagree” or “no”. Mean Likert scores were
calculated to place the levels of the responses. A two-tailed Fisher’s
exact test was used to determine p values by comparing genderbased responses. The study was approved by Howard University
institutional review board.
RESULTS

Washington, D.C.

4 (9.5)

0.7-18.4

Maryland

13 (31)

16.9-44.9

Virginia

7 (16.7)

5.4-27.9

Other States

18 (42.9)

27.9-57.2

Working Now
Yes

9 (21.4)

9.0-33.8

No

33 (78.6)

66.2-90.9

2 (4.8)

0.0-11.2

Work Experience
Never worked
Short-term

3 (7.1)

0.0-14.9

Part-time

16 (38.1)

23.4-52.8

Full-time

21 (50)

34.9-65.1

Pharmacy related

16 (38.1)

23.4-52.8

Other healthcare

Type of Job
12 (28.6)

14.9-42.2

Non-health related

13 (31)

16.9-44.9

Not applicable

1 (2.4)

0.0-7.0

< USD 10,000

13 (31)

16.9-44.9

10,001-20,000

7 (16.7)

5.4-27.9

20,001-30,000

6 (14.3)

3.7-24.9

30,001-40,000

5 (11.9)

2.1-21.7

>40,000

11 (26.2)

12-9-39.5

Annual Income

A total of 42 students (15 male, 27 female) participated in the
survey. About 41% are in the age range 24-26-years. Thirty-four
of the participants (81%) had a bachelor’s degree before joining
pharmacy school. In addition to attending pharmacy education at
HU College of Pharmacy, most of the respondents (n=33, 78.6%)

Years Worked
Chart 1. Gender Breakdown of Survey Respondents

None

1 (2.4)

0.0-7.0

1-2

19 (45.2)

30.2-60.3

3-4

11 (26.2)

12.9-39.5

>4

11 (26.2)

12.9-39.6

*

CI=Confidence Interval; normal approximations of binomial exact values.

held jobs at the time of this survey. Many (n=18, 42.9%) of the
students’ home states are outside of the Washington DC-Maryland-Virginia (DMV) metro area, while the rest are spread in these
areas (Table 1 and Chart 1).
Thirty-nine respondents (92.6%) agreed melatonin is
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taken by consumers for sleep; 35 (83.3%) agreed melatonin is a
dietary supplement used for insomnia. Twenty-seven participants
(64.3%) responded that melatonin also decreases depression. Thirty-two students (76.2%) agreed that melatonin causes headache,
dizziness, sleepiness, and nausea as side effects. In an answer to a
specific question whether melatonin is associated with weight gain,
24 (57.1%) agreed it is associated (Table 2).

In response to a further 15 questionnaire items on melatonin (Table 3), the majority agreed to each statement or question, except for four statements: to melatonin being associated
with weight gain (n=18; 42.9% disagreeing vs n=24; 57.1% agreeing); the belief in sleep hygiene and not recommending melatonin
(n=15; 35.7% agreeing vs n= 27; 64.3 disagreeing); to melatonin
helping with signs and symptoms of cancer (n=18; 42.9% agreeing

Table 2. Response Pattern of Survey Respondents (n=42) Based on Gender
Response [n, (%)]

Survey Statement

Melatonin is mostly taken by people who
want to sleep

Melatonin is used as a dietary supplement
for insomnia

Melatonin when taken as a sleep aid is
known to decrease depression in patients

Melatonin causes headache, dizziness,
sleepiness, and nausea as side effects

Melatonin is associated with weight gain

SA

A

M

6

8

F

1510

DA
1

0

TA

TDA

14

1

20

252
393

21

18

30

(50)

(42.9)

(7.1)

(0.0)

M

9

2

4

0

F

168

(92.9)

(7.1)

11

4

21

243
35

7

25

10

61

(59.5)

(23.8)

(14.3)

(2.4)

(83.3)

(16.7)

M

7

1

5

2

8

7

F

613

71

LK
(m±SD)

p*

1.57±0.63

1.000

1.60±0.83

0.2252

2.12±0.94

0.3252

1.98±0.78

0.4508

1.57±0.63

1.000

198

13

14

12

3

27

15

(31.0)

(33.3)

(28.6)

(7.1)

(64.3)

(59.5)

M

4

6

5

0

10

5

F

814

41

225

12

20

9

1

32

10

(28.6)

(47.6)

(21.4)

(2.4)

(76.2)

(23.8)

M

2

8

5

0

10

5

F

59

121

1413

7

17

17

1

24

18

(16.7)

(40.5)

(40.5)

(2.4)

(57.1)

(52.9)

Abbreviation: SA=Strongly agree; A=Agree; DA=Disagree; SDA=Strongly disagree;TA=Total agree;TD=Total disagree; M=Male;
F=Female; LK=Likert score; m±SD=mean±standard deviation.
*p values ≥ are considered not significant.

Table 3: Additional Questionnaire Items Used in the Survey
1.

I feel confident in recommending melatonin to patients who have trouble sleeping.

2.

I believe getting used to melatonin as a sleep aid may lead to the development of tolerance and may not be a good idea.

3.

I believe melatonin, although a natural product, may cause problems if taken long term.

4.

I believe in sleep hygiene and do not recommend melatonin or any other sleep aid.

5.

I believe melatonin is a natural substance and can cause adverse effects if taken as a sleep aid.

6.

Do you agree that melatonin can help alleviate signs and symptoms of breast cancer?

7.

Do you agree that light can block the mechanism of melatonin when used in the management of breast cancer?

8.

Do you agree that the body naturally produces melatonin?

9.

Besides its use in breast cancer patients, melatonin improves jet lag symptoms.

10.

Melatonin, since it is produced in the body, should generally be a safe medication

11.

I believe that melatonin should have no known side effects since our body makes it.

12.

Natural substances such as melatonin should be safe in children.

13.

I believe taking additional supplements of melatonin may decrease the body’s ability to crat more.

14.

Although natural, melatonin may have an addictive property if it is taken for a long time.

15.

I do not mind purchasing melatonin over the counter for myself or my family if the need arises.
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vs n=24; 57.1% disagreeing) and to melatonin having no known
side effects, since the body makes it (n=16; 38.1% disagreeing vs
n=26; 61.9% agreeing) (Table 4). Analysis of the survey data revealed no statistical differences between male and female respondents across all 20 questionnaire items (p>0.05) (Tables 2 and 4).
DISCUSSION

Various reports have appeared in the literature evaluating drug
knowledge of junior pharmacy students regarding selection of
generic medicines,9 and others in their later years of training on
topics, such as pharmacovigilance and drug-drug interactions.10,11
However, studies are lacking that evaluate in-coming first-year
pharmacy students on their knowledge. To gauge the knowledge
level of pharmacy students early on helps to identify the deficits
in various knowledge areas. Thus, our survey took melatonin as an
example to test the knowledge of students through administration
of a survey questionnaire.
Nearly 80% of the survey items (16 out of 20) were answered correctly by more than 50% of the surveyed students for
each item). There is no adequate evidence that melatonin is associated with weight gain; the reverse may be true considering melatonin indirectly my help with weight reduction if it is associated with
lack of sleep.5 However, the majority respondents (n=24; 57.1%)
agreed melatonin is associated with weight gain). Most sleep medi-

cations such as benzodiazepines cause some level of addiction,3
so it is possible that the students had the impression that melatonin, as a sleep aid, may have similar addictive properties. Studies indicate that melatonin can help with signs and symptoms of
cancer types such as breast cancer, prostate cancer, gastric cancer,
and colorectal cancer.7 Less than half of the respondents (n=18;
42.9%) agreed with the statement This study also found out a similar response pattern between the genders. Analysis of the survey
data revealed no statistical differences between male and female
respondents across all 20 questionnaire items (p>0.05).
Fisher’s Exact test was done to determine if there were
any significant differences among the various groups in their response to the questionnaires. We found that age of the participants
matters in their belief that melatonin, although a natural substance,
can cause adverse effects when it is taken as a sleep aid (26-years or
younger vs. older than 26; p=-0.05). We also found a significant difference in participants’ response, whether melatonin is associated
with headache, dizziness, sleepiness, and nausea as a side effect,
when the responses were evaluated on the basis of the type of
work the participants had (those who work at healthcare related
jobs vs. those in non-health related jobs: p=0.0085). The participants who are confident in their knowledge significantly rated their
agreement with melatonin as a naturally produced hormone compared to their counterparts (p=0.0281).

Table 4. Gender Based Response Pattern to Items 1-15 from Table 3
Questionnaire
Item*

Male (n, %) Female
(n, %)

LKS
(mean±SD)

p

1

Agree (A)* 35(83.3)
Disagree (DA)* 7(16.6)

11(26.2) 24(57.1)
4(9.5) 3(7.1)

1.90±0.79

0.2252

2

A 33(78.6)
DA 9(21.4)

10(23.8) 23(54.8)
5(11.9) 4(9.5)

1.93±0.89

0.2417

3

A 33(78.6)
DA 9(21.4)

12(28.6) 21(50)
3(7.1) 6(14.3)

2.00±0.80

1.0000

4

A 15(35.7)
DA 27(64.3)

4(9.5) 11(26.2)
11(26.2) 16(38.1)

2.69±0.78

0.5055

5

A 30(71.4)
DA 12(28.6)

12(28.6) 18(42.8)
3(7.1) 9(21.4)

2.12±0.80

0.4848

6

A 18(42.9)
DA 15(57.1)

6(14.3) 12(28.6)
9(21.4) 15(35.7)

2.52±0.97

0.7674

7

A 29(69.0)
DA 13(31.0)

11(26.2) 18(42.8)
4(9.5) 9(21.4)

2.14±0.87

0.7387

8

A 32(76.2)
DA 11(33.8)

10(23.8) 22(52.4)
5(11.9) 5(11.9)

1.95±0.85

0.4508

9

A 23(54.8)
DA 19(45.2)

7(16.7) 18(42.9)
8(19.0) 11(26.2)

2.38±0.88

0.5249

10

A 27(64.3)
DA 15(35.7)

11(26.2) 16(38.1)
4(9.5) 11(26.2)

2.21±0.92

0.5055

11

A 16(38.1)
DA 26(61.9)

4(9.5) 12(28.6)
11(26.2) 15(35.7)

2.67±1.00

0.3302

12

A 26(61.9)
DA 16(38.1)

9(21.4) 17(40.5)
6(14.3) 10 (23.8)

2.26±0.91

1.0000

13

A 25(59.6)
DA 17(40.4)

9(21.4) 16(38.1)
6(14.3) 11(26.2)

2.21±0.81

1.0000

14

A 29(69.0)
DA 13(31.0)

8(19.0) 21(50.0)
7(16.7) 6(14.3)

2.07±0.92

0.1635

15

A 36(85.7)
DA 6(14.3)

13(30.9) 23(54.8)
2(4.8) 4(9.5)

1.86±0.84

1.0000

*
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Agree (strongly agree+agree); disagree (disagree+strongly disagree), LKS=Likert Score; p≥0.05 are not significant
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CONCLUSION
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A survey carried out among the HU College of Pharmacy firstyear professional pharmacy students revealed that more than half
of the respondents had good levels of knowledge and opinion
about melatonin, with the highest being 92.6% to a specific question on the use of melatonin. The students were deficient only in
areas of melatonin being associated with weight gain, melatonin
helping with signs and symptoms of cancer, recommending sleep
hygiene, and melatonin causing addiction. There were significant
differences between the age groups and among those who work in
the healthcare area versus in other areas in their response to some
of the survey questions.
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